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Preface

WHAT DOES IT MEAN TO BE CALLED “CRAZY” IN A CRAZY WORLD?

Before I began to work as a community advocate and therapist, and
before this book was conceived, I was a psychiatric patient. At age 26
my file from San Francisco’s Langley Porter Psychiatric Institute read
schizoaffective disorder schizophrenia, I carried a bus pass with the word
DISCOUNT above my photo, and each month Social Security deposited
$700 in my bank account to live on. “You have a thought disorder,” the
team of doctors told me in the locked ward. “Symptoms can be managed
with medications, but there is no cure.”

For many months before I was first hospitalized, there no sun was
shining in my world. I barely spoke. I walked through the city all night,
afraid of people watching me, unable to escape the loud, angry voice tell-
ing me I should die. I climbed out my apartment window to hide from
my roommates, I watched for a demon to come at me through a postcard,
through phone calls with no one on the other end. Then, on a cold Janu-
ary night, desperate for a way out, I wandered to the Golden Gate Bridge,
dragging my bloodied hand against a chain-link fence. As the dawn broke,
I stood by the roadside and held up an orange scrap of plastic sign debris,
ariddle displayed for the rush-hour traffic. I was trying to say something,
but I didn’t know what it was. I made my way to the Divisadero Street
clinic. Maybe they could tell me.

Staff put me under observation, then tied me down in restraints. They
drove me in a dark van to San Francisco General Hospital, where, terri-
fied, I was admitted as a psychiatric patient. And after more hospitaliza-
tions and stays in mental health residences, more tests and observation,
I was pronounced schizophrenic.

Should I believe doctors who said my mind was unreliable and my
only hope medications? Was this my new life, with no possibility of some-
thing more? Or should I start asking questions?

Today I no longer have a prescription for antipsychotic medications,
Social Security deposits no money in my account, and I haven’t beenin a
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mental health facility in fifteen years. How did I get from there to here?
How did I prove a team of psychiatric medical experts completely wrong
about me?

Outside Mental Health is part of the answer.

For three years, I trusted doctors. I only got worse. In the hospital
I was asked about a “family history of mental illness.” I was never asked
about a family history of trauma. My father was a foot soldier in the Korean
War, and my mother is a sexual abuse survivor; I endured neglect and
bullying at home and at school; I grew up amid the racial conflict of the
South. I began to ask if war and social oppression could be part of why I
was so terrified, why I fell into frozen states and couldn’t move or speak.
What if my “catatonia” was a way to protect myself, not just a proof of a
diseased brain? Doctors asked me if I had “auditory hallucinations.” But
what if I was having spiritual experiences, what if I was hearing the tor-
mented echoes of my ancestors? Maybe the visions I saw really were cod-
ed messages, messages about the world I live in. And what does it mean
to be told you have a “thought disorder” in a world that is so disordered
by violence, consumerism, and fear?

The diagnosis of incurable mental illness is not something you just
leave behind when the hospital discharges you: the bracelet can be cut
off, but the identity remains. As I began to ask questions, I realized I had
to regain trust, not just in other people, but in my own mind. I desper-
ately wanted to get better, but at each step my schizophrenia diagnosis
blocked the way, making me doubt myself. If I didn’t find my own voice,
the doctors’ verdict could become a self-fulfilling prophecy. Thinking for
myself meant unlearning what the hospital said, and defying the relent-
less narratives of hopelessness that saturate our media culture.

We consider people with a severe mental disorder to be incapable
of taking charge of their own destiny by exploring, learning, and find-
ing a way. But this is a stereotype. There are growing numbers of people
around the world who have survived psychosis and hospitalization and
moved on, all kinds of people, from all kinds of backgrounds, with priv-
ilege and without, using many different strategies and all sharing one
commonality: we are human. And like all living creatures, human beings
have an innate capacity, even if it is just a potential, for survival, growth,
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and healing. Finding a life beyond madness, like finding a way out of any
human suffering, is possible for anyone.

When I found friendship in the psychiatric survivor movement, my
recovery picked up momentum. Drawing on my past training in jour-
nalism, I started the community radio program Madness Radio, seeking
out conversations with people in the “mad movement” whom I learned
about in support groups, gatherings, and workshops. Those interviews
sustained me, gave me clues, and unlocked doors, reinforcing what I had
learned and inspiring me to continue my search. A different understand-
ing of my madness and “psychosis” emerged. I had nearly lost everything,
and the stories on Madness Radio and now in these pages were making it
possible to re-create a life for myself.

I interviewed more than 150 people, all of them excluded from usu-
al mental health media coverage. Patients described how, like I was, they
were abused in the name of care, even as they also soared to extraordi-
nary spiritual and creative heights. Journalists helped me understand Big
Pharma’s corruption of science in the name of profits, and explained a
more honest approach to what is known and not known about the mind.
Researchers overturned conventional wisdom about medications and
supported my choice not to take psychiatric drugs. Spiritual seekers con-
jured connections between mysticism, meditation, and psychosis. My
own religious sensibility and indigenous heritage as mixed-race Choc-
taw Indian were reawakened, and I taught myself to listen for messages
and purpose in what were labeled my delusions, paranoia, and voices.

With each Madness Radio conversation, I became more convinced:
to find out who I was after being told I was schizophrenic, I would have
to keep going outside “mental health.” As I met fear and discrimination
around my diagnosis, it became clear that the term “schizophrenic” stood
in the way of my being a full human being. And it became clear that a
world that would label anyone schizophrenic, even in the name of help,
is a world that itself is crazy.

So I was left with the question: What place outside mental health
could possibly be “outside” enough? More and more, I shed my identi-
ty as a mental patient and got closer to a new vantage point on myself. I
expanded my support group work and began leading trainings and class-
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es, earned a degree, and started working with individuals and their fami-
lies as a counselor.

But I also faced a growing, and surprising, paradox.

The stronger I became in reality, and the more I became capable and
my “functioning” improved, the more something unexpected happened.
My altered states and different mental experiences that got called “psy-
chosis” did not go away. They became more real. I found more and more
reason to believe in the truth of my “symptoms.” I wasn’t recovering from

“madness.” Something far more mysterious was happening.

The hospitals and the threat of my label have faded. Today I am less
isolated, more in control, and less terrified than I was that day when a
team of doctors gathered around a consulting table to pronounce me
schizophrenic. But my most “florid” symptoms of that time, my unusual
beliefs, my conversations with voices, my paranoia, my contemplation of
suicide, my silent inward withdrawal, my perception of prophetic omens...
all of that remains. Professionals made their case for my severe mental
illness diagnosis by presenting symptoms as evidence, but that evidence
is all still part of me today, even as I live outside any psychiatric care or
treatment.

I am doing something completely different from what medical and
mass media narratives say I should be doing: I am regaining my wellbe-
ing in the world while at the same time losing touch more and more with

“reality.” My madness is leading me somewhere that is more real than
what everyone seems to say is real. I'm leaving behind not just the doc-
tors’ diagnosis, but also the mechanistic, soulless, and “objective” reality
that gave rise to it.

I have begun to arrive somewhere very far outside mental health
indeed.

“WHO’S THAT COMING IN THROUGH THE BACK DOOR?” When I was a kid,
every Sunday we visited my grandparents’ small family home on “the
Boulevard,” and every Sunday we passed by the front door. My father
led us instead up the narrow side stairway to the kitchen, and when we
rang the doorbell it wasn’t my grandmother or grandfather who greet-
ed us. The door opened and we were welcomed and hugged first by the
cook and housekeeper, who were black, or “colored,” as was still said at
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my grandparents’ home in South Carolina in 1973.

I thought everyone who came to visit passed the front door and
walked up the back steps like we did, until one day I saw my uncle’s fam-
ily arrive: they rang the front doorbell, and then gave a proper greeting
to my grandparents. They did not hug the housekeeper first.

I didn’t understand it, but each time my father led us up the back steps
we were somehow at odds with the normal reality of my grandparents’
house. This mysterious ritual was never mentioned, but I do remember
a few times hearing my grandmother, with a strange tone in her voice,
shout from the middle bedroom, “Who’s that coming in through the back
door?”

My grandmother knew, after so many Sundays, who was there. So
why the question? And why did I hear a hint of something in her raised
voice, a disguised satisfaction? She was, after all, calling loud attention to
my father’s unusual act, which was perhaps better passed over in silence.

The odd sound of that satisfaction resounded deep within me. My
family fought again and again; growing up I lived in a frightening, ongo-
ing tumult. But the fights were strange and incomplete, exploding out of
tension that never eased and then suspended by obedience that was never
talked about. And while this obedience was at times brutally physical, it
was not total. In defiance of my grandfather’s loud bigotry, my father had
black friends and chose to marry my mother, a woman with mixed racial
ancestry. So was my father’s herding us through the back door another,
subtle act of opposition? And was my grandmother’s raised voice and

“Who’s that coming in through the back door?” a disguised act of alle-
giance with her son against my grandfather?

And why were the silver and crystal locked away in the mirrored
cabinet, never taken out, for any occasion?

Social change in the South, like change everywhere, takes place in
the quiet, tense gestures, as well as the grand dramas. My father was by
no means anti-racist and my grandmother was by no means feminist. But
the rise of Civil Rights, the challenge to Jim Crow, and the stirrings of
the women’s movement all played out along the fault lines of torn fam-
ilies and micro-conflicts, not just in the clamor of protests on the tele-
vision news. When I heard my grandmother call out, “Who’s that com-
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ing in through the back door?” I heard more in what was not said than in

what was said.

Before I knew much about life, I was terrified by complex and confus-
ing patterns of obedience and resistance that went along with the violence
around me. There was raging abuse at home, and then my father, mother,
brother and I would cross town for a polite dinner with our grandpar-
ents, as if nothing had happened. I listened to whites and blacks converse
warmly with each other face-to-face, then heard, when they thought I
was too young to understand, bitterness and rage spill out behind each
other’s backs. I saw my father screaming at my mother one moment and
then smiling at her the next. I was bullied at the same school where I was
praised for my success. Conversations avoided what everyone felt: code
switching and caricature swirled unnoticed through the language, as if
everyone were performing a dance choreographed in trance. Mysteri-
ous allegiances puzzled me, exchanges of secret conflicts and unspoken
truths. And for some reason when others looked the other way, I found
these knots of communication uncannily irresistible: they hinted at a
reality much more compelling than the one openly acknowledged and
spoken about, a reality calling to me.

Many fathers bring their sons into a world of violence and give them
no guidance to navigate it. And some fathers are themselves lost in a
phantasmagorical maze of complicity and dissimulation, both victim
and perpetrator, a self-denial that can be far more oppressive than crud-
er forms of coercion. For violence to continue in the structural fabric of
day-to-day life, as racism in the South (and the rest of the US) has since
slavery time and as domestic violence continues, it must be wrapped in
silence, in mute assent and carefully negotiated acceptance. The simple
act of a Sunday visit becomes strange and incomprehensible to a young
boy. Something was reaching me for in all those messages that I heard
and felt. And so maybe to find my way to “reality,” I had to leave behind
what other people claimed was real.

TODAY | WILL MEET SOMEONE FOR THE FIRST TIME. I make breakfast, and
last night’s dream rings in my imagination: I was with my brother, we
were playing together outside.
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AsIrecall the strange atmosphere of the dream, I break a single egg
into a bowl, and look down. I see two yolks there, fused together, both
from the same shell.

I arrive at my counseling office, and the woman I meet says why she
has come to see me. She tells me her birth was traumatic. She tells me
that her twin sister died when she was born, and, she says, her sister is
still haunting her.

Psychiatrists haven’t helped; they labeled her delusional.

I sit listening to this anguished woman talk about her twin sister. I
recall the dream about my brother from the night before, and I remember
the egg I broke this morning. I know that it is only the habit of what we
call “real” that makes us think there are two people in this room, instead
of there being one person here, meeting themselves for the first time.

I REMEMBER THE DAY MY FATHER FIRST ENDED HIS SILENCE about his men-
tal hospitalizations. He had never before told me of his own psychiatric

diagnosis, had never told me about the shock therapy, the confinement,
the beatings, or the drugging. There had been unspoken signs, comments

overheard or tones of voice exchanged in strange moments between my
mother and father, but it was all hidden, carried quietly underneath his

grim, traumatic scars. It was too shameful, too painful, despite the fact
that, if T had learned about it sooner, it might have helped me make sense

of the chaotic and often terrifying way he treated us.

The day my father first spoke to me about his past as a psychiatric
patient was just after the first time I myself had been hospitalized, and he
never spoke about it again. This is how he said it: He looked at me with
his eyes and face set in a subtle grimace, struggling not to speak and also
forcing himself to speak. “I was in mental hospitals,” he said. And then,
with restrained fury, daring me to defy his command, he stared even more
closely. “You knew that.”

No, I didn’t know that.

Or maybe I did, in that other reality, the reality that was there but
we acted as if wasn’t. In that moment of revelation about his hospital-
izations, he was domineering and brutal, and he was familiar, repeating
an established pattern of abuse towards me, turning my own beliefs and
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reality inside out, inducing me with a false truth. I was to believe that I
already knew what I knew I didn’t know, but now I did know it, because
he commanded it. He was, in a way, driving me crazy. But there was also

something more.

That moment was, for my father, also a rare act of trust and vulner-
ability. Just to have said that much, or that little, was a risk of love. I do
wish that, instead of demanding that I join in his lying to himself and
join the lies about psychiatric abuse that pass for normal, my father had
apologized for not speaking with me sooner. I do wish my father had
put more faith in our bond, had relied on me more and trusted me more
with his emotional honesty. But, just as he never defied his own father in
front of me, at the same time he did marry the woman he loved and did
guide us through the back door on Sundays to greet the black staff first.
My father’s decision to remain silent about his own psychiatric traumas
was a complex negotiation of survival. It was his way between the vio-
lence of normalcy and the imagined greater violence of that other reality.
Maybe the openness I wanted would have let something in, something
between him and his father, or something in between him and me, some-
thing unspeakable and unimaginable, something that might have been
too much.

And so in these and many other small gestures and silent conversa-
tions, there was a teaching for me, and some answers to the question of
what does it means to be called crazy in a crazy world. Because there is

no world more crazy than a world of violence accepted as normal.

THIS WEEK IS BAD. I carry a physical object stuck in my heart, pinched
and weighted, sharp edges. I am short of breath, I keep thinking of kill-
ing myself. Isn’t there an expiration date on this? Numb, for days now I’ve
been numb, can’t work, just sleeping, can’t talk to anyone. Now I’'m in crisis.

In the late afternoon, I realize my stomach is aching, so I drive to a
restaurant. I can’t leave the car. I sit staring at the dust on the windshield.
And there is a familiar stranger sitting with me, a terrifying stranger, and I
want to leave the car but can’t, ’'m a hostage. A demon is there and wants
to kill me. No, there is no demon, demons aren’t real. I can convince myself.

No, I can’t convince myself. But if there is no demon, then also there are
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no kind spirits to protect me, there is only the truth that I deserve to die.
I am between worlds. Yes. There is something in the car with me.

And then all I can think to do is apologize, to myself, to the demon, to
my parents. An apology to the spirits that aren’t really there? Just imag-
ination. Nothing but death and wanting to die. But I keep apologizing; I
plead, I yell, the windows rolled up, the hood of my sweatshirt hiding my
tears from anyone in the parking lot. The demon roars at me, the dead
are talking,. I start to scream. I scream until I am hoarse. I start to weep.
I’'m sorry. I’'m sorry.

Darkness, and it’s cold outside, but even though I've been sitting in a
car with the engine off I'm warm, inside I am warm. I take a breath, and
my breath opens and opens more. I’'m not gasping, and I’'m calmer. No
pinched, sharp stone in my heart. I look around in the car, there is no one
here. No demon. For now, I don’t want to die. Face wet from tears, I'm
done with my apology. I’'m not sorry. I'm just hungry.

There is no light in the car and no streetlamp in the parking lot. I sent
several text messages an hour ago, please, I don’t want to be alone, but got
no reply. Saturday night, no one available. But now, in the car, breathing
deeply and done with apologies, my phone lights up, and my friend is
calling me.

He tells me he just got my message. He is on the road, in Oklahoma,
driving across the state, and he had an impulse to stop at a roadside shop
with a sign offering healing. He didn’t call me back sooner, because he
was still in the session with the healer.

My mother grew up in Oklahoma, and my friend is driving through
Oklahoma. He says he is on Indian land. “Wait,” he asks, “what tribe did
you say your mother has ancestry from?” I tell him the Choctaw nation.
And he says the land he is driving through, where he stopped for healing
a thousand miles away, is the Choctaw nation. He was there at the same
time I was screaming in my car, with a healing of my own.

Either it’s just a coincidence, or it’s a meaningful way of being in the
world. It could be a reality just as true as any culture’s reality. A different
reality. And it could be a reality where I am not a schizophrenic with a
thought disorder, a reality where it all means something else.
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JUST BEFORE MY FIRST HOSPITALIZATION, in 1992, I was writing an aca-
demic journal essay about the history and future of the environmental

movement. Lifelong patterns of emotional extremes and traumatic events,
family violence, and school bullying were catching up with me, now com-
bined with sleepless nights in a room strewn with stacks of photocopies

and library books. As I wrote, my essay started to take on enormous weight.
Was I onto some great discovery or vital insight? Could I unlock human

liberation and impact our survival as a species? I felt uncanny inspiration,
a force propelling me forward with each word I put down on the page.

There on my desk beside my research was a copy of the old photog-
raphy news magazine Life. On the cover was an image of the planet Mars,
with the large headline, “OUR NEXT HOME?” The cover began to haunt
me. A message. Psychosis is often described as a “break” with reality, but
this was the dawning of a different reality. There was an approaching
presence, as I stared at the photo of Mars on the cover of Life, and the

three words there, over and over.
“OUR NEXT HOMEZ?”

That headline, and the god of war. The Scottish critical psychiatrist
R.D. Laing, whose writing shaped the psychiatric survivor movement,
tells this story in his autobiography, Wisdom, Madness and Folly: When
he was in Glasgow medical school, a physiology lecturer showed the class
X-ray films of people eating and digesting food. The film struck Laing as
odd, and then he realized why. How, he asked the lecturer, was such a
film possible, since X-rays are deadly and the prolonged exposure need-
ed to create movie images would certainly kill the person being filmed?
The lecturer looked at him and replied, simply: the films were made dur-
ing World War I1, created by doctors working for the military. They were
from concentration camps. They were films of Jewish prisoners exper-
imented on, and killed. And then, to Laing’s horror and with the quiet
assent of the classroom full of students, the lecturer continued the class.

I didn’t understand it at the time, but as I looked at the cover of Life
magazine in the middle of the night, alone in my room and spiraling deep-
er into an altered state, I felt some of the same horror that Laing must
have felt. The normal, the ordinary, a medical school lecture, the cover
of a popular magazine, was also a grotesque testimony to barbarous vio-
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lence. One of the worst crimes of World War II, medical torture, became
a convenient instrument of graduate instruction without any acknowl-
edgment, without any pause. And here, on my desk, was the mass extinc-
tion of life on Earth as just a reason to relocate to other planets, a head-
line in a magazine. Was I, like Laing, discovering that “reality” is violence
called normal? Was this realization pointing to somewhere else, to a dif-
ferent reality, a place where people who get called “crazy” might actu-
ally know more than the “normal” people do, know more about the vio-
lent truths of the world we live in?

What is that place? Can we go there, instead of abandoning Earth
for the barren planet of the god of war? Instead of living in the reality of
normalized violence, not just the South, under Jim Crow, not just medi-
cal torturers, not just families torn by fighting, but everywhere?

“I was puzzled, and uneasy,” Laing writes. “Hardly any of my psy-
chiatric colleagues seemed puzzled or uneasy. This made me even more
puzzled and uneasy.”

Years later, I realized what had awakened within me that terrifying
night. That night was a crisis, a culmination of years of wrenching inner
conflict, and a fall into deep pain. It was a break with reality. And some-
thing horrifying seized me: I am human in an inhuman world. I cannot
choose to leave behind this heart or its truth, and there may be a price. It
may mean being taken to a place where everyone says I am crazy, it may

mean going mad.

ON THE HOSPITAL'S LOCKED FOURTH FLOOR, I drew an elaborate map in
colored pencil, and each imaginary location had a rhyme alongside it.
A swampy bit / to hike around / watch out or sink / into the ground. One
drawing was pinned on a bulletin board by the dining area, like they do
in children’s classrooms. After dinner one night, I noticed two of the staff
interested in what I had created, pointing to my words with enjoyment
and reading the little poems I had written. I walked up behind them. “I
made that,” I said, in a rare moment of reaching out for contact. They
both stopped talking and froze. Neither of them had noticed me there,
and now they didn’t respond. They turned to me but didn’t look me in the
eye or say a word. And while I stood there in shock, they walked away, as
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if they hadn’t heard me, as if I were invisible.

What institutionalized, normalized violence could make them act
like that?

WHEN | WAS A KID GROWING UP IN SOUTH CAROLINA the reality of violence
and power that impacted me so deeply was not spoken about. This reality
made its way in through coded messages, and through subtle defiances.
Through the back door. And so this book is full of back doors. The con
tributors gathered here hold the possibility that the way we have been

shown, the way of normalizing violence and telling people that madness
is in their heads, is not the way we have to go.

I am not among those who see mental illness as a myth, or think the
only problem is with doctors and their treatments. Outside Mental Health
is a call to rethink madness and our responses to it, not to neglect those in
pain. Human suffering and madness are real. People do lose touch. Dur-
ing my time of deepest torment, I was so incapacitated and impaired that
a disability check and housing subsidy were lifelines to survival. As much
as I want to change the mental health system, I am grateful for the sup-
port it did give me. Nor do I demonize medications, as harmful as they
can be. I have seen meds help a wide diversity of people, and I embrace
a harm reduction view, advocating for each person to find their own way.

At the same time, Outside Mental Health, like the Madness Radio
interviews it’s based on, emphasizes what has been missing. This book
doesn’t try to be balanced; it tries to be balancing. These are voices left
out by other media, voices that helped me and others find our way past
a medical diagnosis and towards a more human understanding of our-
selves. And because each chapter represents a moment in my own learn-
ing, I'm certainly limited by my own background and experience. There
are many things that this book doesn’t do, many perspectives that I wish
I had been able to include. Outside Mental Health is a snapshot, not an
overview, and offers new visions of madness, not a single new vision of
what madness is.

As you explore these interviews, guest essays, and some of my own
writing all gathered from ten years of Madness Radio, I invite you to join a
conversation, a conversation that is much broader, and more honest, than
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the one we have been having. I became who I am by listening to these
voices and learning from these different visions. I hope Outside Mental
Health takes you to new places and opens up new questions, for you, for
the people you care about, and for us all.

“Who’s that coming in through the back door?” m
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The Muse’s Call
Bonfire Madigan

Bonfire Madigan
Shive is a vision-
ary cellist, vocal-

ist, healing activist,
and touring musi-
cian. Akey figure in
riot grrrl, queercore,
and chamber punk,
she was a founding
collective member of
The Icarus Project.

At night I'd be making
up little magical worlds
at four in the morning.

| still believe there

was a spirit in the wall
behind where the
doorknob hit, a portal
to many worlds.

WILL HALL You’ve always been a visionary out-
sider, tell us about that.

BONFIRE MADIGAN My parents were counter-cul-
ture young people in the late ‘70s. My mother was
a heavy trauma survivor who was in a car acci-
dent that so badly damaged her left brain she had
to learn basic motor skills again. She was told it
was unlikely that she could have kids. My father
was a long-haired hippie who fell in love with my
mom when she was sixteen. He would sit out-
side her hospital room and do all the physical
therapy with her. My grandparents were going
to put her in a nursing home, they couldn’t fig-
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ure out what to do. So my father said “Well I want to marry her.” She was
underage, and my father became her legal custodian. A year and a half lat-
er I was born, conceived in a cranberry bog shack they were squatting in.

WH This was in the Pacific Northwest?

BM Washington State. I lived in tipis, in cars, and cabins with no run-
ning water or electricity. I was raised by a radical counterculture tribe
of indigenous people and back-to-the-land people and farmer commu-
nities. I was renamed Running Pony by a woman named Horse Woman.
She gave us a part quarter horse, part Shetland pony, and I named it Co-
Pony. It would wake me up in the morning and I would ride through the
trails down to where the breakfast nook was. I was about two and a half
years old at the time. Before I could run in a straight line I could pull
myself up onto Co-Pony.

That was such a different world; we treat our children so precious

now.

WH Your mom was partly in this reality and partly in other realities?

BM She was so different and an amazing force, an intense anti-authoritari-
an. She had to deal with being ostracized and pathologized and being told
she wasn’t smart. I dealt with that a lot, that people like us just weren’t
as smart as other people.

We moved around frequently, and there was always dread of our
housing being taken away or even me and my sister being taken away
by Child Protective Services. When the school became concerned that I
was malnourished at the age of seven or eight, I had to perform for their
assessment. I learned “Ok, I see the role they want me to play.” So that
is how I fell in love with being a performer. I became a story-teller and
moved into different roles and shoes. It was a healing possibility for me,
and freed me from some of the persecution and judgment.

WH Your family ran into conflict with the system and police?

BM That threat was always there, often because of my mother’s behav-
iors. She just wasn’t going to conform. She would do a lot of really bizarre
things that would confuse and enrage people. She was also always dealing
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with addiction, and I trace that back to the hospital telling her she need-
ed something from outside to heal her, whether it was drugs, vocational

schools, or whatever. She tried to work but she got fired from fast food

restaurants, she got kicked out of programs because she just wouldn’t

behave. They would say she had an IQ of 30-something, and that would

of course break her spirit. But she was so childlike and so positive most

of the time, she was a real healer. She just naturally carried around this

non-judgmental healing energy that made you feel heard and listened

to. She believed in each person’s own healing capacity. She worked with

kids with disabilities, and older people, and was a private nurse for a few
years. It exposed me to people who were experiencing reality in differ-
ent ways, friends with cerebral palsy she was taking care of, a young boy
with Huntington’s disease. I found myself attracted to these kids and

the way that they were experiencing the world and how we could learn

things from each other. So I think even at the age of nine I was involved

with disability rights.

WH Did you yourself ever end up in the system?

BM Mom lived with the constant threat of Washington State Hospital, in
Skagit Valley where she grew up. She had uncles who worked there, and
they had thrown her brothers and sisters in when they were on acid trips
they couldn’t come down from. After she was in the coma my mom had
so much fear, paranoia and rage about her own hospital experience. She
would say “I would rather die or be in jail or on the streets than in a psych
ward.” That’s such a young age for me to hear that she would rather die.

Once the school sent a child psychiatrist to our house to see if I was
malnourished. He was completely the stereotype: a white guy with a beard
and a little turtleneck sweater. I felt all this shame, I remember looking
at my dad like “I’m so sorry, I’'m so sorry.” There was nothing wrong, but
I knew “Ok, I have to perform this role to make the psychiatrist go away.”
My mother used heroin, it was her way of self-soothing, so there would
be a lot of altercations with police. I would often get persecuted under
this guise of concern.

Then the principal pulled me into her office wanting to know if I
was a drug dealer or doing drugs. By this time I was into Riot Grrl, fem-
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inism, music, and I was a vegan, I My mom lived with

was going to Earth First! and Queer

Nation meetings, getting totally the constant threat of
radicalized. I felt so much shame ~ Washington State

when my dad looked at the prin- HOSpital She would
cipal and said “It isn’t Madigan, ]

it’s her mother who is the hero- SaY “Ilwould rather die
in addict.” It was the firsttime I or bein ja|| oronthe
heard my dad say that to somebody .
outside of our family, and I had so streets than end upin
much shame I started with tears. @ psych ward.”

I couldn’t look at the principal in

the face but I wanted to throttle her, it was just so insensitive. And then
she looked at me and put her hand on my shoulder and said, “I know
what you’re going through, my husband is a chain smoker.” My dad and
I looked at each other and we had a little chuckle, “Ok, you upper mid-

dle class liberal.” But we knew the principal meant well. But it was like,

“Thanks, and... can we go now?”
WH When did art become part of who you are?

BM My mother made me a Raggedy Anne doll, and it was like my best
friend. I would talk with it, we’d swap clothes, it was my companion that
I would tell my deepest secrets to. And as I got older my mom would go
through many different states, there was a lot of rage and a lot of pain,
dishes flying across the kitchen, things like that. And I remember feel-
ing “I don’t know what love is unless it’s things smashing around me.”

I had alittle room with a hole in the wall exactly the size of the door-
knob from the door being slammed so much. At night I’d be up making lit-
tle magical worlds at four in the morning. I still believe there was a spir-
it in the wall behind where the doorknob hit, a portal to many worlds. I
called the spirit Whisper, it was very androgynous and childlike, and I
would put my mouth up to that hole and we would talk.

A few years later I found the cello, my life-long amulet and friend. I
connected to a dialogue beyond text and dominant languages.

WH How did you discover the cello?
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BM I was nine for “meet the instruments day” at school, and they paraded
all of us into the cafeteria with instruments set up. At first I went right for
the trumpet, but a woman intervened and said, “Oh, no. Your mouth is all
wrong for the trumpet.” So I went to another line, and out of the corner of
my eye I saw a big violin. Something clicked in me and I started thinking,

“That’s what I want.” So I said “What’s that big violin, can I play that, can
I try that?” And the woman said, “Oh, no, we decided we’re not getting it
out, but there’s these flutes over here...” I was usually the smallest girl in
the room, I was very small for my age, and I felt like she was sending me
to this little petite thing, the flute. So I lost it. I think because I felt shut
down by that woman, I threw a tantrum and started screaming, “I want
the big violin! That’s what I want! The big violin!”

Finally they handed it to me,
and I put my arms around it and it

| threw a tantrum and o
. . was just like the Raggedy Anne doll
said “| want the blg my mom made. It was like hearing
violin! | want the blg Whisper in the door. Just running
T my hands on it felt like a woman’s
violin!

body, or my body, so human yet

wooden, it took me back to living

in tipis and the trees and the for-
est. And when I held that bow... that’s horsehair in the bow, you know...
it connected everything up to that point together. And I said, “What is
this? What is this?” She said, “It’s a cello.”

I ran home, and my mom was doing bong hits or something, really
loaded. I said, “Mom! I know what I’'m going to do. I'm going to play the
cello!” And she looked at me and smiled because I was so happy. But then
she just said, “What the heck is a cello?” And in that moment I thought,

“This amazing wooden thing I just had my arm around, I’'m going to make
it about us, about my mom and me, I’'m going to make it about who we
are.” And that’s what I set out to do.

WH Beautiful. How did you bring the cello into punk rock and Riot
Grrl? No one had done that before.
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BM I was in Seattle in the early ‘90s and we would drive down to Olym-
pia for the all-ages shows, and I got exposed to punk, which was an ide-
ology of “find your creative voice and share it with us.” I was seeing per-
formances and music and words that I had never heard on the radio or
TV.1started to realize I could use what I had, acoustic instruments, and
instead of an outward explosion of energy and rage and voicing, I could
draw people closer and have them lean in. I started the band Tattle Tale

Sometimes | had to say things no one wanted to
say, and then people would get scared of me. |
didn’t know how to express things in a way that
was compassionate.

with Jen Wood, and next thing you know we’re playing at these hard-
core punk boys’ shows where they’ve got their shirts off, and when it was

our turn we would play right in the middle of the mosh pit where all that

energy was, without any mics or anything, and we would play our songs.
And these teenage, shirtless, sweaty boys would sit down and lean in and

kind of touch each other and they’re listening to us, and people were cry-
ing. Jen was fifteen at the time I had just turned seventeen.

WH How do you create songs?

BM Every day to me is alive, an electric moment Every d ay to
that I am conversing with. This is what keeps . .

me excited about being in this reality right now, meis allve’
and keeps me away from what I callmy “deep- gn electric
pressing-end,” and my relationship to my sui-

cidal feelings. It’s almost like there’s always momenii lam
something waiting there to reveal itself tome, CONVErsing
and I am in a position to hear it and absorb it, \wijth.

and then I can sculpt with it.

WH You mentioned being a livewire for the
present moment. Can that vulnerability be
difficult?
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BM Sometimes I had to say things no one wanted to say, and then peo-
ple would get scared of me. I didn’t know how to express things in a way
that was compassionate, so it alienated me from a lot of people. And I
had so much of my own trauma. After my mom died people close to me
couldn’t handle it, they didn’t know she was using heroin. A lot of people
died in my family and my life, so that was really hard, the isolation. After
burning out my lovers and friends, I became aware that I needed to put
my healing in my own hands. Now I create a life and a schedule that is
healing to me, and I don’t feel judged for it. If I need to sleep from 6am
to noon, this is where I’'m at, and people have

Punk was to support that.
an ideOIOgy WH Did that lead you to become a mental
of “find your health activist?

creative VOice, BM I felt so sensitive that I was collecting a lot

and share it of stuff around my home, so much that my part-
. N ner said “I think you should go to this meet-
with us. ing.” So I started going to groups for people

with hoarding issues. Then I became facilita-
tor, and then was hired as an advocate around harm reduction, homeless-
ness, and accommodations for people with mental health “disabilities.”
Today I feel safe sharing all this publicly because I have a whole
community around me of people who talk about states of consciousness
and mood extremes. We are the web we weave together to save our own
lives. I want to create a world not only worth living in but worth thriv-
ing in, a world we can all be excited about contributing to. That is some-
thing my mother didn’t get in her lifetime, and it definitely fuels me. For
me this is a very exciting time, a kind of, as the Zapatistas of Mexico like
to say, global-awakening for the humble, simple people. A time for all of
us to heal. m
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The Golden Heart of
Contamination
David M. Burns

David Burns was one
of the original orga-
nizers with Freedom
Center and aleading
architect of Freedom
Center’s first activ-
ist campaigns. This
essay was writtenin
1992.

OCDisasolitary
encounter with the raw
power of the psyche. It
IS a great burden, but

| see noreason to call
It an abnormality or a
sickness.

I woke up one morning to discover that some of
the small bones in both my feet were fractured.
I could not walk. I learned later that the night

before, in an alcoholic blackout, I had jumped

from the window of my second story room, land-
ed on the concrete sidewalk, and then gone inside

and returned to bed. I was not badly hurt, but I

was frightened. So I quit drinking for the first

time.

After an initial exhilaration I found myself
in an intolerable state: a problem with conscious-
ness, with living in the world.

I took abath, got out of the tub, and I brushed
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my leg against the cold, hard, white enamel of the rim. That touch seemed

terribly unclean. I carried that sensation away with me, I was overwhelmed

with a feeling I could not understand or tolerate, a feeling that was emp-
ty, dead, meaningless. I struggled to name it, to make sense out of the

experience. I was stuck. I was trapped in a hideous place.

That was my first experience of contamination.

The physical world was evil,

Cultures around broken. Things were dirty and
i poisoned, utterly dangerous and
the world sustain threatening. I found myself per-
customs that are forming repeated, useless actions
rep etitive and that took over much of my life. I
] tried to hide, to escape, to avoid
SymbOIIC and serve contact. If I couldn’t I would wash
as obsessive- again and again. I would check that
Isi the gas was really off, that the door
compuisive Symp- was really locked, that the letter
toms for the group. really went into the slot.
Re"gions strugg|e My inner state was a place of
ith broblems of blood and excrement. I was inev-
withp itably contaminated, condemned.
contamination and I would be overwhelmed by ines-
purification. capable despair because my feel-

ings had roots in the earth. I was
buried in slime.

I always considered myself one of a kind, so I was greatly surprised
to be hit by a common, classic, garden-variety condition that was famil-
iar to me from my study of Freud. He wrote about two obsessive-com-
pulsive (OCD) patients who have become famous since, notable also for

their odd nicknames. So here we are, the wolf-man, the rat-man, and me.

OCD is a solitary encounter with the raw power of the psyche. It is
a great burden, but I see no reason to call it an abnormality or a sickness.
Cultures around the world sustain customs that are repetitive and sym-
bolic, and function as obsessive-compulsive symptoms for the group. Reli-
gions struggle with problems of contamination and purification. In the Old
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The physical world Testament, Job expresses his bewil-
. derment at God’s anger. “If I wash

was eVII’ broken. myself with snow, and cleanse my
Things were dlrty hands with lye, yet thou wilt plunge
and pOiS on ed, ut- me into a pit, and my own clothes will
abhor me.” God responds out of the

terly dangerOUS and windstorm: “Where were you when I
threatening. | found laid the foundation of the Earth? Tell

me, if you have understanding. Who

myself performlng determined its measurements... sure-
repeated, useless ly you know! Or who stretched the
actions that took line upon it? On what were its bas-

i es sunk, or who laid its cornerstone,
over much of my life. when the morning stars sang togeth-

er, and all the sons of God shouted
for joy?” There is no better answer
to the problem of OCD.

Years later I formed an intention. I wished that the dark energy I
struggled with would embody itself. I prayed to visualize this unknown
part of myself, to dream, to see, to meet. I wanted it revealed to my con-
sciousness as an image of a living being, so that I could interact and engage
with the force that had tormented me, so I too could meet the God behind
the storm.

So the process began. Some Block by block |

months after forming that inten-

tion I quit my job in California and rebuilt my hOUSG,

went to spend amonth aloneona  eonstructed from the
tiny island in a large lake in Maine. I .

was good at my job and the job was ruins of my shattered
good for me, but the stress of the CONSCIOUSNESS.

work, plus the obsessional symp-

toms plus my continuing substance

abuse, all added up. I had joined Alcoholics Anonymous and studied

Iyengar-style hatha yoga, and these formed the foundation. Now on the
island I had space, both physical and existential, to experience my own
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consciousness. I played with my pain.

Two early dreams mapped the world I began to explore: a promise
and a premonition. One dream marked the height, the unclimbable moun-
tain, the unattainable goal: I am a seer, a primordial man, standing sturdy
and calm, looking down. Below me I see a glowing green valley and a fast-
flowing river. I am the water and the water is me. I awake in tears. The oth-
er dream marked the swamp, the

muck and sludge through which lama seer, a primordial
I must labor on my way to the man, standing sturdy
light: I am a farmer. The cows and .

their milk are threatened by some- and calm, IOOklng down.
thing dangerous and impure mov- Below melseea glOW-
ing underground. Feelings of con- lng green valley and a
tamination would soon fill my life. . .

The island became a magic fast-flowingriver.lam
place. The dark, opaque energy of the water and the water
contamination, the hidden core isme. | awake in tears.
of my obsessive-compulsive dis-
order had given me two images in
what I hoped would be a series in evolving transformation. I remember
sitting writing in my new dream book, weeping with pain and joy. The

dead and empty horror of a meaningless, paralyzing neurosis was giv-

ing birth to images of healing and hope.

One day I felt a deep sense of contamination in a jacket pocket. I
imagined my hand reaching in, and this act of visualization received a
response from the inner world. The hand seems to extend into water, and
the water is filled with fish. I grab one and pull it out. It thrashes and trem-
bles violently. I struggle with it and kill it. I now somehow knew what to
do, as if this new inner world were a familiar home. I knew to take the
one out of the many. I knew that I might kill the image of the fish with-
out harming the gift of consciousness I had received. This was the begin-
ning of change.

I chose to sign myself in to the best psychiatric hospital I could find,
one that specialized in the treatment of anxiety disorders. I wanted
behavioral therapy. I liked the simplicity, the pragmatism in what I had
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read about it. Systematic desensitization, flooding, exposure to stimulus,
prevention of response: it seemed to provide methods of learning how to
experience anxiety.

I trained in how to approach when I wanted to avoid. I learned not to
wash when I felt contaminated. The feelings rose up and overwhelmed
me, but now they rose and fell and rose and fell. I became familiar with
states of high anxiety. And I began to change my behavior.

No longer must I wash until my arms were raw. No longer must I
fling away a handful of contaminated coins.

And the training also gave birth to intense and meaningful imagery.
Again and again, this seemingly superficial behavioral technique, expo-
sure to stimulus and prevention of response, gave me access to a deep and
flowing world of visualizations. I could now choose more or less at will to
move from my daytime consciousness into the world of dreams. Behav-

ioral therapy allowed me to achieve one of the greatest goals of yoga.

Block by block I rebuilt my

house, constructed from the ruins Most of what | value
of my shattered consciousness.

Most of what I value today came tOday came out of
out of the golden heart of contami- the golden heart
nation. I hav.e 1.n51de me a vYorld of of contamination. |
dreams that is just as beautiful and o
strong as the outer world. I have have insideme a
regained much of my lost self, my  world of dreams that
feelings, my creativity and my spon- . . .
taneity. I continue to struggle with IS jUSt as beautiful
compulsive behaviors like avoidance ~ @and strong as the
and hand washing, but the sense of outer world. | have
contamination, however unpleas- .
ant, is no longer dark, cold and alien. regalned much of my
This is also me. Inmany ways my  |ost self, my feelings,
affliction has become a blessing: I tivitv.and m
would not give up this whole pro- my creativity, y
cess if I knew how, if I could press spontaneity.

a button or take a pill.
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Through these years of awakenings and astonishments my under-
standing slowly evolved. I gained no control over my feelings, but I began
to know them as part of me. I was dealing not with physical filth or exter-
nal danger, but with a spiritual energy that resided in myself. m
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Body of Poetry, Body of
Revolution
Eddie Bartok-Baratta

Eddie Bartok-Barat-

tais a poet, musician,

and sculptor. He has
published over 200
poems includingin
Bomb, Boston Re-
view, Ploughshares,

Harvard Review, Mas-

sachusetts Review,
and Denver Quarter-
ly. He is a member of
the Murder Victims'’
Families for Recon-
ciliation.

What am | here to make
in the world? Am I here
to make a career?

Am | here tomake a
larger ego? Oram|
here to make myself
thoroughly known to
myself...and to be of
use tous?

WILL HALL Much of your poetry comes out of
your childhood; tell us about that.

EDDIE BARTOK-BARATTA Sparrow Hill is the
neighborhood where I was raised, the Western
slope of Jersey City from where you can see Car-
ny and Newark and Elizabeth. A ten-square-mile
city of hundreds of thousands of people tightly
pressed together in different neighborhoods of
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poverty. I was eighth of nine kids in a physically violent, abusive family.
There was inappropriate touch, denial of access to food, denial of access
to the bathroom, memories of a brother tied or handcuffed to the bed...
As I say that, I am smiling, because my response now is one of larger
ownership of my body. I know where I come from and I don’t identify as
avictim anymore. I am thriving on the other side of this larger experience.

WH How did that change happen?

EB Decades of my life the nights were utterly terrible and eternal, and
visions would come. About 1997 I experienced what one might call a
“break.” I had to self-incarcerate myself in my apartment, I couldn’t go
out during the day, only at night to shop. I started seeing things. I saw my

father coming for me with an axe to core out my ear. How telling is that?
WH An image of a poet losing his ear.

EB It’s been areally long road to becoming present to my own body. Many
moments came on dark nights at 3 am, and the paper and pen were there
when I couldn’t find any other support. My poems aren’t some kind of
code, yet much of the journey is written down in two thousand poems.

WH Can you share one of them?

EB Haunting images visit, sometimes to torment and sometimes to play.
How about a poem that brings Ronald Reagan together with the Cow-
ardly Lion?

WH That sounds really promising!

EB I was not made to sail around the bathtub in a small toy boat.
Here I am, antithetical to the wishes of my father.

By now you have learned that they killed Ronald Reagan; “they”
being time and patience. They always win.

I am making sushi out of Ronald Reagan’s eyelids and feeding it
to the poor. I am using the oily hair from his early movies as thread to
sew the wounds of a second-hand doll.

Who would throw away a stuffed version of the Cowardly Lion?
I found him in the trash, coffee grinds in his ears. Together we peruse
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the wet newspaper he was wrapped in.

We are off to Leverett. They are having a midnight sale on a sheep
farm. The sheep are in a large circle, seated in chairs in the field. They
are sharing their feelings about having been born into a species with
thick wool and edible flesh.

In turn, each sheep that speaks hold the Cowardly Lion. They pass
him clockwise. That’s the direction of the sun’s journey.

The sun is the oldest boy in the school. He was left behind one year
after another.

He shines on the brutal, the forgiving, and the weird.

WH You can’t see this on radio, but Eddie isn’t reading, he is perform-
ing this poem: it transforms his body.

EB Starting in 1993 I needed to get away from the page in order to move
and say things. My body felt too contained, I felt I couldn’t get my breath.
So I would walk every night and repeat all these poems until they were
committed not from memory, but from my body.

The learning process was coupled with insomnia, night terrors, star-
tle symptoms. I took a fire burning inside me and I said “I want to bring
this fire out. I want to blaze with it.” Doing these poems, I am serving my
body and its needs, to channel these things through.

WH You said that body ownership is communal, not just personal.

EB To own this body I have to know my family history, the city and the
poverty in which I was raised, the political climate. You know yourself too,
Will. When we come together we make this really wild banquet together.

WH Weaving light and dark. Your brother is a real presence in your
work; tell us about him.

EB You feel the fear and then you step forward bravely and say, “I have
a job for us.”

My brother John was murdered in New York City in 1984. And I
know where John came from, and maybe something of what led to his
death. I stood beside him, from 3 or 4 years old, while my father’s belt,
or, as we called it, his “strap,” fell down on us with the force of the 240 1b



33 Body of Poetry, Body of Revolution Eddie Bartok-Baratta

man behind it.

WH You wrote a beautiful poem about your brother, “Old New York
City Where I Lay My Head.”

EB John did not have a voice, he could not do what we are doing right
now. But he had basketball, he was very athletic and had a real beauty in
his body. After some years of living on the street and being in the men-
tal health system, Manhattan State Psychiatric, Trenton State Psychia-
try, he was diagnosed with many things. Anxiety, major depressive dis-
order, psychosis.

I’'m not sure of all of what happened to
him, in what state he was found. Siile of his The paper and
madness was definitely addiction, dope,and  [p€N Were there

wine. He was also splitting, dissociating, try- when | couldn’t
ing to escape our tremendous history of abuse.
And then finally at the age of 27 he was thrown find any other
down an elevator shaft in New York. support.
And so whenever I come out I know where
I come from, and John comes with me. He
was my best friend when he was killed. Some of my toughness is defi-
nitely communal; he is in me, he leaves a lot of love in me, he leaves a lot
of ferocity in me.
Just as I say that, I can see him sitting next to me and nodding his
head with a cigarette the way he would, and saying, “Yeah, man, you tell
‘em.”
And he would say other things that I won’t repeat here... John was a
tough guy, and the world, as James Baldwin says, the “too rough fingers
of the world,” was tougher than he was.

“0Old New York City Where I Lay My Head”

I remember visiting my brother at Bellevue. He had come to stay in
the mad ward at Bellevue, cutting his arms like a crazy map of where
he lived. All high, brilliant, and light.

Brother, don’t wanna die in a February with no love. Old New York
City where I lay my head.
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For the boy I ate spaghetti with, spitting watermelon seeds and
punching each other in the adolescent dark. We were boys learning to
be like our father, learning to grow in the shade of that tree.

He had the best jump shot in Jersey City, meat, potatoes, and peas,
my brother, one of the brave, Progresso soup, Hi-C and the New York
Yankees.

We sat beside each other in the old stadium, baseball gloves in our
laps, in the bleachers, waiting for Mickey Mantle to slap a white tongue
into our day.

Oh, high, brilliant, that blood — brother don’t let me die in a Feb-
ruary with no love. On old New York City streets I lay down my head
with the boy I ate spaghetti with.

WH “Learning to grow in the shade of that tree.” Beautiful...

We were talking before about this language of “disability.” Who
gets to make the decisions about our bodies. What ability is “dis-”; less-
er than or deficient, and what ability is just different. What is diver-
sity and what is impairment?

EB We are “otherly-abled.” Will, having been at your house and seeing the
neatness of your house, I know something about people who have certain
kinds of order. An artist above all is a maker, so to ask oneself a question
beyond that, “What am I here to make in the world?” Am I here to make
a career? Am I here

to advance myself? | gk a fire burning inside me
Am I here to make a - . .
larger ego? Or am I and | said “l want to bring this
here to make myself ~ fire out. | want to blaze with it.”
thoroughly known to

myself... and to be of
use to us?

WH Claim that ownership.

EB And this “Us” again, with a capital “U.” It’s a sacred thing when we
come together as this larger body, this larger animal. Or we come togeth-

er as a destructive larger animal, like when we were kids and tormenting
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and ostracizing another kid. I think it is incumbent upon us to go back
for the true narrative, to do a little word play, not to be recumbent. Not
to sit back and say, “Oh well, these things happened, get over it” and then
stuff it in my pocket, so that later it can blow up in a social situation or in
a partnership or in a meeting, and I can take it out on someone else. Let
me know this body, let me know what I am bringing to the table.

WH Listening to your music and watching you perform, that word
“ancient” came to me. The flute, your body moving, and the breath. It’s
just very timeless and something essentially human. What brought

you to music?

EB I found the flute at age 13, someone in high school was playing an old
nickel flute and I bought it from him for five bucks. It’s one of the few
things that survived my childhood. I didn’t get to have lessons, you know,
I wasn’t taken from soccer to flute the way kids are taken around. There
is much I can’t vocalize or write about, yet I can express through music.
And my brother heard my flute, saw me play. So it means a lot to me, it
is a sacred thing.

I have been reciting poems for almost two decades but only came out
performing the flute about three months ago. My body insisted. There
is a beloved in there who is like, “Hey, man, what about this?” I used to

My body insisted. There is a beloved in there
who is like, “Hey, man, what about this?”

play in Washington Square Park when I was 15 and 16. I had a couple of
buddies with me so no one would steal the money or the flute. But then I
lost that vocalization, so after all these years I took it back. I started play-
ing again every day.

Last sunday I was performing and got stuck on different melodies. I
choked up and my throat started to close. In my body, that was my father
telling me “No!” He used to grab my hair, the long hair like I have now,
and throw me against the wall, saying “Stop with that black crap. Stop
with that boogie-woogie crap.” The racism and violence of that man was
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there at my neck, it was choking me. But I said, “Dammit, I’'m going to
play the pieces I planned to play tonight. Because this is about us.” Let’s
uplift and celebrate one another.

WH Some of your songs are so fierce, yet others are delicate. You hold
both those qualities.

EB We are that, aren’t we? There is a myth of a unified self. I know who
I am as I am here today, I know that there is a quietude and a gentleness
and I know there is a savagery and a kind of ferocity, and I understand
about certain limits.

WH The challenge of listening to your body, and the struggle to get the
flute out in the world: that’s a struggle we all are in.

Let’s talk about crossing over and moving energy, putting the his-
tory in the moment. Tell us about what you call shamanism, what you

call revolution.

EB We can loosely borrow the word “shaman” because the shaman brings
forward and addresses the spirits. These spirits reside beyond the dichot-
omy of good and evil. If I can be at home with the multiplicity of self, then
I can be more at home with the multiplicity of the world. The role of sha-
man, giving voice, belongs to all of us, in how we work to heal one another.

I don’t want a language about fighting. We know what society says,
we know where the fences and the walls are. We need to come together,
gently and lovingly and courageously, meeting one another in our terror,
in our beauty, in our wisdom. Revolution reminds me of the word “sub-
version.” Literally, a version beneath this larger version. So a “subversion”
is not necessarily setting things on fire. That doesn’t do any of us good,
it just means more of us get incarcerated or put away against our own
will. Instead, subversion means there is a more healing version under the
dominant paradigm.

I refuse the language of opposition and fight. I don’t even want to
fight against the language of fighting. Instead, if there is trauma, if it’s
another kind of what people call disability, then I want to be present to it.
I want to come through it as much as I can, and meet other people who
are going through the same. I want to learn from it. m
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Shifting Realities
Miguel Mendias

Miguel Mendias a
performance artist
whose work has ap-
peared at the Mary-
land Institute of Con-
temporary Art, and
isa member of The
Icarus Project.

My realityis a
construct that shifts,
and when|am freed
of that construct | can
explore things other
people would be
much too afraid to.

WILL HALL You’ve had a very different view of
reality since you were a child.

MIGUEL MENDIAS As a kid I was very indepen-
dent, and always felt I was different. I have a

twin brother, and before age five or so I wasn’t
told I was female, I was part of this androgynous

unit. So I rebelled very early on, against gender

roles, when I was told I was female.

I was an imaginative kid, and I remember
my twin and I used to play war where we blew
things up, and I created a special role for myself
that was like a witch-doctor. I had magical pow-
ers and could heal the soul, do all sorts of heal-
ings and bizarre rituals. I don’t know where that
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came from exactly, at a really early age, creating this healer identity for
myself.

Around kindergarden I became really sad and withdrawn. I experi-
enced depression and what was later labeled OCD, and started develop-
ing trichotillomania after I got lice, when I started pulling my hair and
it became its own thing. I remember I had a mysterious illness where I
was sick for three or four days, and then just kept on throwing up after-
wards, in the bathroom and classroom, like bulimia. I was very isolated,
and had friends in the fourth grade who said, “what’s up with you, you

never smile” and would make a game of it.
WH Was trauma causing any of this?

MM What went on later was really severe, some of the rituals that I did
and the self-mutilation. But I wasn’t abused at an early age like other chil-
dren who tend to do these things.

My family is very Catholic and we went to church and Sunday School
every week. I started to see that the world had alot of problems and adults
had a lot of problems. I was feeling bad for adults and that they didn’t
really know what was going on, and I wasn’t feeling great about becom-
ing one of them. So from when I was a young kid I had some deeper sense
of things, and felt that I had some kind of special role or a calling.

WH When did you start having altered states?

MM I developed a whole secret life early on, hidden rituals and behav-
iors. I had insomnia, and would stay up late creating an immense world
of spiritual helpers.

WH What were they like?

MM There was a family of monster spirits who adopted me even though I
was human, and watched over me every night. There was a farmer who
lived in the ceiling fan, and shadows who lived on the wall: one was a
British soldier with a large nose who became my sentry. My stuffed bear
was a companion guide. I told my family, “He’s not just my pretend friend,
he’s a spirit who I encounter through this stuffed animal.” And I had two
people who lived inside my head, Black Moon and Jeanie, like different
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aspects of myself. I rarely felt fearful, because I had all these friendly help-
ers around me. But I didn’t talk much with anyone about them.

Later I decided there was something wrong with me and I wasn’t
going to live very long. I thought sin was innate to my character, that I
was flawed. I started punishing myself, borrowing from Catholicism. I

would dig into my feet into the edge

There are times I've of the bed, and hitting my head and
. pressing my wrists. This was when I
jUSt thrown myself was about 8 or nine.

on the mercy of...

WH Was the self harm relieving or

riding the current satisfying in some way?

dragon’ withnoidea MM Yes, because I never cried, and

whatis going to when I would do something wrong

happen switching my mom would say, “I'm telling you
y

. . that you hurt your brother’s feelings,
different realities. how can you just stand there?” So I

would not show anything and get sent

to my room, where later I could perform these punishments. Catholics

go to confession to receive absolution: I had to do penance, and when I

hurt myself, the penance enabled me to feel emotion, to cry a little bit.

I started banging my wrists against the bed or trying to put as much
weight as possible. I was afraid the noise might bring attention, so I
couldn’t do that all the time. I burnt a curling iron onto my wrists, and
the tip of my fingers, so when people did see a mark, it looked acciden-
tal. The iron’s edge hurt a lot and was painful, and served my needs ritu-
alistically, but it healed quickly and it just left very thin, fine lines. Then

I started hair-pulling.
WH And this was always when you felt you had done something bad?

MM Often after being confronted I had a feeling of deep shame along with

the inability to express myself or defend myself. That lead to the stoicism,
the clamming up that got me accused of being unfeeling. At that point

I did feel unfeeling, so I would wait until I was alone and could express

myself through the ritual.
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WH But even though this was very religious, you later rebelled against
the church?

MM My dad gave me Edith Hamilton’s Mythology to read when I was eight,
so I asked my dad “What’s a myth?” And I started looking at my church as
a set of myths, which interested me, but I wanted to study other myths too.

WH When did you start feeling connected to Christ, with a special des-
tiny and healing role?

MM Part of me still feels “Oh this is blasphemous” to say this, but I told
my friend in the second grade that I would be the next coming of Christ.
Then she told me she had a similar vision. That really irritated me. I
thought, “No! How do you know you’re Jesus when I know I’m Jesus?!
You’re not even Christian!”

WH Was she just copying you like kids do?

MM I think so. So as a child I think My crazy mind allowed
I was egotistical, but at the same .

time there was something noble me to survive extreme
aboutit, a great sufferingonbehalf  gjtuations normal

of humanity. I perceived Jesus as y

a very loving human who helped people wouldn’t be
people. I was sincere in wanting able to handle.

to be like that.

WH And how did you eventually end up on medications?

MM When I was nine I told my best friend how I was going to kill myself.
She was really upset, and I learned never ever to tell anyone. And so for
years I lead a dual life: one where I was a normal, even high-achieving,
precocious kid, and the other where I self-mutilated, had rituals that no
one knew about, and was sad and suicidal. I started overdosing on pills,
huge cocktails of whatever I could find in the house, including these
gigantic antihistamines that weren’t even sold in grocery stores. I became
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really paranoid, I thought my mother was drugging my food, I was bath-
ing about 8 times a day and shaving a lot and really upset about germs. I
had been pulling out my hair so much I was having bald spots. I never
wanted to go to school, so I cried every morning. This was all happening
freshman year, when I was also varsity cheerleader, voted most beauti-
ful in my class, and was in top 5% of grades.

I was sleeping a lot, all day, and I went to visit my father, who is a
social worker, and he said “you seem depressed.” Before then, no one had
paid attention, so it was a big deal. “Oh my god, somebody sees this.” So
I said, “What does that mean, you are my father, what should I do?” He
said he thought I should go to a doctor and be put on antidepressants. At
that point having a label wasn’t a hindrance; it was like being saved.

WH Were the medication and counseling helpful?

MM For a while, if for no other | hitchhike and hop

reasor'l than I wasn’t alone any- frelght trains, and some-
more in my world. I don’t know

how much more functional it times|llose all my pos-
made me though, and nothing  gagsions and suddenly
helped with the hair-pulling.

They tried an experimentally I'msomewhere and |

high dose of Prozac whenIwas don’t kKnow anyone. Butl
17,200mg. That was the first time almost thrive on this.

that I surfaced from depression,

but it also felt incredibly toxic.

I drank a mug of St. John’s Wort tea while on that high dose of Prozac,
and wound up in the emergency room. I had full-body tremors that were
so strong they were almost convulsions, my heart was racing really fast,
and I couldn’t walk normally. But they thought I was just making things
up, and I didn’t realize the connection to the St. John’s Wort until later.
There was a four- hour delay in the ER until I was seen, and part of my
agitation was because I was so scared. I didn’t know what was happen-
ing or why, but I had serotonin syndrome, which can be lethal.

When the intake nurse was going to give me a shot of Ativan, he
grabbed my hand and told me to stop shaking, even though the whole
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reason I was there was because | thou ght, “No! How do
I couldn’t control the shaking.

He said if T didn’t hold still, «r1l  YOU Know you're Jesus

jabitin there as many timesas  when | know I’'m Jesus?!”’
it takes,” and so he jabbed the

needle in. I didn’t understand
why I was getting a needle in my hand. I had a huge contusion the size
of my palm afterwards.

WH Some medical professionals mistreated me in shocking ways too,
cruel ways. It makes you crazy when nobody wants to believe you,
and if we are angry, then there’s something wrong with us. How did
you get off medications?

MM They tried at least 8 different drugs, including antipsychotics and lith-
ium, saying I needed meds the rest of my life. Somebody suggested it was
good to feed your plants menstrual blood, so I did. And it completely killed
all of them! I later realized it was because of all the Prozac in my system.
It poisoned my houseplants. So I began to see I was surrounded by all
these toxins. I realized this wasn’t working for me, and I started to resist.

WH Today you are off medications, and your identity has changed to
being transgender, tell us about that.

MM Not everyone who is transgender identifies this way, but my crazy
mind allowed me to survive extreme situations normal people wouldn’t
be able to handle. When you are mad you are in some ways not worried
about what other people think. It’s about being an outsider, and to be
transgender is to be outside of gender binaries, to be fluid. My reality is a
construct that shifts, and when I am freed of that construct I can explore
things other people would be much too afraid to.

WH What are some examples?

MM I hitchhike and hop freight trains, and sometimes I lose all my pos-
sessions and suddenly I’'m somewhere and I don’t know anyone. But I
almost thrive on this. I refer to it as going on a walkabout or a vision quest,
a complete abandonment of your own identity. Homeless people also can
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experience something like this, with owning nothing and no place to go.
Our identities tend to be shallow: “This is my job, therefore it is my iden-
tity.” We are typically scared to be really out of our comfort zone. There
are times I’ve just thrown myself on the mercy of... riding the current
dragon, with no idea what is going to happen, switching different realities.

I recently decided to quit my job, and my boss asked “Are you unhap-

py here?” And I just said, “No, no, I just feel intuitively I need to go hop
trains, to put myself in the

void again.” In those few

I recently thIt my IOb’ and years I had grown a lot from
my boss asked “Are you having community, carving
unhappy here?” And | jUSt out a comfortable niche for
myself. My parents were hap-

Said, “NO, no, IjUSt feel py because my moods were
intuitively Ineedtogohop  supposedly stable and I'was
. . contributing to society, hold-
trains, to put myselfinthe ¢ down a job and making
void again.” decent money. But it was time
to stretch myself, and I need-

ed to throw it all away again.

For along time I considered myself an ally of trans people, but in truth

I felt sorry for my trans friends: It’s going to be hard, how can they do it,
I'm so glad I don’t have this affliction. Then I found myself in the same
boat. I had this realization, Oh my god, I'm transgender. It wasn’t neces-
sarily welcome, it was maybe exciting but also horrifying. From the very
beginning it was a calling, but I felt I could escape it. So it took courage
to go out into the unknown. Why now? I didn’t even know what it meant.
Do I have to alter my body? Am I going to have to live as a man? And it

was coming to me as This is what you have to do, this is part of your des-
tiny, to evolve spiritually, to reach your potential.

WH Is this connected to how as a kid you felt you had a calling to be
Christ and a healer?

MM I knew what the word “shaman” was and I knew from cartoons what
a “witch doctor” was. So early on I identified with those sorts of figures,
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I thought I had special powers. There is a spiritual component to being
transgender. In some cultures, trans people were the shamans and med-
icine people, the gifted healers and artists. That’s what finally made it
acceptable to me, that I could resolve it as part of my lifelong spiritual
calling. At an early age I knew I was ready for this calling, so I decided
now was the time to put my whole life at stake. m



45 Voices

Meaning In Voices
Eleanor Longden

Eleanor Longdenis
aresearcher at the
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Voices speakin
metaphorical ways
about genuine
problemsinaperson’s
life. It therefore

doesn’'t make sense to
shoot the messenger
and deny the message.

WILL HALL You’ve worked as a clinician and
researcher on the experience of voice-hear-

ing. Tell us about how you began this journey.

ELEANOR LONGDEN My voyage into voice-hear-
ing started when I was very young. I was forged
in a crucible of painful abuse that created a shat-
tered, fragmented child, who would ultimately
grow into a crushed and devastated adult. I bur-
ied my past; all these terrible memories of fear
and shame, horror and terror, I pushed them
into a box and sealed it over. But I had essen-

tially buried it alive. This unresolved pain was
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screaming to get out, and ultimately, of course, it did.

I was 18 when I began hearing a voice narrating all my actions in the
third person. At that time I was very distressed, and couldn’t advocate
for myself or express strong emotion in a healthy way. I was fragmented
and crippled on one level, shattered, yet I also tried desperately to push
those feelings away and play ‘normal.’ In the midst of this tumultuous,
chaotic internal world, the voice seemed to be reminding me that I was
coping and carrying on. I wasn’t particularly frightened by it; in fact it
provided quite a positive role. So if the voice observed, “She is going to
the library,” “She is reading a book,” it felt rather companionable, reas-
suring me I was still meeting my responsibilities and doing what I need-
ed to do.

WH And at some point the voice became negative?

EL That happened in a university seminar, where another student would
really challenge and belittle me. I never defended myself, because I felt
it was vital to appease everyone. I think many children who’ve been ter-
rorized can become submissive adults who try to keep the peace, keep
everything calm and safe. Yet that meant I often came out of those situa-
tions hugely frustrated. A part of me, an aspect that was never expressed,
felt consumed with rage.

After one such experience of subjugation, the voice said “She is leav-
ing the room,” but for the first time its tone had changed, it sounded angry.
I was intrigued, and quickly realized that it was expressing my disowned
sense of anger. This was an early indication that the voice was closely
linked to my emotional life, embodying unexpressed feelings.

Shortly afterwards, however, I made a decision that would have cat-
astrophic consequences: I told a friend about the voice. She was horri-
fied, and insisted I see a doctor, who in turn referred me to a psychiatrist.
Seeing a doctor was the beginning of my descent, not only into the men-
tal health system, but also into real madness.

WH You were still in school and functioning as they say, but they were
concerned because they assumed voice-hearing equals schizophre-
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nia. So you were hospitalized?

EL It’s ironic, that somewhere established to offer sanctuary and safety
to distressed individuals is often what ultimately breaks them. I swiftly
became aware that if I was going to recover my disowned sense of self,
then the hospital wasn’t the place to do it. They immediately defined me

in terms of a biomedical model

. of disease and disability. It’s pro-
What had preVIOUS|y foundly disempowering to be told

beenan experience, there is essentially nothing you
the voice. was now can to do to help yourself except
’

take medication and hope for the

constructedasasymp- ..
tom. | was encou raged At one point I was told, “You

would be better off with cancer,

to take an aggressive o

because cancer is easier to cure
stance towards the than schizophrenia.” A message
VOiceS, to rejeCt and of hopelessness and helplessness;
. that my voices were a meaning-
ignore them.

less, aberrant bit of biological bad

luck to be endured, rather than a

complex, significant experience

to be explored. To be told that

your mind, the essence of your humanity, is malfunctioning is profound-
ly terrifying. It encourages you to devolve all power and responsibility to

the psychiatric system.

WH And your voices worsened because of being hospitalized?

EL I use the expression a “psychic civil war,” which relates to what I was
saying previously; being incited to see your mind as the problem. What
had previously been an experience, the voice, was now constructed as
a symptom. I was encouraged to take an aggressive stance towards the
voices, to reject and ignore them.

So now when I heard the voices, I became incredibly fearful and
angry. And ultimately this just served to make the voices stronger, more
aggressive, and more numerous, they were fighting harder to be heard.
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And all the time I was being told schizophrenia is a degenerative neuro-
logical disease, and the voices were a sign of deterioration and disinte-
gration; as if I was rotting from the inside.

WH What was your experience with medication?

EL I think if voices are about emotion, then psychosis is the emotional

crisis. Psychiatric drugs are designed to inhibit emotion. Yet strong emo-
tion can actually be part of the healing process; learning to fully tolerate,
experience, and express it. Voices are a sane reaction to insane circum-
stances. If you’ve been terrorized and demoralized in your life, in what-
ever form that takes, abuse, poverty, exclusion, marginalization... then

something needs to happen for you to heal. You need to find a sense of
meaning, compassion, understanding, and self-acceptance. And that’s

hard to do when you are sedated on stupefying drugs.

WH While I was hospitalized I was hearing a very aggressive, ridicul-
ing voice. There was never any curiosity from the staff about it, it was

just seen as a symptom of disease, to be “stabilized” with meds like

an irregular heartbeat or something. When they did ask about fam-
ily history, it was to claim my mental illness was genetic. It was only
long afterwards that I started to make the connection with my child-
hood trauma.

EL Those experiences are heart- At one point | was tOld,
breaking and I will never cease to

be outraged by them. A person’s “You would be better off
story, sorich and meaningfuland ~ With cancer, because
painful, being disregarded and cancer is easier to cure
disrespected. In this way, I think ] ]

mental health services can implic- than SChIZOphrenla'”

itly side with abusers.

The author Judith Herman talks about this; that perpetrators depend
on the universal instinct to look the other way. In contrast, survivors ask
us to bear witness to their suffering, which is much harder to do. And so
it becomes easier to be complicit with the abuser. Often, that’s exactly
what psychiatry does.
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Jacqui Dillon, the English Hearing Voices Network Chair, talks about
avoice-hearer who disclosed his experiences of rape, and his psychiatrist
responded “I don’t need to hear that, we’re here to discuss your schizo-
phrenia.” Complicity with silence and denial is so toxic.

WH How did you go from believing the disease model to where you
are today?

EL It was a long process. I was instilled with such hopelessness and humil-
iation about myself that the voices consequently grew much more aggres-
sive. The deterioration was rapid and horrifying, and it exposed me to

further victimization. I became a target for vicious, systematic bullying

that culminated in physical and sexual assault.

WH Other students targeted you because you had mental health dif-
ficulties?

EL Yes. The basic message was “We can do what we like because nobody
will believe you over us.” That’s the universal message of abusers. Unfor-
tunately, as we’ve discussed, that threat is not entirely without founda-
tion. Even when patients’ reports of violation and victimization aren’t

denied outright, they’re often min-

Strong emotion can imized, trivialized and invalidated,
actually be part of and the end result is the same: you
are not heard.
the healing Process; Unsurprisingly my mental
|earning to fu"y toler- state deteriorated even further
. and I withdrew into a nightmar-
ate’ experence, and ish world of voices, visions, and
express it. Voices are delusions. It was an awful, pro-
asane reaction to longed living death.

insane Circumstances_ WH When did you start to come
back?

EL My first lucky break was returning to a place of safety, my family home.
I have an incredibly close relationship with my mum, who consistent-
ly believed in me. She had faith I could recover and communicated that
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hope to me, a sense of unconditional love and belief: “I’ll wait for you, I
know you’ll come back to me.”

I was also lucky to be referred to Pat Bracken, a wonderful psychia-
trist who firmly believed that recovery was not only possible, but inevi-
table. In the first interview he said, “Can you tell me about yourself” and
my response was “I’'m a paranoid schizophrenic.” And he gently chal-
lenged that immediately: “Don’t tell me what other people have told you
about yourself, tell me about you.” It was wonderful; for the first time, a
professional was seeing beyond my degraded, despairing exterior.

He also gave me a copy of Accepting Voices by Marius Romme and
Sandra Escher. That was revelatory, a recognition that voice-hearing isn’t
an abstract, arbitrary indication of mental illness, but rather a significant
and understandable experience that can be deciphered and made sense
of. That you don’t have to just survive, you can thrive.

This process took a long time. But when people started to believe in
me I realized that if I wanted things to change, then I had to be an active
part of the process. I used to think Pat Bracken and his team saved me, but
later I realized they did something much more meaningful, they empow-
ered me to save myself.

I was very fortunate. The damage I endured was catastrophic, but
wasn’t irreversible, which was largely a matter of luck. That’s a terrible
thing, because terrorized, demoralized people need more than arbitrary
good luck to protect them. I joined the Hearing Voices Movement and
had the privilege to meet a range of extraordinary, progressive individ-
uals, who inspired and taught me. This was really energizing and after
that, once that healing process initiated, things just kept on improving.

A principal part of that process was making sense of my voices and
realizing they had a protective function: they were drawing my attention
to unresolved emotional conflicts. I described myself earlier as a shat-
tered child that grew into a fractured, devastated adult. All of those frag-
ments were represented by different voices, each of which needed com-
passion and care. And the most negative, destructive voices were actu-
ally the ones that required the greatest kindness, because they related to
parts of me that had endured the most suffering.

WH Tell us about your work helping professionals support voice-hearers.
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EL Much of that focuses on “the construct,” a tool originated by Romme
and Escher. It’s based on the premise that voice characteristics are per-
sonally meaningful to the voice-hearer and related to their life story. So
the example you gave earlier Will, about hearing a negative voice but
nobody asking, “What does it sound like, what does it say,” that’s at the
heart of the construct; exploring voice content and formulating it in a way
that the voice-hearer understands is acceptable and useful.

We ask about five themes: the voices’ identity and characteristics; what
triggers them; what was happening when they first appeared, whether
they changed afterwards; and finally, the person’s life history, their sto-
ry. We use the information to explore two main questions: “Who or what
do the voices represent?” and “What problems do the voices represent?”
That information is then used to derive a recovery plan.

In the first phase, that’s about safe- .
ty, finding ways to cope with the voices’ | was belng told

intrusions, and reduce fears and anxiet-  gchizophreniais a
ies. The second phase is making sense .
. . degenerative
of the voices, using them as clues to
internal emotional conflicts thatcanbe  NEU rologlcal
understood and healed. And the third disease. and the
y

phase is reconnection, helping a person

reclaim their life, to recover joy, revisit voices were a sign
dreams, hopes, and aspirations. Apos- Of deterioration and
itive futu.re isa fundsilmental r{ght for de gener ati on; as if |
every voice-hearer, irrespective of a .

harrowing past or painful present. was I’Ottlng from the

Voice-hearing, essentially,isa  jnside.
meaningful personal event: a story. By
reclaiming that story, you can reclaim

control of both your voices and your
life.

WH It’s a normal human variation, a part of who we are. Part of the
human experience.
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EL That’s beautifully expressed, exactly right: a sign of human differ-
ence and diversity.

WH Are you hopeful for more caring approaches to hearing voices?

EL Yes, because The Hear-
ing Voices Movementisso  |n the midst of this tumultu-

powerful, articulate and .
solitical It adopts a Civil  OUS? chaotic internal world,
Rights outlook shared by the voice seemed to be
many minority experiences; reminding me that | was
agitation for social change, ) ]

coping and carrying on.

emancipation, actions for
respect, and working in
ways that don’t blame or pathologize the individual. It’s about changing
society’s perceptions and psychiatry’s perceptions as well. It’s no longer
justifiable to see distress as part of a disease syndrome, rather than some-
thing meaningful and real, an opportunity for learning and growth, even
if the lessons are painful and difficult.

As Marius Romme says, voices speak in metaphorical ways about gen-
uine problems in a person’s life. It therefore doesn’t make sense to shoot
the messenger and deny the message. If drugging, sedation and silenc-
ing are psychiatry’s traditional “cure” responses, then understanding,
accepting and integrating the voices’ emotional meaning is the recovery
response. B
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From Paranoiato
Wholeness
Matthew Morrissey

Matthew Morrissey
MA,MFT,isathera-
pistbasedinthe
SanFranciscoBay
Areawhoworks with
children, teens,and
adults.

At age 211 traveled abroad and realized a lot of
important things... including that adults don’t
really know what they are doing! There is no “in
control” there in the adult world. And I found
that terrifying.

When I got back home I had severe jet lag
and wasn’t able to sleep, I just couldn’t stop my
mind from racing. And then I made a big mis-
take: I smoked some pot, which sent me through
the roof. I had a hard time being in my body and
had painfully intense feelings of joy and elation.
I got into an argument with one of my friends,
and he was verbally abusive and shamed me in
front of a lot of people. And that was the straw
that broke the camel’s back.

I felt a existential void open up and terror
flood in. I started to have what’s called delu-
sions, thinking the world was controlled by very
smart, evil people who were actively manipulat-
ing things. And it was my future to find the good
force, the angels, people who had intelligence
and compassion, because I was on their team.
But the evil people were psychic and coming to
get me. So paranoia set in.

I said to my family, “Okay, I should go to the
hospital to get some sleep.” But when the psy-
chiatrist started asking questions about things I
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had been saying, I knew the evil forces had captured me. I just wanted to

sleep, but I spent ten days on the in-patient unit. None of the staff talked

to me, and I was on a very high dose of Risperdal. It made me drool hor-

ribly, and I looked like a zombie. My friends visited and were just like
“Wow, where did Matthew go?”

Then the outpatient program was also basically a joke. The staff treat-
ed us like little children, it was very demeaning. But one staff person did
turn things around for me. He said: “You need to go back to school.” So
I eventually did go back to Boston University. And slowly but surely, I
recovered. The most terrifying thing the mental health system did was
to make me feel I couldn’t trust myself.

Growing up my mom was pretty verbally abusive to me, and my dad
was emotionally distant. I was also bullied in high school terribly, in sev-
enth grade I ate alone in the cafeteria, and you can imagine the shame of
that. So I had a lot of trauma. That moment my friend was verbally abu-
sive with me caused all those old wounds to rush back.

People become paranoid for very good reasons. When you’ve been
let down and hurt repeatedly by people who matter to you very much,
you develop a basic mistrust of other human beings. That then shows up
as paranoia.

This is why it hits people in their twenties, they are trying to indi-
viduate from their families. A lot of family systems have their own idio-
syncratic, peculiar way of behavior. So when the person goes out into
the world all they have is what they’ve been trained into from the fami-
ly. They don’t know how to get into a social group and make themselves
liked. And they become isolated.

Often psychosis is what the psyche does to achieve some kind of
balance and safety, so you can live with this mass of chaotic feelings and
not be overwhelmed. My emotions were so extreme that my mind had
to invent something to signify this catastrophe. And that was where the
cosmic battle between good and evil came from. My mind created an
image of wholeness out of my fragmented mental state. m
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Art and Madness
Louis Sass

Louis Sassis apro-
fessor of clinical psy-
chology at Rutgers
University and au-
thor of Madness and
Modernism: Insanity
in the Light of Modern
Art, Literature, and
Thought (1994), and
The Paradoxes of De-
lusion: Wittgenstein,
Schreber, and The
Schizophrenic Mind
(1995).

| wouldn't want to
identify them too
closely, but thereis

a structural similarity
between modern art
and schizophrenic
perception.

WILL HALL You’re interested in the subjective
experience of madness, a “phenomenological”
approach shared by Scottish psychiatrist R.D.
Laing, and rare today.

Louls sAss Friends I knew very well in high

school developed psychosis and schizophrenia,
and I was dissatisfied with what I read in clinical

psychology and psychoanalysis; it just didn’t fit

what I observed. I was very influenced by Laing,
especially The Divided Self, and I could identi-
fy with what he described as the schizophrenic

condition. I saw in myself similar alienation and

problematic self-consciousness, so I felt I could

make a contribution to the field.
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WH Doesn’t that lead to question calling something “schizophrenia”
at all?

Ls I understand people don’t want to be saddled with a label that is perjo-
rative. But the word from Greek means “split mind” or “split heart” and I

think it captures fairly well what some of it is like. Eugen Bleuler used the

term to replace Emile Kraepelin’s earlier “dementia praecox,” to empha-
size schizophrenia as a different way of thinking and experiencing, not

deficient or lesser, like dementia.

WH It’s still not a clear clinical entity with distinct definition, but a
catch-all that Kraepelin put on an asylum population that was vast
and undifferentiated.

Ls Yes, what people call schizophrenia has an incredible diversity of symp-
toms, and symptoms can sometimes even be antithetical to each other. A
patient can feel they are a god controlling the whole universe, but at oth-
er times that they are a mechanism or thing, with no willpower or con-
trol at all, the opposite of a god. So normal people have difficulty empa-
thizing, and schizophrenia seems incomprehensible.

WH For Psychiatrist Karl Jaspers the defining feature of schizophre-
nia was being “un-understandable.” To me it’s more meaningful to
say two people have trouble relating, and each sees the other as “un-
understandable.”

In The Autobiography of A Schizophrenic Girl, the author Renée

writes:

“For me, madness was definitely not a condition of illness; I did not
believe that I was ill. It was rather a country, opposed to Reality, where
reigned an implacable light, blinding, leaving no place for shadow;
an immense space without boundary, limitless, flat; a mineral, lunar
country, cold as the wastes of the North Pole. In this stretching empti-
ness, all is unchangeable, immobile, congealed, crystallized. Objects are
stage trappings, placed here and there, geometric cubes without mean-
ing. People turn weirdly about, they make gestures, movements with-
out sense; they are phantoms whirling on an infinite plain, crushed by
the pitiless electric light. And I... I am lost in it, isolated, cold, stripped,
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purposeless under the light. A wall of brass separates me from every-

body and everything. This was it; this was madness... Madness was

finding oneself permanently in an all-embracing unreality. I called
it The Land of Light because of the brilliant illumination... dazzling,

astral, cold... and the state of extreme tension in which everything was,

including myself.”

Ls People who haven’t had this sort of experience are likely to interpret

it in three ways: either as deficit, an absence of some rational capacity

of mind; as a “Dionysian condition,” a lapsing out of rationality into an

overly passionate, instinct-driven state of mind; or as a regression into a

young child state of mind.

But these interpretations are very different, actually, from what Renée

describes. She describes not being overwhelmed by desire but having a

tremendous sense of distance and separation from the world. It’s not

going into the dark caverns of the unconscious but into the land of light,

as she describes it, in which things are almost too brightly-lit, too pre-

cise, too clearly-seen.

It’s not going into
the dark caverns
of the uncon-
scious but into
the land of light,
as she describes
it, in which things
are almost too
brightly-lit, too
precise, too
clearly-seen.

about at all.

WH So psychiatry and psychology have

viewed psychosis as deficit, that your
brain is not working properly or you lack
cognitive functioning; or as regression,
that you sink into a wild or childlike state,
something more primitive. But you are

going beyond the deficit, and regression

views.

Ls Central to the experience of schizophre-
nia are extreme self-consciousness and
alienation. One has a tremendous sense of
separation: from one’s own body, from oth-
er people, from the external world, from
one’s thinking and words: from all kinds
of things that more normal individuals are
unlikely to feel separate from and think
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WwH I myself have a lifelong fascination with scrutinizing interpersonal
behavior, and also with the philosophies of language. This interest is
fueled by my altered states, when my own participation in language
and social interaction codes evaporates.

Ls A good example is the “hearing voices” characteristic of schizophrenia.
These seem to involve a kind of focal awareness of one’s own thought pro-
cesses. Normally one doesn’t hear the words of “inner speech,” but just
inhabits those words in order to think about something. But in the case of
schizophrenic experience there

can be acute and direct aware- Iwas very influenced
ness of the words themselves. . ]
Commonly people hear a voice by Lalng’ espeCIaIIy The
commenting on their behavior, Djvided Self, and | could

thinking, or feclings identify with what he

WH Everyone seems to have an described as the

“inner critic,” and you can inter- . . .y
schizophrenic condition.

act with it just as you can as the
hearing voices phenomenon.
The Voice Dialogue technique taught in the Hearing Voices Move-
ment wasn’t originally developed for voice-hearers, but for everyone,
because everyone’s psyche is multiple and relational.

Ls A similar example is how people with so-called schizophrenia can
become very aware of things that we normally just do naturally. You might
become aware of the strangeness of what it is to shake hands with anoth-
er person. Of course it doesn’t seem strange to the normal person who
grows up in a culture where you have a custom of shaking hands. But if
you’re in this very self-conscious state, you tend to scrutinize things and
then those things become strange. Sticking this lump of flesh out into the
space between two bodies and then moving it up and down simultaneous-
ly in contact with that other lump of flesh coming from the other person.
And as a result of such an unusual mindset there can be important
insights normal people just don’t notice. A friend who was diagnosed with
schizophrenia would sit in a bar and watch how people moved and inter-
acted, almost like a student of animal behavior. He had a focal awareness
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of chimpanzee-like rules present in human interaction we don’t normal-
ly notice, such as the way men held their bodies to impress other people,
or to intimidate or be friendly. He thought as an ethologist would see. He
was observing things that were really happening, but as a result it was
very difficult for him to interact with people.

WH So through the huge diversity of schizophrenic experience there
runs a thread of exaggerated self-consciousness. Awareness of your-
self and your surroundings is heightened to a break with customary
ways people understand things. For me the idea of heightening con-
nects with the spiritual aspect some people discover in these states.

Ls I don’t want to go quite so far and say heightened self consciousness is
always present, but I think it is extremely common and a central feature.

WH Delusions of mind control, for example, can be heightened aware-
ness of real social group dynamics such as deceit and talking behind
people’s back that are actually in fact going on in “reality.” These
dynamics can be invisible in ordinary interactions, and professionals
and family members often act like these dynamics are not real.

One has a tremendous Ls In psychosis you can have an

. of awareness of the artificiality of
sense of separatlon: many societal customs. So you are
separation fromone’s not “duped.” But as a result you
own bOdy, from other wander lost in the world. Con-

ventional social interaction needs

peOp|e, fromthe you to not have this self-conscious
external WOI’ld, ohe’s awareness. Psychosis or schizo-

thlnklng and words phrenia can involve both an aware-

ness of truth and also be very prob-
lematic because of it.

WH And then maybe the person who knows too much becomes a scape-
goat.

Language is also an example: in extreme states speech can seem
to wander, so-called “loose associations” or “word salad,” and then
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people are told they can’t keep their thinking on track.

Ls Normally we don’t focus on a word we use, just the meaning we want
to convey. But in psychosis one may become hyper-aware of the word
itself, and be distracted into another line of thought. If the word is “pen,”
you find yourself now talking about a farmyard rather than about writ-
ing implements on your desk. Hyper-awareness can also make a person’s

You can have an of awareness of the
artificiality of many societal customs. So you
are not “duped.” But as aresult you wander
lost in the world.

thinking abstract, and speech can seem meaningless. I gave a Rorschach
inkblot test to one person, and instead of imagining images he got into
talking about the difference between black and white, and the concept of
contrast. What he said was similar to what philosophers might say, but
from a different more mainstream point of view it could be dismissed as
nothing but “poverty of content of speech.”

WH The Minnesota Multiphasic Personality Inventory test was quite
a puzzle for me in the hospital.

I still struggle with the idea schizophrenia as a difference given
or internally generated “inside” someone. Hyper self-consciousness
may also be an adaptation to context, vigilance in the wake of trauma
for example. These states can result from a relationship, such as fear
of something: an excessive, deep, strange terror that shocks you into
an extreme world view. Maybe “madness” then becomes a way out of
relational power struggles too terrifying to be named directly.

Tell us about excess of consciousness and modern art, which is
often also “un-understandable.”

Ls Twentieth century art can be very incomprehensible, because it also
became preoccupied with hyper-reflexive issues. Marcel Duchamp took
aurinal and put itin an art exhibition, a self-awareness, a consciousness

of what art is. He was reflexively calling into question the whole con-
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vention of art.

In abstract expressionism, instead of using paint conventionally to
depict an object such as a landscape or a nude, the paint and surface of
the canvas themselves became the work’s focus. Alain Robbe-Grillet of
the Nouveau Roman literary school was always circling back on the nar-
rator talking about himself. So if you look at twentieth century art, you
find interesting parallels with things that occur in schizophrenia, if we
see schizophrenia not as regression or cog-

nitive deficit, but as a different, more com- Normally we
plex form of awareness. don’t focus on

WH Another example would be the Surreal- @ Words jUSt the
ists, who were fascinated with psychoanal- meaning we
ysis, and had a mission to bring dreams to
. . . . want to convey.
greater social prominence, as in the indige-
nous cultures they borrowed somuchfrom. But in psycho-
Which re.m.m(.is m.e (.)f Jlfng’s con.1ment that sisonem ay
psychosis is like living in a waking dream.

become hyper-
Ls Surrealist Yves Tanguy painted strange, aware of the
moon-like landscapes of unrecognizable .
objects: very much like the geometric cubes word itself.
without meaning that Renée talks about in
Autobiography of a Schizophrenic Girl. Perhaps that’s what the world would
look like if you lost all practical relationship with it, so a chair serves no

human function, just a strange angular form.

WH Jean-Paul Sartre’s novel Nausea describes a similar state of extreme
alienation.

Ls When Nausea’s central character Roquentin looks at a chestnut tree,
he loses awareness we would expect. Instead the tree and its roots take

on a strange, hallucinatory quality. That kind of excessive staring plays

a significant role in schizophrenic experience.

WH Staring and hyper-awareness seem related to trauma: the fight-
flight alert response. Animals stare and become hyper aware when in
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danger. Philosopher Maxine Sheets-Johnstone suggests psychosis may
be a vastly exaggerated physiological startle reflex, a recoil in terror
from a threat that reshapes the entire nervous system.
But your direction here is not to diagnose artists, or to pinpoint
“prodromal” first signs of illness? You’re suggesting a deeper mystery?

Ls Someone like surrealist Antonin Artaud clearly was schizophrenic (if
that word has any meaning); he spent his last ten years in asylums. Alfred

Jarry, a major innovator who wrote the first absurdist play Ubu Roi, was

very schizophrenic-like. But other modern artists, such as Robbe-Grill-
et, were conventional. So I wouldn’t want to identify them too close-
ly, but there is a structural similarity between modern art and schizo-
phrenic perception.

WH Perhaps one person who is hyper-reflexive gets more of a grip on
life and expresses the awareness as a talent in art and work, whereas
another ends up funneled into the role of the mad person. Any quality
might itself be variation, not abnormality. And no such genes have been
discovered, so maybe it’s a creative adaptation rather than inherited.

Ls That is extremely plausible as well, and a lot of different explanations
may be simultaneously true. Or the causes of hyper-reflexivity in schizo-

phrenia and in twenti-

eth-centuryart maybe  |f yOU loOk at twentieth
completely different. century art, you find
In the t tieth . .
u e mwentie™  parallels with things that

century there are quite
a few people of pro- OCCUr in schizophrenia.

found cultural impor-

tance who were nearly psychotic or who actually suffered from schizo-
phrenia. But if you look earlier it is harder to find examples of people

who had much influence. In 1800, the time of Romanticism, popular art

was in a way manic or hypomanic-like: emotionality was much more

important than alienation and self-consciousness. The creativity of Lord

Byron is very different from the creativity of Samuel Beckett. So the link

between madness and creativity also needs to be seen in historical con-
text: it depends what a culture defines as creativity.
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WH The question becomes, why does an era value certain kinds of art?

Ls There is a hyper-objectivism today, people think they are nothing

but their brain, just neurons firing. The artist Andy Warhol once said, “I

want to be a machine.” He referred to his art studio as “the factory.” His

vision of the world has no inner life, just things like photographic imag-

es. And at the same time it is a world of total fantasy, where “there is no

real Jackie Onassis, only images of Jackie Onassis.” So you go back and

lgave a
Rorschach
inkblot test to

one person, and

instead of
images he got
into talking
about the
difference
between black
and white, and
the concept of
contrast. What
he said was
similar to what
philosophers
might say.

forth between mechanical concretism and
extreme subjectivism. That has parallels

with schizophrenic experience.

WH How can these ideas we’re discussing
be helpful to people?

Ls For some people the whole idea they are
suffering from a mental disorder doesn’t make
much sense. But notions about hyper-reflex-
ivity gives them a better handle on what is
really troubling them, and a way to go in dif-

ferent directions.

WH Some are just more aware than oth-
ers, in a way that can cause problems for
them. Does your work help us see diversi-
ty in people, rather viewing them as lack-
ing something?

Ls That is certainly one of the goals I have.
We have to be more sensitive and start to
recognize people’s potential insights while
at the same time not romanticizing them or

neglecting their suffering. m
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Salvation By Music
JohnRice

JohnRiceisaDJand

manager of Blue Beat

Productions. He lives
in Phenix City,
Alabama.

The stone the builder
refused will become
the head cornerstone.
That’s Christ's main
legacy, but it has

been completely

lost in religion as

It is practiced.

JOHN RICE I was born in Montgomery, Alabama
and my father was a Methodist minister from a
very liberal family. Another minister downtown,
at Dexter Avenue Baptist Church, was Dr. Mar-
tin Luther King Jr. My father was right there
when Rosa Parks refused to get up, and he was
one of many white ministers who put his fam-
ily and himself in danger. The threats were so
cruel and so lethal toward anyone supporting
integration. Even though I was a shy kid, when

I came of age I had a strong sense of conviction
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and wanted to speak my mind, out of pride for what my father stood for.
WILL HALL What kinds of things were you speaking out about?

JR Racism is still very prevalent in the South today, but it’s not as open
now: in the ‘60s it was very ugly. I just said that black children should
come to our school. For that I was subjected to a great deal of ridicule.

WH That was courageous. Did you always feel like an outsider grow-
ing up?

JR I was extremely rewarded for getting As and everything, but I didn’t
fit in. I began to be labeled as somebody that didn’t “apply himself” in
the right way. I didn’t really want a scripted life, but I always felt as if I
had no choice but to go off to college. I approached it almost as if it were
induction into the army or something,

WH And so when you got to college it was difficult for you?

JR Extremely difficult. It manifested itself in a phenomenal desire to go
home! I wasn’t being educated in a way that would help me. I was living
in a dorm and it was a lot like a fraternity.

It became apparent I wasn’t going to finish the year. I needed incom-
pletes to not lose the tuition, but the stipulation was that to get the incom-
pletes the college needed some kind of reason. So I went to a psychiatrist
who sent me to a facility for a few days of observation. I was extremely
naive about what I was getting into.

The first day the nurse told me one of the most peculiar things any-
one ever said to me. She said, “John, if you don’t want to stay with us, that
means... you need to stay with us.”

WH That’s the widely used, Orwellian hospital logic of “involuntary
voluntary.”

JR I was horrified. I then realized the hospital was basically a psych ward.
The next morning nobody would tell me when I would be released. I
was put on Haldol almost immediately. The psychiatrist did a lot of tests
and told me he “needed to see how I adjusted to the medication.” He said
when he discoverd what was troubling me they would think about let-
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ting me go home.

I was beginning to not be myself. At all. The doctor said this real vague
thing about “Well, sometimes when tension is released, we do peculiar
things.” It didn’t make any sense. And I was filling out this form and I
closed my eyes for a minute to ponder what was going on, and I realized
my eyes were difficult to open. I began to tighten up all over. My neck
started turning to the left, and I couldn’t turn it back. I called the nurse,
and it was like I broke some kind of code. All these people ran in. They
flipped on this unbelievably bright light, turned me over, and gave me a
shot in my rear. I didn’t know anything until the next afternoon.

I was there two and a half weeks, and when I was released I was a
complete shadow of the person who went in. Something had happened
that I would never recover from. I was so fearful.

WH Those were Parkinsonian side-effects, that rigidity, very common
on antipsychotics. And you had never been violent?

JR Oh, no. The only thing I had ever done in my whole life that was con-
trary was that I didn’t want to stay in school. That was it.

WH What happened after you were released?

JR I felt like my life was over. I had always been a huge fan of music, ever
since February 9th 1964 when the Beatles were on Ed Sullivan. When
I got home my older brother had just purchased the new Paul McCart-
ney album, “Red Rose Speedway.” It’s out of print now. It had the beauti-
ful song “My Love” that he wrote for his wife. And my brother played it
for me that night... and I felt nothing. I couldn’t feel it. Music, the thing
I loved most in life, I couldn’t in any way enjoy.

Deep in my heart I knew something had been done to me that need-
ed to be undone. But I couldn’t make a case for myself because every step
I took was just seen as confirming whatever the doctor said. My father
asked if maybe the medicine was wrong, and the doctor said, “No. John
is the problem, not the medicine.”

They said “as soon as you can get him employed, that’s what he needs
to do. This medication has taken care of the things that were in his way,
now he needs to take the initiative.” I tell you, all I wanted to do was go
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to bed. That was the only time I was even remotely comfortable, to lay
in the bed and think “This is my room, and if I’'m real still, nothing can
hurt me at the moment.”

The first job I got was on a public works crew chopping weeds with
a sickle on the side of the road. I didn’t go back the next day. The next
job was sweeping the floor at a textile mill. Seven days a week you go in

at 7:00 in the morning and they
The nurse Sald, “John, if decide when you get off. They

you don’t want to stay fired me after a week: “He’s just
. too slow.”

with us, that means... you Every time I went back

need to stay with us.” to the hospital for follow-up

appointments, my parents
would say “He just wants to
sleep,” and “this job didn’t work out, that job didn’t work out.” So the
doctor became increasingly hostile. Without my parents in the room he
said to me, “You know what you’re going to leave me with? One option,
John: to put you back in this hospital and give you electroshock treat-
ments. And believe me John you don’t want that.”
Then I got lucky. My mother was very upset by all of this, but she
believed the doctor. She said to my dad, “If he’s going to have shock treat-

When | was released | was a complete shadow
of the person who went in. Something had
happened that | would never recover from.

ments, we can just drive him to a hospital that’s closer by.” So I saw a dif-
ferent psychiatrist, who took me off the Haldol and didn’t prescribe elec-
troshock. Being off of the Haldol was like night and day: I began to show
real signs of being human again.

WH How long had you been on the Haldol?

JR I was on Haldol for a full year, which is long enough that you never
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get over it.

Getting off that drug was like being physically reborn. Stelazine is
nobody’s friend, and I was in for a long haul, but without the Haldol I
began to show initiative, to have more energy, and to be able to become
the person I was before.

I started to enjoy music again, in a very limited way. I was listening to
Carlos Santana, albums he was making after his initial impact at Wood-
stock. Carlos and the band got tired of just being rock stars and began
to explore jazz, deeper Latin roots,

and Coltrane. One record I remem- My father was rlght

ber that Christmas was with Alice  there when Rosa
Coltrane. Apparently the powerful

rhythm was sort of getting into me. Parksrefused to get

I was really happy tobe backtothat U, and he was one of
part of myself. many white ministers
wH Did you really start pursuing ~ who put his family and

ic at that point? . .
music at that pout himself in danger.
JR I was the biggest fan that ever

was, and that was used as the example of what was distracting me from
being a “responsible person.” I was always told, “You worry too much
about the Beatles and not enough about your studies.”

I went back to college and was flunking out; I would go to the local
hippie record store instead. That’s what Springsteen sang: “we learned
more from the three minute record than we ever did in school.” And I couldn’t
read books very well because I'd forget the plot, so I began reading Hen-
ry Miller and literature that was like a roller coaster, a jazz type of writ-
ing, you didn’t have to remember the tune, just the groove and rhythm.
And jazz music became a real strong fascination; it was totally different
from anything anybody around me liked or listened to. Jazz music gave
me distance, which I really wanted. I began to build a world inside myself.

WH What was some of the music that was prominent for you?

JR I was really into a lot of things from German producer Manfred Eich-
er, who had a great independent label in Munich called ECM. He was
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recording a young pianist who had justleft | fal|t nothing. |

Miles’ group, Keith Jarrett. Jarrett introduced

me to liul i/[otian and Charlie Haden and it couldnt feel

grew from there. it. Music, the
Jazz for me was something I could cover thlng lloved

myself with. Then as the mid-1970s moved on ..

towards the ‘80s, suddenly there was punk rock. mostin Ilfe’ I

And, really it is very similar to jazz. Iimmedi- couldn’tin any

ately immersed myself in the radical sounds

way enjoy.

coming out of Great Britain.
WH How is punk similar to jazz?

JR I’m sure Manfred Eicher, if he were sitting here, might disagree, I don’t

know! But rock is not a complicated form of music and can be done with

very little else besides feeling. And while jazz is quite complicated, it is

rather sterile unless the emotion is very immediate, such as with improvi-
sation. So to me, feelings are paramount and what people think are irrel-
evant: that is what is consistent between punk and jazz.

Then in December of 1980 the Clash released their third album, San-
dinista!. I had been hearing reggae influence all over punk rock, but when
I heard Sandinista!, it wasn’t just reggae, it was the extended dubs. And
boy, it hit something in me. It was a rhythm different from anything I had
ever heard, and it just had such remarkable power.

At first I thought the Clash had invented dub, but before long I dis-
covered the truth. There was a very small community of engineers and
musicians making music as powerful as scripture, yet completely without
words. Dub was able to move a person spiritually just by the vibrations
themselves. There’s a mystical quality to it that I can’t explain. Jamaican
dub, it began to teach me things. I became more self-aware than I would
have ever dreamed.

Publicly I was still in the darkness with medication. I did get some
retail jobs, but I had a tremor from the Stelazine that I was very embar-
rassed about, very ashamed of. It affected my confidence and work. But
privately I was becoming deeper and deeper involved in this sound that
came from Kingston Jamaica.
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One song that deeply affected me was “Soul Rebel,” from Bob Mar-
ley. It connected me back to where I was born. Dr. King is a rebel in your
soul, see? There is a great power in his rebellion that’s very consistent
with the Gospel, but hardly ever seen in Christianity as it is practiced. It’s
the ability to follow your own path to save your soul. You have the pow-
er to be yourself no matter how much courage it takes. And that really
struck a chord with me. And “Redemption Song,” that beautiful line he
sings (and I hope I can say it without my voice breaking): “emancipate
yourselves from mental slavery. Nothing but ourselves can free our minds.”
I hung onto that song. and I still do.

WH That is beautiful. Do you consider yourself part of the Christian
and Rastafarian tradition?

JR I have broken with my family, and been told my father wouldn’t approve
of some things I say. I'll tell you what I believe: I believe that my father
spoke for a Christ that is the part of anybody who stands up for people
who don’t have anything. The idea in Scripture is that the stone the builder
refused will become the head cornerstone. That’s a very powerful image
and it really was Christ’s main legacy, but it has been completely lost in
religion as it is practiced.

I don’t believe that some are Jazz music gave me

“saved” and some are “lost.” Bob

Marley read the Bible every day dIStances whichl
and was greatly influenced by the rea"y wanted. | beg an
Gospel, but he didn’t think of any to build a world inside

human being as “lost.” He knew

that was a whitewash, no pun myself-
intended there, of something more

powerful.

So I was on Stelazine for thirty years, but the fire that was kindled
by Jamaican music never died. And I became obsessive about music. I
began to explore almost every phase of jazz and Broadway and really old,
roots country. I would go from one obsession to the other, always retain-
ing that foundation of the way I heard things through Jamaican music.
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Then the psychiatrist I saw at a public clinic died. For the first time

in my life I felt like I had just enough courage to say to the new doctor,

“Review my whole chart and tell me if I am on the right medicine.” And

that is when everything changed. He told me to stop taking the Stelazine,
just like that.

I went through months and months of the most horrifying cold-tur-

key withdrawal you can ever imagine. But when I came out on the other

end, I was me again. It left me with a really bad short term memory, but

| don’t believe that some are “saved” and some
are “lost.” That was a whitewash of something
more powerful.

all the knowledge of all of the types of music I was so obsessive about for
years was still there. And suddenly I didn’t have to be obsessive about
any one type of music, now all of it made beautiful sense to me. Certain-
ly with reggae as the cornerstone.

That’s when my mother helped me start a sound system business. I
really do keep up with everything, and my music is remarkably diverse
because of that. I'm a unique DJ in that I really dig Cole Porter as much
as Ido 50 Cent. m
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Singing in the Dark
Susan McKeown

Susan McKeownis .
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composer celebrat- h ad bee n O pe n

ed world-wide for her
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ditional Irish music,

as well as her knowl- we were teenagerso

edge as a historian

and folklorist. Her What |f we had

album Singing In The

panizorisaben— discussions about the

reoover family secrets, secrets
that later came back
in such a violent way
when we were older?

WILL HALL What led you to create your album
Singing in the Dark?

SUSAN MCKEOWN Several years ago my ex-partner
had severe depression and behavioral changes
that were really shocking to me. When I looked
for help, it led me to question what my own family
had been through. I was angry at the mainstream
mental health discourse and the glossy ads from
the pharmaceutical industry; it was irritating
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that there wasn’t any way to talk at a deeper level, to deal with each oth-
er as human beings. Making Singing in the Dark was my response: it’s the
album I wished I had when we were going through that traumatic time.

WH What went on in your own family?

sM In the group of five teenagers I grew up with, there was me, a broth-
er and sister whose father died by suicide, and then two friends, one

of whom murdered the other. This all happened when we were in our

twenties and thirties. It was so upsetting to us all. I felt, “What if there

had been open conversation when we were teenagers? What if we had

discussed the thoughts in our heads, what if we had felt safe doing that?

What if we had discussions about the family secrets, secrets that later

came back in such a violent way when we were older?” So I developed

an interest in talking about things that aren’t talked about, and the con-
nections between culture and mental health.

WH Like most communities, these tragedies are just overwhelming.
There are the formalities of grieving, but so much stays buried or at
best just gets talked about behind closed doors with counselors.

sM I have been recording albums of traditional Irish music for years, and
learned about a ritual in Ireland called keening. Keening comes from the
Gaelic word caoineadh, to cry, to grieve. It was a very funny and formal-
ized ritual where people could let things out for three days.

You might have heard of the Irish wake, and there’s various stereo-
types of that. But for centuries before, keening was a time to celebrate the
person’s life as well as to grieve. You could cry and mourn, and it was an
opportunity to express things about the social context and recent commu-
nity history. It was led primarily by women, and women spoke out about
injustices they had witnessed, such as domestic violence. So when some-
body died, keening was a safe place where anyone could express things
and nothing could be said against them. People grieved the dead, bang-
ing the boards of the coffin, tearing their hair, gathering together. The
lament of the keening was a kind of otherworldly sound coming from
these women, who as young girls had watched the older women keen-
ing and learned the art from them.
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In the fourteenth and fifteenth centuries, the Catholic Church sent
orders down to parish priests to wipe out the keening process. 'm having
discussions with many other Irish singers about this, we weren’t taught
itin school and we are researching it and want to claim it because it’s our
tradition.

WH A tragedy happens, and the community comes together in a ritu-

al space to express emotions and for certain truths to come out. Was

this a political threat? Was that why the Catholic Church suppressed
these rituals? It makes me think

The biShOpS instructed  of the Church’s suppression of

local prieStS to StOp v‘./omen when their .healing prac-
ices were called witchcraft.
the women and take t fledwitcheralt
W
back control of the sM The bishops instructed local
] priests to stop the women and take
funeral praCtlce’ to back control of the funeral practice,
bring it under the to bring it under the directive of
. . Rome. Angela Bourke writes about
directive of Rome. i

WH It’s interesting to me how culturally today we say the same thing:

this is not for us to talk about, we need experts and counselors and doc-
tors. So when your partner had this very deep depression and behav-
ior changes, it started a whole journey for you, discovering secrets in

your own family?

SM In my family there is trauma going back generations. I can see the
effects today of keening being wiped out by the church, within families
and between men and women. My mother died when we were all between
fifteen and twenty-three. We didn’t have any tools to deal with her death,
it was just shocking to us, there was no family sit-down to talk about it.
Within six months most of my siblings moved out, and I lived with my
dad for the next six years. I always wanted to talk about things, but there
wasn’t a space for that, even though everybody was in pain. A lot of my
drive today as an artist is connected to that family experience. It’s one of
the inspirations for my album “Singing in The Dark.”
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WH Your album takes famous poems about madness and sets them to
music. Tell us about that.

SM One of my favorite poems is by Theodore Roethke, who was fifteen
when his father died and his uncle died by suicide. They had been com-
mercial gardeners and done quite well in their town in Saginaw. Theo-
dore had grown up in giant greenhouses and the influence of nature in
his poetry is right there. It’s such a beautiful poem, connecting his suf-
fering with nature in an incredibly hopeful way.

Excerpt from “In A Dark Time”
Theodore Roethke

What’s madness but nobility of soul

At odds with circumstance? The day’s on fire!
I know the purity of pure despair,

My shadow pinned against a sweating wall.
That place among the rocks—is it a cave,

Or winding path? The edge is what I have...

A steady storm of correspondences!

A night flowing with birds, a ragged moon,
And in broad day the midnight come again!
A man goes far to find out what he is—
Death of the self in a long, tearless night,
All natural shapes blazing unnatural light...

WH One of my favorite lines is devastating: “What’s madness but nobil-
ity of soul at odds with circumstance.” That’s such a map for discov-
ering who you are and what those states mean.

sM Another poem I love is “Her Kind” by Anne Sexton. When Sexton
began going to therapy after a breakdown, her therapist recommended
she start writing poetry. She did, and now she’s one of the greatest Amer-
ican poets, winning numerous awards including the Pulitzer Prize. The
opposite advice was given to the Irish poet, Maeve McGuckian when she
had a breakdown: her therapist recommended she stop writing poetry!
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And I learned about McGuckian from another great Irish poet, Nuala
Ni Dhomhnaill, who wrote “But how could we do that, it’s poetry that
keeps us alive.”

“Her Kind” is a phenomenal poem about Anne’s struggle with soci-
ety, trying to be the perfect wife and mother and caregiver in the 1950s,

You could cry and mourn, and it was an
opportunity to express things about the
social context and recent community history.
It was led primarily by women, and women
spoke out about injustices they had
withessed, like domestic violence.

and also give care to herself, every woman’s struggle and every mother’s
struggle. Anne had other levels of struggle that she was going through as
well, and there’s messages in this poem that speak to us all.

“Her Kind”

Anne Sexton

I have gone out, a possessed witch,
haunting the black air, braver at night;
dreaming evil, I have done my hitch

over the plain houses, light by light:
lonely thing, twelve-fingered, out of mind.
A woman like that is not a woman, quite.
I have been her kind.

I have found the warm caves in the woods,
filled them with skillets, carvings, shelves,
closets, silks, innumerable goods;

fixed the suppers for the worms and the elves:
whining, rearranging the disaligned.

A woman like that is misunderstood.

I have been her kind.
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I have ridden in your cart, driver,

waved my nude arms at villages going by,
learning the last bright routes, survivor
where your flames still bite my thigh

and my ribs crack where your wheels wind.
A woman like that is not ashamed to die.

I have been her kind.

WH Such a different quality from the Roethke: defiance.

sM There’s beautiful footage on YouTube of Anne reciting that poem right
into the camera, in a very seductive, very provocative way. There’s some-
thing there we all long for, to be so bold as to really express ourselves.

WH So we should thank Anne Sexton, and also apparently her thera-
pist at least a little for having encouraged her to write poems. I won-
der Susan, do you ever feel there are times when you need to stay away
from your creativity, to help your own mental wellness?

When Anne Sexton began smI haven’t experi-

. enced that myself. But
going to therapy _after a break- 've always flt there’s
down, her therapist recom- a time to put it out in

mended she write poetry. She  theworldandthere’s
. , a time to just express
did, and now she’s one of the it to yourself. I can
greatest American poets. feel when something
is coming, it feels

like it’s coming from

somewhere outside of myself. It’s my call to pick up on it and put it down
on paper, or pick up the guitar and start finding out what it is, because I

know it’s going to be something key to my own journey of self discovery.
Creativity has always been fruitful for me, I'm so happy to say.

WH For me the creative process is very connected to the inner critic
process. I can become blocked or shamed and judge myself for not
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doing it right or not doing it well enough, or not being able to do it at
all. Sometimes, I do just step back from it but it’s not the creativity,
it’s the self -sabotage that comes along.

sM There’s a documentary about the architect Frank Gehry talking about
the moment when you begin a work, that you have to let the creativity
flow and how difficult it is because you get in the way. All these voices

Making Singing in the Dark was my response:
it’s the album | wished | had when we were
going through that traumatic time.

come to tell you that you’re not good enough and you’ve got to tidy up
your office, and he says he’s always tidying up his office and seeing all
these other things he needs to do.

So, as Roethke would say, “Which I is I?” It’s about trying to find the
voice that lets you get out of your own way.

WH What do you make of the fact that so many artists describe cre-
ativity just as you have, something is coming through you, something
from beyond who you are?

SM It’s not something I can explain! But it connects to some of the most
profound experiences I've ever had in my life: being there when my father
departed this earth, and the moment when I gave birth to my daughter.
The energy that was present was something that I could not explain. I
feel so privileged to have something blow through my hands or through
my voice, I just feel privileged.

Roethke said that when he wrote one of his most famous poems, it
came to him in a evening and he wrote it in half an hour. As soon as it was
finished he knew it was one of his greatest works. And so he got down on
his knees with gratitude.

WH One of the poems on your album is “Crazy Woman” by Gwendo-
lyn Brooks.
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sM When I came across this poem, I just thought it was so beautiful and
so simple. She was a poet from Chicago and her parents must have spot-
ted her talent early, because as a teenager they introduced her to the poet,
Langston Hughes, and Hughes encouraged her to get published. She
ended up becoming the first African-American to win the Pulitzer Prize.

“The Crazy Woman”
Gwendolyn Brooks

I shall not sing a May song.
A May song should be gay.
I’ll wait until November
and sing a song of gray.

I’ll wait until November,
that is the time for me.

I’ll go out in the frosty dark
and sing most terribly.

And all the little people
will stare at me and say,
“That is the crazy woman

who would not sing in May.”

I shall not sing a May song.
A May song should be gay.
I’ll wait until November
and sing a song of gray.

WH It’s an interesting way of understanding madness, suicide, and
depression: as a kind of desperate resistance, as rebellion. We can’t
romanticize these experiences and the suffering associated with
them. But conflict, with an oppressive society or an oppressive rela-
tionship or oppressive family, or even conflict between parts of our-
selves, can drive us crazy.

sM This is something you see in poetry. And it makes me think of my own
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songwriting,how Iaddress  [t’s about trying to find the
my ownstruggleswiththe o that lets you get out of
way things are around me.

Our reactions to trau- YOUF OWN way.
ma are perfectly normal
considering the environment or the circumstances, but then they’re

perceived by other people and they react. Things are not just self con-
tained, but they occur in relations with others.

WH What’s next for you?

SM One project is an album of fairy songs from the Irish tradition, many of
them in Gaelic and hundred of years old. They’re from people who lived
with the belief in the fairy world, that the faery realm was ever present
and very close at hand.

WH Some of us do still live with that belief!

sM What I find so interesting about these old songs is how they resonate
in a contemporary way. So I love researching lyrics that are only avail-
able now in books and bringing them to today’s audience. m
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Breakdown and
Breakthrough
Mel Gunasena

Mel Gunasenaisa
video activist, writer,
poet, and artist. She is
the director of Evolving
Minds, a documentary
on psychosis, spiritu-
ality and self-help; and
The Mayan Word, on
the spiritual view of the
indigenous Maya.

WILL HALL What led you to making your docu-
mentary Evolving Minds?

MEL GUNASENA I was forcibly hospitalized after
experiencing an altered state of mind that, for
me, was a powerful spiritual experience. I have
always been interested in shamanism and med-
itation, and believe I was accessing dimensions
of reality that were potentially beneficial for
humanity. To outsiders, I seemed crazy.

I felt incredibly infused with energy and I
was stronger than ever before in my life. I could
see reality clearly, could perceive other peo-
ple’s thoughts, and was very sensitive to ener-
gy. Though frightening, it was also exhilarating
and powerful.

The primary insight from my altered state
was how governed we are by fear. From child-
hood on, government, the media and society all
try to control us to not really be who we really
are and not live up to our full potential. In today’s
society, people are cut off from their roots, their
source of power. My altered state was all about
connecting with the cosmos, with everything
that exists on the Earth and into infinity.

WH So you freed yourself from this fear and
started to actually see what is going on?
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MG Absolutely. But because I hadn’t done it slowly and in a controlled way
with spiritual practice, I was launched into a dimension where I didn’t
know how to be. I think it is important for people to have one foot in both
worlds: to be in the ordinary yet be able to access these dimensions. A lot
of people labeled psychotic and winding up in hospitals have launched
themselves into other dimensions without knowing how to return or
operate within the boundaries of society. So you don’t, for example, go
running down the street naked or whatever it is that might get you locked
up. If people want to run down the street naked, why not? But we live in
a society where doing such things is illegal, so...

WH We just had the Naked Bicycle Ride here in Portland, so social con-
vention around what is crazy or normal is arbitrary! What were you

doing that led to being launched into these other dimensions?

MG I experienced a lot of trauma in my life. And while I was in India, in
the Himalayas, I started using LSD as a psychological healing tool.

WH Many spiritual teachers in Buddhism, like Jack Kornfield or Ram
Dass, got their start on the spiritual path through psychedelics, and
then adopted disciplined practice. So there is a strong connection, but
psychedelics of course have a lot of risks. What did you experience?

MG I was spending a lot of time in the wilderness in the mountains, and
began experiencing increasingly powerful dimensions. I didn’t have the
proper support or guidance, though, and this led me to lose my way. I start-
ed to live more in other dimensions than in the everyday. Ordinary day-to-
day things, like taking care of myself, started to be less important. I was
focused on spiritual insights: I got into a state of mind where I didn’t want
to sleep, I wanted to be awake, alive all the time. This burns out the body.

WH You said you experienced trauma; how did that relate to your spir-
itual insight?

MG People who experience trauma often create other dimensions so
they don’t have to experience their trauma. Their mind goes elsewhere.

WH Becoming a medicine person or shaman can in many cultures mean
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| feltincredibly infused with energy and | was
stronger than ever before in my life. | could see
reality clearly, could perceive other people’s
thoughts, and was very affected by energy.

enduring an initiatory illness or trauma. Maybe dissociation becomes
a problem when you don’t have guidance on how to navigate, but it’s
actually a skill, not a breakdown.

MG It’s not something I would recommend! But trauma doesn’t have to
cripple you. You can use it to develop yourself.

WH What led to you being locked up?

MG My family was very worried about me, and my sister flew to Thai-
land to bring me back to London. I was in complete shock because I had
spent the previous six months in the wilderness, where I felt I had come
to my true state of being. My family couldn’t accept it, and when my own
mother saw me at the airport she didn’t even recognize me. This really
affected me.

When I got back to London I was scared and felt I needed a place
where I could feel safe. T have a very strong connection with horses, so the
obvious thing to do at the time was to go

and be with the nearest horses. There My fam"y couldn’t
were stables around the corner from .

our house... but it happened to be where accept It’ and when
the police horses were kept! Very ear- my own mother saw
ly one morning I jumped over the wall me at the airp ort

of the police station, climbed into the
stable, and lay down under one of the she didn’t even
horses. For the first time in days, I felt recogni Ze me.
completely safe. But when the police

saw me they took me straight to the

psychiatric hospital.

WH You were trying to take care of yourself and find some healing?
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MG Yes. In hospital, nobody spoke to me. They put me in a room and
observed me through a Plexiglas window for a few hours. Suddenly, with-
out warning, four men rushed into the room, pulled down my pants, and
injected me in the ass with antipsychotics.

They locked me in a room for four days, and every time I woke up
they re-injected me. I was absolutely terrified. I really thought that I had
been kidnapped by the forces of evil and they were going to kill me. It felt
like I had started to experience and perceive very powerful and beauti-
ful things, but that the psychiatric system was trying to stop that. They
were trying to destroy that ability in me.

WH You make me think of my own confinement in an isolation cell;
I blacked out in terror and rage when I was locked in, I didn’t even
remember much until I read the hospital’s account in my medical files.

MG I was forced to take medications, and a psychiatrist told me that I had
amental illness and I should take psychiatric drugs for the rest of my life.
Luckily, because I had studied about altered states of consciousness and
been an activist, I didn’t believe him.

WH How did you get out of the system?

MG When I came out of hospital I had to do a complete detox. For months,
I was very scared. I just had to just trust that everything was going to be

ok. I slowly weaned myself off medication. I was very particular about

my diet and became a recluse until my strength and confidence returned.
I ultimately healed myself mainly through diet, vitamin and mineral sup-
plements, resolving my trauma, and through friends and family support.
Not psychiatric intervention. m
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Crash CourseinUrban
Shamanism

Will Hall

Spiritual practice

is not for everyone,
but sometimes sur-
vivors of psycho-
sishave a callingto
discover the truthin
the world’s mystical
traditions. This essay,
written in 2004, sum-
marizes some of the
lessons I've learned
exploring altered
states.

Shamans are the magician spirit healers in tribal,
indigenous societies around the world. Anthro-
pologists use the word “shamanism,” borrowed

from the Tungus speaking people of Siberia, to

mean the commonalities between different tra-
ditions: shamans find their calling through a life-
threatening initiatory illness or mental crisis like

psychosis; go into visioning and trance to connect

to other realities; shapeshift out of their regular

self to identify with animals, spirits, and even dis-
ease; and return to the ordinary world to share

skills of healing and creativity. Living at the edge

of society and defying conventional norms, con-
duct, and even gender, shamans are respected as

powerful community links to the divine.

Can we learn from these traditions with-
out romanticizing them? Can we remember that
people are people everywhere, that war, oppres-
sion, and exploitation are also found among tribal
societies? While also valuing the tremendous wis-
dom of people living close to the earth, including
insights into the spiritual gifts sometimes wrapped
up in what gets called “psychosis?” Traditional
societies create rites of passage; how can people
in modern societies explore and develop these
gifts as part of recovery?

Traditional shamanism means being part of
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aliving indigenous society, apprenticing in it and learning its ways. To take

this approach, you need to be accepted by teachers who are part of that cul-
ture. If you’re an outsider, don’t be racist: never use a culture’s spirituality
without guidance and accountability, and always support cultural surviv-
al and land struggles against colonialism and industrial expansion. Tradi-
tional peoples need real respect and practical activism, not more plastic,
new age medicine men.

“Urban shamanism” is a broader approach, respecting indigenous
societies while rediscovering the roots of tribal mind for modern people.
Urban shamans reinvent spirit healing and find ancient patterns in new
forms. All of us have ancestral links to shamanic cultures if we go back far
enough, because all societies have origins in tribes and all societies prac-
ticed magic. There are no rules and no end to learning and creativity, as we
reawaken our indigenous minds and recreate spirit healing in new ways.

Does the altered state that got labeled psychosis mean you are hav-
ing an initiatory illness into becoming a wounded healer? Are there gifts
to untangle from the trauma in madness? Many societies have elders to
identify when crisis is an initiation, and to mentor people into using their
gifts wisely. Urban shamans may need to recreate that mentorship, or find
it within ourselves. Without the guidance of traditional shamanic cultures,
the answers will be up to each of us.

Here are some signposts to exploring urban shamanism:

Join with wilderness. Everything you need to know is found in the wild-
ness of nature. Get out of the corporate monoculture of our cities. Wander
forests, deserts, beaches, and mountains every chance you get. Go off trails,
climb trees, sit silently on the earth, sleep under the stars, find music in
rushing water, watch animals, thrash in the ocean, follow footprints, listen
to birds, stare at clouds, study plants. Seek out pockets of wildness in the
hidden edges of the city. Learn the natural history and ecology of your home.

Tracking and awareness. Listen to and question everything in your outer
and inner landscape. Ground yourself firmly in the sight, sound, smell, and
touch of your present surroundings as if you were tracking animals in the
wild. Slow down, then slow down even more, until the virtual world fades

and the real world comes into view. Cultivate your skills with meditation
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and sensory awareness practices. Remember to observe the observer: our
inner emotions and sensations are an important territory to explore, and
offer vital clues not just to your mind, but also to the world around you. Still-
ness and sensitivity will guide your attention to what you need to follow.
Always come back to the here and now, it’s the most magical place of all.

Experimental attitude. Go on your direct experience of what works. Don’t
take anything you were told or read just on faith, use trial and error and
healthy skepticism. If you wonder if you are just making things up in your
imagination, find out: treat it as if it were real and study the results, like a
scientist doing an experiment. You may discover that reality isn’t passive,
but is collaborative, creative, and participatory.

Find pathways to visionary states. Food, media, driving cars, work, com-
puters, and drugs all hypnotize us into ordinary reality. Take back control

of your consciousness and start accessing visionary states on your own

terms. Check out new tools: follow your intuition to find ideas, meth-
ods, and practices you are drawn to. Dancing, drumming, drawing, writ-
ing, puppetry, music, sex, silence, fasting, meditation, ritual... all are pos-
sible ways to pass from this reality to the next and back. Open your intui-
tive side, welcome the unknown, focus on body sensations and emotions,
and learn about altered states and imagination. Walk new routes through

your city, open up to unexpected music, poetry, and art, follow hunches

and look for signs. Be curious about unexpected interests and odd sourc-
es of power, especially what comes into your life seemingly on its own, or

that fascinated you in childhood. Try out new identities but be ready to

drop them when they’ve outlived their usefulness. Your body is the only

tool you truly need.

Listen to your dreams. Don’t just interpret intellectually, actualize your

dreams by keeping a journal, drawing images, dialoging with characters,
acting out different parts, and looking for clues in waking life. What is the

dreamer telling you? Notice uncanny coincidences, track dream-like syn-
chronicities, and explore underground pathways between unrelated events.
The more you pay attention to dreams the more dreams you’ll have, and

you’ll discover that waking life is itself a dream.
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Hunt lost energy. Addictions, spacing out, numbing your body, dull friends,
toxic food, consumerist media, bad sex... there is a long struggle ahead of
you to reclaim all the energy you lose, and put it instead towards aware-
ness and healing. Treat the things you are ashamed of as invitations to find

hidden sources of strength. As you clear your own stagnation, follow what

inspires you and respond to the alive energy of moments, ideas, plants, plac-
es, and people. Break the habit of who you are. Surprise yourself.

Explore your calling. Study your crisis and collapsed self. Listen to the
voices, look at the visions, and feel the crazy energies of your madness,
with a fresh eye towards what wisdom or learning might be behind it all.
Imagine that there is something essential for you to discover in the pain-
ful parts you might wish would go away. Notice what remains unfinished
and unresolved, and sense how your energy is drained when you don’t lis-
ten to the missing parts of yourself. Do this when you are strong, ground-
ed, and have solid support from your community.

Learn from your ancestors. Find out as much as you can about your fam-
ily and roots. Be on the lookout for eccentric, artistic, mad, activist, indig-
enous, and nonconformist relatives who may also be on a visionary path.
Pay attention to the struggles for survival that your ancestors went through,
and honor any unmet hopes and dreams still felt by the living.

Beware ego tripping. Your true needs are in a mysterious flux; learn tech-
niques to put the goal-directed ordinary self in its proper place. Can you
practice seeing through the stories you tell about what is missing in your
life? Don’t pray or wish for specific things like a new apartment or mar-
riage, only general things like a home or love. Let the details be a constant
surprise as you focus on the magic and beauty of the larger pattern.

And above all: Watch out for getting overwhelmed. Come back to strong
grounding practices, clear awareness, and a healthy life first before explor-
ing the unknown. Pace yourself. Be clear about your purpose as a healer,
and don’t let any power or uncanny phenomena you encounter distract
you from your integrity and ethics. Forge firm bonds of trust and hones-
ty with beloved friends. Get your feet on the earth before you take off for
the heavens. m
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Maps to the Other Side
Sascha DuBrul

Sascha Altman Du- LO and behOId, I!m

Brulis one of the co-
creators of The lcarus

Project and author taklng these drugS
of Maps to the Other

Side: Adventures of a and they Seemed tO

Bipolar Cartographer

(2013) be helping me. | felt
really strange about it.

WILL HALL Tell us about the origins of The Ica-
rus Project in punk rock and the New York City
counterculture squatter scene.

SASCHA DUBRUL When I was 13 my dad died, and
I ended up leaving the world where I grew up, the
culturally mainstream upper west side of Man-
hattan, and venturing down to the “underworld”
of the lower east side of New York. In the late
80’s it was a thriving community of anarchists
and squatters and freaks and folks living in aban-
doned buildings and Thompson Square Park. It
was a really different New York City than the
New York City that exists now. I got into punk
rock and was at the Tompkins Square Riots and
watching my friends getting beaten bloody in
street battles with police. I felt free for the first
time in my life, and part of a community. I nev-
er really fit in and now I found a whole bunch
of other people I could relate to.
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The 1980s were a wild time, lots of homeless people out on the streets,
lots of underground economy and culture. Reagan had let out all these
folks locked up in mental hospitals, and promised them community sup-
port. But that didn’t manifest, and folks were really struggling. So at 14 I
found myself in a park with a bunch of crazy homeless people and run-
away teenagers, and, lo and behold, I felt like I fit in somewhere. It’s a
funny thing to say, but its true, that’s the origin of my relationship to the
mad pride movement.

Many of us didn’t have families that supported us, or community
structures that were intact, so we were lucky to find something. There
were all these ways that you could play and adopt an identity. Part of the
whole American culture is giving up where you come from. So I adopt-
ed punk and anarchism, with a whole tribe of people who had my back.

Human beings are social creatures. We want to be a part of the com-
munity. People don’t talk about God much anymore but people really
want that experience of oneness. Yet everyone’s just sitting alone in front
of computer screens talking to each other on social networking sites. I
think there’s something fundamental about cathartic experiences. I was
raised in a really secular environment, we didn’t go to church or syna-
gogue. At a punk rock show a band is playing and people are packed into
a dark space dancing all over each other, it’s super crazy, your heart is
pounding and you feel you’re part of something totally incredible. It’s
like church, I suppose.

When I was 20 I dropped out of school and started traveling, riding
freight trains and having all these adventures. It was being true to myself.
I’d been tied my whole life and I'm now I was going to be free, to live wild.

WH And then something turned at some point, and there was a hos-
pitalization?

sp I had alot of pressure from my family to succeed academically so I
pushed myselfin college in a way that wasn’t healthy for me. And in New
York City I was used to smoking what we’d call Mexican dirt weed, and
suddenly I got out to the Pacific Northwest for school where the mari-
juana and coffee are really strong. So one day I had an allergic reaction
to penicillin and was in a lot of pain, and also had a reaction to Predni-
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sone I was taking. I thought Iwas goingto At g punk rock
die, I had all kinds of energy. I didn’t need
show your heart

to sleep and I was running so fast. I started

finding all these messages in the billboards Is pou nding and
and the radio. y0u feel y0u,re

I was reading Plato’s allegory of the t of
cave: people staring at shadows and one part ot some-
guy breaks free, realizes everything is just thlng totally

shadows of the real. I had this really trans- incredible. It’s
formative, spiritual break, an awakening. .
If I’'d been raised religiously I would like ChurCh’ I

have been talking about God, but Iwasraised SU ppose.
by a man who read Marx, so I talked about
revolution. I had a messianic feeling like I
was a bridge between worlds, visions about the world ending and us liv-
ing on something like television. Years later when Myspace and Facebook
emerged I got chills because it was similar to my visions coming true.
In hindsight it is clear what was going on, but at the time I didn’t
have anyone around who had any sense of what I was going through. My
friends didn’t know what the hell to do with me so they put me on a plane
back to my mom. In New York the whole thing just cranked up another
10 notches. I wandered the streets and talking to spirits knowing I was
going to die. I walked down to the train on 23rd street, hopped onto the
tracks and started walking all the way to Christopher Street, that’s along
way. They pulled me off the tracks and sent me to Bellevue. I was in the
hospital for two and half months, on Depakote and Haldol and two weeks
in the quiet room.

WH Let’s turn to what helped you heal. You became involved in the begin-
nings of the permaculture movement and the radical farming scene?

sD Permaculture started as a movement in Australia in the late ‘70s, and
is a way of looking at how humans design things, the land that they live
on and the food they grow, to model it after how things happen in nature.
I was a part of taking that set of principles and helping to popularize it
within the DIY anarchist community. I had a gardening column in a punk
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rock magazine called Slug and Lettuce for eight years.
WH So you were promoting gardening among punk rock kids?

sD Yes. I grew up on the 12th story of an apartment building in Manhat-
tan, so gardening was an incredibly empowering experience. Growing

plants to seed and then saving the seeds and then planting them again the

next year... I had never seen cycles of nature, I was so consumed by the

urban environment. In the early ‘90s the multinational chemical com-
pany Monsanto engineered seeds to reproduce sterile, so-called ‘termi-
nator seeds.’ It was a big wake up call about the importance of saving our

own seeds, and taking the power back from corporate agriculture busi-
ness giants and putting it into the hands of the community. So we creat-
ed a community seed library.

WH That theme of protecting diversity continues with The Icarus
Project.

sD At the end of the ‘90s people came to Seattle to protest the World
Trade Organization’s takeover of the world. Between November of 1999
and September of 2001 when 9/11 happened a whole lot of us were busy
working on radical projects, and it looked like a lot of change was going

, . to happen really fast. Then the
If 'd been raised big boot came down and stepped

re|igious|y | would have on us... we had to go back under-

. ground.
been talklng about GOd’ In 2001, I was hospitalized

but | was raised by a again, this time in Los Angeles
man whoread Marx.sol 2nd spent a month in county

,_ jail. It was eerily similar to the
talked about revolution.

experience I had when I was
18: not sleeping for a long time,
thinking the world was going to end, thinking I was being broadcast live on
television on all the channels. I came out of it pretty humbled, and taking
medication. I never thought that I'd be doing that. Here I was promoting
sustainable agriculture and working against Monsanto and the chemical
companies, and I am thinking What am I doing? I’'m taking these drugs,
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and the pharmaceutical companies are so evil on so many levels. They
just want me to be addicted to these drugs! But lo and behold, I'm taking
these and they seemed to be helping me. I felt really strange about it.

WH It broke your black and white view of the world, good and evil?

sD Yes, especially within my community. Anarchists are known for being
very free and very open... and not always very tolerant of differing ideas.

So I outed myself in the punk rock gardening column I wrote, and then
wrote a cover article for the San Francisco Bay Guardian. The response
was huge, I learned that when you bare your soul to a bunch of strang-
ers, inevitably there’s a whole lot of strangers who want to bare their soul
back. One of the people who wrote me was Jacks McNamara, and that
was where the idea for The Icarus Project came from. Now more than
10,000 people are registered on it from around the world, and there are
local groups all over North America.

WH This was when community forums on the Internet were relative-

ly new.

sD We are really inspired by the LGBT movement reaching young peo-
ple. The movement finds freaks and kids who feel really alienated and

alone and gives them a space to feel like superstars, teaches them their

history and gives them a community to be a part of. Mad Pride is paral-
lel to Gay Pride.

WH Were you able to sustain the momentum of the early days of Icarus?

sD In 2008 I was in the midsts of stepping back from The Icarus Project, and
I had another crazy psychotic breakdown, it was really dramatic. To take care
of myself I went and lived at a yoga ashram for 9 months The regimented
schedule where I was up at 5am every morning, meditating, chanting and
doing yoga then working all day was super useful as I put my life back together.
I'd never lived in a spiritual community, but I figured out pretty quick-
ly that the same kind of folks who would gravitate toward ashram life you
would also find at an Icarus meeting. Folks who have a hard time in the world
outside, and who are searching and looking for community and meaning,
Although we don’t use the language of spirit, it became really clear that there
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is something very spiritual about what we do at The Icarus Project.

I started to realize that neither madness nor pride are things to culti-
vate to have a happy life. Mad Pride is a political dead end: a powerful point
of unity, but doesn’t give us a map of where to go next. For me "Mad Pride”
goes all the way back to the punk rock identity that I had as a teenager: "us™
against "the world,” we’re the freaks and we’re the outlaws.

But that’s only the beginning

of the story. We need to lay foun-
dations for a movement that can |want to see the

embrace large segments of soci- marriage of social jUStice
ety,bothourselvesforwhoweare  gqnd Visionary spiritual

and our differences, and also real- .

ly look at our potential. People in movements’ and arein-
my generationwho areapartof ~ Vention of what it means
the “Mad Movement” don’t even to be uhealthyu and “sick.”
know about the Human Potential

Movement in the ‘60s and 70s. It

was this incredible explosion of creativity and visionary ideas: Eastern spiri-
tual practices intersecting Western psychology, Gestalt Therapy, the Encoun-
ter Movement, Humanistic and Transpersonal Psychology, the Soteria mod-
el.

I want to see the marriage of social justice and visionary spiritual move-
ments, and a reinvention of what it means to be “healthy” and “sick.” I want
us to talk about how oppression makes us crazy: how race class and gender
are more important than “brain chemistry.” I want us to cultivate skills to
take better care of one another. I want us all to make maps to break out of the
biopsychiatry labyrinth, and build a new world from all of our beauty and
brilliance. m
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Communicating With
Psychosis
Dina Tyler

DinaTyleris direc-
torofthe Bay Area
Mandala Project, co-
founder of Bay Area
Hearing Voices,and
coordinator of peer
supportservicesatan
early psychosisinter-
ventionprogramin Al-
ameda County, CA.

| practice a being-with
approach that | would
have wanted when |
myself was struggling.

Between the ages of 18 and 22, I was diagnosed
with attention deficit disorder, severe depression,
bipolar disorder, and psychosis. And I discovered
the meaning of life: I experienced intense feelings
of oneness with the universe; I was filled with
empathy for the plight of humanity; I felt connect-
ed to the most powerful force of divine love, and I
figured out a plan that would take me to becom-
ing the first female president of the United States.
All of these amazing experiences were imme-
diately met with resistance by family and friends.
I was put in a psychiatric hospital. I was told I
had delusions of grandeur, hallucinations, and a
“manic episode.” I was treated like a “bad patient”
because I refused to take medication and I com-
plained about side effects. When I was sexually
assaulted by another hospital patient I was told
by staff it was a symptom of my mania, that it hap-
pened because I was “hypersexual.” I was strip
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searched for my own “protection.” I left the hospital on high doses of lith-
ium, Zyprexa, Risperdal, Tegretol, and Klonopin, so much medication that
I felt numb and unable to communicate.

Ilearned to no longer trust the people who were supposed to help me.
At 24,1 came off all of my medications and began fighting against my diag-
noses. I wanted desperately to regain the truth I learned in my altered state,
and turn it into a philosophy of how to live my life.

I discovered years later that what I called the meaning of life was
already recognized as a very famous theory in psychology: Maslow’s hier-
archy of needs. My vision of becoming the “supreme human beings that we
are meant to be” was what Maslow had called “self-actualization.” What
if someone had taken the time to talk with me about this in the hospital?
All T needed was someone to listen to me, to validate me, to help guide my
thinking.

This entire ordeal, and the stigmatization I faced from diagnosis, shaped
my direction in life and the person I became. Today I work with young
adults recently labeled with schizophrenia. I facilitate support groups and
provide individual peer support, especially to those considered “difficult
to engage” or “reluctant to seek care.” I practice a being with approach that
I would have wanted when I was struggling: forming a relationship, put-
ting the person at ease, and showing them I am not there to judge.

For example, I visited one woman in the hospital who said she was
receiving God’s guidance to harm herself. Whenever others had tried to
convince her to accept a mental health diagnosis and stop wanting to hurt
herself, she would only shut down and not talk. Instead I wanted to let her
talk about the messages she was receiving.

In the beginning we would just walk around the hospital ward and
then sit and pray together. She asked me to change my make-up and dress
in “girly” clothing before I met with her, because she wanted me to be “less
intense.” Then we talked about hair and nails and even did each other’s
make-up.

After slowly building a relationship, we have begun to discuss her
inner conflicts and past traumas. She recently said to me, “Life is hard but
you never give up!” I have hope that she can find the meaning behind her
experience: that was what not only helped me to heal, but also to grow. m
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Voices of Everyone
Rufus May

Rufus May has worked
as a clinical psycholo-
gist for 19 years. His in-
terest in psychological
and community devel-
opment approaches to
different states of mind
is rooted in his own ex-
periences of psychosis
and recovery in his late
teens.

I have facilitated Hearing Voices groups in Brad-
ford UK for 13 years, where people get to know
their different voices and what the voices’ needs
might be. By meeting the voices half way and
honoring the deeper longing they represent, the
voices gradually become a lot easier to live with.
Like angry people, angry voices want their emo-
tions acknowledged, through dialogue or sym-
bolically with artistic expression. An angry com-
manding voice might need the person to be more
assertive. Or an angry voice might be distressed,
and need calming activities and environments.
People are less overwhelmed when they learn
to look after the emotional needs of their voices.

I became interested in the Hearing Voic-
es Movement approach because of its accep-
tance and curiosity towards voices. I had a psy-
chotic breakdown in my late teens, and making
my experience into a medical problem didn’t
help. What did help was acceptance from friends,
acceptance I was lucky to have. I learned cre-
ative ways to express my emotions, and I found
an active role doing care work and later went on
to train as a psychologist, determined to under-

stand and respect unusual mental experiences.

Many voice-hearers in our group have found
by getting to know the voices they are getting
to know different parts of themselves and their
ancestry, their family history and conflicts, suf-
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fering and unfinished struggles. This kind of inquiry might benefit us all.
We all have different parts that take the lead in different situations: com-
petitive parts, parental parts, and people-pleasing parts. I have a chame-
leon part that is good at fitting in and emulating the characteristics of
people around me. I have a compassionate part that wants to help peo-
ple who others may have given up on. I also have a comfort eater when I
am stressed, a defensive part when I feel vulnerable, and a laid back part
that likes to watch films and take naps and daydream. No part of us is good
or bad. My fighter part, for example, channeled carefully, can help me
in sports or activism or defending myself from physical attack, though
it could be a problem if I don’t give it space in my life, and at times it has
been aggressive to people I care about. And my caring part helps me in
many areas of my life, but it has been experienced by some people as con-
trolling when I let it take over me too much.

Itis natural that different contexts bring out different parts of us, but
often we have a very compartmentalized approach to this inner commu-
nity of selves. In Western society the responsible, productive and pro-
tective selves get rewarded. Unless we make a concerted effort, creativ-
ity, spirituality and playfulness get less space to express themselves. In
many settings showing our vulnerable sides is not acceptable. Often peo-
ple use alcohol or other drugs to numb some parts and thereby access
other sides of themselves. The more we become aware of our different
parts, their wants and needs, the more we can reduce conflict between
them and have more choices in how we respond.

I meet alot of people who have blocked off and separated from parts
of themselves, probably since childhood as a survival technique to get
through confusing and terrifying circumstances. This dissociated self
may be experienced as a voice or as a part that takes over our conscious-
ness. Rather than seeking to get rid of voices or dissociated selves, anoth-
er option is to start a peace process. Learning to look after the needs of
different parts of myself, rather than resent them, has helped me navi-
gate the wider world. =
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A treatment plan
shouldn't suggest
tightening the
screws in the cultural
machinery that
crushed your soul in
the first place.

STEVEN MORGAN From an early age I carried
around a lot of rage and felt disconnected, though
you might not have known it from the outside.
Sometimes I wanted to die, but then I would
come out of it and have these wonderful highs.
That went on for many years without seeing it as
a psychological problem. It was just who I was.

When I was about 22 I got into a relation-
ship with a woman who was diagnosed with
bipolar disorder. I read Kay Jamison’s Touched
With Fire and it reminded me of myself. I had
gone through tough periods, including drinking
alcohol, and wasn’t sure if I could handle going
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down that far again, so I brought myself to a psychiatrist, and was quick-
ly diagnosed.

WILL HALL People think about going from a depressed to a manic state
as amysterious cycle that just exists, that it must be “biological.” But
you are suggesting that it has an emotional basis?

SM Our bodies carry around experiences and traumas and releases them
through all kinds of expression. Because I wasn’t in touch with feelings
of rage and humiliation, they would overtake me as if from nowhere. I
would try to push them down, but they never went away. Instead, those
feelings found paths to break through in new, insidious ways. I was always
caught in webs of obsessions and compulsions that complicated matters.

Now that I’'m not on medications and not pushing feelings down,
I’'m able to handle them differently. I say, “This is ok. This is part of the
human experience.” I'm not seeking happiness in my life, I'm seeking to
be real with whatever my feelings are.

WH What happened when you saw the psychiatrist?

sMm My whole worldview changed. I started to see myself as having a chem-
ical imbalance in my brain, and I started to label a lot of my experiences

as manic or depressed. I rewrote my history to fit into clinical phases of
mania and depression. I stopped viewing hard times as existential crises

and started diagnosing them as medical problems.

At first it was relieving, because it at least pretended to explain what
was going on. But as I started re-labeling everything in my life, I also start-
ed to take on tremendous despair. I did that for about six or nine months
before my spirit shouted, “No way! You are casting off this label.” So I
quit medication cold-turkey.

Then I made the mistake of jumping right into an intense job where
I was out of my element. I had a really rough time and broke down. When
that happened, I re-evaluated my life and decided, “Bipolar is something
that you really have. This is a problem that is going to be with you for the
rest of your life.”

That started a series of psychiatric hospitalizations. I even started
manifesting behaviors just because they were part of the diagnosis, as if
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I were learning to be ill.
WH So you swung back to believing the diagnosis.

sM I just fell apart. I didn’t have access to a sense of self or my body or
emotions. I had erected mental walls to block off fragments of myself,
and now these fragments were hunting me, literally hunting me in my
dreams. I went through a period of time where I was very bad off. I sub-
scribed to the “mental illness” worldview and was in and out of hospitals.

I was in despair for a long time, but at

Meditation the same time I decided I was going to make a
can become film about bipolar disorder. I had just gotten
. out of a relationship and the film was a way
just another

of dodging those feelings. I started pushing

medication. If myself really hard and allowed myself to get

emotions come high. I ended up crashing and going in the
hospital again.

up, I know how It’s amazing that we think hospitals

to meditate to are places of healing, because it’s just the

g etthemto go oppo.site. You’re not met with the human con-
nection we need. In fact, a lot of the mental

away. But if you health profession is designed to stay discon-
do that, those nected from you, and to see you as an object.

i In a crisis, what I need more than anything
emotions are is a human being who cares about me, who
gOiI‘Ig tocome will sit and be there with me for hours on
back at you. end. That is totally unavailable in a hospital.

But this time, when I got out, I said,

“I’'m going down the wrong path. I'm going

to do whatever I can to stay out of the hospital forever.” Because the
experience was just awful. I had applied for social security disability ben-
efits, and I realized if I didn’t change my life dramatically I was going to
end up a mental patient for life. And even though I was still paralyzed
with intense emotions, the fear of that drove me to push through. I said,

“This is going to get better. This is going to get better. This is going to get
better.”
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WH That inner strength was crucial; do you think people can learn to
cultivate it?

sM I think people can learn to be more resilient. People have different
temperaments. Ever since I was a little kid I was a curious and deter-

Feelings of rage and humiliation overtook me
as if from nowhere. | would try to push them
down, but they never went away. Instead,
those feelings found paths to break through in
new, insidious ways.

mined individual in a lot of ways. So I think part of it is my spirit, but for
me that’s a two edged sword, these qualities also have a shadow that can
be destructive.

And we shouldn’t expect everyone to be determined individuals who
want to conform to our standards of success. That’s not for everybody. It’s
the responsibility of the society, culture, and family to provide an envi-
ronment that brings out people’s strengths, whatever they may be.

WH The mainstream model is individualistic, but many people need
community, interdependence, and relying on each other.

SM Absolutely. A treatment plan shouldn’t suggest tightening the screws
in the cultural machinery that crushed your soul in the first place. Not
everyone’s treatment plan should be “get back to work.” We have to look
at diversity, which is a wonderful opportunity for larger cultural and
social change.

If we see people who are breaking down as indicators of the larger
whole that is in trouble, we can start to ask, “How can we allow everyone
to use their voice?” But I don’t see that. I see our society becoming more
rigid, more insistent that everyone meet capitalistic ideals. If someone
hates their job, we don’t say “Quit your job,” “Change the work environ-
ment,” or “Be an activist about it.” We say, “Go back to work and take your
Prozac so you won’t know the difference.”
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WH Yes, whatever happened to helping each other and taking care of
each other? As a collective we are responsible for not just leaving it
to the individual.

What helped you get off medication and find a way forward?

sm I started toread alot of East-  |f we See people who

ern spiritual texts, the Bhagavad are breakina down as
Gita, the Tao Te Ching, and Zen g

texts. I was attracted to the idea  INClicators of the larger
of letting go of expectations. We’re whole thatisin trOUble,
taught to have ambitions and goals

to achieve happiness and success. we canstartto aSk’

The paradox is that when you let “How can we allow

go of expectations, you get more everyone to use their

in touch with your nature. Some
people think Buddhism is nihilistic, voice?”

that you give up on life and repu-

diate worldly things. You don’t. When you learn how to just be, you end

up getting what you really need but didn’t know you needed. And that

can manifest in so many ways. It doesn’t mean you abandon your fami-
ly, leave your job, and go live in the desert. Though I like the desert too!

When I got out of the hospital I also started therapy for the first time,
nine months with a Jungian psychologist who was spiritually-oriented.
We dove into my highly active dream life and the bigger questions they
raised: what does it mean to be a man in this world? What does it mean
to be a human being with a collective past? Human beings are not iso-
lated, we’ve been evolving for hundreds of thousands of years, and that
is in our blood and soul.

I started to reconnect with a life source I had lost connection with.
Through validation and support I explored that connection, and that
source responded.

I analyzed my dreams during the daytime and at night they would
send me new messages in response. The back-and-forth of imagery, myth-
ic symbols, clues, dead-ends, and big questions propelled me towards a
more integrated state. I discovered an incredible healing potential that
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is within us. In a way, my dreams acted on what medications had intend-
ed to resolve, but much more profoundly: they healed the roots, not just
trimmed the branches.

For instance, big animals used to hunt me in my dreams. There I
am in the middle of the ocean with sharks coming after me, night after
night. As I explored things in waking life, I started talking to the sharks
in dreaming life. Pretty soon I was partying with the sharks on the beach.
Then they disappear for months, and later when they return, I now hunt
them.

WH That is an amazing metaphor for changing the relationship to a
part of yourself, befriending yourself. Sharks are themselves hunters,
so maybe you integrate it all into one whole.

sM Symbols and myth express something that we can’t describe in lan-
guage. It’s definitely not “evidence based practice!”

We shouldn’t expect WH The most important things
in life are heart-based practic-

everyone towant es, not evidence-based practic-
to conform to our es. I learned that from a psy-
standards of success. chology textbook called The
; o Little Prince... So what were
It's the reSp0nS|bI|Ity some of the other things that

of the society, culture, helped you?

and famlly to pI'OVidG an sMm I also started working again

environment thatbrings  2s 2 peer support worker, as
, part of the recovery movement

out people’s strengths.

that values lived experience and

trains people who’ve been psy-
chiatrically diagnosed to work in the mental health system for change.
That gave more meaning to my life, as I learned how to relate to people

in different ways. I also sobered up, which was significant.

WH How did you get sober?

sM I saw the destructiveness of alcohol, and when I started to work I had
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more of a focus and less need to drink. Meditation also put me back in
touch with my body, to appreciate my body. I don’t necessarily want to
put toxic stuff into my body.

Later that year I had a meditation experience that altered the course
of my life forever.

WH What happened?

sM I sat in front of a white wall bathed in moonlight, and had a vision of

a wise man in an ancient world. As I continued to meditate, a lot of ener-

gy came up inside me. At first I thought, “Don’t go with this energy, just
observe it”” Then I remembered

Now | say, “Thisis ok. reading earlier that night of a Zen
Thisis part of human master who said, “Go with what
. ’ 19 comes in meditation.” So I let the
experience.” ’'m not
energy overtake me.
seeking happiness in The energy put me through
my Iife, P Seeking to all sorts of rituals. I became an ele-
] phant and a snake, and even start-
be real with whatever ed to bite my cat! I watched myself
my feelings are. disappear in a mirror, all these cra-
zy things happened. Hours later I
realized something internally had
really shifted. But I wasn’t frightened at all; it very much felt right.

I started meditating every day. I was hallucinating for several months,
and would go to work and see auras, patterns, and colors everywhere. I
was just in a different state of consciousness, I don’t know how else to
explain it.

It started to die down, and I realized I would probably become attached
to it, which I did. I would meditate and be like, “Damn, where did all those
great colors go!”

I’ve had these visionary experiences since I was young: when I was
seven I saw the Virgin Mary. If you try to repress these visions they will
keep coming at you. A lot of my work has been to get back in touch with

them and the place from which they came, and as I've done that they’ve
actually lessened.
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WH Like the dream with the sharks. What are the dangers of medita-
tion and spiritual experiences? Sometimes people go in that direction
and it gets them into trouble.

sM I never felt like I was going to lose touch with consensus reality. But
in the West especially, meditation can become a vessel for inflating a
sense of self instead of becoming more honest. So for example, I used to

I've learned that meditationis not about a
blissful state or even a clear state, but about
coming closer to what already is: exploring,
acknowledging, and being with it.

meditate in the woods and harmonize with the wind, and I found a lot of
power in that, but one step too far and it’s “Wow, I am special,” or worse,
“I’m superior to others.” I have to be very careful about that.

Another danger for me is that meditation can become just another
medication. If emotions come up, I know how to meditate to get them to
go away. But if you do that, those emotions are going to come back at you.
I've learned that meditation is not about a blissful state or even a clear
state, but about coming closer to what already is: exploring, acknowledg-
ing, and being with it, as opposed to just moving around it.

WH Meditation is often portrayed as “this good thing that you should
do,” like taking vitamins or going to the gym. But it’s more complicat-
ed than that, a whole realm in and of itself that has downsides and pit-
falls and well as huge benefits.

SM Maybe this is just the people I am drawn to, I don’t know, but with peo-
ple who have made significant recoveries in their life, just about everyone

will describe some kind of spiritual connection. Not necessarily medi-
tation, but prayer, a higher self through community, or their own way of
finding God. It’s powerful medicine. m
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Thus shall you think of all this fleeting world:
A star at dawn, a bubble in a stream;

A flash of lightning in a summer cloud,

A flickering lamp, a phantom, and a dream.

— the Buddha, Diamond Sutra

A life-transforming spiritual awakening, some-
thing that until then I had only dreamed about,
introduced me to psychiatry.

In 1982 I emerged into a more expansive and
whole part of myself: I was beginning to recognize
the dreamlike nature of the universe. I was filled
with enthusiasm; so much so that the anti-bliss
patrol was alerted and I got put into psychiatric
hospitals. The more I tried to express my realiza-
tion that we could awaken and help deepen each
others’ lucidity, the more the psychiatrists saw me
as crazy. They (mis)diagnosed me and medicat-
ed me out of my mind, and my spiritual awaken-
ing got extinguished. I felt traumatized, literally,
made sick, by the treatment I received.

Thankfully, after I got out of the last hospi-
tal I began meeting Buddhist teachers. Instead
of pathologizing me for experiencing the dream-
like nature of reality, they were teaching just that.
The same fundamental insight which got me diag-
nosed is in fact the very pith essence of all of the
great wisdom traditions from around the world.
Needless to say, I was happy to find myself in such
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good company, though I wasn’t overly thrilled at being left to deal with the
resulting psychological clean-up operation, aftermath of a most unnatural,
and unnecessary, psychiatric disaster.

Spiritual awakenings typically become catalyzed by severe emotional
crisis, often growing out of unresolved abuse issues from childhood. This
was certainly true for me. Healthy and pathological factors are co-joined:
the idea is to nourish the healthy aspect so it becomes stronger, and then
the pathological factors naturally fall away as they become integrated into
the wholeness of the newly emerging psyche.

Over the years, I've deepened and stabilized my realization of the
dreamlike nature of reality. I bring people together in what I call “Awak-
ening in the Dream Groups.” We take seriously, and step into, the idea that
we are actually inhabiting a collaboratively created dream. The group is a
ritually-created alchemical container, tailor-made for this contemplation.

Meeting in a meditation circle, a facilitated conversation collectively
inquires into the nature of our present experience. We see how we are col-
laboratively dreaming up both the world and ourselves moment to moment.
We discover we are each others’ “dream characters”: embodied reflective
aspects of each other. If something triggers us with a strong emotional reac-
tion, instead of seeing the person as the cause and the problem, we practice
looking at what inside of us is the source of being triggered. This opens up
anew world of possibilities for healing: being in relationship creates mag-
ic and medicine for the soul unlike anything else.

When people are brought together with the intention of waking up,
it insures that a “guest” will be invited too, i.e., the unconscious, with its
shadow. Whereas most spiritual groups are primarily identified with love,
peace and harmony, and don’t welcome any shadow energies, we inquire
instead into the deeper process that is animating conflict and friction. We
learn that most people are secretly thirsting for a safe place to get into their
stuff and play it out, to unlock and liberate the deeper energies that shape
their lives.

This is true evolutionary magic available to us as a species: there is a
way of being together where we can activate our collective genius, con-
spire to co-inspire each other, and dream ourselves awake. m
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| embrace the arche-
type of the "wounded
healer.” My writing, art,
and healing work are
motivated by trying to
be there for people

INn ways no one was
there to help me.

WILL HALL How did your creative journey with
mental health and The Icarus Project begin?

JACKS MCNAMARA I grew up with a family that

meant well but did me a lot of harm. I had “men-
tal health issues” from a young age. I was a vola-
tile, intense, depressive, elated, creative, brilliant,
and devastated child / teenager / adult. My fam-
ily was really alcoholic, raging, unsafe, neglect-
ful: very chaotic. And I'm also adopted, which

I’ve come to realize also makes a huge difference,
being given away at birth to strangers.

I’ve never been a person with filters to block
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out either the beautiful or the terrible aspects of the world. I have always
had an acute sensitivity to injustice. From a young age, I remember when
I would hear my mom saying racist things or see bad things happen on
television. I needed to talk about it and figure out how we could end it.
Plus I had a really creative mind that wanted to problem-solve.

WH At what point did that lead to an extreme state?

JM A lot of it had to do with drugs and alcohol. In the six months before
I went into the hospital I had dropped out of college and was traveling
around the world, thinking that I was a queer Jack Kerouac taking on
Europe and Egypt, doing a lot of different drugs and drinking a lot. It
was a wild ride.

During my trip to Europe and Egypt I was also sexually assaulted,
which I completely blocked from my memory for six years. I got back
from that trip opened up in all kinds of ways, pretty overwhelmed. I had
just climbed Mt.Sinai, done all these incredible things, more than my
system could hold together. That combined together with trauma in my
childhood, and I finally erupted.

It started out amazingly. I thought I had found the key to human
salvation, that I could literally save the world by telling everybody how
everything is interconnected, that the carbon in their bodies comes from
exploded supernovas, and this would end racism, classism, and poverty.

WH Goals you haven’t necessarily given up on, though, right?

JM No, I would love to see that happen... I just don’t think I’'m going to
do it single-handedly!

But then the wheels came off: everything started to fall apart and
degenerate, a horrible black mass of chaos and nasty inner voices and not
being able to function in consensus reality at all. I ended up in the psych

ward.
WH So are trauma and creativity connected for you?

JM By walking through the fire yourself you learn how to help other peo-
ple walk through it too. I was pretty indoctrinated into the message that I
was broken, that I was a lifelong mental patient. Such a depressing, hope-
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Canwe say less idea. So today I embrace the archetype
of the “wounded healer.” My writing, art, and

(13
Hmm’ we have healing work are motivated by trying to be

these beautiful, there for people in ways no one was there
to help me. Trying to fill the voids I saw, to

trICky’_danger- write the book I needed that wasn’t there
ous wings to when I was fifteen.
use. Canwe

WH How did you move beyond those mes-

come together sages you got in the hospital?

asa communlty JM A lot of it had to do with meeting Sascha
and learn how DuBrul and starting Icarus, finding someone
to use them?” else out there who had similar life experi-
ences. Folks that get diagnosed with bipolar
have an oversized appetite for life, an adven-
turous and big spirit, bigger than what consensus reality permits us. And
so we run into obstacles...

I used to be really into the book Be Here Now by Ram Dass. He has
this great page where he writes, “part of how you end up in psychosis
is that you try to run through the doorway of heaven, but you still have
your ego on.” So there’s this hunger to just run right through the door
of Heaven, but I haven’t learned all the tools to be grounded and know
myself well enough before I transcend myself.

WH Tell us the story of Icarus.

JM In ancient Greek mythology, Icarus was a boy imprisoned in a maze
with his father Daedalus. Daedalus was an inventor and he made wings
out of wax and feathers so Icarus could fly out and get free. But he warned
Icarus not to fly too close to the sun, because his wings would melt and
he would crash into the ocean and drown. But Icarus was really intoxi-
cated with his new power, and he flew too close to the sun and they melt-
ed and he crashed.

And so the metaphor is if you have wings, how do you learn to take
care of them? Instead of squashing ourselves into the maze of having a
disorder, can we say “Hmm, we have these beautiful, tricky, dangerous
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wings to use. Can we come together as a community and learn how to
use them?”

Navigating the space and continuing to be alive on Earth means
being willing to have one foot grounded in reality. Things like taxes and
traffic and family relationships. And also navigate spirit and electricity,
ideas and passion. To really to see both as two feet walking, two sides of
the same coin. If we could have it, we would live in the sky all of the time.
But you can’t just get rid of one side. You have to learn how to be in both
or you’re not going to stick around.

WH I like the idea of learning from both sides, and even our parents or
psychiatrists might have valuable words of caution when we are deal-
ing with really powerful forces.

You talk a lot in your poetry about being queer and experienc-
ing the world differently than people around you. That’s also played
a big role in my own trauma: being targeted for my sexuality, a sense
of not fitting in and also “I’m not in the straight world and I’m not in
the gay world, then where am 1?”

JM When you first knew me I was still bouncing back and forth between
trying to be straight, very unsuccessfully, and being in queer relationships
and freaking out. I wasn’t accepting my own gender identity.

WH So what is the relationship between being queer and madness?

JM It depends. Being queer doesn’t give anyone a mental health issue, but
homophobia and trans- or gender-phobia, harassment, abuse, and oppres-
sion all do. I was yelled at, things thrown at me, lots and lots of harass-

I've never been a person with filters to block

out either the beautiful or the terrible aspects
of the world.

ment. Always being very vigilant, knowing that I probably wasn’t safe;
trying to have my back covered, being aware who might come at me, is it
safe to walk down the street, who do I have to pretend to be. I couldn’t



113 Inbetweenland Jacks McNamara

rest in the world if I looked gender-variant.

I tried to start a gay-straight alliance at my high school in rural Mary-
land; I was told I couldn’t do it because people would pull their kids out
of the school. When I came of age there was no Ellen Degeneres, there
was no famous gay person to look at, or even a non-famous gay person.
It was all just completely closeted and terrifying.

WH Just finding each other, making community happen, is so vital.

And there is something very powerful about queerness, moving
beyond genders. There is something magical about going beyond the
thing you have been given.

JM It opens you up to a lot of different sides of human experience, I mean
talk about something that forces you to live between worlds!

WH Is this why you chose to title your book Inbetweenland?

JM Well Inbetweenland kind of chose me. As much as I try to pick a side
to be on and say “This is my side,” there isn’t a side, there isn’t a box or
a category that fits. And so how do we learn to just live in Inbetween-

When | finally found medication that worked it
was like the negative, black voice, hysteria,
suicidal despair... it just stopped. | could think
again clearly enough to leave my relationship
and see the steps to put my life back in order.

land? It’s an ongoing struggle for me, daily. But Inbetweenland is where
I am, and where a lot of power is. This culture has a lot of boxes I don’t
want to fit into.

WH Can your impulse to make art and poetry take you too far and lead

to madness?

JM They are very closely related. In the middle of writing Inbetweeen-
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land 1 lost my mind again. I ended up locked in the psych ward again this
summer, which I could not believe, after thirteen years.

WH What happened?

JM Writing brought up a lot of intense material and required me to be
alone with my tortured, tempestuous, beautiful muse. That doesn’t lead
to mental stability. I also developed horribly painful repetitive strain
injury and had to quit work com-

pletely, Chronic pain canreallydo  Folks that get
head in.Ith hold book - . -
your head 1n. It hurt to hold books dlagnosed Wlth blpO-

up, I couldn’t send text messages,

I couldn’t drive my car, I couldn’t lar have an oversized
do my dishes, I couldn’t use the appetite for |ife, an

computer. The whole structure of d t dbi
my life fell apart. And I also had adventurous an Ig

some really intense relationship Spirit, blgger than what

turbulence. consensus reality
wH What helped you get out of permits us.
that space?

JM One of the things, honestly, is medication. I tried a bunch of differ-
ent meds, but over the years I have become much more sensitive to side

effects, and I can’t take the drugs that used to be helpful. When I final-
ly found medication that worked it was like the negative, black voice of
hysteria and suicidal despair... it just stopped. I could think again clearly
enough to leave my relationship and see the steps to put my life back in

order. I went into intense physical therapy and just focused on my health,
on rebuilding my body.

WH The question of medications is related to the image of Inbetween-
land: if we’re trapped in either/or, either meds are bad or meds are
good, we can miss the reality of what might help.

JM I was trapped last summer in “I have no options, there are no more
options. I have tried everything and there are no more options.” If there
was a beautiful mad, free sanctuary I could have gone to, to put me up,
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feed me organic food, take me hiking, give me a great Jungian-somatics
therapist to work out my existential dilemmas, a sugar momma in the sky
to foot my bills so I didn’t have to worry about holding down a job, paying
my rent, keeping my life together, then I don’t think going on the meds
would have been a necessity. But in this world?... No one is going to pick
me up and carry me. I need to keep functioning in consensus reality. And
for me that is where the meds come in as a tool.

WH I ask myself that question a lot: if the circumstances were ideal,
would we still sometimes need medications or confinement? If you
look historically, madness always has some core of deep mystery that
doesn’t seem to want to go away. We can romanticize indigenous and
traditional cultures, and say, well, people had a place, they were rec-
ognized. But sometimes they weren’t. Sometimes they just killed them.
Or they just drove them out, or sometimes people just wandered and
ended in tragedy. And even in the most alternative, progressive pro-
grams they consistently document encounters with mad people they just
have no idea how to deal with other than medications or confinement.

JM That’s deep. I think some of this is intergenerational and comes from
way back. I carry trauma that is not my own. I'm adopted and was born
to a woman who the entire time I was in her womb she knew she had to
give me away. She was unemployed and stressed out, her super-Christian

When | came of age there was no Ellen
Degeneres, there was no famous gay person
to look at, or even a non-famous gay person. It
was just completely closeted and terrifying.

parents were pressuring her to get rid of the child that she didn’t intend
to have, and then here I come into the world. I deal with a lot of depres-
sion, a lot of feeling like I don’t belong on this planet.

My birth dad found me when I was 21. He’s diagnosed bipolar, his
brother was diagnosed schizophrenic, and I have multiple other family
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members who have also been diagnosed bipolar. And they are all creative
people, beautiful, fascinating, turbulent, smart people. They didn’t raise
me or impart a bunch of behaviors through the environment. So I don’t
know what to make of that. I’ve developed a complex idea of inheritance,
what it means for madness to be “inherited.”

If certain kinds of stress happen, I am likely to respond to that stress
through, for instance, getting manic and getting depressed. Other people
might develop breast cancer, so did their mom and so did their sister. Or
they might turn to an addiction. Even if a piece is inherited, I don’t think
that makes it a disorder or a dysfunction. I believe I inherited a sensitive
disposition. I am sensitive to chemicals and food, I am sensitive to other
people’s emotions, I can feel what everybody else in the room is feeling.
That is part of my huge gift. And it makes my life really difficult.

WH I like the idea of sensitivity because it isn’t necessarily weakness
or greater vulnerability, it’s just different. Sensitivity can be positive
and an incredible asset.

You also write a lot about sex in your poems.

JM A big part of mental un-health is having huge vibrant parts of myself
that I felt I needed to hide. 'm a very carnal and sexual being and I'm
coming to a place where I can just be real and explore and write about it.
Sex is a very sacred force when people can be embodied, respectful, and
present. Sex can also be a force for violence and destruction, particularly
in the hands of men misusing their power, but sex can be a force of great
healing and connection to the divine.

WH Certainly many people who might be abuse survivors may need
to stay away from something strong or explicit, but it doesn’t mean
entire communities have to recreate the taboo against sex all over
again. Ironically, it’s when we don’t talk about sex that it gets more
dangerous, and abuse is more likely to happen.

JM I feel lucky to spend much of my life in the San Francisco Bay Area,
where there is a lot of permission to talk about sex, drugs, life... whatev-
er it is. Out loud.
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“The Right Words”

It is the day after Christmas and I'm on my way home from a threesome. The

glory in my surrendered hips is quickly being replaced by a familiar smok-
ing shame. The winter’s first snow has just begun to fall and I am driving
through a raw gray world half dream half shine brick buildings softened

slightly and everything obscured like my body I have floated partway out

of my eyes that are suddenly a little too bright a little too focused my heart

tight in its cage as I drive down Atlantic Avenue I search for the words the

terrified deer in my chest needs to hear to move on and after making it too

complicated it turns out to be so simple. I love you survivor body. Anxious

and numb I still love you. You’re doing such a good job. After enough rep-
etitions my breath settles into my thighs and she lowers her gaze, bounds

back into the woods.

“Inbetweenland”

I wish someone had told me that I would get out of the burning house. Or
that I had already escaped a long time ago and it lived on only in my mus-
cles and my mind. I wish someone had handed me the word “survivor,”
placed it in my palms like a blossom or a drill. Told me to build altars and
hang hinges carefully. I wish they had told me I could stand up any time,
open the door, leave.

My best friend and I used to talk about choosing Earth and sky. We
traveled between borders leading workshops for survivors who had known
rocks that whispered, billboards that shout conspiracies and cosmic truths,
electric hearts impaled on apocalypse sunsets over ruined cities and paper
mountains speaking myths that evaporate like water off hot pavement
when you finally come down. Into the world of toothpaste and toilet paper,
fathers and sons, appointments, diagnoses, mania, psychosis, but we knew
we were caught trying to fly out of mazes built by kings and corporations.
Where your wings melt when you finally make it over the sea. When we
mentioned keeping one foot in both worlds, everyone in the room would
exhale, eyes like fireflies switching on at dusk. Permission. This, too, was
real. Inbetweenland. Both.
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You don’t have to choose between sanity and the ruthless night.

It’s 2012 and I am lying on the floor of a small room while a therapist in
a black muscle tee emblazoned with “HOPE” in white letters draws infin-
ity symbols above my eyes. I follow her fingers and I freeze as usual until
the images come. The shadow shapes of men, my father leaning over, thick
stories, heat, suddenly the impulse to roll onto my side, stand up, open the
door, leave. For the first time I do. Outside the world is big as snow, bright
as a waxing moon, full of people. Mly hands are full of tools, my eyes are full
of horizon, I am enormous. A child landing in an adult’s miraculous skin.

“Third Gender”

One. I remember when I turned my last skirt into a tablecloth because
I only wanted to be one gender now and it was not girl. I remember when
everything changed, I turned the tablecloth back into a skirt.

Two. The red purse was the last present my mother ever gave me. I hid
it under the bed and then I got sober and she went into a coma. It was eas-
ier to look like a girl when I went back to Virginia. The neighbors liked me
with long hair. The purse was actually pretty and had good pockets. I car-
ried it to the hospital every day.

Three. When I was seventeen I wrote a short story about castrating
cucumbers after cars of drunk men threw packs of playing cards at me.
Queen of hearts, ace of spades, they swerved directly at me, 2am, screamed
at my tits. When I cut all my hair off two days later, I felt hideous and proud.
Properly gay, and partly invisible. No one is screaming now but my mom.

Four. They called me Sinead O’Connor, they called me G.I. Jane, they
called me crazy and called me “sir” when I shaved my head in a foreign
country. Small children asked if I was a boy or a girl. The men shouted out
shop windows to ask where my hair was. Finally I gave up and told them I
sold it to buy my plane ticket home. They stopped asking me why I wasn’t
married. They stopped asking me anything at all.

Five. We had gone to my mother’s favorite restaurant and drank enough
wine to be pleasant. We were supposed to be celebrating something. When
we got home, she burst into tears all over the kitchen counter, all she was
thinking at dinner that night was that she hoped everyone thought I had
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had chemotherapy and that’s why I had no hair.

Six. He told me I had always had a lot of third-gender energy before I
knew what that meant. He thought it was a compliment, I thought I was
an alien. I don’t remember another word he said. I remember going home
and putting on a black dress and trying to be beautiful.

Seven. Now my lover tells me I am handsome and she tells me I am pret-
ty. Sometimes I open my ribs for her. I bought a black tuxedo vest on eBay.
It has one rhinestone button. I will wear it. She will wear a short skirt and
flower in her hair. She calls me her “ex-boyfriend” and she calls me a “zebra,”
she squeals when she discovers my underwear is all covered in hearts. m
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Teenage Mental Patient
Leah Harris
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i wanna tell you

what it’s like to be a teenage mental patient

to have your every movement
scrutinized

your every uttered word
analyzed

then to be accused of paranoia
when you point this out

this is what I learned inside:

in order to get out you have to hide
how you feel. You have to lie

until you don’t even feel real.

it’s torture and after enough pain
you learn to play the game.

you walk the walk, and talk the talk
and smile and take your meds

and every morning make your bed.
speak of goal-set-ting
grad-u-ating

and job get-ting

you can always tell the new admits
wild-eyed and still high on coke, crack,
zyprexa and prozac, jacked up on speed
still bleeding from their wounds

after a self-mutilation gone too far
gauzy white bandages encircling
fragile

wounded

Wrists
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Teenage Mental Patient Leah Harris

i saw Lil’ Brazy, 14 year old LA Blood

so engulfed with anger and indignation

at her incarceration

it took two grown women and men to subdue her
they held her down and shot her up

she was tranquilized like an animal

like the unreachable wounded animal

they considered her to be

oak grove institute was a mad warehouse
for troublesome kids of all sorts

jason was 10, told adults to fuck off

for which they labeled him with tourette’s
jack was a cross-dressing nirvana fan

andy’s mother hit him, he hit her back

and was labeled “oppositional”

kizzie and Ii’l brazy were hood rats

marie’s crime was developmental disability
sue idolized michael jackson “obsessively
sarah-lynn had satan worshipers for parents

sue and sarah-lynn loved one another
for which they were put on

20 foot-restriction

cause you ain’t allowed

to love no one in there

yeah, they look down on that in there

and me

I was a majorly depressed
severely-emotionally-disturbed
borderline-personality-disordered

obsessively compulsive

medium-to-high suicide risk

with bipolar tendencies

who wore too much eye-liner and fishnet stockings
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wrote poetry that didn’t make sense to them
skipped school sometimes

and dreamed of being editor-in-chief

of my high school paper

before they locked me up

the reigning philosophy is that youth is pathology
cause so-called crazy kids

aren’t allowed to be kids

you are forced to be patients

you are drugged

under-educated

over-therapized

psychiatrized

and victimized

this is what we learned on the inside:
it’s not life on the streets

turning tricks for the next high

or being a poor immigrant kid

doing what you have to to get by

it’s not daddy’s touching

it’s not mommy’s drinking

it’s your own disordered thinking

and we don’t mention the word “trauma”

because here’s the explanation for your life’s drama:

your brain is broken

and we’ll fix it

with institutional food,

lack of sunlight and fresh air

and we’ll fix it with drugs

we’ll fix it all with drugs

the newest drugs

the legal drugs

just don’t get caught with the ones
that make you feel good

122
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they’re not allowed in here

i remember us crazy girls

wild with boredom and rage

scraping anarchy symbols

into our skin

with an eraser

the only weapon we possessed

trying to erase the skin that held us in
watching scab turn into scar
growing bitter and old inside
watching the days go by

we were released, all of us, one by one
sentences determined by

D) our insurance policies and

2) our acting abilities

sent back to the people institutions society that oppressed us
to the adults who abused us in the first place

out of their own fear ignorance and pain

and so we’d soon end up on the back wards again

hanging on to one another to survive

trying to keep alive some shreds of hope

in our hearts, grasping onto fading dreams

as our spirits slowly came apart at the seams

that’s what it’s like
to be a teenage mental patient m
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A Savage Insult
Clare Shaw

ClareShawisa
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foundingmember
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“one of Britain's most
dynamicand power-
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“The diagnosis of borderline personality disorder
appears to be an enduring pejorative judgment,
rather than a clinical diagnosis.” That’s what UK’s
National Clinical Director for Health and Criminal
Justice, Louis Appleby, said 22 years ago.

But today, service users and survivors still report
ongoing discrimination and degrading treatment

from being diagnosed borderline.

The borderline diagnosis lacks scientific valid-
ity or reliability. It is gender biased and pathologizes
people’s coping strategies. It is a label put primar-
ily on women, at least 70% of whom were sexual-

ly abused as children. Borderline parallels notori-

ous past sexist diagnoses such as hysteria, which
creates overwhelming stigma. Borderline is also
arguably one of the labels most feared by staff and patients, who associate
it with phrases such as manipulative, attention-seeking, untreatable, and
untrustworthy. Borderline is used as a punitive diagnosis, a garbage bin
for those judged “bad” patients because they are troublemakers or fail to
“respond” to treatment. The list of assumptions going along with border-
line is so derogatory it has been described as “little more than a sophisti-
cated insult.”

And a diagnosis of borderline destroys lives. I should know, borderline
is my primary diagnosis. When we listen to the voices of those who have
been diagnosed, there is no debate: the diagnosis is hurting people. Badly.

“Having the diagnosis of borderline has never been a positive experience,
it’s always hung over my head like a dark cloud.” (Jo)

“In many ways it is a relief to be diagnosed... At last you have it irrefut-
ably confirmed that you are wrong and always have been wrong. And it makes
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such sense ... you have nothing else to blame but yourself” (Clare Shaw)

“It became clear to me that the diagnosis had caused women more dis-
tress than whatever took them to services in the first place. [...] No other diag-
nosis smears the woman’s character, trustworthiness and validity of her dis-
tress as much as borderline does” (Louise Pembroke)

My personality disorder diagnosis confirmed and deepened the most
negative messages given to me throughout my life. My diagnosis told me
it was own my fault services had not been able to help me. My diagnosis
meant my childhood trauma and violence were just marginal details. My
diagnosis meant I was never going to get better: there would always be
something wrong with the person that I am.

I live with the legacy of that message every single day.

Language within mental health is more than just semantics. Phrases
like “personality disorder” deform thought and practice. They position the
diagnosed as “other” in our distress, and tell us that our very being is “dis-
ordered.” A borderline diagnosis dismisses any role for social context to
explain our experiences, and pushes our voices, opinions, and histories to
the margins of society.

The diagnosis of borderline causes extensive damage to the people it
is supposed to help. It leads to bad practice in services rather than mean-
ingful support. Itis therefore imperative that professionals, practitioners,
activists, and academics stop promoting this regressive and traumatizing
label and all others like it.

We may decide that alternative diagnoses, such as “Complex Post-Trau-
matic Stress Disorder,” offer more helpful, less devastating alternatives. Or
it may be that any diagnosis at all is flawed. Either way, we must listen to
the voices of those subjected to these labels. We must accept a simple real-
ity: the words we use to describe ourselves and each other really do matter.
Language can help. Or it can hurt. And even kill.

If not for this diagnosis I wouldn’t have tried to kill myself the second
time. Because that’s what happened. Being diagnosed borderline escalat-
ed my suicidality into a realm previously unknown to me. It caused me to
feel subhuman. It’s lethal. m
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Recovery from Being
a Professional
Daniel Mackler

Daniel Mackler is
filmmaker of Open
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These Broken Wings,
which have both
been translated into
20 languages. He
was a psychothera-
pistin New York City
for 10 years.

My training as a therapist went against something
in my nature. I didn’t realize it at the time, but ther-
apist school tried to make me arrogant, to feel I was
better than people I was working with, that I was
somehow different. My training told me I knew,
or should know, the answers. And that the people
I worked with didn’t.

Well, what about all those times as a therapist
when I had no clue what to say?

This was especially true when people had seri-
ous problems that had no simple solutions. How
was I supposed to be an expert when I had noidea
what to do? No wonder my colleagues were sending
people to the hospital and pushing them on meds.
To retain our supposed expertise, therapists needed
to get rid of these “difficult” people, and fast. They
were a threat to us.

I finally figured out that my job was to go against
my training, and instead trust myself and the peo-
ple I was sitting with. My job wasn’t to save anyone.
Rather, I needed to be honest about who I was, and to
listen. Just listening, I learned, was more than many
people ever got when they asked for help from pro-
fessionals. And when I listened to people, I actually
learned a lot more from their experiences than I'd
ever learned from my professors. Honesty opened
the doors to real conversation. m
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Post -Social Worker
Trauma Disorder
Cheryl Alexander

Cheryl Alexanderis
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Four years after graduating as a social worker I

realized I had been traumatized: not only trauma-
tized vicariously by witnessing abuse at my school

internship, but also traumatized by how the col-
lege responded when I reported this abuse.

At the outset of my graduate studies at the
prestigious Smith College School for Social Work
I believed entry into such an auspicious establish-
ment could only promise good things for the future.
But I quickly discovered that the faculty’s main-
stream model didn’t make much sense to me. My
requests to explore ‘psychosis’ using more spiritual,
holistic and constructivist perspectives were large-
ly dismissed. I was left unable to understand how
a person’s mental health could be truly addressed
by focusing on a perceived pathology of the brain

alone.

My internship on a locked psychiatric unit con-
fused and horrified me: traumatized adolescents
were routinely physically, mechanically, and chem-
ically restrained. Staff, who appeared like bounc-
ers, frequently straddled and bruised children as
a disciplinary measure, dragging them across the
floor when they would not comply with orders,
and forcibly injecting them with Haldol, an anti-
psychotic drug.

These locked units were a culture of sanctioned
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violence. I will never forget meeting a young girl who was deeply embed-
ded in the foster care system and taking about 6 different types of medi-
cation. During the short time I knew her in the hospital, her weight sky-
rocketed. One day I was co-facilitating a therapy group and she tried to

join the group. But she had been placed on “restriction,” and even though

I welcomed her, two male staff dragged her out of the room on her back,
each one yanking her by an arm. They threw her into solitary confine-
ment in padded room.

When I wrote an affidavit and reported this and other hospital inci-
dents to the appropriate authorities, I was disciplined by my school. My
teachers mandated I see a therapist and advised me to take medical leave.

This experience left me extremely fearful and critical of the social
work field I was about to enter. My conviction about the misguided and
dangerous nature of the mainstream model grew stronger when I was
invited to work as an ally of Freedom Center, a local group of psychiatric
survivors. Freedom Center validated my efforts to speak up when I wit-
nessed abuse. I learned that openly identifying myself as a trauma sur-
vivor was one of the most powerful ways of collaborating with people
needing help.

Although I did eventually graduate from social work school, I was
uneasy and ashamed in my new role of social worker. I found myself
exposed to the same oppressive practices again and again, and I became
frustrated with the personal and professional limitations of my social
work education. After illness forced me to take some conscious time to
reflect, I knew Smith College’s attempt to train me in the art of patholo-
gization and an “us and them” model had failed.

In my work now I do not pathologize or have an agenda. There is
a complex environmental context to everyone’s “presentation”; people
adapt and respond in various ways to the trauma and social oppression
they’ve been through. Often people come to me after leaving therapists
who pressured them to take psychiatric medications, or wouldn’t sup-
port discontinuation. Today I meet people exactly where they are at, to
find more effective ways, using the perspective of mind, body, and spir-
it. Our goal is to move forward in the world with greater wholeness and

integrity. m
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Discovering R.D. Laing
AdiHasanbasic
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“What we call ‘normal’ is a product of repression,
denial, splitting, projection, introjection and oth-
er forms of destructive action on experience. It is
radically estranged from the structure of being...”

“We are bemused and crazed creatures, strang-
ers to our true selves, to one another, and to the
spiritual and material world-mad, even, from an
ideal standpoint we can glimpse but not adopt...”

“Madness need not be all breakdown. It may
also be break-through. It is potential liberation
and renewal as well as enslavement and exis-
tential death...”

— R.D. Laing

I’ve always sought to explore the depths and

unknown territories of experience. That person-
al search led me to study psychology, because it is

supposed to be the science of the soul and human

mysteries. How wrong I was! My enthusiasm was

stopped when I found that the focus of Univer-
sity study was not, as I had hoped and imagined,
human beings, but instead statistics, labels, and

research, where humans are just numbers placed

into some kind of category.

Reality became too hard and superficial. By
my third year of studies I fell into a deep psycho-
logical vacuum, and withdrew from the outside
world. Facing a school that industrialized the
human experience, I doubted my motives and lost
my strength. For nearly ten months I stopped going
to the University or taking exams, searching for my
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way out of this void.

One day as I was wandering the city I came across a man who was
selling books on the street. I bought a used paperback that sparked a new
life in my bones; the book was R. D. Laing’s The Divided Self.

Laing seemed a savior: he was why I returned to the field of psychol-
ogy. For the first time I discovered what I was searching for: human beings
as a diversity of inner richness. Laing’s words and knowledge helped me
find my own path in life.

After finding someone who spoke my soul language, I wanted to find
others. Ilive in a wounded country, Bosnia and Herzegovina, and daily I
see the psychological ruins of the past: men alienated from themselves,
soldiers who survived war now slowly dying ignored by the society they
defended, people swallowing pills to make it through another day. I tried
to make sense of this insane world that claims everything is alright. In
the morally corrupt context I live in, who do I want to be?

I decided to found an Association and name it Metanoia, a Greek New
Testament term that Laing used that means a transformative change of
heart. Metanoia is dedicated to valuing human differences and affirm-
ing persons with psychiatric experience. Metanoia is a collaboration of
experts by education and experts by experience. We have a radio show,
create art, publish books, organize support groups, offer trainings, and
collaborate with regional groups in Croatia, Slovenia, and Serbia.

In Bosnia we all suffer and we are told to keep quiet. But we are not
sick: we are hurt, and we want society to know. We want everyone to
feel they have a place and value in life. And at our events our pain has a

voice. m

“She came in three months ago
She is still in
She still feels like screaming

She has never screamed”
— R.D. Laing
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Electroshock
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I had electroshock in the 1980s, and my experience
was typical: I lost five years of my life, everything
was erased as if it had never happened. I was only
25 at the time, and that was extremely traumatic:
memory is your life. I also suffered permanent
cognitive disability, which limited my potential.

Shock treatment was invented in 1938, an ere
of anything goes when it came to mental patients:
lobotomies, sterilization, and euthanasia. The idea
originated with treatments where patients were
overdosed with insulin to go into a coma, because
doctors observed that patients who survived were
calmer. There was also a crackpot idea that epilep-
tics didn’t have mental illness, so let’s induce sei-
zures as a treatment for mental illness.

Doctors applied electricity to pigs, and when
they saw the pigs get up and run away they decid-
ed it was safe to apply electricity to humans. They
rounded someone up, shocked him against his will,
and said he was calmer and more lucid.

Of course a person’s behavior is going to be
changed when they are shocked, because shock
treatment produces an acute organic brain syn-
drome. But that doesn’t mean they are improv-
ing from their so-called mental illness, the same
changes would happen to anyone you give shock
to. It is known by neurologists that any head trau-
ma can cause delirium, euphoria, and personal-
ity changes, and administering electricity to the
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brain to induce a seizure is essentially induced head trauma. And then
it’s repeated, 15, 30, or more times as shock “maintenance.”

The 1970s were critical for the electroshock device manufacturers
and the doctors with financial ties to the industry. We were just coming
out of the lobotomy era, and informed consent laws started to get passed.
The industry got scared and started to lobby. They adopted a public rela-
tions strategy: claim that shock is new and improved and call it ‘electro-
convulsive therapy’ not ‘electroshock.

You hear this claim repeated over and over in the media. But the elec-
tricity is the same, and anesthesia, oxygenation, and muscle relaxants?
All of these were already in use in the 1960s.

Anesthesia and muscle relaxants don’t make shock safer, they raise
the seizure threshold of the brain so more electricity is needed to induce
a seizure. And oxygenation was originally invented to make seizures lon-
ger, not safer. Seizures are dangerous: the brain is hardwired to protect
itself against seizures.

The patients’ movement advocated for simple studies to determine
how much damage is caused. But the industry and APA blocked safety
research. To this day the FDA has never required manufacturers to do
safety studies, though the FDA still has shock devices listed in Category
3, meaning the benefits have not shown to outweigh the risks.

Should we as a society be offering untested treatments?

Patients are assured there are no long term adverse effects, but the
UK Institute of Psychiatry conducted an exhaustive systematic review in
2006, published in Advances in Psychiatric Treatment. They concluded
that even with a very conservative estimate at least one third of patients
had significant permanent amnesia. It’s a very different picture than
research manipulated by the shock doctors and manufacturers.

If you tell a big lie often enough people will believe it. We want to
believe that technology is advancing, science is progressing and things
must be better. All we are asking for is this: honesty and true informed
consent. Instead, we have industry deception on the scale of the tobac-
co industry. That’s why a growing movement and I have dedicated our-
selves to exposing the lies around electroshock therapy. m
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When | had afeeling

or thought, | would

ask myself, “Is this my
feeling oris this my
medication? Do | even
have any genuine
feelings?”

WILL HALL You took psychiatric medications
for over ten years?

LAURA DELANO Yes, I was first medicated at age
fourteen, and it was a profound existential insult.
Having that “bipolar disorder” label put on me
made me feel so alone, completely separated

from humanity.

WH What was going on that got you the diag-

nosis?

LD Intense anger and rage. I was hitting puberty,
beginning to question everything about my life,
and I was confused. I didn’t have a good rela-
tionship to my emotions, always trying to push
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down uncomfortable feelings, and it just got to a boiling point. I felt like
I was possessed, I felt like Jekyll and Hyde. I was sent to a doctor and I
described my anger to him as “uncontrollable,” and I think that is why
they said, “This is more than typical teenage angst.” The psychiatrist said
the anger was a sign of mania, and that I had bipolar disorder.

I was always told, “This is chronic. You will have this for the rest of
your life.”

At first I said “Screw you” I am not taking medications. My defiance
was an asset. Looking back now it was definitely one of my biggest assets:
self preservation.

But then I felt so lost in my life, I was suicidal and completely sep-
arated from other people. I had this realization that something must be
seriously wrong with me, because I had tried everything and I wasn’t
getting better. I thought to myself, “They must have been right all along.
I must be bipolar.” So I went back to a psychiatrist, who put me on med-
ications after our first session.

WH What would you have wanted to say to yourself instead?

LDb I would say “What you are going through might just be an episode, a
period in your life that you will move through and come out the other side
of. You are human just like every other human being around you. You are
not abnormal, you are not broken, you are not dysfunctional, you are not
diseased. You are feeling emotions, which are human things, and you are
feeling them in intense ways. Take some time to find people you trust to
help you figure out why you are feeling this way. The answer does not lie
in a bottle of pills; pills will take you even further from yourself. Despite
what they’re telling you, you are not broken forever. You are not broken
even in this moment.”

WH Many people reach a point of desperation, and the diagnosis and
medications feel like the only place left to turn.

LD After seeing the new psychiatrist, I actually felt these incredibly pow-
erful, positive feelings, and a sense of hope. It was amazing, I hadn’t felt
hope in such along time. I truly believed everything was going to be ok,
because they were going to fix me. But for the next nine and a half years
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my life grew continu- | was on nineteen different
ally darkerandmore 0 0 dications over more than
hopeless.

Astheyearswent t€nyears.In2010, whenl
on, more medications  hegan to taper off, | was on
weve added: *XP* ithium, Lamictal, Effexor
telling myself, day ) ) )
after day, year after  Ativan, Abilify, and Seroquel.
year, that eventually
the drugs would fix
me. It never happened. I was on five medications at the same time, in
very high dosages, and the suicidality got worse and worse. I lived all
through my twenties assuming that I would never make it past thirty.
When I look back now I realize that I had no faith in myself, because I'd

come to believe I was broken, and had absolutely no power to change my

life.
WH What medications were you taking?

LD I was on nineteen different medications over more than ten years. In

2010, when I began to taper off, I was on lithium, Lamictal, Effexor, Ati-
van, Abilify, and Seroquel. I had the impression that the more medica-
tions I was on, the more “sophisticated” my meds regime was. It sounds

perverse, but I was kind of proud, that I was so “sick” I needed all these

modern drugs. I had a little pill bag I brought with me everywhere I went,
like my security blanket.

WH You get attention from experts who wield special neuropsychiat-
ric jargon. For many people it’s a ritual that assures you you are being
taken seriously, that your suffering is real.

LD It’s human to need an answer, that something is only valid and legit-
imate if you have a definition for it and a label to explain what you are
going through. But it’s freeing to be in a place today where I don’t need an
answer why I feel certain things, other than because I am a human being.

At the time when I was on medications my diagnosis was the only
meaning in my life, and I worked very hard at being a “good patient.” I
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was on top of my “symptoms,” reporting back to my doctor. It made me
feel important to be a part of the medical dialogue.

WH Somehow those “dialogues” tend to go well only as long as the
doctor leads. How did medications fuel a ten-year downward spiral?

LD On medications I was profoundly emotionally, physically, and exis-
tentially disconnected from myself. I felt I was performing a role in life;

nothing felt genuine. The medications also took a physical toll. My thy-
roid stopped functioning from the lithium, so now I have hypothyroidism,
an endocrine disease. I had sexual dysfunction, cognitive issues, memo-
ry issues... I didn’t even realize it wasn’t normal to have chronic gastro-
intestinal problems. But the most important effect was existential. I was

a slave to these medications; they were in control and I had no agency
in my life. When I had a feeling or thought, I would ask myself, “is it my
medications or is this my feeling? Do I even have any genuine feelings?”

Take sometimeto WH Were the medications help-
find people you trust ing with your symptoms?
to he|p you figure out LD Definitely not. They were per-
. petuating the symptoms. At one
Why youare feellng point I was on both an anti-nar-
this way. The answer colepsy medication and a sleeping
does not lie in a bottle medication at the same time. It just
. . . didn’t make any sense. I was on 80
of pIIIS; pl||S will take mg of Prozac; and 400 mg of Pro-
you even further from vigil because I couldn’t stay awake
during the day, which is just a mas-
yourself' sive amount. So basically I was tak-
ing intense dosages of speed, and
I was “manic” all the time during the day, racing thoughts, inability to
sit still, feeling really “grandiose.” And of course at night I had such bad
insomnia from the stimulants that I would be on 10 mg of a sleeping pill
which would bring me down so much and I'd feel very depressed. But

instead of looking at the pills I was taking, they called me a bipolar “rap-
id cycler” because I was going through these highs and lows. At the time
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I believed it was all medically sound, and that it was my so-called “treat-

ment-resistant mental illness” causing these problems.
WH Did they inform you about any risks?

LD The told me about minor things like headache and constipation, and
that side effects would settle down in a few weeks as my body adjusted.
They didn’t tell me about any potentially permanent side effects. Two
months after I started lithium, my primary care doctor called and said
she had never seen abnormal thyroid levels like mine. The lithium had

| had this realization that something must be
seriously wrong with me, because | had tried
everything and | wasn’t getting better. | thought
to myself, “They must have beenright all along. |
must be bipolar.”

given me thyroid disease. But then when I told the psychiatrist, she said,

“You should feel grateful that you have Hashimoto’s disease, because out
of all the auto-immune diseases, it is the most manageable, it is easy to
get it right with medication. So you should feel grateful.” And I remember
then actually feeling guilty for being so angry that my thyroid had stopped
working. I thought, “Oh my God, who am I to be so angry? I should be
grateful” I was in a place where I had lost my voice: the unequal power
dynamic was so real I was unable to question the doctor. The power psy-
chiatry had over me was total.

WH Did the meds affect your suicidal feelings?

LD I believed my suicidal feelings were just a symptom of my bipolar dis-
order. I had a very serious suicide attempt in November of 2008 but actu-
ally, in the weeks leading up to that, I had recently been on high doses of
Lexapro, Klonopin, and Lamictal, which had given me akathisia. Akathisia
is a drug-induced agitation and inability to be still; I had this very intense
energy vibrating through me. Leading up to the attempt I was incredibly
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“manic,” that’s how I understood it at the time. I saw no other option than
to take my life. Today I’m just so grateful am still here. I look back and see
that it wasn’t me that wanted to die. It was medicated me.

WH How did you change your belief you had bipolar and needed these
medications?

LD In February of 2010 I found myself on a locked psychiatric ward. I
wanted to kill myself, but at the same time also I didn’t. I just knew that
if something didn’t drastically change, I'd die.

I decided to quit alcohol, which was a daily part of my life after col-
lege. Ironically, alcohol became the only thing keeping me alive, because
it helped me not care how hopeless and lonely my life had become. After
I quit drinking I got enough mental clarity to start wondering, “Who am
I off of all these drugs?” Eventually I asked my psychopharmacologist if
I could try coming off. My “treatment team” did not agree for quite some
time, but I persisted. Eventually, I began to taper off.

WH What difference did sobriety make?

LD Quitting alcohol ignited a sense of agency and a glimmer of hope. And

then, two months after I started reducing the medications, I found Rob-

ert Whitaker’s Anatomy of an Epidemic. I couldn’t put it down: it was my
“Aha!” moment. I realized that the meds, in fact, might have been mak-

ing me “sicker” all along.
WH Was the withdrawal difficult?

LD I tapered off five drugs over five months, I'd come to
which is very, very fast. In the beginning, I ]

had a lot of light sensitivity and exhaustion. believe | was
I feltlike I never had a moment of peace. The broken, and
insomnia was horrible, and because I'd been lutel
on sleep medication for ten years, I was scared had absolute y
I’d never be able to sleep on my own again. NO power to
Very strange smells came out of my skin, tox- ch ange my life.
ins of some sort, and terrible acne broke out

all over my face, neck, chest, and back, in
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a way that I had never experienced before. I felt profound despair and
intense, debilitating anxiety. The anxiety was beyond anything I had ever
experienced. It was physical agitation so bad I wanted to rip my skin off.
I also had a really horrendous experience coming off benzodiaze-
pines. I had absolutely no balance, no equilibrium. I had vertigo all the
time, my head ached, the migraines were so

The psychiatrist intense that I just wanted to tear my head

open. I had cold sweats. It was so horrible.

said the anger It was really hell on earth.
was a sign of

. WH What helped you through this?
mania and that

. LD I leaned on my 12-step community at the
| had bipolar . Y Sstep solmunty
time: people dealing with their own emo-
disorder. tional and physical pain, and learning how to
live with their feelings. I couldn’t have done
it without that community. I was also lucky to not have to worry about
things like rent, a job, or caring for children. I lived with my family for

almost a year as I was withdrawing.
WH How long did it take to actually start to feel better?

LD For the first three months it was hard to get out of the house, and
things kept getting worse. At six to eight months in I began to feel less
bad. At about a year and a half I actually started to have moments of feel-
ing good, when I felt like I was physically healing and slowly starting to

settle into my emotions. Today I am off meds completely and I have my
life and my health back.

WH What advice do you have for others who might want to get off

medications themselves?

to It helped me to 1oy Pm just so grateful 'm
view the emotional,

physical, and men- Stillhere.llook back and see it
tal pain of withdraw-  ywagn’t me who wanted to die, it
al as a signs my body .

was medicated me.

and mind were heal-
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| also had areally
horrendous
experience
coming off benzo-
diazepines. | had
absolutely no
balance, ho
equilibrium. 1 had
vertigo all the time,
my head ached, the
migraines were so
intense that | just
wanted to tear my
head open.

ing. That helped me find meaning in
the experience, to feel like I could keep
going.

There is no one right way to come off
drugs, but it is important not to rush
into anything. Take some time to really
think about how you want to do it and
who you want to support you. Who is
going to be there for you? m
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Right at the beginning
of the antipsychotic
eratheresearch
literature reveals a
paradox: short term
efficacy, but perhaps
Increased long term
chronicity.

(Excerpted from a 2012 talk at Powell’s Bookstore
sponsored by Portland Hearing Voices.)

The puzzle at the heart of my book Anatomy of
An Epidemic is this:

We have a conventional history of psychi-
atry that says, “Thorazine arrived as an asylum
medicine in 1955, and that kicked off the psy-
chopharmacological revolution, a great advance
in care of mental disorders.” In 1998 for exam-
ple US Surgeon General David Thatcher wrote,
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“Prior to 1955, psychiatry lacked treatments that would prevent people
from becoming chronically ill. Once we got drugs, they prevented peo-
ple from becoming chronically ill, and now we have a wide array of drugs
safe and effective for a wide array of well defined psychiatric disorders.”

Yet at the same time the number of people under government care for
mental illness disabilities has gone from about 1 in every 468 Americans
in 1955 to about 1 in 184 in 1987: 1.25 million people. And today there’s
more than 4 million people on Social Security disability payments due
to mental disorders, a tripling in the last 20 years. In 1987 as a society we
spent about 800 million dollars on psychiatric drugs, and in 2013 more
than 40 billion dollars. US spending on mental health services doubled
between 2001 and 2007, and is expected to increase another 50% in the
next 8 years.

So the question is this: If indeed medication was a great leap forward
that prevents people from becoming chronically ill, why is the mental ill-
ness disability rate rising so rapidly?

And with bipolar disorder you have to ask, where did all the bipolar
patients come from? 40 years ago, bipolar was a rare disease of roughly
1in 3,000 to 1in 10,000 adults. Now it’s about 1in 50. From 1 in 5000 to
1in 50 in 40 years. What’s going on?

For a while I believed schizophrenia was a biological problem from
too much dopamine activity, and that the antipsychotic drugs, by block-
ing dopamine activity, fixed that abnormality. Medications were like insu-
lin for diabetes, and you would never take insulin away from a diabetic.
I was a complete believer.

But then I came upon two studies that didn’t make sense, which made
me start to question conventional beliefs. Harvard Medical researchers
found in 1994 that outcomes for schizophrenic patients had declined in
the last 20 years, and were now no better than in 1900. And the World
Health Organization (WHO) studied schizophrenia outcomes in poor
countries, especially India, Colombia, and Nigeria, and found they were
much better than outcomes in the US and six other rich countries. The
WHO concluded that living in a developed country is a “strong predic-
tor that you will never fully recover from schizophrenia.” Only 16% of
patients in poor countries regularly took medication, versus 61% in the
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rich countries. So I began doubt- In 1987 we spent as
ing medications necessarily lead to ;

better outcomes, and that was the a SOCIth about 800
reason I decided to write Madin  Million dollars on
Americd. psychiatric drugs, and
the evidence. It turns out that brain in 2013 more than 40
researchers never found that people billion dollars.

diagnosed with schizophrenia suf-

I started looking more deeply at

fer from too much dopamine activ-

ity. Steven Hyman, Director of the National Institute of Mental Health
(NIMH) in the late 90’s, a neuroscientist, and Provost of Harvard Univer-
sity, wrote, “There is no evidence of a dopaminergenic lesion as a cause
for schizophrenia.”

And in 1984, the NIMH actually said, “It doesn’t look that any per-
turbation of the serotonergic system is a primary cause of depression.”
Kenneth Kendler, Co-Editor in Chief of Psychological Medicine summed
up this whole history in 2005, and said, “We have hunted for big simple
neurochemical explanations for psychiatric disorders, and we have not
found them.”

So if the drugs aren’t treating chemical imbalances, what are they
doing?

The brain is extraordinarily flexible in trying to maintain its normal
functioning. Thus when Prozac makes more serotonin available, the brain
immediately starts putting out less serotonin, to compensate for the pres-
ence of the drug. Receptors for serotonin decrease and become abnor-
mally low in density. The drug tries to accelerate serotonergic activity,
and the brain compensates by putting on a brake.

With an antipsychotic, it’s the same thing in reverse. An antipsychotic
such as Haldol or Thorazine blocks receptors for dopamine. In response,
the brain’s presynaptic neurons put out more dopamine and increase
dopamine receptor density. Newer antipsychotics work the same way.

So what’s happening? Hyman in “A Paradigm for Understanding Psy-
chotropic Drug Action” wrote that these drugs “work by perturbing neu-
rotransmitter systems in the brain,” which then “undergoes compensa-
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tory adaptations...trying to maintain its normal homeostasis.” As a result
of medication, the brain begins operating both “qualitatively and quan-
titatively different than normal.”

Now, that does not necessarily mean that the medications are bad. It
just means that you’re not normalizing function. The drugs are not serv-
ing as an antidote to a known disease. And if a drug abnormalizes func-
tion, there’s a risk of side effects and long term problems.

Great advances in medicine often result from deciphering the disease
process: a magic bullet kills a bacterial infection. But we haven’t discov-
ered the biological causes of schizophrenia, depression, or bipolar dis-
order, and we don’t have antidotes for those disorders.

So we have to put the puzzle of the drugs’ effect on long-term out-
comes together like this:

First, what were the outcomes for mental disorders in the era before
medications? And when drugs were introduced, did clinicians observe
something new about the course of the disorder? Were people getting
better, or relapsing more? What did long-term randomized studies find?
Was there any resulting chronicity? And with modern imaging technol-
ogy, do the drugs cause morphological, physical changes in the brain?

From 1945 to 1955, in the
Prior to 1955, before the Pre—medication o ?urpris.—
ingly 70% to 75% of first epi-

medication era, probably  sode schizophrenic patients

25% to 30% became would be discharged within 12

h icallvill: th to 18 months. Without medi-
chronically iii: the cation. Only about 30% would

minority, not the majority.  be chronically in the hospital.

5 years after the first episode,

roughly the same results: 70%

to 75% are living out in the community and not on disability, and the

employment rate is above 50%. Prior to 1955, before the medication era,

probably 25% to 30% became chronically ill: the minority, not the major-
ity.

And one footnote: did the drugs lead to deinstitutionalization, as is

commonly claimed? The number of chronic schizophrenia patients in
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1955, after Thorazine came in, was roughly 260,000. 8 years later, it was
basically the same. Instead, deinstitutionalization began in 1965 when
we passed Medicare and Medicaid, which meant the Federal government
shared the costs allowing states to empty hospitals. A political change
led to deinstitutionalization, not the arrival of antipsychotic medication.
There is of course evidence for the short-term use of antipsychot-
ics. Studies in the 1960s showed people in a psychotic episode did bet-
ter with drugs in six weeks than they did taking placebo. But that’s short
term efficacy. Then you have to ask, “How long should we keep people
on the drugs?” At the end of 6 weeks, yes the drug-treated patients are
doing better. But in the first longer term study, at the end of one year, the
drug treated patients were more likely to have been re-hospitalized.
The evidence for long-term use of antipsychotics comes from drug-
withdrawal studies. These were studies in which patients who had
responded well to antipsychotics

A p0|ltlca| Change led were either abruptly withdrawn
deinstitutiona“zation, from the drug, or maintained on

. . the drug. As might be predicted,
not medications.

those abruptly withdrawn from

the medication relapsed at a much
greater rate than those maintained on the medication. And that relapse
was seen by the researchers as evidence of the disease returning, and thus
they concluded that the drug prevented the return of psychosis.

But you can see the problem here: maybe the relapse is a result of
drug withdrawal, not a return of the disease.

Is the any other type of evidence in the research literature for long
term efficacy of using antipsychotics compared to non-medicated patients?
Higher unemployment rates? No. Any functional improvement? No. There
is nothing in the research literature.

So, if we go back to the 1960s study which found a higher rehospi-
talization rate in the medicated patients at the end of one year, we see,
right at the beginning of the antipsychotic era, that the research literature
revealed a possible paradox: short term efficacy, but perhaps increased
long-term chronicity. Indeed, doctors started seeing, in their medicated
patients, a revolving door syndrome. They saw people get better with pills,
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40 years ago, b|p0| ar but next thing you know they’re
. coming back to the hospital.
was a rare disease: .

] In addition, several
rothly 1in 3,000 to1 researchers noted that people
in 10,000 adults. Now who’ve been exposed to medi-
it's about 1in 50 cation have more severe relaps-

es. Samuel Bockhoven did a ret-
rospective study for the NIMH of
patients treated in 1947 without meds, compared to patients he’s treat-
ed with meds in the 1960s. The 1947 patients fared better, particularly
in terms of functional outcomes. He wrote, “Rather unexpectedly, these

data suggest that psychotropic drugs may not be indispensable. Their

extended use in aftercare may prolong the social dependency of many
discharged patients.”

In the 1970’s, the NIMH ran 3 randomized trials on people put imme-
diately on antipsychotics, comparing them with an experimental group
of people not put on meds, who were instead treated with psychosocial
care to get them through their psychotic break. If, after 4 or 5 weeks the
psychosis wasn’t abating, then the patients in the experimental group
might be put on the medications. This design might be called a “selec-
tive use” model of medications.

In each of the three studies, the experimental group had better over-
all outcomes. Those who never went on medications had the best out-
comes.

For instance, in one study by Maurice Rappaport, 24 of 41 patients in
the experimental group got through their psychotic break without being
exposed to medications. And that group had by far the best 3 year out-
comes, had the lowest relapse in the following 3 years, and the best glob-
al functioning. Another study by the head of schizophrenia research at
the NIMH, Loren Mosher, had similar findings.

Rappaport, wrote, “Our findings suggest that antipsychotic medica-
tions is not the treatment of choice at least for certain patients if one is
interested in long term clinical improvement. Many unmedicated hospi-
tal patients show greater long term improvement, less pathology at fol-
low up, fewer rehospitalizations, and better overall functioning in the
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community than patients who were given chlorpromazine, (Thorazine)
while in the hospital.”

William Carpenter who led the third NIMH study, also concluded
that they saw better outcomes in the unmedicated group on the whole.
Indeed, many of the non-medicated patients told him they found it grat-
ifying and informative to go through their psychotic episodes without
their feelings numbed by drugs. Carpenter speculated that the medicat-
ed patients didn’t have that same learning experience, and as a result they
might be less able to manage subsequent life stresses.

Loren Mosher wrote this con-

clusion about his study, “Contrary Andis there any evi-
to popular views, minimal use of Jence base for |0ng
antipsychotic medications com- term effica cy of

bined with specially designed psy-

chosocial intervention for patients
newly identified with schizophre-

nia spectrum disorder is not harm-

antipsychotics in the
research literature?

ful but it appears to be advanta- ngher unemploy-
geous. We think that the balance ~ment rates? No. Any
of risk and benefits associated with improvem ent over

the common practice of medicat-

long term? No, there is
nothing in the research
literature.

ing nearly all early episodes of psy-
chosis should be reexamined.”

So in the 1970’s, these three
NIMH studies showed that selec-
tive use of antipsychotic medica-
tion produced better outcomes. Carpenter then raised this provocative
point: “There is no question that once patients are placed on medication,
they are less vulnerable to relapse if maintained on neuroleptics.” Once
they go on. But what if these patients had never been treated with drugs
to begin with? He writes, “We raise the possibility that antipsychotic
medication may make some schizophrenic patients more vulnerable to
future relapse than would be the case in the natural course of the illness.”

At this point two researchers from McGill University came up with
an explanation: “supersensitivity psychosis.” The drug causes physical
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changes that lead to dysfunction in the dopamine pathways in the brain.

The researchers knew that many patients taking antipsychotic medi-

cation were developing tardive dyskinesia, a sign that the basal ganglia,

which is run by a dopaminergic pathway, is no longer working properly.

So maybe the drugs induced a similar dysfunction in the limbic system,

another area of the brain that relies on dopamine, and this leads to a tar-

dive psychosis. When that happens, the two researchers wrote, “the ill-

ness appears worse” than ever before. “New schizophrenic symptoms of

greater severity will appear.”

Now, that does not
necessarily mean that
the medications are
bad. It just means that
you’re not normalizing
function. The drugs
are not servingas an
antidote to aknown
disease. And if you're
abnormalizing func-
tion, there’s arisk of
side effects and long
term problems.

Then in the 1990’s MRI
technology revealed that antipsy-
chotics cause the basal ganglia to
swell over 18 months and the fron-
tal lobes to shrink. These chang-
es are associated with a greater
severity of schizophrenia symp-
toms. Nancy Andreasen, former
Editor of the American Journal of
Psychiatry, said that antipsychot-
ics drugs cause the frontal lobes to
slowly “atrophy” over time.

Meanwhile, studies where
patients were off meds showed
that many recovered over time.
Courtney Harding of Boston Uni-
versity followed a group of patients
released from Vermont State Hos-
pital, and at the end of 25 years one
third were completely recovered:

no symptoms, working, etc. And these recovered patients were all off

medications.

Now a study by Martin Harrow is really important. He’s been fol-

lowing a group of schizophrenia patients for decades, and found that

two years after initial diagnosis there wasn’t much difference between

medicated and unmedicated patients in terms of outcomes. But by the
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end of 4 and a half years, the recovery rate for those off medication was
40%, versus 5% of those on medication. That difference in recovery rates
showed up at the end of 15 years too. People off meds were doing better
long term. Thus, in 2008 Harrow told the American Psychiatric Asso-
ciation, “I conclude that people off antipsychotic medication long term

have better global outcomes.”
But even though that is the

Soin 2008 Harrow best long term study we have of
told the American medication outcomes, it did not

Psychiatric Asso- appear in any American newspa-
- « per. It was basically just kept hid-

ciation, | conclude den from the public.

that people off anti- Other diagnoses raise simi-

lar questions about medication effi-

psychotic medication

cacy. For ADHD, an NIMH study
|0ng term have better that began in the early 1990’s found
g|0ba| outcomes.” that at the end of 14 months there

was some benefit for the drug treat-

ed group versus the non-drug treat-
ed group. And that was the big press release, But at the end of 3 years?
The study showed being on medication was not a marker of benefit, it
was a marker of deterioration.

Now let’s look at depression. In the 1960’s psychiatrist Jonathan Cole
summed up the standard view: “Depression is on the whole one of the psy-
chiatric conditions with the best prognosis for eventual recovery with or
without treatment. Most depression are self limited.” Nathan Kline wrote
in 1964 that “In the treatment of depression one always has an ally in the

fact that most depressions terminate from spontaneous remissions.”

But today about 85% of first episode depressed patients end up with
a pretty chronic course when treated with medications. So depression
switched from an episodic illness to a chronic illness in the antidepres-
sant era.

For bipolar: how do we go from diagnosing 1in 5000 people to 1in 50?
About a third of the people with a bipolar diagnosis have been exposed
to illicit drugs before their diagnosis. These drugs may stir a psychotic



Outside Mental Health Voices and Visions of Madness 150

episode, a manic episode. And antidepressants can also act as a stimulus:
among people with depression who take antidepressants, somewhere
between 20 and 40% convert to bipolar. Indeed, one study of bipolar
patients found that 60% had their first manic episode after being treat-
ed with an antidepressant for depression. Meanwhile, 10 to 20 percent of
kids on ADHD medications convert to bipolar long term. In short, initial
use of psychiatric medications can iatrogenically create a bipolar patient.

In the past bipolar, which used to be called manic-depressive illness,
ran an episodic course. 75% to 85% of people would go back to employ-
ment, and there was no long term cognitive decline. In 1969, George Win-
okur wrote: “There is no basis to consider that manic depressive psycho-
sis permanently affected those who suffered from it. In this way, it is of
course different from schizophrenia. When people recover from an epi-
sode, they usually have no difficulty resuming their usual occupations.”

What about today? For bipo-
lar, good long term outcomes, with  JOocdlay about 85% of

people employed and staying out first epiSOd e
of the hospital, have declined from

85% to 35% With people on drug depressed patients
cocktails, cognitive declinebegins ~ end up with a chronic
w0 'appea? after about 5 years. Sl?m._ course if treated with
ming this up, Ross Baldessarini

wrote “Prognosis for bipolar dis- medications. So

order was once considered rela- depression has

tively favorable, but contempo- i

rary findings suggest that disability switched froman

and poorer outcomes are prevalent, epiSOdiC ilinesstoa
despite major therapeutic advanc- chronicillness.

es 2»”

So what’s the solution here?
The plea here is not against drugs. The plea here is for honesty. At the very
least, for psychotic episodes, we need a system of care that allows some
people to not be medicated. We need a system where those who want to
go off meds get support for doing that. With depression for example, in
Britain you can actually go to your doctor and come back not with a pre-
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scription for an antidepressant, but a prescription for exercise. Various
studies, including one by Duke University, have shown that exercise pro-
duces the best long term stay-well rate.

One thing we have to do, in response to these poor outcomes, is chal-
lenge the storytelling. For the past 35 years, we have been told a false sto-
ry about the nature of mental disorders and what the drugs do, and we
the public need to know what science is really revealing about this para-
digm of care.

Here is how this false

storytelling came about. The The plea here is not
National Alliance for the Men- against drugs_ The p|ea
tally Il (NAMI) started as a here is for hon esty

grassroots organization with
noble aims. But it also had an
agenda to absolve mothers of blame for causing schizophrenia, which

was a popular psychoanalytic theory at the time. So NAMI, during the

1980s, embraced and promoted the notion that schizophrenia is a brain

disease, in order to remove that idea that mothers were to blame for their

child’s schizophrenia. NAMI helped popularize the notion that psychiat-
ric disorders were due to chemical imbalances in the brain, which could

then be fixed by psychiatric drugs. The pharmaceutical industry and the

American Psychiatric Association joined in that storytelling.

The APA obviously has financial reasons for wanting to promote
drugs, because their prescription authority gives them an advantage in
the drug-prescribing marketplace; other mental health professionals
do not have prescribing powers. And the pharmaceutical companies of
course have obvious reasons to promote the chemical imbalance story
too. So in the 1980s you see these three storytelling forces come togeth-
er: NAMI, the APA, and the pharmaceutical industry (which provided
funds to both NAMI and the APA.)

We need to break up that storytelling coalition. When the Harrow
study was published saying recovery is 8 times higher for unmedicated
patients, did NAMI have it on their website? No. Did the National Insti-
tute of Mental Health issue a press release on it? No. Did the American
Psychiatric Association issue a press release on it? No.
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Why not?

The reason of course is that Harrow’s findings went against the sto-
ry that NAMI, the APA and the pharmaceutical industry have been tell-
ing us for decades.

I think this is one of the biggest moral challenges of our society today.
We need to have psychiatric care in this country informed by honesty, as
opposed to being informed by storytelling that serves financial and ide-
ological interests. m
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Creator of the web
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Meds, Monica Cas-
saniis a social worker
and a person whose
life was severely rup-
tured by psychiat-
ric drugs. She writes
critically about the
systemaswell as
about holistic path-
ways without medi-
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After two decades on psych meds I came off a six
drug cocktail in about six years. This proved to be
a gargantuan task, and left me gravely disabled.

In retrospect I see that a core, vital part of
me was always still there during the drugged
years, a part that was learning and remember-
ing, so I could eventually come off and become
med free.

Today I no longer believe that I “lost” my life
to drugs. It is tragic I could not be more conscious
during those years, and that my body became tox-
ic, polluted, and painfully ill. But my experience
was not lost: it was stored in my body, to be pro-
cessed when I got free of drugs, and to inspire
me to help others avoid what happened to me.

Psychiatric drugs are agents of trauma. Part
of the healing process for me and many others
is working through layers and layers of trauma,
trauma inflicted in the past as well as by psych
drug use and exposure to the dehumanizing psy-
chiatric system. Because trauma becomes embod-
ied, body-oriented therapies are very important.
I healed mostly through self-enquiry, meditation,
yoga, and ecstatic dance.

Before I began to find wellness, drug with-
drawal made me much sicker: I was one of thou-
sands of people who develop serious protracted
withdrawal problems that lead to grave disability.
Protracted withdrawal is an injury to the auto-
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nomic nervous system that exists on a spectrum: some people are hardly
impacted at all, while others are made very ill. I was bedridden and non-
verbal for a couple of years.

Despite this, I have never had a moment of regret for freeing myself
from these drugs. Today I have a clarity of mind that is so beautiful I cry
to think about it. Though my creativity and sense of purpose were sto-
len from me for almost half my life, today I have them back. Even while
gravely impaired I was grateful, because of what I was able to regain.

My healing journey meant learning about our deeply holistic natures
as human beings. Everything matters. The body you were born with.
The body you have today. Your relationships with others and the planet,
the food you eat, the air you breathe, how you move your body, and the
thoughts nurtured in your mind and soul.

That is what seeing ourselves as holistic beings means: understand-
ing our relationship to everything in our environment and our bodies,
what we’re born with and how it’s all connected. It’s not some sort of
New Age hogwash. It’s just plain and simple reality.

Through that slow, painstaking, and ultimately joyous process, I've
healed and brought wellbeing back to my body/mind/spirit. I now do
everything with care and a sense of respect for life. Eating nourishing
food and spending time in ways that nourish myself and those around me.

We need each other in this process. The most important thing to me
these days is building a non-coercive, healing community. Beyond Meds
was both a lifeline for me when I was bedridden and a service to others,
so they might avoid harm like what came to me. I’'m profoundly grateful
for the community Beyond Meds created.

Community doesn’t require giving up your autonomy and self-deter-
mination: psychiatry and the mental illness establishment often steal
both. I envision a world where people are empowered to make choic-
es that they find work for them. Everyone’s path is going to be different.
Respecting and celebrating that great diversity is key. m
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Joanna Moncrieff,
MD, is a senior lec-
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trist with the National
Health Service, and
the author of The
Myth of the Chemi-
cal Cure: A Critique
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Treatment (2009).

Taking psychiatric
drugsis like using
alcohol for social
anxiety. Alcohol can
be helpful for social
anxiety, but that's not
because people have
an alcohol deficiency.
It doesn't do anything
about the cause of
the anxiety.

WILL HALL How did you develop your critical

perspective?

JOANNA MONCRIEFF When I started working in

psychiatric hospitals almost everyone was on at
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least one medication. It didn’t seem to be making that much difference,
and was causing a lot of secondary problems. Yet other doctors thought
it was wonderful and believed people were getting better because of the
drugs. That made me go and find out more.

WH What did you discover?

JM Prior to the 1950s drugs weren’t seen as addressing any fundamen-
tal underlying problem. And then that changed. Psychiatrists started to
believe the drugs were reversing a psychotic disorder and bringing peo-
ple back to normal. Except that there wasn’t any evidence of that.

WH Wasn’t Thorazine innovative because it was a tranquilizer?

JM Yes, and the first people who prescribed Thorazine / chlorpromazine
recognized this clearly. They wrote how Thorazine slowed you down
and created a state of psychic indifference without just sedating you and
sending you to sleep. The barbiturates used previously just made peo-
ple very sleepy.

Psychiatrists thought it was a great breakthrough, but at the time
they also did recognize it was creating an abnormal neurological state.
It wasn’t reversing an underlying disease. But then gradually psychia-
try started to believe it was an “antipsychotic” and that it was somehow
reversing processes that led to psychosis.

WH They are tranquilizers that work on the higher brain functions:

people lose motivation and become indifferent. I’ve been on antipsy-
chotics: Trilafon, Navane, and Mellaril. I remember blacking out, and

a kind of vice or cotton or wool around my mind. I was sluggish and

groggy, wandering around or standing for a long time, then sitting

and watching television.

JM Parkinson’s is a neurological disease caused by a deficit of dopamine
in the brain. We need dopamine for movement and thought. The anti-
psychotics block dopamine production, and create a deficit of dopamine.
They’re inducing an artificial Parkinson’s type state: people slow down,
get very stiff, lose facial expression, and their thought processes slow.
A high enough dose causes obvious Parkinson’s-like symptoms. What
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I think is happening at lower dosages is simple: they’re causing milder
symptoms of Parkinson’s disease.

WH This is where the “Thorazine shuffle” comes from. And this drug
effect happens when anyone takes the drug, with or without psychosis.
Even animals: antipsychotics are used in veterinary practice. There
is no targeting of some psychosis process. But nonetheless this led to
the idea of dopamine imbalance causing schizophrenia?

JM Yes, it was calming people down by blocking dopamine, so scientists
concluded over-activity of dopamine was the cause of schizophrenia. The
theory assumes that if the drugs do something, they must be curing a dis-
ease, not just having a tranquilizing effect on anyone.

What psychiatric drugs essentially do is like using alcohol for social
anxiety. Alcohol can be helpful for social anxiety, but that’s not because
people have an alcohol deficiency. That’s because alcohol causes a state
of intoxication to anyone, and that intoxication is characterized by social
dis-inhibition, which can be useful if people are very socially anxious. It
doesn’t do anything about the cause of the anxiety.

WH So all psychiatric drugs are psychoactive, they change conscious-

ness. They are intoxicants?

JM Psychoactive drugs including every- Psychoactive
thing we prescribe in psychiatry and also

taken recreationally. There’s no funda- drugs include
mental distinction between them. everything in

People take recreational drugs psychiatry and
because they have nice effects, and

make people feel good. Most psychiatric also takenrecre-
drugs don’t make people feel good. But  gtjonally. There is

that doesn’t mean that they’re not hav-

. . no fundamental
ing psychoactive effects.

distinction
WH People take some recreational drugs between them.

for emotional coping: or “self-medicat-
ing,” and some psychiatric drugs are also
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used recreationally, such as the benzodiazepines and Adderall. I don’t
think this is an anti-drug perspective, it’s more about honesty about
how and why drugs can be useful. The problem is that in psychiatry
an institutional authority is saying, “this is treatment for a disease.”

We need to understand psychiatric drugs as
drugs: chemical substances that create an
artificial state. It might be useful to take them,
but we have to treat them with respect and use
them wisely.

JM We need to understand psychiatric drugs as drugs: chemical substanc-
es that are alien to the body, that create an artificial state, with all sorts

of dangers and hazards. It might be useful to take them, but we have to

treat them with respect and use them wisely. They don’t reverse or treat

some disease process.

WH Is there research on how psychiatric drugs affect you in general?
Like there is research on alcohol or recreational drugs?

WH We don’t know very much about these drugs because we haven’t looked
at them as drugs. The research is on how they affect a presumed disease.
We’ve been obsessed with “Do they alter the dopamine receptors?” or

“Do antidepressants raise your serotonin levels?” instead of looking at all
the other things they’re doing. The focus has been on the supposed ben-
efits of treatment for disorders.

WH A lot of people are told, “If you don’t take these medications, you
will you have another episode, and you could end up dead from suicide.”

JM When I first went into psychiatry in the 1990’s, manic depression was
a very rare condition with severe episodes of mania or depression that
last for several months. And now we have the idea of milder versions: you
are bipolar if you have mood swings. Many people with ordinary emo-
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tional fluctuations are diagnosed with bipolar disorder, and put on poten-
tially very toxic drug treatments for it. Yet all the research on the effects
of drugs is done with the small group of people who have a much more
severe and obvious problem.

WH Tell us about lithium.

JM It’s an alkaline metal and it’s very, very toxic. It can easily kill peo-
ple, and people taking lithium have blood tests to be sure and not take

too much. It’s quite obvious, from volunteer studies on people without a

bipolar diagnosis, that lithium toxicity has sedative effects. It dampens

down the nervous system, slows up thinking, slows up reaction times, it

makes you feel very groggy, and possibly also reduces creativity and spon-
taneity. So of course it’s going to slow people down if they’re manic, but

that doesn’t mean it’s a specific treatment for bipolar at all. It’s going to

do that to anyone.

WH There’s no targeting effect on some presumed bipolar mechanism
in the brain, just as antipsychotics don’t target psychotic mechanisms?
The beneficial effect is mild lithium toxicity?

JM The effects lithium has in normal people easily explain the effects it
has on someone with mania or bipolar disorder. I don’t think you need to
have any additional explanation. No one’s come up with a credible the-
ory about what it might be doing that is specific to manic depression or
bipolar in any way. There are vari-

Of course lithiumis ous speculations, but nothing con-
. crete has ever been found.

going to slow people Research into whether lith-
down if they’re manic. ium reduces the risk of relapse and
It’'s g oing to do that crisis also has lots of problems. The

studies are done on people taking
to anyone, but that lithium for a long time already, who
doesn't meanit’sa then stop lithium all of a sudden.

. g Stoppine lithium i 2 shock &
specific treatment for oppinglithium is such ashock to
the body that it can actually cause

bipolar at all. a manic episode.
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WH A psychotic crisis might sometimes be medication withdrawal, not

some underlying condition.

JM If there are any problems, everything is blamed on the illness, and

then the solution is to increase the medication. That makes it incredibly

difficult for people to get off of medication. They don’t take into consid-
eration the withdrawal effect.

WH And there hasn’t been much research on the medication with-
drawal process?

The increasing use of psychiatric medicationis

a symptom of consumerism. The idea s that it
must be possible to buy a solution for everything,
that every aspect of life is marketable.

JM No, very little.
WH What about the so-called mood stabilizers?

JM Starting in the 1980’s, someone thought that manic depressive epi-
sodes were similar to epilepsy, so let’s try anti-epileptic drugs. These
drugs also very sedative, like antipsychotics and lithium.

The concept of a mood stabilizer is very misleading because none
of these drugs has been shown to stabilize, or reduce mood fluctuations
in normal people or in anyone. They don’t do that, they’re just sedative
drugs. But these myths are supported and repeated as part of industry
marketing to make being on drugs more palatable.

WH Lithium was once very popular in patent medicines, and was in
7Up soda and beer. People say “Well, it’s a salt. It’s a natural salt.”

JM The toxic effects of lithium are severe neurological suppression:
people become sedated and confused and get a tremor. It will have an
effect on the kidneys and the gastrointestinal system. One of the points
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I’ve been trying to make is that the supposed therapeutic effects of lith-
ium are milder manifestations of those toxic effects. One early psychia-
trist called it “The treatment of the manic patient by lithium poisoning.”

WH What should parents do if their children have behavioral prob-

lems but don’t want them on medications?

JM Up until fairly recently, all these problems would be addressed with-
out drug treatment, by social workers and psychologists. They’d identi-
fy the cause of the behavioral problems and identify any issues at school.

WH And now the problem is in the child’s brain.

JM Professionals are no longer looking at the entire social context and
system around the child, and how this might be producing the problem-

atic behavior.
WH Do psychiatric medications have an The concept
aspect of social control?
of amood

:IM Yes, and they should be mor(.e democ.rat- stabilizer is
ically and openly debated. I think society ] .
does need to control some people’s behavior VEIY mISIGadlng-
sometimes, but we need to do that honestly None of these
and not overstep boundaries. If it’s dressed
up as medical treatment, there’s nothing to drugs has
stop the system from heavily drugging and been shown to
controlling people in a very authoritarian stabili ze, StOp,
way for a long time. That happens to some
people in the psychiatric system. or reduce mood

: _ fluctuationsin
WH Sometimes people take medications as
a useful, and risky, tool. But I’ve also seen volunteers or
what amounts to psychiatric slavery: your indeed anyone.

life is owned by your case manager, and
your thought are shackled by medications.
Few people who work in the mental health
field admit this is happening.

They don’tdo
that, they’re just
sedative drugs.
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JM There’s a big push to medicalize problems. And if drugs weren’t tak-
ing our attention away from social problems, there might be greater resis-
tance to economic trends that make people’s lives difficult. Instead we
blame individuals.

The increasing use of psychiatric medication is a symptom of increas-
ing consumerism, really. The idea is it must be possible to buy a solution
for everything, that every aspect of life is marketable.

WH What do you think about the growth of so-called psychosis early
intervention programs, where the idea is to catch the disease in its
early stages??

JM The pharmaceutical industry has produced, supported, and paid for

lots of journal issues and sponsored conferences on early intervention

into psychosis. Psychosis has become a popular term, which is complete-
ly understandable, schizophrenia

is a very stigmatizing and fright- Studies show that
ening label. Historically psychia-

trists have been a bit more reluc- StOPping lithiumis

tant to use the schizophrenia diag- risky once you have
nosis, and were therefore hesitant .

to start antipsychotics. So the idea started It’ but not that
of early intervention into “psycho- Starting itin the first
sis” as a diagnosis makes it easier place is a gOOd thlng

to start people on antipsychotics
early. Which expands the market

for these drugs.m
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It turns out it’s not
actually true. Animals
will also prefer candy
just as much as they
prefer cocaine. It all
depends on what their
social environment is.

WILL HALL What were some things you discov-
ered in your work as a behavioral pharma-
cologist?

RICHARD DEGRANDPRE If you actually look at the
scientific studies, our most basic commonsense
ideas about how drugs work breaks down. The
first class I took for my PhD I thought, “This is
amazing.” So I pursued it more and more, and
there are hundreds of studies referenced in my
book Cult of Pharmacology.1did alot of research
that was funded by the drug agencies with the
US government such as the National Center on
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Drug Abuse. What I learned about psychoactive drugs (mind-altering
drugs) was a real eye-opener, so I pursued it more and more.

WH Your book emphasizes the power of the mind over chemistry and
the importance of social context in creating drug effects. Give us
some examples.

RD A researcher can take a group of rats, and let them push a lever to
self-administer cocaine through an IV catheter. We know that these ani-
mals will indeed self-administer cocaine. The media commonly say these
studies show animals will simply “self-administer themselves to death.”

WH We’ve often heard those studies, that the rats will prefer cocaine
to water or food, because cocaine is that addictive, right?

RD No, it turns out it’s not actually true. Animals will also prefer candy
just as much as they prefer cocaine. It all depends on what their social
environment is.

In one study, a group of animals that self-administer cocaine was
compared with another group of animals. They’re getting exactly the
same exposure to cocaine, same time of day, the only difference between
the two groups is whether they have the power to administer the drug by
choice or not. With just that difference, choice, the actual physical toxic-
ity of cocaine to the brain is dramatically different. The groups choosing
to self-administer are much more likely to be able to cope with cocaine
than the animals who are having it forced on them, even with the same
dosages. When they looked at the brain physiology of these animals, one
choosing the drug and the other being administered it, the basic meta-
bolic, anatomical effects of the cocaine were radically different.

So even in a very simple animal experiment, the way cocaine affects
the brain can be dramatically different just because of one small differ-
ence in the environment, in this example the ability to choose. It’s not in
the drug.

This breaks down that idea that if we know what the drugis, then we
can know what effects it causes on the brain. In fact, we don’t know any-
thing about drug effects on the brain if we don’t know the history of the
organism and the social context. And if the social context and environ-



165 Socially Constructing Drugs Richard DeGrandpre

ment have such a huge influence in animals, you can imagine how influ-
ential social context and environment will be for the brains of human
beings.

WH This relates to what I often see with psych drugs. Different peo-
ple have very different side effects, even with the same drugs at the
same dosage. We’re told these are genetic differences, or size or body
type, but my sense is people who are more empowered in their medi-
cation decisions tend to have fewer drug side effects than people who
are less empowered.

This whole idea flies in the face of the popular understanding,
which says something like, “A chemical has molecular properties that
do something biologically, and this chemical mechanism leads to tox-
icity. Medication is a chemical and biological phenomenon; the brain
is a physical object independent of environment that is shaped by
chemical influences like drugs and medications. And that’s all there
istoit.”

You’re saying that actually that’s just not true? And not on some
philosophical level, but on the level of provable, replicable laborato-

ry studies on animals?

RD That’s correct. Even in basic animal testing you can’t predict response
to a drug, whether short term or long term,

just from the chemistry of the drug itself. D tinh
You can say general things that will hap- rugs aren‘tinher-

pen, like nervous system arousal or seda- ently addictive.

tion, but even that can be very different
from animal to animal.

WH People can have very different responses to caffeine or alcohol, for
example, which goes against the idea these drugs are simply stimu-
lating or sedating.

RD What research studies usually do is look at common basic main vari-
ables about drugs. They don’t usually consider other key variables such
as social and environmental context. If they did, it would expose the
weakness of general, simplistic descriptions of drug effects that describe
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effects caused simply by chemical interactions.

WH So such social factors as isolation, impoverishment, and choice
are key to understanding drug effects, even in laboratory animals?
The “brain effects” can’t be really known independently from the
environment?

RD That’s right. If an animal is in a social environment, if it’s not isolated,
then it is less likely to self-administer a drug. And in for example mon-
key studies, if an animal is higher in a social hierarchy, then it is less like-
ly to self-administer a drug. If the animal is provided with candy or some

Even in a very simple animal model, the way
cocaine affects the brain can be dramatically
different just because of one small difference in
the environment.

other delight, it may choose it over drugs. There are many research stud-
ies that show how the so-called “possession power” or allure of a drugis
not just simple pharmacology.

If we really want to get at the meaning of drug use and drug prob-
lems, we need to go to the social and historical roots. For example, cocaine
and heroin were both widely used a century ago, with far fewer problems
than they have today.

WH Your book is fascinating about the history of how the same drugs
have been illegal, legal, or medicalized at different times.

RD Today heroin, cocaine, and marijuana are dramatically different than
they were a century ago, because the things we think about them as a
society have changed. As social expectations change, actual drug effects
change dramatically as well.

There are many studies showing how a drug effects someone who
doesn’t know what drug it is they are taking. A person thinks they are giv-



167 Socially Constructing Drugs Richard DeGrandpre

en alcohol but aren’t, or thinks they are injecting heroin but aren’t, and
the effects of the drug become different. Expectation around the drug
seems to play at least as big a role as the pharmacology in explaining
drug experience.

That even holds true for long-term withdrawal. There were studies
where heroin addicts in residential housing were told, “If you have bad
withdrawal symptoms, you don’t need to work around the residence.”
Then they would tell a different group the opposite, “Even if you have
bad withdrawal you still have to work.” And as a result of the expecta-
tion, the physical withdrawal effects for each group were dramatically
different, not just reported but actual physical effects, getting sick or not

for example. In a context where

Evenin abasic people expect to have severe with-
. drawal, then the actual physiolo-
animal model you gy of the withdrawal will be more

can’t predict response, severe and more debilitating. In

the opposite context, where the

whether short term or expectation is for mild withdrawal,
long term, just from then there will physiologically be
the chemistry of the more mild withdrawal.

drug itself. You can SAY  wH One of your examples is opi-
general thlngS that will ates are used in hospital settings,

where the withdrawal effects are

happen’ like nervous much, much less than in street
system arousal or use.
sedation.

RD Drugs are not inherently addic-
tive. We’re told today that “If you
are exposed to morphine ongoing/chronically, your body will become
dependent on it, and then you will experience all this withdrawal, and
the withdrawal will drive you back into drug use.” Those kinds of mes-
sages don’t prove to be true.

I have a friend who heard about my book and my ideas about drugs
and thought I was crazy. Then it happened that she went into the hos-
pital and was put on chronic morphine, daily for three months. She was
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The model of addiction
as adiseaseis based on
cartoon logic: suppos-
edly if you expose the
brain to drugs over along
enough period of time
the brain, regardless

of social environment,
become dependent and
addicted. No, thatisjusta
cartoon.

worried the whole time that
she’d be an addict when she
left. But when she did finally
leave the hospital she had no
interest whatsoever in using
opiates.

A more dramatic example is
from the US War in Vietnam.
There was a very high use of
heroin and other opiates in
Vietnam because they were
so cheap and widely avail-
able, just like alcohol is avail-
able over here. The US govern-
ment became paranoid that a
huge addiction epidemic was
coming, that all these soldiers
would return home and bring

their opiate addictions with them, and create new drug markets for her-

oin.

Researchers discovered that even former Vietnam soldiers who did

seek out heroin when they returned home didn’t tend to continue using

it. There was a very low “re-addiction” rate. This totally contradicts the

idea that if you are an addict you will continue to be an addict, you will

seek drugs, etc.

Why didn’t addicted soldiers continue to take heroin? Because the

social environment where they were using heroin in Vietnam was so dra-

matically different from the social environment they came back to in the

US. It’s just like the patient leaving the hospital: they just didn’t want to

use those drugs when they came home. But if you send them back to Viet-

nam? They will gladly use them again.

WH Social context factors, such as poverty and oppression, are key

to understanding addiction, but get covered over with reductionist

claims of biological cause-and-effect. But are you saying a person’s

drug response is purely socially constructed? I certainly have seen
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completely diverse responses to
the same drug.

People believed stories

about marijuana
RD There is no sharp distinction to “p ossession” when
be made between the brain/biolog- .
ical on the one hand, and the psy- marijuana was used by
chological on the other. Everything g sub_popu'ation_ We
that is psychological is at the same
time biological. Our thoughts and say the same tOday
our feelings all have substratesin ~ @albbout other drugs with
our brain, in our physiology, and in other m argin alized
our biochemistry. .

Scientific studies demonstrate ~ US€IS, like meth and
again and again the power of expec- CraCk, while another
tation, even with prescription drugs
like benzodiazepines, the so-called dangerous drug’
anti-anxiety drugs like Valium and aICOhOI, isn’t
Xanax which are extremely depen- demonized because it
dence-inducing and much more . .

IS more mainstream.

addictive than heroin. When a per-
son thinks they are being taken off
a drug their withdrawal is much worse than when they think they are
still on it, whether in fact they are being taken off or not. To really under-
stand the effect of taking a drug and the effect of withdrawal, we have to
look at what people are thinking, what people are feeling, and the situa-
tion they are in socially.

WH And it’s actually shown in studies, just by telling someone you are
reducing their drug dosage, but not really reducing it, they will actu-
ally start to experience withdrawal effects?

RD That’s right. That’s true for benzodiazepines as well as for heroin. If
you tell heroin addicts that they’re going off the drug but you keep them
on it at the same dose, they will nonetheless experience withdrawal.
There are many studies showing people can have severe withdrawal just
because they think they are being taken off a drug, even if they aren’t, or
very little withdrawal effects when they are still on a drug but are actu-
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ally being taken off.

WH With heroin use, the risk of overdose is higher in an unfamiliar
physical location, even with the exact same dosage, because expecta-
tion and social construction shape drug potency. Teaching users about
this is a widely known harm reduction principle.

RD The same thing has been shown with cigarette smoking, incidentally.
If you switch the cigarettes to very, very low nicotine or very, very high
nicotine, there is not a very good correspondence between the nicotine
level and the withdrawal experience. There are individual differences,
always. But in general we see the belief system has very dramatic effects

on drug experiences.

WH So addiction isn’t a disease, it’s a life situation, a history, and a
whole human experience?

RD The model of addiction as a disease is based on cartoon logic: suppos-
edly if you expose the brain to drugs over a long enough period of time

then, regardless of social environment, the brain becomes dependent and

addicted. No, that is just a cartoon. You cannot ever explain addiction by

looking just at drug exposure alone.

WH So this helps explain why the same drug can be normalized, crim-

Studies show people can have severe with-
drawal just because they think they are being
taken off a drug, even if they aren’t, or very little
withdrawal effects because they think they are
still on a drug, but are being taken off.

inalized, or medicalized at different times in history.

RD At the end of the nineteenth century, people used opiates, marijua-
na, and cocaine in a lot of elixirs and patent medicines over the counter.

There were many people consuming the very same drugs back then that
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today we think of as demons. Cocaine and opiates were viewed then the
way we view alcohol today. Today we see alcohol as a drug that’s not per-
fect, a drug that may be addictive and risky for some, but is acceptable
for most people.

And today we accept alcohol in part because of the diverse range of
people that use it, just as back then a very diverse population used cocaine
or opiates in these patent medicines and so they were accepted and not
easy to demonize. But when alcohol was used largely by a targeted sub-
population, Irish immigrants, we did demonize it, and we had Prohibi-
tion.

We see the same thing today if we look at crack cocaine use and
street use of methamphetamine. Those drugs are easily demonized today
because of who uses them.

WH In the case of marijuana, wasn’t racism toward Mexicans part of
making marijuana illegal?

RD There were strong stereotypes about Mexicans and blacks not being
able to control themselves. You read

this today and you think, “Thisis ~ \What if a person can’t
crazy, people actually believed mari- . . .
juana would make you a rapist?” But tella medication side
that very idea was published in The effect from the

New York Times and ScientificAmer-  r@aason they are
ican the same way they publish sto-

ries today about methamphetamine taklng the medication
and crack cocaine. People believed N the first place?
extreme stories about marijuana

“possession” when marijuana was
used by a sub-population. We say the same thing today about other drugs
with other marginalized users, like meth and crack, while another dan-
gerous drug, alcohol, isn’t demonized because its use is more mainstream.

WH So demonizing some drugs is a way of scapegoating people with less
power. How then should we look at psychiatric drugs, in your view?

RD We need to be better educated about the drugs we are taking, instead
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of just relying on a physician who says, “This is a magical substance, you
can’t really understand how it works and I’m the expert on who should
take it and how much, and therefore... Here, take this.”

Often with psychiatric drugs nobody is equipped to distinguish
between the side-effects of the drug and the problems the person is tak-
ing the drug for in the first place. An example is the many individuals who
take the SSRI antidepressants and then want to kill themselves. But what
if a person can’t tell a medication side effect from the reason they are tak-
ing the medication in the first place? They will have a very difficult time
deciding if they should be given more or less of the drug. In many cases
people are just given higher doses of the drugs supposedly to eliminate
their “symptoms,” but the symptoms are actually being produced by the
drugs.

WH The same catch-22 is true of other psychiatric drugs as well.

RD Once the person is taking a drug, we sometimes forget what they were
like before they went on it. How the person seems might not be their so-
called mental illness, but the effects of the drug itself. The horror story
of antipsychotic drugs is that we give up the humanity of the person for
the side-effects of the drug they take. We lose sight of the many ways to
intervene and manage psychological problems without drugs.

Once psychiatric drugs are involved, it makes a person’s life story
much more complicated to understand: you don’t know what is the per-
son and what is the drug. The person can sometimes get, along with their
family and everyone around them, lost in the drug experience. m
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It’s amyth that a substance’s effects are wholly found
within the substance. All human studies about drug
effects show this, and this explains why results of stud-
ies vary so widely.

So what does account for drug effects? Studies
show the personality of the helping professional goes a
long way to explain whether a person finds a drug use-
fu or not, probably more than the drugitself. Regard-
less of whether the professional is a biological psychia-
trist or a humanist, clients rate themselves as improved
depending on common factors: the relationship, how
the professional appears to them, how enthusiastic
and sincere and hopeful the professional is, and how
suitable the healing context appears. And the defini-
tion of “effective” is itself not an exact science.

Overall, if the helping professional truly believes
in the treatment’s worth, you will tend to feel better, or

interpret your feelings as “improvement,” whether you have been prescribed

Zyprexa or marathon running,

Depending on context, beliefs, attitudes, and expectations, anything, any-

thing, can work, including a placebo sugar pill or sham surgery. And remember
that what “works” is itself a belief about “working.” The idea of “needing” a
drugisitself borrowed from medicine, where real bodily lesions are targeted,
but makes little sense in “mental health” treatment, where the ultimate goal
is changing your feelings and behavior.

But it’s not just all in your mind or up the power of positive thinking,
There has to be some palpable intervention so you feel something physically.
We swallow the pill and then we feel something. But how do we interpret and
appreciate, or not, what we feel? That depends largely on the social context. m
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Neuroscience still
hasn'tgivenusa
unified theory of the
brain or mind....you
have almost an anti-
progress: the more
scientists study, the
more confused they
become about how
the brain & mind work.

WILL HALL Your books The Undiscovered Mind
and Rational Mysticism focus on what science
can’t tell us about ourselves and the limits of

science. What about psychology?

JOHN HORGAN For example, you constantly have
proclamations that Freud is dead, and claims that

modern science shows Freudian theories of the



175 What Science Can’t Tell Us John Horgan

mind don’t work. But, obviously, if Freud were really dead, we wouldn’t
have to keep announcing that he’s dead. In fact, his theories are just as
believable as any other theory of the mind, in spite of all the progress of

modern neuroscience and genetics.

WH How can that be? Don’t today’s neuroscience theories prove supe-
rior to the Victorian-era ideas of psychoanalysis?

JH In spite of all the progress of modern neuroscience, genetics, and all
these other fields attempting to explain human behavior, there hasn’t
been a theory powerful enough to displace Freud once and for all. There
certainly is a flood of data in neuroscientific research, and new powerful
instruments of observation. We’ve uncovered all these neurotransmit-
ters in the brain and discovered all these different genes that regulate the
development of the brain. But neuroscience still hasn’t given us a unified
theory of the brain or mind.

Freud could successfully propose his unified theory of the mind
and behavior a hundred years ago because there was so little real, hard,
empirical data to contradict him. Nowadays any unified theory you pro-
pose would have to account for the tremendous variety of often contra-
dictory findings about how the brain works. So you have almost an anti-
progress: the more scientists study, the more confused they become about

how the brain and mind work.

WH This is apparent in the media. Almost every day some new research-
er makes a bid for fame by saying, “We’ve discovered that this gene
plays a role in bipolar,” or that “this neurotransmitter is behind a men-
tal disorder.” Then something totally different comes out the follow-
ing week. And the following. The message is always “more research
funding is needed, there’s a breakthrough right around the corner.”

JH This is especially true of psychopharmacology. Prozac and the whole
class of SSRIs were supposed to represent a great step forward in treat-
ing depression based on neuroscience and brain research. Despite these
claims, what the clinical drug trials actually show is that all these drugs
aren’t really any more effective at treating common disorders than the
older class of presumably less scientific antidepressants, the tricyclics.
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They also aren’t any more effective than plain old psychotherapy, includ-
ing psychoanalysis. So you have this impression of progress that’s actu-
ally not in accord with what the clinical data show.

My critique of antidepressants was very controversial when The
Undiscovered Mind came out in 1999, especially because I have lots of
friends who are taking antidepressants and have sworn that they have

made a tremendous difference in their lives.

WH People feel the drug works for them, and then they want to believe
the science behind the drug is solid. It’s like a self-mythology almost.
So popular writer Malcolm Gladwell claimed in a 1999 New Yorker
magazine essay that Ritalin isn’t addictive; and Sigmund Freud even
claimed in 1884 that cocaine isn’t addictive.

JH A lot of people still swear by psychoanalysis, or cognitive behavioral
therapy. Peter Kramer’s book Listening to Prozac was a huge bestseller
back in the early ‘90s, and helped create this wave of enthusiasm for Pro-
zac and other antidepres-

sants. As a science writer | Wa$ absolutely hammered
I have to go with what the in the press for my Views

data actually tell us. These

drugs aren’t some great 1N 1999, and The New York
step forward. I was abso-  Times said my debunking of
lutely hammered in the 5 atidepressants was ab-
press for my views in 1999, .
review said my debunk-  have come more to light and
ingofantidepressants was  yooie 0 ore accepted. | was
absurd. But today the stud- P )
ies have come more tolight ~ JuSt ahead of the curve.

and this is more accepted. I
was just ahead of the curve.

WH Now at least we have Scientific American in 2009 comparing Rital-
in to cocaine. It’s hard to believe Listening to Prozac was such a best-
seller, it posed the philosophical question, “Now that scientific break-
throughs like Prozac mean we can control our moods, what are the
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implications of ‘designer personalities?”” But that’s asking a false ques-
tion, because he swallowed the whole marketing message and phony
scientific claims of Prozac’s powers uncritically.

This gets to the issue of how drugs are effective. Tell us about the
placebo effect.

JH The placebo effect is at the heart of the mind-body riddle. How does

the mind influence the body? Physicians have always dismissed the place-
bo effect, and pill studies actually try to exclude people who respond well

to placebo (“placebo washout”), but

modern research shows thatplacebo  As a science writer
is very real. For example there is very

little difference between the response Ihave to go towhat
of people to antidepressants and to the data actually tell
placebos. There’s even a psychiatrist us. These drugs

at Brown University who recommend- ,
ed that placebos should be the first arentsome great

line of treatment for people with mild Step forward.
to moderate depression, given that
all psychiatric drugs have side effects.

There is a treatment that’s been used for heart disease: the insertion
of a stent into a cardiac artery. And someone thought, “Let’s carry out a
controlled study of this, and see how it holds up compared to placebo.”
So people who actually received stents were compared to those who sim-
ply had a surgical incision made in their chests, but nothing was actually
inserted into it. And the people who just had the incision did just as well
afterwards as those who actually had the stent inserted into their chests!
In this case the procedure was immediately discontinued because every-
body realized that the success rate was due entirely to the placebo effect.

WH And placebos work even on animals?

JH There was a study where researchers gave a bitter solution to rats,
which contained a drug that made them very susceptible to various
kinds of diseases.



Outside Mental Health Voices and Visions of Madness 178

They trained the rats to associate this bitter taste with the illness.
Then when they gave them just the bitter solution, with no drug in it,
more than half of the rats still got sick, and some even died. Their brains
had trained them to expect they would become ill. So this isn’t just some
psychological, psychosomatic effect. It is very physiological and tangi-
ble and animals share it with us. There is a tremendous interest in pla-
cebo right now; particularly how the placebo effect is modulated by the
immune system.

WH What about genetics? We’re often told of the discovery of the
schizophrenia gene or the bipolar gene is right around the corner.
Some people even debate having children because of fears of genetic
inheritance that has no basis in science.

JH Starting in the late ‘80s there was a wave of claims about specific genes
for alcoholism, schizophrenia, manic depression, compulsive behavior,
and male homosexuality. I started gathering material for a big article
on it for Scientific American. And what I found was that, in every one of
these cases, you had an initial paper that was announced with great fan-
fare in Nature or Science or some major journal. And then there would be
all this other publicity, with The New York Times running a whole series
of front-page articles on these findings. In every case, follow-up stud-
ies would fail to corroborate the initial research. But you wouldn’t read
about those failures to corroborate.

It was all based on a false premise. In every case, you never get the
kind of corroboration that you need to be sure that the claims are correct.

WH Why is there’s such enthusiasm for genetic explanations?

JH Genetic explanations of human behavior are assumed to be associat-
ed with the right wing and with the Nazis. But the eugenics movement
originally, in the late 19th and early 20th centuries, was heavily populated
with intellectual liberals who thought that eugenics was the future liber-
ation of humanity. So eugenics has been mainstream all along.

Recently, genetic explanations of mental illness are seen as a way of
absolving parents from blame. And some gay activists embrace genetic
explanations to defend against the idea that homosexuality is just a choice.



179 What Science Can’t Tell Us John Horgan

So genetic explanations are attractive to all sorts of different groups. But

I keep coming back to the science. Is the science there? So far, it isn’t.

WH Blaming genetics for obesity is certainly a way to hide the econom-
ic interests behind poverty, food, and lifestyle. But what do you make
of identical twins studies for mental illness?

If you looked at these
Minnesota twin
studies more closely,
you find some of the
twins supposedly
separated at birth
actually had contact
throughout their lives.
Some had incentives
for exaggerating
strange coincidences,
and some of them
were getting movie
deals. These kinds of
stories led to afalse
picture of the role of
genesinour lives.

JH I looked very closely at twin
studies done by the University
of Minnesota. They’ve published
some of these astonishing claims,
which make it sound as though
genes determine virtually every-
thing that we are. In one case, you
had these two guys who had been
raised by different families in dif-
ferent states. But they both ended
up as firemen. They both ended up
married to women with the same
name. They both named their kids
with the same names. They had dogs
that had the same names. They both
liked Budweiser. All this crazy stuff.
This is just wonderful fod-
der, again, for science writers, but to
me the message is very creepy, just
the worst kind of genetic determin-
ism. It suggests that genes don’t give
us just the general propensities for
behavior; they determine our lives

in every particular.

WhatI discovered was that

if you looked at these Minnesota twin studies more closely, you find some

of the twins supposedly separated at birth actually had contact through-

out their lives. Some had incentives for exaggerating strange coincidenc-

es, and some of them were getting movie deals. These kinds of stories led
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to a false picture of the role of genes in our lives.

WH Babies seem to have some intrinsic temperament. But the question
is, how does it express itself? Someone may have vulnerability, sensitiv-
ity, openness, or creativity as part of their personality at birth. But is it
genetic, or a result of the mother’s environment, or trans-generation-
al? Whether it turns into something that’s socially defined as schizo-
phrenia or manic depression depends on many intermediary factors.

JH The nature/nurture debate is so old. And it’s always the same answer:
there’s a complex interaction between genes and the environment. Genet-
ic determinists are holding sway in science right now, but environment

is just as important as ever.

WH Determinism used to see genes as a blueprint, but that is no lon-
ger true. In the recent theory of epigenetics, genes can be turned off
and on by the environment. And acquired traits can even be inher-
ited, in defiance of what we have believed about Darwin being right
and Lamarck being wrong.

JH The apparently linear process of DNA becoming proteins in a devel-
oping organism has really fallen apart. The interactions of genes are just
immensely complicated. This explains why simplistic genetic explana-
tions of human behavior have failed. And why genetic therapies for disease
have been a disaster so far. Things are much more complicated than any-
body had expected. That’s a real paradigm shift within genetics right now.

WH The “Decade of The Brain” campaign was great marketing for
research careers and pharmaceutical companies, but a bust scientif-
ically. And the mapping of the human genome didn’t unlock the key
to curing diseases.

The confusion is between what is the brain and what is the mind.
There is a correlate with biology, and a correlate with chemicals and
electricity, happening in the brain. If you cut off someone’s brain the
mind goes. But then again, if you unplug a TV the program goes off,
but that doesn’t mean you can understand a TV show by analyzing
electrical circuits. There’s something about the mind that is irreduc-
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ible to the brain. That’s the real question when we’re talking about
mental health, or psychiatry.

»

JH Australian philosopher David Chalmers calls this “the hard problem,
explaining the mind and subjective experience, sometimes called qualia
by philosophers, in physical terms. On the one side you’ve got neurons
and brain components like the amygdala and the frontal cortex: physi-
cal objects and physical processes. And, on the other side, you have per-
ception and memory and emotion: subjective constituents of our minds.
The question is how do you go from these physical components and pro-
cesses to these subjective phenomena? And this is an ancient question; it
reaches back to the ancient Greeks.

This is the “explanatory gap”: the gap between the physical and the
mental. It’s the most complex problem that scientists have ever tried to
solve. It makes particle physics look like a child’s game.

WH And the brain is extremely plastic, neurons are shaping themselves,
changing, dying, growing and making new pathways. That’s very dif-
ferent from the idea of a straightforward DNA strand blueprint.

JH That’s right. In some sense, the neu-

ral code of each of us must be unique, The eugenics move-
must be shaped by our unique expe- ment origina"y was
riences and our unique physiology. .

And not only that, but our neural code h?a\l-l Iy populated
changes constantly, in response to new with intellectual

experiences. So neuroscientists are liberals who

chasing a moving target
On the other hand, there have been thought that eugen-

some tremendous practical advanc- 1CS was the future

es. You’ve probably read about those liberation of

experiments where monkeys and

humans have chips implanted in their humanlty- Eugenlcs
brains that can detect neural signals  has been main-

which are then used to move a cursor
stream all along.

on a computer, or control robotic arm?
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don’t think these manic depression, compulsive
are just efforts to  hahayjor, and male homo-
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ities! would fail to corroborate the

JH The major sponsor  INitial flndlng But you wouldn’t
of thisresearch, right  ragd about those failures to

now, is the Pentagon.

The Pentagon clearly corroborate.

has an interest in cra-

zy science fiction possibilities like cyborg soldiers. I've been told by peo-
ple at the Defense Advanced Research Project Agency that’s precisely
what they’re interested in. So you should be frightened...n
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The failure to find genes in psychiatry and psy-
chology is now decades old. Buried in the ava-
lanche of sensational claims reported in the

media, we find more realistic evaluations by
prominent molecular genetic researchers. In

2005 Kenneth Kendler wrote, “The strong, clear,
and direct causal relationship implied by the

concept of ‘a gene for ..’ does not exist for psy-
chiatric disorders. Although we may wish it

to be true, we do not have and are not likely

to ever discover ‘genes for’ psychiatric illness.”
Stephen Faraone and his colleagues observed

in 2008, “It is no secret that our field has pub-
lished thousands of candidate gene association

studies but few replicated findings.”

In a 2009 article published in the Journal
of the American Medical Association, molecu-
lar genetic researcher Neil Risch and his col-
leagues recognized the failure of gene-finding
efforts in psychiatry and psychology. He wrote

“Despite progress in risk gene identification for
several complex diseases, few disorders have
proven as resistant to robust gene finding as
psychiatric illnesses.”

Although these disorders have long been
assumed to result from some combination of
genetic vulnerability and environmental expo-
sure, direct evidence from a specific example
has not been forthcoming. In a 2010 article
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published in the prestigious journal Science, three Nobel Prize win-
ning researchers and their colleagues recognized the “frustrating lack
of progress” in understanding the genetics of mental disorders.

Although most researchers continue to believe that genes do exist
and await discovery, commentators Jonathan Latham and Allison Wil-
son of the Bioscience Research Project concluded in 2010 that the

“dearth of disease-causing genes is without question a scientific discov-
ery of tremendous significance” and that, on the basis of this discovery,
“most disease, most of the time, is essentially environmental in origin.”
A 2012 study, co-authored by many of the world’s leading schizophre-
nia molecular genetic researchers, examined 732 previously identified
“hypothesis- driven candidate genes” for schizophrenia. The research-
ers found no association between these previously identified genes and
schizophrenia. They concluded that their negative results “suggest,
but do not prove, that many traditional ideas about the genetic basis of
schizophrenia may be incorrect,” and that “it is possible that the next
few years will lead to marked changes in major hypotheses about the

genetic basis of schizophrenia.”

And DSM Chair David Kupfer of American Psychiatric Association
said, “In the future, we hope to be able to identify disorders using bio-
logical and genetic markers....Yet this promise, which we have anticipat-
ed since the 1970s, remains disappointingly distant. We’ve been telling
patients for several decades that we are waiting for biomarkers. We’re
still waiting.” In their assessment of decades of unsuccessful gene find-
ing efforts, most researchers choose to emphasize optimism and deem-
phasize failure. As Latham and Wilson observed, “The history of scien-
tific refutation...is that adherents of established theories construct ever
more elaborate or unlikely explanations to fend off their critics.”

A recent example of this optimism is a 2010 article by psychiat-
ric geneticists Hudziak and Faraone, who wrote, “Genetic research on
developmental psychopathology has grown exponentially, as reflect-
ed not only in the number of published papers but also in the power of
molecular genetic and statistical technologies. Although we are only in
the infancy of our field, the pathway to discovery is clear. One can only
imagine the incredible progress that will be made in the next decades.”
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Instead of emphasizing that the findings of these published papers
were not replicated, their view implies that the number of published
papers itself constitutes scientific progress. Psychiatric geneticists
have been saying this for 30 years. Rather than being in its infancy,
molecular genetic studies of psychiatric disorders have produced an

important finding: the genetic basis of these disorders appears to have
been refuted. m
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chairoftheUKHear-  ypderstanding overwhelming emotional pain has
ing Voices Network,

and co-editor of Liv-
ing with Voices: 50

Stories of Recovery
(2013), Demedicalis-  difficulties. It is based on scientific evidence, and

emerged over the last few years. It has the poten-
tial to change the way we conceptualize human suf-
fering across the whole spectrum of mental health

ing Misery: Psychia- substantiates what many individuals with first-
try, Psychologyand hand experience of mental health problems have
the Human Condli-
tion (2011), and Mod-
els of Madness: Psy-
chological, Social,

and Biological Ap-
proachestoPsycho-  had a perfectly natural response to serious trau-

always known: when bad things happen to you they
can drive you mad.
I am not mentally ill. Never was, never have

been, never will be. I am a survivor of abuse. I have

sis(2004). ma. To name my response as an illness is offensive.

We spend too much time talking about illness and
what’s going on in peoples’ brains and not enough time on what’s gong on
in people’s lives.

Trauma recovery means that accepting support is not a sign of weak-
ness. Accepting support is an act of courage, a commitment to life, and a
belief in the future.

When trauma is perpetuated by people we trusted and depended
upon, society makes us ask “what’s wrong with me?” Growing up, the only
safe place was in my head, and imagination. Part of healing is developing
a different relationship with the voices. The journey to recovery means
believing that I am deeply lovable. I want the question instead to be “what
happened to me?”

I’ve had to fight tooth and nail for recovery, but I am one of the lucky
ones. N
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munity, food, relationships,
oppression, society,
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weaves our physical
bodies together.

San Francisco in the 1990s: doctors recommend-
ed medication for HIV positive people as a way
to prevent AIDS. The pills, AZT, were highly tox-
ic (and highly profitable), and many people who

died in the AIDS epidemic were, in fact, killed by

the drugs that doctors prescribed them.

I had a friend who was HIV positive, and
took me to a conference on “psychoneuroim-
munology.” Speakers recommended alternatives
to AZT to prevent AIDS holistically, and I had
an epiphany. What if the madness I was suffer-
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ing, diagnosed as schizophrenia and pronounced uncurable, meant my
own immune system needed healing? The hospital prescribed medica-
tions and therapy. What if I tried holistic health instead?

Tests showed I had allergies to milk and chocolate, and I realized:
on the inpatient ward every meal came with two paper cartons of choco-
late milk. I was very interested in that milk. I would drink it and drink it,
trading my desserts with other patients for even more milk, all the milk
I could get. They had a nickname for me in the hospital, they called me
the “choco-meister.”

Do people crave foods they are allergic to? The doctor told me yes,
and so I asked, “What are some of the symptoms?” He rattled off a long
list of reactions, and when he got to “depression,” “anxiety,” and “neu-
rological problems” my eyes widened. I swore off milk and chocolate.

I started connecting more dots. Today I believe humans are fun-
damentally ecological: a single fabric of food, relationships, oppression,
society, spirit, and environment weaves our physical bodies together. I've
seen acupuncturists for years, stopped eating gluten and sugar, went to a
homeopath, had my mercury dental fillings removed, started taking EFA
and probiotics and vitamin B, and learned yoga and meditation. After 15
years I finally got off disability payments and left my mental illness iden-
tity behind. My life changed.

I’'m also sure I wasted a lot of what little money I had. Looking back,
the turning points for me actually weren’t learning about psychoneuroim-
munology, changing my diet, getting allergy tests or taking supplements.
The key moments were the connections I made, the risks I took to form
friendships, the steps to overcome isolation, and all the ways I gradually
learned to take back power in my life.

Can holistic treatments such as food, supplements, naturopathic doc-
tors, acupuncturists, even medical cannabis, make a difference for men-
tal health? Of course they can. Does poor diet, driven by poverty, play a
key role in mental distress? Absolutely. Physical health conditions are
well known to cause emotional problems; lack of vitamin D or vitamin
B can cause depression, for example, and there is growing research on
the connections betweeen food, mind, and gut health. But no psychiat-
ric diagnosis has ever been shown to always result from any biological
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imbalances. Yes gluten allergies, for example, are more prevalent in some
people diagnosed with schizophrenia. But not all. Poverty is also more
prevalent. Each person is unique.

Chronic infection, toxic exposure, pain, hormone imbalance, nutri-
tional deficiency, thyroid conditions, adrenal fatigue... they all can lie
behind a mental illness. I'm glad I had the privilege to get my health treat-

ed, and lived in a state where

What if my diagnOSiS of Medicare paid for acupuncture.

. . The high sugar, processed and
schlzophrenla meant chemicalized standard Ameri-
my own immune system can diet does make many peo-

. . le sick: everyone should have
wasinn fhealing? P
as eed of hea g access to healthy food and holis-

tic healthcare.

But for me there were also just as many years of holistic health with
no effect as there were with treatments that seemed to work. At the same
time I was seeking holistic options, I also retreated from a stressful life-
style, stood up to my abusers, cultivated close friendships, embraced spir-
ituality, organized my community, and dedicated myself to meaningful
work: maybe that set the stage for holistic treatments to take effect?

Some of us, myself included, credit part of our recovery to diet chang-
es and holistic health. These certainly make healthier brains, but is brain
health the answer for everyone? Is brain health determined by food and
vitamins, or shaped by social context? Why do so many people who fol-
low holistic health plans still suffer from mental illness? If holistic health
is the key to bipolar, schizophrenia, OCD, or psychosis, why do I keep
meeting people spending money

on holistic treatments or making Maybe the mostim-
food changes who haven'tgot- - portant benefit holistic
ten better?
. , health gave me was the
And when a specific person . .
does respond to a more holistic faithto queStlon

view, what is it that makes the ~ mainstream treatments.
difference? Is it physical body

changes? Or the act of choice
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and empowerment? Does the change make a difference, or the deeper

attitude of making a change? The placebo effect? A trusting relationship

with a provider? Being part of a community that encourages empower-
ment? Gaining confidence to speak your own truth?

And maybe the most important thing holistic health gave me was the
faith to question authority. Even when fish oil, gluten free cooking, and
homeopathy don’t work, they don’t kill people. Navane and lithium do. My
HIV-positive friend who took me to the holistic conference is alive today,
with a strong immune system and a healthy diet, and no AZT. Many oth-
ers are dead, after they did what mainstream doctors told them to do. m
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Community Acupuncture
Lee Entel Hurter

Lee Entel Hurter was
amain organizer with
Freedom Center, di-
rectedits free acu-
puncture clinic,and
went ontobecome a
licensed acupunctur-
ist. Lee is now based
in Denver, Colorado.

Getting stuck in the ears with needles may not

be the first thing we think to do during an epi-
sode of trauma, mania, or depression. Maybe

it should be, though.

I ran the Freedom Center’s weekly acupunc-
ture clinic, one of the first of its kind anywhere.
We gave many hundreds of people entirely free
treatments, and I've seen firsthand the benefits
for insomnia, addiction, mania, depressed states,
and trauma, as well as psychiatric drug with-
drawal. Sometimes acupuncture feels subtle,
while other times it breathes life back into an
emotionally drowning person. You can become
more grounded in your body, feel like you stand
taller, and maintain a deep, peaceful state of

mind.

The NADA (National Acupuncture Detoxi-
fication Association) protocol is simple: 5 nee-
dles in ear points corresponding to organ merid-
ians, administered in a drop-in, group setting.
Treatment is anonymous, silent, and in a circle,
which can feel safer than talking with a coun-
selor about traumatic events or meeting one-

on-one with a professional.

One example of acupuncture’s power is
Jenafer Andren. After sleeping pills, psycho-
therapy, and Baystate Medical Center failed
to help her insomnia, she came to the Free-
dom Center clinic. In a local newspaper cover
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story, Jenafer told the Hampshire Gazette newspaper, “I don’t have to
take naps anymore, I don’t have meltdowns, where I’m so tired I start
crying. My overall health is so much better.”

As acupuncture becomes more mainstream, many professionals
have made it an expensive, elitist "boutique” treatment. A community
approach is vital now more than ever, so that the benefits of tradition-
al and holistic Chinese medicine can be accessed by all. m
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Is Shyness a Mental
Disorder?
Christopher Lane

Christopher Laneis
a professor of litera-
ture at Northwestern
University and author
of Shyness: How Nor-
mal Behavior Became
a Sickness (2008),
editor of The Psy-
choanalysis of Race
(1998), and co-edi-
tor of Homosexuality
and Psychoanalysis
(2001).

Shynessin the 1950s
was often prized as a
virtue. It was seen as
appropriate bashful-
ness and modesty.

WILL HALL How did a professor of literature
get interested in shyness and psychiatric dis-
orders?

CHRISTOPHER LANE Many of the students I teach
are on medication for relatively mild problems
that earlier generations dealt with quite dif-
ferently. I wrote a book on what the Victorians
thought about antisocial behavior, so the ques-
tion for me became, Are medications being used
today to eliminate a large range of emotions?
That led me to the American Psychiatric Asso-
ciation archives to determine exactly why 112
new disorders were added to the third edition
of the diagnostic Bible, the DSM, in 1980. The
statute of limitations on many behind-the-scenes
documents had just expired, and what I found
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was quite disturbing.
WH What did you discover?

cL The most extreme was a proposal (mercifully unapproved) for some-
thing called “chronic complaint disorder,” which aimed to pathologize

people who grumble about the weather, taxes, or even race track results.
The claim was a person with this disorder would say “oy vey” and “inflict

their persistent and consistent complaining in a high-pitched whin-
ing fashion, which is especially noxious to the listener.” Other propos-
als which got a lot more discussion were for “chronic undifferentiated

unhappiness disorder,” and “social phobia,” which included symptoms

such as “fear of eating alone in restaurants,” “concern about hand trem-
bling when one is writing a check,” “and avoidance of public toilets or

restrooms.” Those criteria are still in the DSM.

The DSM writing process was tilted towards psychiatrists already
predisposed to biological explanations. Isaac Marks, emeritus at the Uni-
versity of London and a world-renowned expert on anxiety, described
it as consensus arranged by leaving out the dissenters. Those who dis-
agreed were not invited to subsequent meetings.

WH You are describing a very political, not scientific, process, back
room deals and negotiations of prestige and reputations, all under
the influence of the pharmaceutical companies.

cL DSM-5 co-chair Darrel Regier says they made mistakes in the past but
today are only dealing with science. It sounds great, but simply isn’t true.

Robert Spitzer, the main architect and designer of DSM-IIT who got
112 new disorders classified, told me that if a drug company is pressing
the FDA to approve a new drug, there is a sort of synergy between that
drug company promotion and the ease with which a new disorder can
enter the diagnostic manual.

For example, Eli Lilly needed to extend its patent on Prozac and
continue to profit. So it relabeled the drug as Sarafem and pressed to get
“premenstrual dysphoric disorder” in the DSM-IV so doctors could pre-
scribe it. Sarafem is basically a lavender-colored version of Prozac. Mil-
lions of dollars were spent in advertising to promote that disorder. There
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Two-thirds of patient sup- actually was a big fight over
that inclusion, with resigna-

port groups aré funded by tions from major DSM com-

drug companies. They mittees.

recruit phOtOgenlc mem- WH Tell us about shyness

bers to address the media, and “social anxiety disor-

and anyone who chal- der.”
Ienges themistold “YOU’re cL Shyness in the 1950s
denYing my suﬁeringl” was often prized as a virtue.

It was seen as appropriate

bashfulness and modesty. I
don’t want to idealize shyness; there are all kinds of problems associat-
ed with it, particularly for women. But there has been a massive shift in
the way that we think about shyness.

Shyness is an extremely common personality trait. There’s a 50%
chance that anyone will consider themselves shy or identify as such. I
discovered that the symptoms for “social phobia” overlap so closely with
shyness that they are almost interchangeable. Astonishingly, some of the
DSM discussions about how to diagnose social phobia actually centered
on whether people took their cars to work or preferred public transpor-
tation, whether they were avoiding other people or the car was simply
more convenient because you had a bad commute. Mind boggling!

So the whole definition of the disorder totally overlaps with a very
common behavioral trait. GlaxoSmithKline spent over $93 million in one
year on a public awareness campaign to encourage people and especially
doctors to re-label shyness as “social anxiety disorder.” Not a campaign

for their drug directly, ] ]
they wanted peopleto  DSM-5 co-chair Darrel Regier

second-guess them-  gays they made mistakes in the
selves and question .
whether ordinary shy- past but today are only dealing
ness was in fact adis- With science. It sounds great,
order. They put ques-  hyt simply isn’t true.

tionnaires up on the
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web and distributed brochures, where people could check on a scale 1
to 5: “Are you anxious about people in authority”? “Do you dislike going
to parties alone?” “Do you dislike speaking in front of your colleagues at
work?” Then if you have enough checks, you are supposed to go to your
doctor and say, “It looks like this is what I'm suffering from.”

WH And this direct-to-consumer advertising is new?

cL In 1997 the FDA relaxed its rules, and pharmaceutical company adver-
tising went from $595 to $843 million. Then by the year 2000 it averaged
$2.5 billion. Today it’s estimated at well over $5 billion annually.

WH And as advertising spending goes

GlaxoSmithKline up, so do diagnosis and prescriptions?

Spent over $93 cL Absolutely. And now the real “growth
millionin one year area” is bipolar disorder. Antipsychotics

or neuroleptics prescribed for bipolar

onapu blic aware- disorder are still on patent and are major
ness campaign to revenue-earners for the drug companies.

| Drug companies have been trying to link

encourage people bipolar disorder with depression and

and eSpeCia"y say that you need a drug that will meet

doctors to re-label both problems. It’s entirely due to push-
« . ing the drugs still on patent: they are the

shyness as “social money-makers.

anxiety disorder.” The shift to sell neuroleptic antipsy-

chotics is very cynical. Joseph Biederman

of Harvard Medical School, in promot-
ing “pediatric bipolar,” is indirectly responsible for putting two-year-old
children on these drugs, many of whom have died, such as Rebecca Riley
who died at age 4; she had been prescribed Seroquel, Depakote, and Cloni-
dine since age 2. Biederman hid his significant pharmaceutical consult-
ing income while he was writing articles and appearing in the media pro-
moting his idea of pediatric bipolar. What is a four-year-old doing being

prescribed very dangerous drugs never approved for the treatment of
childhood bipolar disorder?
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WH What else did you discover about marketing shyness?

cL A public awareness campaign called “Imagine Being Allergic to Other

People,” showed a young man staring into a teacup saying how alone he

felt. There was a 1-800 number to call, but no indication the ad was paid

for by a drug company. GlaxoSmithKline had been sponsoring a group

called “Freedom From Fear” to do the campaign; it was set up by Madi-
son Avenue-based PR company Cohn and Wolfe, which has clients from

VISA to Hilton Hotels.

WH So GlaxoSmithKline was posing as a charity?

cL Two-thirds of patient support groups are funded by drug companies.
They recruit photogenic members to address the media, and anyone who

challenges them is told “you’re denying my suffering,” or “you are mini-
mizing a very serious condition.” They are directly financed to rebut any

criticism of overmedication and diagnosis.

WH Suffering becomes a human shield to exempt you from criticism.

cL Some people chafe when they hear they have bought into a certain

perception; the economics behind all this, though, is very real. Labels

can be comforting and reassuring, and we need to remember that suffer-
ing does exist. But the question is how do we interpret it? As a mental or

psychiatric condition? Or, as in the case of shyness, as a relatively benign

behavioral trait that some people even enjoy as an eccentricity or quirk,
simply a feature of their personality.

And when people do find behavior limiting, there are a huge num-
ber of non-psychiatric ways of addressing it. I'm often contacted by con-
cerned parents, and I recommend a book called The Shy Child by Philip
Zimbardo, written before Prozac, Zoloft, Effexor and Paxil came on the
market. It is packed with great advice about how to draw someone out if
they are introverted and how to encourage them to participate. It’s impor-
tant that you don’t label; you don’t represent it as a crisis, you don’t make
someone more self-conscious by saying “this is the defining feature of
your personality.”
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Joseph Biederman of Harvard Medical School,
in promoting “pediatric bipolar,” is indirectly
responsible for putting two-year-old children
on these drugs, many of whom have died, such
as Rebecca Riley who died at age 4; she had
been prescribed Seroquel, Depakote, and
Clonidine since age 2.

WH What about people who feel helped by psych drugs?

CL 80% of Paxil’s effectiveness has been shown to be due to placebo alone.
Of course that leaves the remaining 20%, but on the basis of clinical tri-
als, with the side effects and discontinuation problems factored in, none
of these antidepressants should have received FDA approval.

Glaxo even sent around an internal, confidential memo warning
that 20% of patients in Paxil trials were experiencing quite severe with-
drawal symptoms, which it didn’t tell the FDA about. Paxil is unique as
an anticholinergic as well as an antidepressant, which means it affects
the central nervous system (CNS) and brain’s fight-or-flight responses.
The drug presents a false neuronal picture to the central nervous system,
and brain receptors assume that they are in less demand, and down-reg-
ulate. When people come off the drug, there aren’t sufficient receptors
in the brain to cope. So people cycle through really extreme moods.

There is a lot of litigation surrounding Paxil. There are Paxil with-
drawal cases going through courts right now about high levels of suicide,
obsession with suicide, aggression and anxiety. Physiological effects from
the drug include risk of stroke, renal failure, blood platelet aggregation
problems... And you realize, wait, this drug is being prescribed for peo-
ple who feel anxious about going to parties, who dislike eating alone in

restaurants.
WH Wasn’t Paxil promoted in the wake of 9/11?

cL Just a month after the World Trade Center attacks, GlaxoSmithKline
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ran TV ads featuring a woman saying, “I keep fearing that something

awful is going to happen.” So of course there was a spike in prescriptions

for “generalized anxiety disorder,” which, as DSM Task Force chair Rob-
ert Spitzer confirmed to me in an interview, is a DSM catch-all for every-
thing that couldn’t go elsewhere.

WH How did the DSM even get started?

cL The first DSM from 1952 evolved out of a number of military memos
from US Armed Forces psychiatrists who had observed behavior that they
categorized as “passive aggressive.” Servicemen in the Second World War,
and then in the Korean War, who were not following orders to the satis-
faction of their officers became the basis for “passive aggressive person-

The way we think about iliness underwent
massive transformation. We’ve gone from
saying “you are anxiously neurotic about
certain things” to saying “you are a person with
social anxiety disorder.”

ality disorder.” The APA took that and reproduced it verbatim in DSM-
I and DSM-II, the first two editions. They started diagnosing civilians,
in particular housewives who were “procrastinating and dawdling over
the laundry and doing the shopping,” language that is still in the DSM.

The one person in charge of DSM-II, Sir Aubrey Lewis, made a key
change. He deleted the word “reaction” from a number of the descrip-
tions. Previously you had “schizophrenic reaction,” or “paranoid reac-
tion,” and so on, based on particular responses to key life events that hap-
pened. One word was deleted and it became simply “paranoia.”

WH So looking at context is erased by the stroke of a pen.

cL It becomes an ontology: “your condition.” An illness that then defines
you rather than a behavior to which you might be susceptible under various
conditions of stress. The way we think about illness underwent massive
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Physiological effects
include risk of stroke,
renal failure, blood
platelet aggregation
problems... And you
realize, wait, this drug
is being prescribed
for people who feel
anxious about going
to parties, who dislike
eating alonein
restaurants.
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transformation. We’ve gone from
saying “you are anxiously neurot-
ic about certain things” to saying,
“you are a person with social anxi-

ety disorder.”

WH It’s incredible how this one
book shapes culture so dramat-
ically.

cL And it’s done in secret: commit-
tees sign a confidentiality agree-
ment not to circulate drafts of pro-
posals, working notes, minutes, or
how votes went. There is now a
limit of $10,000 for income from
the drug companies. The Washing-
ton Post actually determined that
every expert working on the DSM

criteria for depression had ties to a pharmaceutical company. More than

half of those working on the remaining disorders had similarly compro-

mising ties. Basically the profession has generated an insurmountable

conflict of interest.

WH The regulation of the medical industry has been captured by the

people it’s supposed to be regulating.

cL Absolutely and regrettably so. m
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AutismLiberation
AriNeeman

AriNe'eman, the
founding president of
the Autism Self Ad-
vocacy Network, is
diagnosed on the au-
tism spectrum and in-
volved with disability
policy nationally.

We don't believe in
recovery for autism.
It's trying to make us
something that we
are not.

WILL HALL How are you challenging “normal”
and medical treatments to make people con-

form to mainstream standards?

ARINE’EMAN When I was twelve I was diagnosed

with Asperger’s Syndrome, a form of autism.
There is huge diversity among people, but com-
mon to autism is difficulty with social communi-
cation and perception, fixated or focused inter-
ests, as well as repetitive behaviors. When you

have difficulty interpreting nonverbal communi-
cation such facial expressions, you can miss out

on important aspects of a conversation that are

more than just words being exchanged. Meta-
phors, social niceties, and nonverbal behaviors

are all a second language to me.

So I was and still am very much out of step
with what is considered normal behavior or inter-
ests. Small talk and other forms of social commu-
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nication, which are often less substantive but crucial to succeeding in the

social world, were a very significant challenge for me. After a great deal

of effort I did pick up these skills, but one always prefers to communi-
cate with others who understand your personal perspective. That’s why
it is so important for young adults with autism to connect with the larg-
er autistic community.

WH That’s interesting to think of relating to “normal” people as relat-
ing to a different culture and learning a second language.

AN There are also advantages to being on the autism spectrum. Focused

thinking, categorization, and specific interests have proven to be very
helpful, especially in fields like engineering and economics. My focus

was always public policy, and I was very different from other students:

I was the one kid bringing in the newspaper to read in second grade. I

faced tremendous bullying and difficulties with peers and teachers just

because we had a hard time understanding each other. It was also assumed

that my diagnosis or disability meant opportunities for high level suc-
cess, like going to college or having a career, wouldn’t be available to me.
But I wanted to have the same opportuni-

ties as those in the mainstream, so I had to It's common for
fight against perceptions and expectations. other peop]e to
When I entered high school I was tell vou thev know
bussed an hour and a half north to an out- y y
of-district school that was very academi- YOUF needs better
cally inferior to the local school five min- than you do. That

utes away. It was more a daycare thanan
is very dangerous.

academic setting. That was the expectation
for kids with neurological differences.

WH My own out-of -normal-range behavior got me put into a “special”
grade five classroom, but luckily I was returned to a regular class. So
you were segregated from other students and denied opportunities
you really needed and deserved, all in the name of treatment?

AN Across a broad range of disabilities it’s common for other people to
tell you they know your needs better than you do. That is very danger-
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ous. The message of the disabil- Metaphors, social

ity rights movementis “nothing i otias and nonverbal
about us without us” and there is

areason for that. I had to fight to behaviors are all a

get the education to unlock the second |angu age to me.
future I wanted, and it was a very

difficult process. But what is more

frightening is that many people absorb and internalize the idea that they
are inferior. That’s very damaging to people’s potential.

WH The similarities with mental health are clear. Was there an effort to
train you to become more normal, was that part of the special schooling?

AN Yes. In autism treatment there is a tremendous focus on behavior, and
when I say behavior I'm not just talking disruptive behavior or objective-
ly problematic behavior, but behavior in general, when that behavior is
viewed by society as not socially optimal or normal. I was told very often
“Ari, you need to start looking people in the eyes. You shouldn’t concentrate
on your interests. You need to learn to engage.” Yes there is an advantage
to understanding these things, just as there is an advantage to teaching
people English as a second language when they are in an English speaking
country. But there is a huge difference between teaching someone how to
communicate in the standard way and teaching that way as the only way.
I remember being told in social skills classes, “When people are hap-
py they smile like this.” They would show a very broad, kind of stereotypi-
cal smile. Actually people don’t ever look like that. Teaching the social via
hard and fast rules of behavior, as opposed to the reasons behind behav-
ior, has limits. It often actually worsens people’s ability to understand the
world around them.

WH So do we learn a second language to gain access to mainstream cul-
ture and enrich ourselves, or do we learn a second language to deni-
grate our first language and get rid of the culture we come from? That’s
why we are the ones who should be designing programs intended to
help us: we understand the difference.

What about people whose experiences with autism are different
than yours, such as people who don’t have your verbal ability?
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AN Autism is incredibly diverse, and no one individual can speak for the
entire spectrum. The Autistic Self Advocacy Network has many different
kinds of people involved. Often autistic people who have trouble commu-
nicating are presumed to be “low functioning;” I don’t like that terminol-
ogy, I think it feeds into a hierarchy that is often self-fulfilling. Or we are
seen as unintelligent, and presumed to have no potential, and even con-
sidered to not be aware of the world around us. But in reality no effort is
being put into empowering us.

When people are given the ability to communicate, including through
augmentative and alternative communication and assistive technology,
itbecomes very clear: they have a tremendous amount of potential. They
have definite opinions about the world around them and about how they
want to be treated. Augmented and alternative communication is a civil
rights issue.

WH What kinds of technology?

AN Such as the picture exchange communication system, pointing to
images, or something more developed like the keyboard and voice syn-
thesizers people see Stephen Hawking use. An assistant who understands
social communication and can translate for the person is also helpful.
Sometimes oral speech difficulties come up in times of high stress,
so there is growing attention to

There iS a huge diﬁerence autistic adults and children get-
between teaching some- ting into tragic misunderstand-
. ings with law enforcement offi-

one how to communicate .
cers because of traits such as
in the standard way and not looking people in the eye or
teaching that way as the acting in socially inappropriate

ways. That’s also a parallel with

Onl_V way. the mental health community.

WH What about the biolog-
ical basis for a diagnosis of
autism? Autism findings in genetics are as equally inconclusive as

for schizophrenia, but the politics are very different from the mad



205 Autism Liberation Ari Neeman

movement.

AN Most of us agree with the scientific community that autism is neuro-
logical in origin: we agree that our brains are different. Where we don’t
agree with many professionals is on how we should respond to our differ-
ence. We don’t see anything wrong in being different. We might need dif-
ferent educational services, for example, but that is just reflective of the
diversity of our society. We don’t think there is any more problem with
neurological diversity than any other kind of diversity. We are striving
for equality of opportunity, the opportunity to be successfully employed,
to succeed in living in our communities, and to have all the same oppor-

tunities as any “neurotypical” person.

WH Yet the language of biological brain difference in psychiatric diag-
nosis has historically gone along with expecting change to be impos-
sible, that recovery can’t happen. It becomes a self fulfilling prophe-
cy, and people become disempowered.

The message of the disability rights movement
is “nothing about us without us” and there is a
reason for that.

AN In the autism community we don’t believe in recovery for autism. This
idea of recovery, that we need to be fixed and that we can grow out of
it, has been heavily pushed by parents. It’s trying to make us something
that we are not. The difficulty isn’t the autism label, the difficulty is the
stigma attached to that label.

WH With bipolar and schizophrenia, parent advocates funded by phar-
maceutical companies have been on the other side, opposing the pos-
sibility of recovery for years. Patient activism changed that. The par-
ent-child conflict is familiar though.

AN Just like the gay rights movement, the neurodiversity movement needs
to teach the world to stop looking at us as broken people in need of fix-
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ing. It’s a problem to turn us against who we are. I think this is one part
of the broader civil rights advocacy that our society needs.

WH The question around madness becomes, How can we reject dehu-
manizing medicalization, and celebrate and embrace differences, while

also opening the door to change and recovery? I do want to overcome

some limits in my life caused by mental difference, just as you want

people with autism to have communication support and educational

opportunities. But some difference needs to be accepted and accom-
modated, such as being gay, shy, deaf, or passionate, hearing voices,
or having visionary states.

AN People with autism do face severe problems that aren’t just a result of

discrimination. I encourage professionals to take a neurodiversity frame-
work, and ask whether a particular behavior or trait objectively causes

difficulty, such as self-injury, or if the trait is only a difficulty because how

society views it. Sequencing behavior (lining things up), having focused

interests (which is in our minds actually one of our biggest strengths),
not looking people in the eyes... these things are socially stigmatized, not

objective problems.

WH Those of us who hear voices or go through unusual sensory expe-
riences are asking is there anything intrinsically wrong with that? Or
is it our relationships to it, and the social

response? The Hearing Voices Movement | wanted to
emphasizes voices as an unusual but normal have the same
human trait. So both the mad and autistic

movements embrace difference, but have OppOrtunltleS as
different politics on the claims of biology those in the main-

and genetics. It remi.nds me of the C(?n.tro- s tream, so | had
versy around the claim some gay activists

make about a “gay gene” as a strategyto 1O fight against
affirm diverse sexuality. perceptions and
AN Our feeling has been very clear that we eXpeCtatiOHS.

believe we are born autistic. The science to
describe brain differences is still develop-
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ing and autism is still diagnosed behaviorally, but the science shows that
autistic brains are different from neurotypical brains and this is predom-
inantly for genetic reasons. At one point it was believed that autism was
the result of poor parenting, and that was shown to be false. That myth
caused a lot of damage.

WH The legacy of parent blaming and the reaction to it are similar. And
diagnosis based on behavior rather than physical difference raises the
same questions about objectivity, but your movement has reached dif-

ferent conclusions than the mad movement.

AN One concern we

have with genetics

, | faced tremendous bullying
research is the pos-
sibility for pre-natal  @nd difficulties with peers and
tests. That worriesus ~ teachers just because we had
because of whathap- 5 o time understanding
pened to people with
Down Syndrome: each other.
there is a 92% rate of
selective abortion when prenatal test shows Down Syndrome. With all
the fear and the public stigma around the autism spectrum, we might

see something very similar if we saw an autism prenatal test. So we have
bioethics concerns.

WH Gay liberation activists have raised that fear as well, that the search
for a gene determining homosexuality might backfire. Down Syndrome
has very clear genetic and physical markers though, while the gay
gene research has, like most genetic research, failed to reach its hype.
Latest neuroscience shows brain structure is changeable by learning
and environment, and the expected genetic causes of illness haven’t
been discovered. So “biological difference,” brain, gene, or otherwise,
is more complex than hardwired destiny.

And there would be less abortion of people with Down Syndrome
if they were more welcomed, had a valued place in the community and
media, and we heard positive things about the fact that they live high
quality and happy lives.
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Our movement Is there also an element of pharma
profiteering around autism?
talks alot about
the rlg ht to not AN There is the beginning of that, but it isn’t
be interfered to the same extent as in the mental health
] world. They recently started promoting Ris-
Wlthy but we perdal as a treatment for aggression in autis-

need to empha- tic people, and we are very concerned about
the possible side-effects there. We see it as

size the I’Ight to a form of chemical restraint. There is also

decent health a tendency to overmedicate autistic people,

and mental although more as a means of control instead
] of “this is going to treat people.”

health services.

We also have a common cause against

restraint and seclusion, and against aversives.

Aversives are the use of pain as a means of

behavior modification, something we view as very abusive. It is basical-

ly torture, and we have been trying to fight that. We are not tolerating it

on the part of our nation’s worst enemies, so why should we be tolerat-
ing it on the part of children and adults with disabilities?

We are seen as unintelligent, and presumed to
have no potential, and even considered to not
be aware of the world around us. But in reality
no effort is put into empowering us.

WH And what are some of the historical and cross cultural perspec-
tives on autism?

AH Many individuals have been viewed in positive ways. Mathemati-
cian Alan Turing would have been diagnosed autistic today. But there
are also examples of an incredibly negative view, such as the “change-
ling” mythology in medieval Europe. They said fairies came in the mid-
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dle of the night to place a fairy in an infant’s place. The child would be

withdrawn and wouldn’t respond to its mother, a fairly accurate descrip-
tion of autistic traits. It was simply an autistic child going through what

is normal development for an autistic child. But Martin Luther said that

a proper response to this was to drown that child in the river. So there

is a history of violence against folks who display autistic traits, that still

carries over to this day. m
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Unmaking Diagnosis
Gary Greenberg

Gary Greenbergis a
therapist, contribut-
ing editor at Harpers,
and writer for Rolling
Stone, The New York-
er,and The New York
Times. He is the au-
thor of Manufacturing
Depression: The Se-
cret History of a Mod-
ern Disease (2010)

and The Book of Woe:

The DSM and the Un-
making of Psychiatry
(2013).

The APA and the DSM
simply have too much
power. They are a
private guild, basically
a corporation, and
they literally own these
mental disorders as
intellectual property.

WILL HALL You write that the DSM is to psychi-
atrists what the Bible is to Christians.

GARY GREENBERG The DSM is not only a con-
venience for therapists and insurance billing, it
determines what drugs get approved, it deter-
mines courtroom questions like whether some-
one is incompetent to stand trial, it determines
involuntary commitment, and it is used in schools
to determine who is eligible for special services.
It is a foundational text, like the Constitution is to
the United States: it gives the institution of psy-
chiatry its authority. It is a hugely important book.
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The modern DSM was psychiatry’s attempt to rescue itself from a
terrible crisis they found themselves in the 1970s. Some embarrassing
studies showed that psychiatrists, given the same patient, would disagree
with each other more often than they would agree about what mental ill-
ness the patient had.

Rosenhan’s famous “On Being Sane in Insane Places” study also made
abig splash, where graduate students who showed up in emergency rooms
complaining that they were hearing

the word “thud” in their heads were N ow suddenly lam

promptly admitted, all of them, to . ”

different hospitals diagnosed with Wonderlng’ Have |

schizophrenia. And in some cases, lived my life with an

they had trouble getting back out. unnecessary amou nt
And then after years of protest

in 1973 the American Psychiatric of SUﬁering because

Association (APA) voted to delete  thereis Something

homosexuality from the DSM. This . .
wrong with my brain?

was also troublesome: can you real-
ly vote a diagnosis off the island?

Is that science? So psychiatry was,
and not for the first time in its existence,under siege. They had to come

up with a way to diagnose people reliably, so they did a number of DSM
revisions with different criteria.

It worked brilliantly. By revising the DSM in the 1970s psychiatry
went from a backwater held in disregard by many doctors, and became
mainstream. Psychiatry regained the confidence of insurance compa-
nies and government. But while the new DSM showed that doctors could
agree that a group of symptoms added up to this disorder, they still hadn’t
proved that the disorder existed.

WH Not only did you write about the DSM, you yourself went down
the rabbit hole of diagnosis.

GG I spent time at Harvard medical school as a subject in a clinical tri-
al; a guinea pig. Thankfully it involved fish oil, not actual psychotropic
drugs (and it turns out I was on the placebo anyway). I signed up for this
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research trial about minor depression, but when the psychiatrist did the
intake interview he concluded that I had major depression.

WH How did he do that, exactly?

GG He gave me a test called the Structured Clinical Interview for DSM
Disorders (SCID), with questions like “Have you been sad for two weeks?”
It’s not rocket science, it’s a check box. Theoretically if you spend an hour
with the person doing it, you can come out with a DSM diagnosis.

As this doctor was interviewing me, I realized he was asking questions
keyed to the criteria in the DSM, but he wasn’t really paying any atten-
tion to me. He was paying more attention to the paperwork. Not only did
I find that insulting, but as a therapist and clinician myself I wondered,
How can you do this? How can you simply attend to the criteria and not
attend to the patient?

WH Did getting told you had a major psychiatric disorder mean any-
thing personally to you?

GG It meant surprisingly a lot. Even though I was very skeptical, it still
had an effect on me to be told “You qualify for this disorder.” The idea
that depression was a chemical imbalance really took hold. I do struggle
with moodiness, I mean ask my wife, she will tell you! I can be moody, I
can get pretty low. Now suddenly I am wondering, “Have I lived my life
with an unnecessary amount of suffering because there is something
wrong with my brain?”

WH That is a huge question people face. “Is this something that should
be medically treated, because it is a physical limitation and I don’t
need to live with it?”

GG The brain, just like any other organ in the body, can go bad. It’s the

most complicated organ in the body, so you might even say it’s more like-
ly to go bad. The problem is that at the moment, psychiatry can’t distin-
guish between people whose trouble is caused by something going on

in their brain analogous to diabetes, cancer, or something like that, and

people whose suffering only resembles organic pathology but isn’t. And

so they simply gloss over the distinction.
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I did a lot of research into where this idea of depression as a bio-
chemical imbalance came from. I discovered that it is a very carefully
constructed myth. Doctors are so bound and determined to find organic
pathology and biochemical imbalances behind depression that they just
assume it is there, and therefore they see it.

The idea that serotonin deficiencies caused depression, which comes
from the fact that the drugs affect serotonin metabolism, is absolutely
incorrect. Everybody knows that. It’s not serotonin deficiencies, it may
not even be serotonin metabolism. The brain is way too complicated for
these simplistic explanations.

Consciousness is impossible without certain biochemical events. But
what does that mean exactly? I know the biochemical event is a neces-

The DSM suggests that if unhappiness persists
for more than two weeks you have a medical
iliness. That is social intolerance for unhappi-
ness and an expression of the way we value
optimism. And obviously optimismiis tied to
buying things and spending money.

sary condition, but is it the sufficient condition? Maybe the brain is serv-
ing something else. Maybe there is such a thing as the mind.

More importantly, we don’t even know what those brain events are.
Nonetheless, at this moment, as you and I are talking, I guarantee you
somewhere a doctor is telling a patient they have a chemical imbalance in
their brain and that is why they should take their Abilify or Prozac. And
then that very same doctor, if he goes to a medical conference and a col-
league asks him, “Hey what about that chemical imbalance,” he will cer

tainly say “No. We don’t know if there is a chemical imbalance.” Because
they don’t.

And it is a myth that medications correct the chemical imbalances.
If they did, you would expect more robust efficacy from these drugs. But
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they aren’t very effective.

Pediatric bipolar is probably the biggest psychiatric scandal of our
generation. It is virtually impossible to diagnose a child with bipolar
because bipolar requires episodic mania, and most children haven’t lived
long enough to have episodic mania, it is very rarely observed in children.
So prior to this idea about pediatric bipolar there was very little of it. But
the DSM offers you this incredibly generous loophole called “NOS;,” or

“not otherwise specified,” and that is what children are diagnosed with.

When you get a diagnosis, particularly a lifelong disorder like bipo-
lar disorder, it changes the way you think about yourself, your identity.
When you tell somebody “this is what you have,” you are also telling them,
at least sometimes, “this is what you are.” Asperger’s in the DSM-V was
eliminated, and the APA was surprised when people wrote in and said

“How dare you take away our identities.”

WH We lack language to describe mental difference. In a hyperspeed
media culture people need to speak in soundbites and labels about them-
selves. So psychiatry steps in with an official, authoritative language.

GG Illness has become one of our favorite ways to understand difference.
Illness also turns difference into advantage: you have a ticket to social
resources. Sympathy, money, treatment, and research all get distributed
to people whose differences can be understood as diseases.

WH And poverty sometimes drives people to embrace an illness iden-
tity because of disability benefits. Which is why many of us are look-
ing at a basic income guarantee as a social policy for everyone.

GG I don’t have any way of solving the gatekeeping aspect of medicine.
And the whole question is complicated because we have a for-profit
healthcare system.

A lot of what people are after is just being accepted and understood.
To be able to say “I’m not just awkward, I have Asperger’s syndrome.”
And that is better than a person just feeling they are stupid or worthless.
But to let medicine make these determinations is to invite a number of
problems.

If you call something a disease, someone is going to try to cure it. And
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there is the burden of havingto ~ Can youreally vote a
think of yourself as sick, no mat- diagnOSiS off the island?

ter how well it is put and or how ]
little stigma is attached to it. That Is that science?
has implications.

The people who create the labels, the APA and the DSM, simply have
too much power. They are a private guild, basically a corporation, and
they literally own these mental disorders as intellectual property. That
is a huge public trust, but it is privately held.

WH So there is a deep connection between the culture of individualist,
competitive capitalism, and the power of the DSM?

GG You can look at the DSM not as a list of mental illnesses but as a man-
ual that tells us who we are supposed to be, as a moral text. The patholo-
gies the DSM describes generally occur when people don’t go along with
the fundamental economic and social assumptions of our society.

So, for example, our society is devoted to the pursuit of happiness.
The DSM suggests that if unhappiness persists for more than two weeks
you have a medical illness. That is social intolerance for unhappiness and
an expression of the way we value optimism. And obviously optimism is
tied to buying things and spending money. But maybe it is oppressive to
require people to be happy all the time!

WH So the DSM is smuggling moral values into claims of science and
objectivity.

GG Yes. The DSM is not just a text that says “Here is one profession’s idea
of what the good life is.” The DSM is a text that actually allows a profes-
sion to enforce their idea of what the good life is on everyone. And that’s
where it becomes problematic.

WH But isn’t the DSM also designed to say who we should be sympa-
thetic towards and give resources to when they can’t work?

GG The idea that a medical label, when it isn’t stigmatizing you, gives you
social resources is a sad commentary on how we distribute social resourc-

es like money and sympathy. We are in thrall to the idea that suffering is
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the result of something that medicine can treat. Medicine has certainly
figured out how to treat an awful lot of suffering. But the idea that all our
suffering can be found in biological pathologies and treated with magic
bullet drugs is a very oppressive idea, a very limited idea.

WH How does therapy fit in to this?

GG Therapy is what we have left now that religion has been more or less
obliterated. It’s what we’re stuck with and we have to make the most
of it. Therapy provides the opportunity to sit down and focus on ques-
tions that we otherwise don’t have time, energy, or inclination to focus
on. Questions like, “what’s the meaning and purpose of a life,” “why do
I treat people in the way that I do,” “how should I treat people,” “how

| realized he was asking questions keyed to the
criteriain the DSM, but he wasn’t really paying
any attention to me. And that’s where it
becomes problematic.

should I treat myself,” “what should my relationship be with the rest of
my society.” You have essentially the relationship that ministers or rab-
bis or priests used to have with their parishioners. Somebody you can go

to and pour your heart out to and get back acceptance, understanding

and insight. Now does any of that have anything to do with healthcare?

I really don’t know!

WH A minister has their values, morals, and theological beliefs right
there on the table. But a psychotherapist often claims a place of sci-
ence and objectivity.

GG Yes, the ideology is concealed unless the therapist reveals otherwise.
As a therapist I tell people what I believe in personally and why. But I
don’t tell them, “this isn’t healthy for you to do” as if it were objective or
derived scientifically.

WH Tell us about the wars behind the DSM-V.
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GG It’s clear there are politics taking place behind the scenes. But the big
picture of how the DSM becomes a moral document stays pretty hidden.
The public controversy will likely only show that this particular crew of
psychiatrists who created the DSM-V are a uniquely incompetent bunch.
I don’t believe that is the entire explanation for what went wrong, but the
stupidity, incompetence and outright idiocy of some of the things that
they did is astonishing.

While the new DSM showed that doctors could
agree a group of symptoms added up to this
disorder, they hadn’t proved that the disorder
existed.

72% of antidepressant prescriptions are written without a diagno-
sis. In the previous DSM-IV it said a person who is sad and bereaved for
less than two months can’t meet the criteria for depression. But the new
DSM eliminates that bereavement exclusion. On the face of it, how stu-
pid is that? The public is already skeptical of psychiatry, and now if you
lost your wife two weeks ago and you meet the criteria for major depres-
sion, you now have a mental disorder? There’s nothing to stop a doctor
from providing medication to a person without diagnosing them. You
don’t need a diagnosis of depression to prescribe. So why turn bereave-
ment into an illness?

The only reason they are eliminating the bereavement exclusion that
is to get rid of an embarrassing thing. Because if that exclusion for a mental
disorder diagnosis is in the DSM in the first place, people raise the ques-
tion “What about unemployment? What about foreclosure? What about
divorce?” And the

answeristhat thereis 1 N€ DSM is a text that actually
noreasonnottohave  gllows a profession to enforce
th th t . w .
S OSSO their idea of what the good life
in there as well. But

they can’t gobackto 1S ON everyone.
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the old days when they cared about why you had your mental disorder.
So they’re stuck between a rock and a hard place. They should’ve left it
alone because the solution is worse than the problem. It was just stupid.
The APA didn’t provide me any information at all when I was writ-
ing my book. That only meant I had to look a little harder, because there’s
a long public record of psychiatry out there. But at an institutional level

they decided the way to deal ]
with me was to not deal with The idea that all our

me at all. That’s an example of suﬁering can be found

the hostile, paranoid thinking . biological tholoai

that goes on at the APA. m In biological pathologies
and treated with magic
bullet drugsis a very
oppressive idea.
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Exporting Mental lliness
Ethan Watters
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Esquire.Heis the au-
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The Globalization of
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In Japan they created
a whole market worth
billions. They had to
convince people not
only to take the pill, but
that they had a disease
they didn't have before.

WILL HALL Your book puts culture, not biology,
at the center of understanding mental illness.

ETHAN WATTERS Every generation of psychia-
trists makes the case they’ve moved beyond cul-
ture, that they are seeing psychiatric disorders in
their universal form. But even the briefest look
across history shows that culture shapes expres-
sion of mental illnesses. One’s own beliefs, the
expectations of the people around you, healers,
family members...

In the Victorian Era you had thousands of
women experiencing leg paralysis or blindness,
then in the modern era that simply went away.
Ian Hackings wrote the book Mad Travelers about
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young men who used to travel in fugue Every generation
states across Europe with no sense of their . .
identity, no sense of who they were. Every of pSYChlatrIStS
generation has its idea about the human ~ makes the case
psyche that deeply influence the uncon- th ey’ve moved
scious mind. Culture shapes the expres-

sion of mental illnesses. Because Ameri- beyond CUltUre,
cais so good at exporting our ideas, today  that they see

we are homogenizing the way the world svchiatric
experiences mental illness. Not just the pSy

categories, but the illnesses themselves. disorders in their
universal form.

WH So we use this word “disease” or “ill-
ness” but it means something different.
And difference might only become “dis-
ease” in a cultural context.

EW It’s hard for Americans to understand, we hear a word like “psycho-
somatic” and we think it’s about faking it. But mental illnesses exist in a
different category than infections or cancer. We’re never going to under-
stand these conditions except as a combination of genetics, biology, socio-
psychology, and culture.

WH Even “physical” illnesses have big social and cultural determinants,
but it’s especially true of so-called mental disorders.

EW Types of post-traumatic stress disorder, for example, originate from

different cultural beliefs. A Civil War soldier came home with Da Costa’s

syndrome, a pain in the chest and a kind of severe homesickness. A First

World War soldier had shell shock, motor ticks, and paralysis. Those sol-
diers were not faking: their unconscious was responding to beliefs about

the mind at the time. Expression of mental illness is directly affected by

how you think about it, and how people around you think about it.

WH You write in your book about the “discovery” in Hong Kong of
what gets called anorexia.

EW In Hong Kong, anorexia was very rare disorder. It didn’t exist in the
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medical literature. Psychiatrist Sing Lee researched hospital records in
the 1980s and found a few examples, but they didn’t have the aspects of
fat phobia, body image dysmorphia, dieting, or a desire to lose weight
that are common in America. He was documenting a very rare Chinese
form of self-starvation.

But then in the mid 90s the ground shifted suddenly. A young woman
on her way home from school collapsed and died on a downtown Hong
Kong street: she was clearly anorexic. She died in such a public way that

Depression in Japan is a remarkable example
of GlaxoSmithKline and other drug companies
going in and intentionally influencing where an
entire culture draws the line between normal
and pathological.

the press had to tell what this illness was, and so the Hong Kong media
turned to perceived experts in the West. They basically imported the
idea of anorexia and said, it’s young women, and it has these symptoms.
Then only after that point do you see a rise in the American form of the
illness in Hong Kong.

So certain symptoms are accepted as legitimate and others are not,
and the unconscious mind is drawn towards the symptoms that most
effectively communicate your distress. Anorexia was not in Hong Kong’s

“symptom pool,” then a decade later it was and drew more women to that
behavior.

WH You’re saying anorexia was not just there already and then dis-
covered? It exists as a result of Western experts educating people

through the media to have an expectation and preconception, and

then they start to see themselves in a new way? That’s how cultural

beliefs are exported?

Ew That’s exactly right. The prime creators of the symptom pool are the
healers and doctors. They declare if something is a legitimate symptom,



Outside Mental Health Voices and Visions of Madness 222

creating the symptom pool and the language of suffering for one moment

in history. And now we are seeing that symptom pools can drift across

cultural borders, especially when the US has the sort of psychiatric influ-
ence it does around the world.

WH So Hong Kong’s culture and society, like most countries, becomes
more like the United States, and homogenization occurs, includ-
ing adopting a US view of what constitutes a disorder. Then people
respond to that and we see arise in that condition.

EW Anorexia is actually very difficult not to see when it’s there because
the symptoms and consequences are so remarkable. So this wasn’t a case
of Hong Kong simply not recognizing anorexia that was there already.

WH And this cultural homogenization also creates a market for US
based products.

EW The idea of depression in

Expression of mental .

Japan is a remarkable exam-
ilinessis directly affected  ple of GlaxoSmithKline and
by how you think about It, other drug companies going

in and intentionally influenc-

and how peOpIe around ing where an entire culture
you think about it. draws the line between nor-
mal and pathological.

WH So previously in Japan depression didn’t exist? We tend to think
of “depression” as objective, biological, and trans-cultural.

EW There was a severe and rare form of “endogenous depression” found
usually in psychiatric hospitals. But Japan has a cultural embrace of sad-
ness. It’s written into songs and music, it’s part of the religion. There is
a belief that sadness can be a place where you find moral guidance. It is
not an emotional state to be afraid of, run from, or try to cover up, as we
often do in the West.

WH It reminds me of the Victorian era’s culture of valuing melancholy
as noble and poetic. What did GlaxoSmithKline do in Japan?



223 Exporting Mental lliness Ethan Watters

EW GlaxoSmithKline spent hundreds of millions of dollars co-opting
the profession of cross-cultural psychiatry. Remarkable scholars were
romanced by the money and attention, the luxurious conferences and
travel. Dr. Laurence Kirmayer, one of the leaders of the field, told me
about this from the inside. He watched firsthand how GlaxoSmithKline
threw a tremendous amount of money at Japan with the idea of not only
marketing a pill, but marketing depression itself.

GlaxoSmithKline learned from cross-cultural psychiatrists and shaped
a campaign for change. Before, Japan viewed only very rare and severe
forms of sadness as pathological, and everything else was degrees of nor-

GlaxoSmithKline spent hundreds of millions
of dollars co-opting the profession of cross-
cultural psychiatry. Remarkable scholars were
romanced by the money and attention.

mal. Now Japanese psychiatrists believe the American form of depres-
sion, that more than a few weeks of sadness is pathological.

GlaxoSmithKline .
spent a great deal of W€ are seeing that symptom

money in Japan for the  nools can drift across

approval process for their .
antidepressant drug, Pax- cultural borders, especially
il. They also spent mon- When the US has the sort of
ey foradvertisingand to - hgychjatric influence it does

create what appeared to

be grassroots depression around the world.
support groups.

They created a whole market worth billions, with the result that
many people in Japan now classify themselves as depressed and have a
prescription for Paxil. There was no market there before. They had to
convince people not only to take the pill, but that they had a disease they
didn’t have before.
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Cultures have deeply sophisticated and long held beliefs about the
human mind. We need to have greater respect for cultural traditions and
how they work before we go blasting in there with multi-million dollar ad
campaigns promoting the Ameri-

can way of thinking about sadness. The more you can
It’s akin to biologists documenting
changes in a rainforest and seeing tolerate and accept
how, like species, cultural differ- the behavior, the
ences are quite literally disappear- greater the likelihood
ing before our eyes. e e . ]

that individual will do

WH What happened after the Sri better over time
Lanka tsunami in 2004, with the

influx of trauma counselors?

EW One anthropologist said to me, “Meaning matters when it comes to
psychological trauma.” Our initial fight/flight and adrenalin response
might be universal, but the very moment after the trauma we begin to
assess what happened to us. We look for how to understand the trauma and
how to express our distress. That moment onwards is shaped by culture.

In western culture we have an ego-centric view of self. In Sri Lanka
there is a socio-centric view: self is intimately tied to one’s place in the
group. A Sri Lankan will likely see trauma not as existing in their mind,
the way we think of PTSD, but existing in the damage done to the social
group, in their ability to fulfill their role in that social group.

Western counselors rush into a disaster zone like Sri Lanka with no
knowledge of that different conception of mind, no knowledge of the lan-
guage or the rituals for healing, and no knowledge of the history of civil
war there. It makes no sense for a Sri Lankan to seek healing in private in
the way that’s very common in the West. To suggest they take time away
from their responsibilities and their social group not only makes no sense
at all, it is a form of the very symptom and alienation most troubling to
them.

WH So what would be the way to help in those situations?

EW We need to assume that cultures know that bad events have psycho-
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logical consequences, and not treat PTSD as if we were telling them about
anewly discovered disease. We may not understand a culture’s own ways
of healing and dealing with trauma, it may be hidden in family structures
or their own conception of the human mind, but we should always assume
the culture’s own ways are present. Our responsibility is to help get the

society up and running so they can

Certainsymptomsare  ; their own healing.
accepted as legitimate o ,

WH Individualistic diagnosis and
and others are nOt, and treatment in a collectivist society
the unconscious mind  doesn’t work.
is drawn towards the EW Not only does it not work ,you
sym ptoms that most can actually step on metaphorical

ffectivelv communi- landmines. Prior to the Tsunami,

ellec y Sri Lankan villages had socially

cate your distress. proscribed ways of talking about

past war, to avoid flaring up vio-

lent cycles of revenge. Often in little villages the family of a murdered

victim was living next door to the family of the murderer. Families had

very real reasons to hate each other, and there was this pressure to talk
only euphemistically about past violence.

Into this delicate balance came Western trauma counselors with

the idea that healing requires finding emotional relief by talking about

violence. This made sense as a Western idea, but had potential to spark
incredible cycles of revenge in Sri Lanka.

WH This parallels concerns about how western “development” aid
can often be damaging.

EW Imagine a reverse situation. If, after 9/11 or Katrina, healers from
Mozambique starting knocking on doors saying, “We are here to help
you, we want you to do rituals to sever your relationship from the dead.”
Would that make sense to us? Of course not. Yet we have no problem
doing it in reverse, because we think things like PTSD are culturally neu-

tral and universal.
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WH Schizophrenia is also assumed to be universal, but the outcomes
are very different depending on the culture.

EW A World Health Organization study suggested people with schizo-
phrenia in different cultures had remarkably different outcomes, with
people in developing countries doing much better than people in the first
world. Robert Whitaker looked at the role of medications in explaining
that, I wanted to explore a cultural perspective.

I followed anthropologist Juli McGruder through Zanzibar, who was
sitting with families to understand their language and their concept of
schizophrenia. The idea of spirit possession often accompanies the ill-
ness in Zanzibar. McGruder discovered that this idea resulted in keeping
an “ill” individual within the group. There was no stigmatizing. It was

considered normal.

WH People don’t become “patients” or “consumers” and aren’t then
placed in treatment or otherwise separated from the rest of society.

EW In the West we

The idea of spirit possession believed that nor-

. . PP malizing a biological
resulted in keeping the “ill otion of mental ill.
individual within the group. ness, making it akin to
There was no stigmatizing. someone having dia-

betes, decreases stig-

ma. Research shows
the opposite is true. People who adopt the genetic and biological narra-
tive about mental illness tend to interact less with people that are diag-
nosed as mentally ill. They also think of them as more permanently bro-
ken and dangerous than they do when they have a different narrative,
such as that it’s caused by something in their childhood.

WH Campaigns that say “it’s a biological disease like any other” actu-
ally increase stigma.

EW McGruder’s work concluded that the spirit possession narrative not
only kept the ill individual within the group, it also lowered ‘expressed
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emotion, the intensity of feelings that surrounds the illness. Across cul-
tures, research shows that families with high levels of expressed emo-
tions, who are critical and overly involved, will have higher relapse rates
and do worse over time.

WH If you don’t see the experience as something inhuman, to separate
from or be afraid of, people do much better. That’s a theme in success-
ful treatments, such as Open Dialogue and Soteria House.

EW These different views allow for an acceptance of behavior that would
be weird for an American family member to accept, when someone has a
psychotic break or descends into
some sort of distress. We have a

The prime creators of very Westernized notion of want-
the symptom pool are ing to treat it, to figure it out and
fix it. Yet the literature very clearly
healers and CI-OCtOI'S. shows that the more you can tol-
They declare if some- erate and accept the behavior, the
thing is a Iegitimate greater the likelihood that ill indi-
. vidual will do better over time.
symptom, creating the
Sympt om po ol and the WH The US is a multicultural soci-

ety, and even people from a more

Ianguage of SUﬁering mainstream tradition are often

for one moment in his- exploring and borrowing from
tory other cultures they come into

contact with. What are the impli-
cations of your work in the West?

EW We need to alert mental health professionals to not simply apply west-
ern notions in every case, and to be aware there are different cultural nar-
ratives and beliefs that might be very valuable.

When McGruder, the anthropologist I followed in Zanzibar, returned
to the US, her husband had a psychotic break. Try as she might to take the
lessons that she had learned in Zanzibar and employ them to benefit her
husband, she simply couldn’t do it. It’s easy to export a drug or the DSM,
but it is very difficult to import notions or ideas that are deeply layered in
a culture.



Outside Mental Health Voices and Visions of Madness 228

WH So this is about a deeper social and institutional fabric, not just a set
of personal values or a technique. How is your book being received?.

EW Psychiatrists and professionals

A Sri Lankan will Ilkely have almost unanimously agreed

see traumanot as with the fundamental points of
my book. Interestingly enough

eXIStlng in their mlnd’ though, they rarely see it as a fault
the way we think of of their own. They’ll say things like

PTS D, but existin g in “You're absolutely. right. This is real-
ly a problem, but it’s true of the guy
the damage done to down the hall or the guy down at the
the social group, and other institute. When we go into a
. .y ] culture, we really know what we’re
their ability to fulfill
their role in that social

group.

doing.” m
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Pat Bracken

Pat Brackenis a psy-
chiatrist and clinical
director of the Men-
tal Health Service in
West Cork, Ireland.
He was previously
an academic at the
University of Cen-
tral Lancashire’s In-
stitute for Philoso-
phy, Diversity, and
Mental Health. He is
the co-author with
Phil Thomas of Post-
psychiatry: Mental
Health in a Postmod-
ern World (2006)and
author of Trauma:
Culture, Meaning and
Philosophy (2002).

The answer is hot more
therapy, the answeris
us as acommunity re-
establishing a powerful
sense of purpose.

WILL HALL Tell us about your work in tradi-
tional cultures.

PAT BRACKEN I worked in a notorious part of
Uganda, the Lorero triangle. About 500,000 peo-
ple lost their lives there in the 1980s under a
“scorched-earth” government counter insur-
gency policy. I went with a small organization
caring for people who had been tortured, but I
quickly realized I myself could do a lot of harm
bringing diagnostic systems, treatment ideas, and
a “Western” philosophy of mind into a develop-
ing country. They were very vulnerable to out-
side experts telling them what to do. I became
horrified to see Europeans who would arrive
after a six-week counseling course and say: “I'm

gonna counsel people who’ve been tortured or
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raped.” Many of these people were completely ignorant of local cultures,
way of life, and history.

It’s a generalization but African societies are by and large very strong.
They’ve been through a hell of a lot of things, and they have a lot of wis-
dom and strength in their own communities to find ways to move for-
ward. What they wanted from people like myself wasn’t therapy and it
certainly wasn’t psychiatry. They wanted practical support, to rebuild
the school and rebuild the roads so people could get to the market. So
we started to think of our job as assisting that process, re-establishing a
way of life, promoting indigenous ways of healing, and helping people
to restore the routines of ordinary life that would ultimately serve as the
foundation for their recovery.

wH I think this applies to richer countries as well, a community devel-
opment approach rather than an individual treatment model.

PB Yes. And people did want witness for what went on, for the violence

that happened. But you can’t do the witnessing without the practical sup-
port, questions of trust are extremely important. Only after we’d estab-
lished a relationship and people felt we were on their side would they

tell us about things that happened. There’s no shortcut to trust, though

that’s the Western way, to quickly just try to get people to talk.

WH So in your view the diagnosis of PTSD is questionable?

PB Yes, because I think it individualizes our suffering and decontextual-
izes our experience. Current models of PTSD assume that trauma works
on a person’s cognitive schemes to produce particular symptoms. Thera-
pies are essentially various techniques aimed at speeding up our process-
ing of the trauma. Many of these models are incredibly simplistic: they
tend to ignore how our experience of suffering is wrapped up in our cul-
ture and our social worlds.

I think we should be more focused on how trauma can destabilize our
sense of meaningfulness in the world, and we should work to re-estab-
lish a sense of continuity and a background context in which suffering
can be understood. That can be done in ways that don’t fit our categories
of mental health work and therapy. Some good individual and counsel-
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ing work can be done, but meaningfulness is PeOple can
about our actual connection with one another, .
not something we hold in our heads as indi- make it through
viduals. Mental health is hope about mov- €@NOrMOUS

ing forward, 'and th.at can -h:ilppen throug.h suﬂ:ering if th ey
all sorts of things: faith, religion, art, creativ-

ity, politics, sport, and community activism. believe there is
There’s a whole series of routes. meaning and

wH What kinds of things would support PUFPOSE toit.
that process?

PB I was able to visit a number of “child soldier” projects in West Africa.
What these kids needed more than anything else was to get away from
the focus on their experiences in the military and instead start living a
life involved in their community. That means training and job opportu-
nities and a clear economic and practical path away from military life. I
was disturbed to see a number of organizations doing intensive counsel-
ing work with kids, which just seemed to hold them in the frame of that
experience. This had the effect of solidifying their identity as a “child sol-
dier” more than anything else.

That mirrors what happens in Western psychiatry, where we take
episodes of emotional distress and put names and labels on them and
fund programs around them. There is a good motivation behind that,
people want to do something. But there are dangers to it. I have learned
over the years: knowledge is dangerous and the theories we use are dan-
gerous. We should use them carefully and lightly.

WH How key is religion in creating meaning?

PB People can make it through enormous suffering if they believe there
is meaning and purpose to it. Christianity and Islam have a strong histo-
ry of martyrdom and often an underlying theme of religious belief is the
turning of awful suffering into meaningful suffering.

In Uganda I met a former political prisoner who had been arrest-
ed, stripped naked, humiliated and beaten quite badly. He told me it was
the best thing that had happened to him in his life. He had not been very
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religious before, but while arrested he had a profound sense of identi-

fication with Jesus and his suffering. When he was released he became

a lot more active in his church and his life became more deeply mean-

ingful for him. I’ve heard those kind of stories from very many people.

I’'m not religious myself but I do believe religion holds a culture

together, gives it strength, beliefs, and purpose in life. In the Western

world we’re weak on that.

WH In most cultures the healers are the most prominent spiritual fig-

ures, but in the West psychiatrists are among the least religious of the

medical professions. My suspicion is the process is the same, just in

place of the awe of religion, psychiatrists just instill religious awe for

the DSM, pills, and disorders.

PB I wrote about this in my book on trauma, and it’s a generalization, but

there is some truth in it: in the West we are largely a “post-Christian,”

“post-religious” culture. And so we have a particular vulnerability when

What they wanted
from people like
myself wasn’t therapy
and it certainly wasn’t
psychiatry. They
wanted practical
support, to rebuild the
school and rebuild the
roads so people could
get to the market.

it comes to trauma and its effects
on our sense of meaningfulness. If
this is the case, then the answer is
not more therapy, the answer is us
as a community re-establishing a
powerful sense of purpose.

For me it’s about opposing
the superficiality of contemporary
capitalism and raising a political
agenda, not an individual therapy
agenda. A lot of very good individ-
ual therapeutic work happens with
people, but we need to think more
socially and we need to think more

communally.

WH You mentioned traditional healers in Uganda, is there a danger

that traditional alternatives might also have oppressive qualities and

be harmful?
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PB My experience of traditional healers in Africa is that some of them are
charlatans who were exploiting people, charging a lot of money for bad
treatments. No question. But some of them were decent people doing their
best for people who consulted them, treating them well and giving them
a way forward. They had historical and cultural knowledge from their
tribe to explain people’s distress. That gave people continuity with the

past and a sense of identity. Healers

It's about OppOSing the were providing remedies and help

su perf|c|a||ty of on a surface level, and on another

t ital- level also rebuilding community
contemporary capi beliefs and connection with gods
ism and raising a and rituals.

pOllltIC.all agenda’ not WH Tell us about the Sharing Voic-
an individual therapy es project you helped start.

agenda.

PB Black and ethnic minority com-
munities in the UK have always
had a problematic relationship with mental health services. More peo-
ple end up being detained, they get more drugs, and more ECT than the
white British community. The traditional response was the develop-
ment of transcultural psychiatry, that psychiatry would become more
sophisticated so it could intervene more effectively and appropriately
in those cultures.

That’s about building psychiatry its expertise up. This is fine but it
is not enough. The Sharing Voices project in Bradford is based on the
idea that communities themselves often have the answers to problems.
We believed that the immigrant communities in Britain were strong
and that our job was to support them, learn to listen to them and to help
them to ask questions and find solutions. Let’s go back to them for some
of the answers, not build up psychiatry. It’s a community development
approach to mental health. So there’s music, writing, spirituality groups,
and a sense of support for people not becoming labelled as being men-
tally ill.

For example, A number of Pakistani women were supported get-
ting Muslim prayer groups going for difficult times in their lives. They
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found a way through My experience of traditional
faith and communi- heal in Afri h

ty with other women, N€@I€rs In Africa was that some
without goingintothe ~ Of them are charlatans. No
psychiatric hospitalor o) action, But some of them
clinic. Sharing Voices . .
has become verypow- We€re decent people doing their
erful in Bradfordand  pest for the people who con-

i d d- .

pRownsed s amo™  sulted them, treating them well
el for other develop-

ments in the UK. and giving them a way forward.

WH It reminds me of

work done with the Freedom Center, where we built the community,
not services provided by professionals, with free classes and clinics
open to all. You’ve also been developing, with Phil Thomas and oth-
ers, the idea of post-psychiatry.

PB Postpsychiatry sees standard mental health as primarily a technical

approach. But the most important aspects of mental health work are the

non-technical: values, relationships, meaning. In the journals of psychia-
try, 90% of the articles are about some kind of technical issue: diagnostic

categories, the biology of distress, cognitive psychology... And the solu-
tions are technical solutions: drug treatments, ECT, and specific psycho-
therapy techniques. Progress in technology is at the center; meaning, val-
ues, and relationships are secondary and marginalized.

Post-psychiatry says we
We need to think more need to reverse that: put val-

ues, meanings, and relationships

communally and we back at the center. It would also
need to think more put research defined and led by
socia"y patients/ex-patients and service

users themselves right at the cen-

ter.
What people need is not technical interventions in their lives, but
holding a human space where our encounters with madness, distress, and
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Mental health is hope
about moving forward,
through all sorts of
things: relationships,
faith, religion, art,
creativity, politics, and
community activism.

alienation can be worked out in a
meaningful environment, where
people are treated with dignity and
respect, and their experiences are
valued and listened to.

With the emergence of the
worldwide service user/patient
movement over the past twen-
ty years, for the first time ever in
Western history we have the possi-
bility for dialogue between people
who experience states of madness
and people who are trying to help
them. That’s an exciting prospect
for me. m
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Depression &
Oppression

Alisha Al

Alisha Aliis an associ-
ate professor at New
York University and co-
editor (with Dana Crow-
ley Jack) of Silencing
the Self Across Cultures:
Depression and Gen-
der in the Social World
(2012).

Most researchis

geared toward

medication, the

brain, and individual
pathology. Social
context and
economics are
ignored. Our study
runs counter to

that, and suggests
depression implicates
society asawhole.

WILL HALL Blaming serotonin imbalance for
depression (the “monoamine hypothesis”)
has been discredited; tell us about your study
that looks at the role of poverty in depression.
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ALISHA ALI The feelings associated with depression, extreme sadness, low
sense of self-worth, lack of motivation, are connected to poverty, and poor
people are more often diagnosed with mental illnesses, including depres-
sion. But real-life experiences of people living in poverty are not repre-
sented in the research literature. There is a belief that poverty doesn’t
matter, because depression is a “brain problem.”

WH And so research participants tend to be privileged white college
students, or patients at well-funded clinics.

AA In our study we looked at people in poverty who met the criteria for

depression (we used the standard DSM criteria as it was necessary to

speak to the existing literature). They were enrolled in a micro-credit

loan program that trained them for small collective business ventures.
Members share accountability for loan payback and receive better inter-
est rates. These programs have not been used much in the US, but have

been very successful in so-called developing countries and have a repay-
ment rate well over 90%.

WH People who were both poor and depressed got collective micro-
loans for businesses. What was the impact on their depression?

AA Micro-credit loans are very effective, and participants were success-
ful in becoming economically self-sufficient. When we looked at their
depression levels before the loans and then after, there was a significant
decrease in their depression.

WH Did they receive any other kind of treatment or mental health care
that might have affected the outcome?

AA No. Less depression was specifically linked to the financial empow-

erment from being in the successful micro-loan program.

WH So the approach is anti-poverty instead of antidepressants. And
this was a National Institute of Mental Health funded study, the gold
standard in research. Are there any other studies like this?

AA The research worlds of psychiatry and community economic develop-
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ment are rarely combined: we looked for other studies, but our research
is unique. Most other research is geared toward using medication to treat
depression, which means focusing on the brain and individual patholo-
gy. Social context and economics are ignored. Our study runs counter to
that assumption, and suggests depression implicates society as a whole.

Our pOlItlcal and social WH In mental healthcare think-
ing we lose the common-sense

systems are based on understanding that poverty is

silencing marginalized  depressing.

individuals so they AA When people have some-

don’t have the where- thing we call “depression,” (or, if

you don’t want to use that term,

withal to creative . . :

. feelings of anguish and persistent
positive change. unhappiness in their lives), there
The mental health are many options that might be

more effective than medication

establishment itself and which the person might feel

becomes part of that good about doing. Changing lives
Syst em. from an .economic point. of vie.W
is very different than taking a pill.
The first is empowering. The lat-
ter, to many, is disempowering. When people become more self-sufficient,
it builds resources that provide scaffolding for themselves, their children
and future generations. Compare this to a reliance of medication. Not only
are there side effects, but you have a daily reminder, in the form of a pill,
to think of yourself as a defective individual with a problem inside of you.

WH This highlights the cultural assumptions that go into our under-
standings of depression.

AA Depression carries stigma, meaning you are somehow personally
ineffective in moving forward in your life. I interviewed a woman who
had suffered with extreme sadness and lack of motivation for years. She
was given a diagnosis of depression and internalized this label. When I
asked her about aspects of her life where she could make a change, she
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said, “I’'m a depressive. I’'m not a person who can do that.” She had inter-
nalized this label as central to her identity as a person.

Our political and social systems are based on silencing marginal-
ized individuals so they don’t have the wherewithal to creative positive
change. The mental health establishment itself becomes part of that sys-
tem, in effect controlling and keeping people where they are. So this is
connected to oppression and social inequality.

WH What about guilt? When people receive a label that says, “it is not
your fault, it’s a chemical imbalance in your brain,” it can be incred-
ibly relieving. The message is that you lack personal ability to ever
control things, and so you are not to blame.

AA Most of my interviewees saw their depression as yet another defect.
Not only were they socially incompetent, unable to maintain relation-
ships or a job, but now their brain is also defective. When medications

do work, it’s like taking a pain pill when you have been hit on the head by

a falling brick. The pill might make you feel better, but the cause of the

pain was external.

In these beliefs there is a

, Changing lives from
collusion between drug compa- . .
nies, psychiatrists and patients an economic p0|nt of
as well, who deeply wanttobe  yjew iS very different
liberated from their self-blame. . .
than taking a pill. The
WH It redirects away from firstis empowering_
social change, and it reminds ]
me of Michel Foucault’s view, The Iatter’ to many, IS
that social control canbeinter- disem powel‘ing.
nalized by a kind of inner sur-
veillance, trained by helping
institutions.
Your work also looks at racial inequality. We know mental health
services are underutilized by people of color, which is a civil rights

issue of equal access to care. So “reducing stigma” and increasing

access is emphasized in ethnic minority communities.
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AA The drug industry needs profit to succeed, and this requires targeting
as many people as possible. Anti-stigma programs to increase access to

services are very popular with pharmaceutical companies. They encour-
age people to seek medical help in the current system, which grows the

market for pills. And they also normalize medication by promoting the

idea depression is an individual defect.

WH Jonathan Metzl says professionals need “structural competence”
about the social forces that drive mental suffering.

AA This is not to say many psychotherapists aren’t well intentioned in
wanting to be “culturally competent.” But the real need for change rests
not only in the individual but in culture as a whole. Instead, people learn
to talk about their problems in ways that are in effect marketing the drugs
to everyone they meet.

WH Anti-stigma campaigns become sophisticated tools to overcome
obstacles to market reach. The story is, “I was suffering but finally
overcame the stigma to get services. I was saved by treatment with
medication.” People become sort of walking pill advertisements. I
want people to get help too, but the advertising and pharma-funded
support groups twist that into marketing.

AA Being on medications is today so widespread in part because the med-
ication is less stigmatized and more open and accepted.

WH We again see how understanding mental health reform defies sim-
ple equations and sound bites. You’ve also worked with immigrant
women of color, tell us about that.

AA They face the same challenges other patients experience, but in far
more extreme ways. For patients already marginalized because you are not
white, English isn’t your first language, and you’re not familiar with the
system, there is more power differential between you and the person pro-
viding services to you. Add the cultural gap and patients are at great risk.
One woman I interviewed had been assaulted in Colombia before
immigrating. Her male psychiatrist tried to be “culturally sensitive” by
telling her Colombia is “very much a rape culture.” At first she felt relieved
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of blame, but months later, after he made several other derogatory com-
ments about her country, she realized he was really pretending to know
the culture. When her anger came out towards him, she was even more

severely stigmatized: social workers, nurses, and the psychiatrist saw her

as a “problem patient” resistant to diagnosis.

WH Doctors are trained to treat sickness, not communicate with peo-
ple. Is cultural derogation a common theme?

AA Yes, usually by white male psychiatrists pretending to understand a
person’s culture. For example, an African woman learned the aunt who
raised her from birth had died, but she wasn’t able to go home for the
funeral. Her husband brought her to the emergency room because she
was crying uncontrollably, and she was admitted to an inpatient facili-
ty. The next morning she told the nurses she felt better and thought she
could go home. She explained that during the night she heard her elders
whispering in her ear that her aunt was fine, and because of this she had
made peace with not being present at the funeral. But the staff wrote in
her chart that “an aggressive treatment plan is recommended for these
auditory hallucinations.” She is not the quiet, calm patient who has expe-
rienced a recent death in the family that they might see from their own
cultural background. She is very dramatic, talks with her arms, moves
her hands, raises her voice and wasn’t just crying she was screaming.
She was expressing in a way that made sense to her as normal. But to the
medical staff it was abnormal, and they used it as a reason to confine her.

WH What is a normal experi-

. Women are expected not
ence in one culture can be seen
as a hallucination and asymp- 10 show anger, it's seen
tom of a broken brain in need of as “inappropriate.” This
medication in another. Pathol-
becomes a means of
controlling people and

AA Women especially are expect-

ed not to show anger, it’s seen as keeping themin their
“inappropriate.” This becomes a p|ace_

ogizing anger is also common.

means of controlling people and
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keeping them in their place so that they are not able to engage in forms of
resistance. Foucault wrote about psychiatry equating mental illness with
moral degeneracy, and using confinement and treatment to protect soci-

When we looked at their depression levels
before the loans and then after, there was a
significant decrease in their depression.

ety. This containment for the sake of social safety means people who are
incarcerated in prison and people in psychiatric institutions have astound-
ingly similar life conditions that brought them into these institutions.

It’s more readily explained by understanding oppression, discrimi-
nation, and poverty than it is by looking at a scan of a person’s brain.

Oppression, when we unpack that word, means a higher risk of vio-
lence, a greater risk of poor nutrition, higher chronic stress, all of which
affect the body and the brain. We now know that the brain is physical-
ly shaped by experience, and repeated trauma changes the way that the
brain looks on a brain scan. And yet the whole idea of mainstream psy-
chiatry is that someone’s brain is defective by nature, that there are pre-
dispositions and genetic inheritance and given differences between a nor-
mal person’s brain and abnormal person’s brain from the beginning. But
why can’t someone start normal and then become abnormal through the
impact of oppression? We know this is possible, because we know that
social influences can change a person’s biology. The brain and even our
genes are physically shaped by experience.

WH Science has viewed the poor and criminals as innately biologically
abnormal since the days of phrenology and eugenics. Now the word

“predisposition” and “risk factors” carry the same message. What are
some other examples of race dynamics?

AA For many immigrant women, their psychiatrist is the one person they
see outside their own family, and comes to represent the culture of their
new country. They start to have what psychologist Dana Jack calls exter-
nalized self-perception, which is seeing oneself not through your own
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eyes, but through they eyes of others.

And there can be a massive split between how the women talk about
their experience and the way psychiatrists view them as patients. For
example, a Caribbean woman was labeled as “depressed” following the
loss of her husband. She described how although her psychiatrist was
compassionate and tried to understand her culture, he couldn’t. In her
chart the psychiatrist wrote, “upon admission the patient reported having
no current sexual partners, despite being dressed in a sexually provoca-
tive manner, as is often the way with women from the Islands.” That was

one of the first sentences in his notes that went into her medical record.

WH It is especially disturbing that such a view was written openly in
the guise of professional assessment.

AA Researchers actually did a careful study on the Diagnostic and Statis-
tical Manual Casebook, a textbook that gives fictitious case examples in
order to illustrate different mental disorders, and is used worldwide to
train psychiatrists, nurses, social workers and therapists how to properly
diagnose people. When they looked at these case examples, they found
that women of color were signifi-

Anti-Stig ma programs cantly more likely to be described

in sexualized terms like “sexually

are very popular with )
. provocative.”
pharmaceutical
. wH If that’s in the official school
companies. They

training manual, it’s probably

encourage people to just the tip of the iceberg of what
seek he'p in the current is happening in clinics.

system, which grows AA The psychotherapeutic set-
the market for pl"S ting is not some kind of value-

free, decontextualized scientific
space. It is a microcosm of soci-
ety’s bias. Stereotypes are perpetuated with every new generation in psy-
chiatry who refer to the Casebook and are teaching the Casebook. Chang-
ing this requires more than simply training psychotherapists to be more
culturally competent. It requires more than ending stigma so that peo-
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ple of so-called other cultures can embrace the idea that they, too, might
be mentally ill and need medication. It requires stepping away from the
foundations of psychiatry, and looking to non-medical alternatives that
deal with real issues. It means no longer pathologizing individuals as an
excuse to avoid addressing social ills.

WH The entire mental health framework needs to be rethought in as
community development, to think not in terms of mental illness, but

in terms of empowerment and connection.

AA We need to move away from

diagnostic labeling and the pub- But Why can’t
lic education campaigns around gomeohne start normal

it. With diabetes and cardiovas-
and become abnormal

cular disease there is a strong link

between raising medical awareness through the iImpact
and improving people’s lives. That of oppression? We

is not what happens with depres- L. .

sion and mental illness; the medi- know thisis pOSSIbIe!
cal model doesn’t work for these  phecause we know
experiences. ’Fhe labels themselves social influences can
can be damaging. An approach that ,

relies on medical labeling and the Change apersons
expertise of someone outside the blology The brain and
community takes away from the

strengths within the communi- événourgenes are

ty. We need to look at existing phyS|caIIy Shaped by
strengths communities have to experience.

change the conditions of their lives.

WH Such as micro lending programs that help people gain financial
independence.

AA The people I interviewed have a history of unemployment and going
through the prison system, and they are afraid their sons might go into in
the prison system. Expanding programs like micro-lending requires an
investment, but the savings in the long run come from keeping people out
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It means of the cycle of poverty and incarceration. From

a simple economic point of view, preventive
no Ionger approaches save money and make more sense.
pathO|OgiZing This is what psychiatry and psychology are
really supposed to be about: enhancing condi-

individuals | one

tions so people feel fulfilled and productive in
as an excuse what matters to them. That creates a positive
to avoid legacy for the next generation. m
addressing

socialills.
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Black Power activists
iIn Detroit were

swept up into the
mental health system
after protesting.
Theyendedupin
psychiatric hospitals
and diagnosed

with schizophrenia.
Political protestinthe
'60s became coded as
mental iliness.

WILL HALL Your book describes how the evo-
lution of schizophrenia diagnosis intertwines
with the politics of the 1960s. How did you get
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interested in this?

JONATHAN METZL In my first book Prozac on the Couch, I looked at how
years of ads for depression and anxiety medications represented drugs
as white middle class “mothers’ little helpers.” It was amazing to me the
invisibility of people of color in those representations.

WH And the psychiatric portrayal of black Americans has always been
culturally bound. Where does that begin?

JM In the 1860s the American surgeon Samuel Cartwright coined the
diagnoses “drapetomania” and “dysaesthesia aethiopis” for black slaves
who ran away from their masters. Cartwright said that because blacks are
physiologically better off in slavery, then they must be insane if they’re
running away. He advocated whipping and other kinds of “treatments”
for this disease.

This was clearly racist, but it was picked up by psychiatric authors
over the course of the next 30 or 40 years. So there is a clear history of
diagnosing black bodies as insane for reasons that have largely to do with
political or social factors.

WH Wanting freedom was considered a mental illness?
JM Yes, and at the time this was given credence in medical literature.
WH And how does racism persist up through the modern era?

JM We’ve supposedly learned the ]
lessons of the past, like the Tuskeg- In one of the medical

ee experiments from1932and 1972, charts | looked at, a
where blacks were denied syphi- )

lis treatment and allowed to die women was dlagnosed
in the name of research. But there jUSt for creating a

are many less obvious present-day pUbll c disturbance
examples. Today African-American .

men are anywhere from four to five, @Nd €mbarrassing her

six, even seven times more likelyto  husband.
be diagnosed with schizophrenia
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compared to other groups. Cartwrlght said that
WH Instead of being diagnosed because blacks are
with anxiety, depression, or hvsi .
siologicall

something less severe. phy g y

better off in slavery,
JM Yes, and what’s interesting is th tbei if
that this isn’t just coming from €y mustbeinsanel
white doctors. Clinicians of col- they’re running away.
or are just as likely to over-diag- He advocated

nose black men with schizophre-
nia. These are structural attitudes
about race.

WH And prior to the protest era

whipping and other
kinds of treatments for
this disease.

of civil rights and Black Power,
how was schizophrenia defined?

JM Psychiatry in 1952 described schizophrenia as a relatively mild per-
sonality condition that led to splitting of the personality. You would see

it in popular culture: women’s magazines talked about the schizophre-
nia of being a housewife. There was a famous 1948 Olivia de Havilland

movie called The Snake Pit, where three days into her marriage a white

woman ends up developing schizophrenia, manifested in her inability to

recognize her husband. Different kinds of magazines, newspapers and

films all assumed schizophrenia was an illness of white female docility,
and also sometimes white male genius.

WH And one of the main symptoms for schizophrenia in women was
losing interest in being a wife or a mother?

JM Yes. In one of the medical charts I looked at, a woman was diagnosed

schizophrenic just for creating a public disturbance and embarrassing
her husband.

WH So psychiatry is labeling women who aren’t conforming to gender
expectations and then locking them up in hospitals. This is social con-
trol to keep the gender status quo in line.
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JM Certainly. At the time people thought they were performing state of
the art science, but when we look back historically it becomes very appar-
ent what was happening: in the mother’s little helper era, 70-75% of Vali-

um prescriptions were written to middle-class women.

WH So originally it was housewives who were being diagnosed schizo-
phrenic, and schizophrenia wasn’t inherently feared or associated with
violence and aggression, but then a change took place?

JM The main story of my book is about Black Power activists in Detroit
who were swept up into the mental health system after protesting. They
ended up in psychiatric hospitals and diagnosed with schizophrenia.
Political protest in the ‘60s became coded as mental illness. Criminal-
ity and hostility became increasing described in the DSM, where they
were absent before.

The second version of the DSM came out in 1968, an important year
of protest. The new DSM added aggression, hostility and projection to
the criteria for schizophrenia, used male case studies instead of female,
and now said things like, “patient is hostile, he blames other people for
his problems.” Angry black men are depicted as suffering from new forms
of schizophrenia, manifest by aggression and violence. The diagnostic
code language changed, and lo and behold, you see increasing numbers
of African-American men diagnosed with schizophrenia.

WH You give an example of a medication advertisement that reflects this.

JM I came across an ad for Haldol, a major tranquilizer used for schizo-
phrenia, in the Archives of General Psychiatry. The ad appeared right after

the aftermath of riots, and shows an angry, protesting black man in the

street, shaking his fist at the viewer. The text says “Assaultive and bellig-
erent? Cooperation begins with Haldol.”

WH So psychiatry diagnoses black protesters as mentally ill. In the

same era political dissidents in the USSR are also being diagnosed as

mentally ill, and treated with the very same drug: Haldol. The mem-
oirs of Soviet dissidents describe the drug as torture.

Your book focuses on a hospital near Detroit, which was a cen-
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ter of the Black Power movement and the Nation of Islam, as well as
labor unrest and the auto workers movement. There were also big
riots there. One story you tell is of Abdul Rasheed Kareem.

JM Kareem came from a military family, started out life in the housing
projects of Detroit, and got into some trouble as a youth. He went to Viet-
nam, and while visiting his family on leave he was in a fight with some
white strangers as he was walking to his house. He was swept up by a
police raid, and severely abused while in prison.

He had a prison conversion to the Nation of Islam, and became an
active protester, angry and hostile. He starts to develop mental symp-
toms: he starts to hallucinate and becomes delusional. They ship him to
Tonia State Hospital for the Criminally Insane.

WH He has a lot of really good reasons to be angry.

. . JM Absolutely. And it
The diagnostic code language as an ethical dilem.

Changed, andlo and thOld, ma for his doctors. He
you see increasing numbers of fits the criteria for

Afri A . what their profession
rican-American men tells them is the ill-

diagnosed with schizophrenia. ness, so what do they

do? Do they say, no this

is a social construction,

and refuse to help him? Do they see if they can treat him? Is the problem

the doctor? Is the problem the system? Is problem the diagnostic manu-
al? Is the problem the patient?

WH So there actually were doctors who said, “Wait a second here, may-
be he’s got good reasons to be angry, maybe he’s not just crazy?” There
was some kind of debate?

JM I’ve done oral histories with a lot people in the hospital and there
was a tremendous amount of debate about whether they were doing the
right thing or not. They faced a dilemma. What were their options at the
time? They couldn’t really let him go, because they were already under
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court order. The system trumps the individual very often in cases like
this. I don’t think that’s an excuse, but change means seeing the institu-
tional and structural context in addition to the problems of individuals.

WH That is eerily reminiscent of the situation today, where so many
people working in the mental health system are questioning it and
calling it broken, but also say they are constrained by the larger struc-
tures and can’t do anything differently.

So what finally happened to Kareem?

JM The court ordered him to remain in the hospital until restored to san-
ity. His relatives tried again and again to get him released, and in my book

I reproduce a series of heartbreaking letters from family members to doc-
tors. He finally ends up, like many of these people, “lost to follow-up.” I

assume he was transferred out to another facility, and very often people

died in the hospital. So not a happy ending at all.

We've supposedly learned the lessons of the
past, like the Tuskegee experiments from 1932
and 1972, where blacks were denied syphilis
treatment and allowed to die in the name of re-

search. But there are many less obvious
present-day examples.

WH Or hopefully he managed to get away for psychiatry and just didn’t
have any more contact. And is his story just one example of what hap-
pened to many black men, not just in Ionia Hospital, but in many hos-
pitals around the country?

JM In my research, we looked at about 800 randomly selected charts. As
increasing numbers of African-American men were brought to Ionia in
the ‘50s, ‘60s and ‘70s, the hospital became a black facility. It went from
being roughly 15% African-American in the 40s to being about 70% in
the ‘70s. And the community became increasingly concerned about the
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possibility that people might run away, and what they might they do in
the community. In 1977 the hospital literally becomes a prison: the men-
tal health system was taken over by the corrections system and became
what’s called the Riverside Correction facility, a medium security pris-
on. So here really is Foucault’s worst nightmare: one system taking over
the other, and the goal is social control. Hospitals become prisons liter-
ally overnight.

Although this was the era of supposed deinstitutionalization, a lot
of the black men that I talked to were not deinstitutionalized, they were
not let go on the streets. Instead they were either recast as prisoners or
were farmed out to other prisons and ended up coming back to Riverside
Correction facility a couple of months later.

WH Your book describes how Malcolm X, the black nationalist leader,
was seen as paranoid schizophrenic and insane for his views.

JM As schizophrenia became an illness that was increasingly associated
with angry black male protest, you see national examples of FBI profil-
ers, leading psychiatrists, and others diagnosing black protest leaders as
schizophrenic.

That’s just one part of the story; the rhetoric of schizophrenia and
the associations with violence also played out in Black Power discourse
itself. People like Malcolm X, H. Rap Brown, Stokely Carmichael, and
even Martin Luther King Jr. were talking about race and schizophrenic

violence. There was a real debate:

Thisisn’t just coming is this an illness of dopamine and
from white doctors. the mind, or something caused by

... society and civilization? Is this the
CllﬂlClanS of color are result of racism? Some were say-
just as ||ke|y to over- ing we don’t have to fix dopamine

in black people’s minds, we need

diagnose black men
) _ ] to change the system. If we don’t
with SCh|ZOph renia. do that, violence is going to be the
These are structural result. So there was a real debate
. about who was causing illness and

attitudes about race.

what the implications were.
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WH There is a real mental Today African-
derangement that takes place, .

connected with anger and rage, American menare

but is it truly an illness or a @anywhere from four to
response to oppression? five, SiX, even seven

JM In the late ‘60s the whole soci-  tjmes more ||ke|y to

ety was grappling with the ques- . .

tion “What does it mean to be nor- be dlagnosed with

mal, what does it mean to be crazy?” SChiZOph renia

The country was erupting into vio- compared to others.
lent conflict and there were social

problems being protested and a

war in Vietnam. There was a huge social discussion about madness, san-

ity and what the nature of the current crisis was, both for the individu-
al and society.

WH You pointed out that black men are much more often diagnosed as
schizophrenic than whites, which of course means more use of force,
more discrimination, and less hope for recovery. We also know that
people of color are put in restraints, locked in hospitals against their
will, and overmedicated at a higher rate than are whites. At the same
time there is a greater neglect of services and support: blacks are under-
served by the system. How should we engage this complex disparity?

JM The medical system is actually pretty aware of these racial disparities.
People within the black activist psychiatry community argue that overdi-
agnosis of schizophrenia is because black men are being driven crazy by
racism, so of course they’re going to have schizophrenia more than white
men. On the other hand, in the realm of biological science psychiatrists
argue that culture shouldn’t matter, and schizophrenia should occur in
all people equally because of deep biological structures that cause it, so
the problem is in the bias in the diagnosis.

The way that all this is usually dealt with is so-called cultural com-
petency training: train doctors to be more culturally aware and sensitive
to the racial or ethnic backgrounds of patients, so that they’ll be less like-
ly to put them in the wrong category.



Outside Mental Health Voices and Visions of Madness 254

So here rea"y is But while on the one hand

, ] this is a good thing, it also doesn’t
Foucault’s worst nlght- impact the issues I'm talking about
mare: one system here, about race and diagnosis. The
taking over the other diagnostic code itself has a racial-

ized history, and the treatment sys-

and the gOal is social tem is embedded in a racialized
control. Hospitals system. So even though we should
. . continue training doctors to be cul-
become prisons liter- turally competent, we should also
aIIy overnig ht. teach them to be structurally com-
petent. Psychiatry needs to become
more engaged in the larger political issues about mental health dispari-
ties and pharmaceutical company influence in more progressive ways.
It’s really important to look at the ‘60s as a case study: fitting some-
thing in the category of mental illness automatically meant that we didn’t
have to pay attention to the meaning of it as political protest. The min-

ute you feature a black protester in a Haldol ad, then who cares what he’s
saying. He’s insane. m
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Today there are more
people with mental
Illness inside prisons
than confined any-
where else; state
hospitals are small
by comparison.

WILL HALL The US has changed dramatically
since the survivor movement began: hospitals
are no longer the main institutions of medical

confinement. Tell us about the prison crisis.

TERRY KUPERS The US incarcerates people at a

much higher rate than any other country, there

are about 2.5 million people behind bars (accord-
ing to the Prison Policy Initiative), and many

more under prison control through probation

and parole. This far surpasses our closest com-
petitors: the Soviet Union before it broke up and

South Africa before the end of Apartheid.

WH The United States has less than 5 percent of
the world’s population, but almost a quarter of
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all the world’s prisoners. That’s even more prisoners than China today,
which we consider a much less free country. In fact, there are more
black men under prison control today than ever were slaves in the US.

What is driving prison growth?

TK The War on Drugs is central. Starting in the 1970s, individuals using
illegal drugs were incarcerated, which is foolhardy as a treatment inter-
vention because we know that if you go to prison with a substance abuse
problem, when you come out you will still have a substance abuse prob-
lem. Add on longer punishments, “three strikes” laws and mandatory min-
imum sentences, and the prison population keeps increasing. Crowding

leads directly to violence, suicide, and psychiatric issues.

WH And there’s been no decline in drug use as a result of the War on

Drugs, which President Nixon launched as a form of political repres-
sion just as the Black Power movement was reaching its height. Tell

us about how prisons are also a race issue.

TK When you walk into a prison, it’s shocking; you see the racism of our

country. 50% of prisoners are African-American. Another 20%-25% are

Latino and Native American. If you go to the solitary confinement units,
the punitive segregation, they’re mostly people of color. Desirable pro-
grams that provide training and vocational skills have disproportionate-
ly white prisoners.

WH You’ve written that today’s prisons are a throwback to the snake
pit mental asylums of the 1940s with their rampant abuse, horrible
conditions, injustice, and torture. What do prisons do to people’s
mental health?

TK Resources going into our mental health system declined steadily since
the 1970s, while prisons expanded. Today there are more people with
mental illness inside prisons than confined anywhere else: state hospitals
are small by comparison. There is a disproportionate number of people
with emotional problems among the homeless, who tend to get locked
up. We know from studies that prison crowding increases violence, men-

tal breakdown, and suicide. So the imprisonment binge has exacerbated
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and created serious mental illness. There was a wrong
There was an historic wrong . “

turn with the “tough on crime” turn Wlth the tough

approach to crime begun inthe ON crime” approach

70s, which dismantled rehabili- to crime begun inthe

tation and education programs. . .

Robert Martinson wrote a famous 708’ which dismantled

research study claiming thatreha-  r@habilitation and

bilitation didn’t work, which was education programs

seized on by conservatives and

became one of the most famous

papers in criminology. When 4

years later Martinson himself wrote that his own study was flawed and

he had gotten it wrong, that actually rehabilitation does work, his recanta-
tion was ignored. So the punishment approach grew and prisons expand-
ed, which added to crowding, and combined with idleness because there

are no programs. In California, basketball courts were filled with bunk
beds three high, so you’d get 150-200 men in what used to be a gymna-
sium. They can’t be supervised, there’s just too many people. The result

is a lot of violence, a lot of rape. By the 1980s, prisons were out of con-
trol. There were a lot of what were called ‘riots’ that were often actually
protests by prisoners demanding more humane conditions. The Prison

Rape Elimination Act was passed in 2003, and mandates a “zero toler-
ance” attitude towards rape. Even so, rape is very prevalent and sexual

abuse occurs quite a lot.

WH Prison authorities and the media dismissed political protests as
just dangerous rioting, presumably without demands or meaning?

TK Correct. Authorities could have addressed the real problem in the
‘80s, but instead of reducing crowding and supporting rehabilitation pro-
grams, they resorted to solitary confinement, often in supermax security
segregation units where prisoners are alone nearly 24 hours a day. The
80s began these supermax prisons and now over 40 states and the fed-
eral government have built them. There is no programming, no rehabili-
tation, almost no educational opportunities. Think about being locked in
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a space the size of your bathroom for years with no human contact. This

causes or exacerbates mental illness.
WH Tell us more about the impact of isolation.

TK Anyone will break down and go through anguish and despair. It’s an
“attribution error” to blame the person’s innate proclivities for the break-
down rather than blame the extreme conditions they are put in. This is
shown again and again in the research. The Stanford Mock Prison Exper-
iment done in the early 1970s by Philip Zimbardo and Craig Haney divid-
ed ordinary student volunteers into roles as prisoners and guards. After
two days they had to stop the experiment because of the sadism and cru-
elty that broke out. And that was with Stanford University professors
watching! In prison, nobody is watching and the abuse goes on for years.

wH I do believe we need to hold

) Authorities could have

people responsible, but we can
do it by also addressing the social addressed the real
context, as with restorative jus- problem in the ‘803,
tice. We tend to say the violence .
comes from the prisoner, that butinstead they

“you are the problem, youarea resorted to solitary
psychopath, you are bad.” Or we confinement.

blame bad guards. But it’s really
the conditions themselves.

TK When I started going into Pelican Bay state prison in California and

supermax prisons, I was told these prisoners are the worst of the worst.
But when I started interviewing them, I discovered that wasn’t the case.
Some of them were average people who had run into trouble. A stunning

proportion were suf