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I don’t mean to say that these policies were ever written down or even nec-
essarily known to the persons and organizations who have been actors in
the drama, but they are detectable in the sweep of events and the rationa-
lizations of the actors.

—Marilyn Rice
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Notes on Terminology

The words we use have tremendous power to shape our perceptions and our
reality. Nowhere is this truer than in the field of psychiatry. Here words affect
our very sense of who we are and, by making our choices seem limited, can
have real and sometimes disastrous effects on our lives.

I would have prefered to use quotation marks for every occurrence of the

2 e

terms “mental health,” “mental illness,” or “mentally ill” in order to avoid
granting even subliminal credibility to the medical model I discuss in
Chapter Two. For editorial reasons the quotes have been omitted, but please
read the words as if they were in quotes.

When it comes to speaking about people with psychiatric labels, includ-
ing myself, none of the currently fashionable terms, such as “psychiatric sur-

2

vivor,” “recipient,” “client,” or “person with a psychiatric disability” is broad
enough to apply to such a diverse group of people, and “consumer” has con-
notations of choice that are simply wishful. Whether we came into contact
with psychiatry voluntarily or involuntarily, we were all once mental
patients. Plus, everyone understands that term. Therefore I have chosen to

use “mental patient.”
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The Trouble with Time

Imagine you wake up tomorrow with your past missing. Although you look
and feel the way you always have, and although everyone around you acts as
if nothing’s wrong, you slowly become aware that you don’t have the most
vital information about who you are. You may not recognize your home or
know where your bank accounts are or what you are supposed to do for a liv-
ing. You can’t remember your wedding, or your college education. Every day
you discover more about how much of your life is gone. You're like a detec-
tive trying to find out about the person who was once you. Eventually you
realize that years of your life have been erased, never to return. Worse, you
find that your daily memory and mental abilities aren’t what they were
before. You are somehow slower, less sharp, less able or unable to resume
your former work. With the integrity of your life destroyed, you no longer
know who you are.

When you say what happened, no one believes you.

See? You can’t imagine. You can’t believe this happened to me.

The most obvious thing needs to be said first. Your memory is not a com-
ponent of your self, like your hair color or temperament. You don’t lose it
like you lose a suitcase. Your memory—the sum total of all you have ever
thought, seen, smelled, heard, learned, and done in your life—is your self.
When it is gone, you are a diminished person, and if enough of it is gone,
you are a different person.

Even this way of talking about it—lost—is not accurate. Something lost,
after all, may be recovered; a lost object can still be imagined, even if you
don’t know where it is; the fact that it ever existed at all is not lost to you.
When you lose your suitcase, you still know its shape, color, and size, and
exactly what was in it.

The memory “loss” that happens with shock treatment is really memory
erasure. A period of time is wiped out as if it never happened. Unlike mem-
ory loss associated with other conditions such as Alzheimer’s, which come

on gradually and allow patients and families to anticipate and prepare for the
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loss to some extent, the amnesia associated with electroconvulsive therapy
or ECT is sudden, violent, and unexpected. Your life is essentially unlived.
You never wrote that article, made that friend, took that trip, read that book,
gave birth to that child.

You didn’t just lose your suitcase; you can’t say where you got it, what it
looks like, what you packed in it, what trips you've taken it on. You don’t
know that you ever had it.

Here is what [ know: I was born in Ohio to a working-class family. I was
such a good student that by second grade I was known as “The Brain” and
shunned by my peers. Straight A’'s couldn’t win me the approval of an abu-
sive mother. I was bored and miserable in school, but I knew I had to go to
college even though no one in my family ever had. Looking back now, I see
how my every choice in life—from how I spent my time to who my friends
were—was governed by the simple fact of my intelligence, and how my per-
sonality and my habits evolved to nurture and protect it. At seventeen, I was
awarded a National Merit Scholarship to New York University. I became a
photographer, exhibiting at a major New York City gallery at the age of
twenty, and discovered a talent for writing photographic theory and criti-
cism. Before I graduated, I published scholarly articles in professional jour-
nals. I had a group of like-minded friends, and was very happy. That’s as
much as I remember about my life up to age twenty-five, but I've seen docu-
ments that tell me that when I was twenty-three, I was accepted into NYU’s
graduate school, and that the next year I received a prestigious National
Endowment for the Arts critical writing grant in the amount of $5,000. By
the time I was twenty-four, I had published eight articles. I know because I
have copies of them.

Here is what I don’t know: when, why, or how I apparently stopped being
happy and began feeling bad, the kind of bad that gets you labeled depressed
and can lead to shock treatment. I've been told that I worried out loud to a
friend that I might undermine my successful career because I'd internalized
my mother’s messages about how worthless I was. She suggested a kind of
proactive psychotherapy; not because anything was wrong, but as a kind of
preventive measure. Her brand of therapy (a radical, unproven type involv-

ing roleplaying) backfired. I became convinced that I did not deserve my
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success and was miserable. This is as close as I have been able to come to
reconstructing my six-month period of depression.

I know I had no idea at the time that a psychiatrist could lock you up
without warning, keep you incarcerated without so much as a walk outside
for a breath of fresh air for months or years, and force you to take drugs and
have shock treatment. But that is what happened to me. My (now-estranged)
brother became annoyed that I asked him for support during this period, and
dragged me to a psychiatrist’s office. Once there, the doors were locked, and
I was not allowed to leave. It had been a setup. He had lied to the doctors,
telling them I was suicidal so they would have legal pretext to detain me.
Years later, he would tell me that he heard me screaming in outrage at his
duplicity as he walked away.

I was never legally committed (a procedure in which the lawyers for a
hospital go to court and ask a judge’s permission to detain a patient against
her will for a specified period of time; the hospital must prove the patient is
so severely mentally ill as to meet the commitment standard in her state).
Without a court order, a facility can detain a citizen for no more than
seventy-two hours in most states. After that, threats and coercion are usually
sufficient to force her to “sign in voluntarily.” I later learned that the mere
threat of commitment, repeated over and over, had worked to convince me
I had no choice but to submit to whatever the doctors wanted, and that my
estranged brother had been complicit, threatening me that he would sign the
commitment petition. But there never was any such petition.

I have no memory of ever feeling depressed or of my one involuntary
encounter with psychiatry. The shock treatment erased five years of my life:
four before, one after.

Also known as electroshock, shock treatment (invented in 1938) is a con-
troversial procedure used on persons with certain psychiatric labels, usually
depression, schizophrenia, or mania. Nobody knows how many people get
it, but some say it’s as many as one to two million people worldwide each
year. While that number may be exaggerated for public relations purposes, if
only 100,000 people in the United States are shocked each year, at 2005 prices
ECT brings in $5 billion annually in that country alone. My “procedure” cost

$20,000 in 1984.
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In each shock treatment, up to 200 volts of electricity are applied to the
brain via electrodes placed on the head. The amount of electricity is usually
many multiples of that required to override the brain’s natural defense
mechanisms and to elicit a grand mal epileptic seizure of thirty seconds
or more. No one ever gets just one treatment. Patients get at least one series,
which is usually an induced seizure every other day for three to four weeks.
In recent years, doctors have begun to recommend that shock treatment
once begun be continued for a lifetime, once a month. If patients can be con-
vinced to accept it, that recommendation will multiply the $5 billion figure
exponentially.

There is no doubt that electrically induced seizures dramatically affect
mood, memory, and cognition. In a mental hospital, those changes are in the
direction of producing docility and compliance in troubled and troubling
patients, and are seen as improvement. The doctors who say ECT treats
mental illness cannot explain why it works. Doctors who don’t use it point
out that the same effect of calmness and temporary euphoria is associated
with any form of brain trauma. But ECT is unique in producing permanent
amnesia greater than that seen in just about any other neurological insult or
disease. Decades of life can be erased in routine clinical treatment, and if
excessive amounts are given, an entire life can be obliterated.

When I found out I had been shocked, I questioned everyone who was
around me at the time. I never got any real answers. The only person who
knew what I was thinking and feeling was me, and those thoughts and feel-
ings have been permanently erased from my memory. Words like “depres-
sion” and diagnostic codes cannot give me a clue. For the most part, I can’t
even know how much of the information I do have about that time in my life
is true, and how much has been altered by people who have their own rea-
sons for not telling me the truth. Nor is there anything in my hospital record
that can explain what I was going through. What is clear is that with my
health insurance about to run out after months of unsuccessful drug treat-
ment, the doctors pressured me to have shock and the hospital lawyers
threatened me that if I didn’t sign for it I would never get out. I know now
that the lawyers may have been bluffing about whether they would have

sought a commitment order, and that even if they had gone that far they
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might not have succeeded. Most commitments are just rubber-stamped by
judges, but I would have fought with all my strength for my freedom if I had
known I could. But I didn’t know, and I had no access to the outside world for
information about my legal rights or about shock. Worn down by five
months behind locked doors, I “consented.”

Before shock, patients are specifically told by our doctors that we won’t
lose our memory, or that if we do, any permanent loss will be only for the
time of the treatment itself, and that any other erased memories will come
back. About permanent loss of cognitive abilities, doctors say nothing. Thus
the double horror: having lives and abilities erased, not only without any
warning, but after being assured that it couldn’t happen. And then when it
does, the same doctors just keep assuring you that it didn’t happen.

As if we were so crazy that we don’t even know what we remember and
don’t remember. I guess that’s what they think.

Here’s what was erased: most of the knowledge and skills accumulated
during my college education, my college graduation, a graduation party no
one else who attended it will ever forget, my entire relationship with the love
of my life, the other important relationships in my life in whole or in part,
my career as a writer and scholar, two foreign countries, trips to California,
Vermont, Massachusetts, and possibly any number of other states, the rea-
son for the end of a friendship with someone I do remember loving very
much, the death of a friend’s brother, the location and contents of a safe
deposit box to which I still hold the key, and more, much more than I will
ever know.

For the most part, the effect of shock is like rewinding a videotape, then
deleting the rest of it, although random islands of shadowy images and feel-
ings may remain. The tape is your life. Although it takes a long time to live a
life, it takes only a short time to delete it. Years and even decades of life can
be erased in less than an hour. Each shock treatment takes only a couple of
minutes.

The amount of life unlived is impossible to predict and different for
everyone. The thing that’s the same for everyone is that the weeks, months,
years, or decades unlived are the most recent ones. This is the opposite

of normal forgetting. To call shock memory erasure “forgetting” is to
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normalize something in order to speak about it at all, but like “loss,” “for-
getting” fails to convey the character of the shock experience. Shock bears
about as much relation to gentle and gradual normal human forgetting as
being killed in a war does to dying of old age. Shock kills memories blindly
and randomly. It makes no difference how important the memory was in the
first place, or whether it was a bad or good memory. You can’t get your mem-
ories back by tricks like going to the place where they happened. They don’t
come back, ever.

Shock doesn’t make you forget things; it makes you never have known
them. It’s not like the memories are still stored in your brain but you can’t
access them, as often happens with old information like the name of your
third-grade teacher. After shock, the memories no longer exist. You wouldn’t
recognize the name of your teacher if you saw it, just as if you never knew
it. You might not know you had ever gone to college, let alone what grades
you got. You wouldn’t have any emotional connection to past events in your
life. They would seem to have happened to someone else. That’s because
they did.

Even that common word “memory” seems inadequate to describe what
is erased by shock. We tend to think of our memory as a timeline, with
markers set out for discrete events—moved to New York, 1977; met Fred,
1982. But memory encompasses no less than everything we think, feel, and
learn every day of our lives. Memory is not just a string of events but
processes that happen over time, and that involve long-term intellectual and
emotional effort and investment. Your relationship to the person you call
your spouse is part of your memory, as is all the accumulated learning that
allows you to pick up a highly technical book in your area of expertise and
understand it. When some or all of that time period when you built the rela-
tionship or amassed the knowledge is erased, so is the relationship and so is
the knowledge. What are relationships but shared time and history? Erase the
time, and you have only two people who don’t know each other—or worse,
one person who knows the history of a relationship and feels its tug on her
heart, and one who doesn’t.

You can find yourself married to a stranger. You can find yourself hold-

ing a job you have no idea how to perform.
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One of the saddest things frequently said about survivors of ECT is that
someone is “just never the same again.” There’s even a name for this in the lit-
erature: the “taming effect.” Whether or not it is possible to define exactly
what’s missing, something essential to one’s humanity and personality—
some part of one’s birthright—has been destroyed. Creativity is especially
vulnerable. Shocked artists no longer create, musicians can no longer play.
Spatial, mechanical, and mathematical abilities can be compromised. Each
person will be most affected by the loss of what she valued most highly.

I had studied piano for a dozen years before shock. Afterwards,
I struggled but could never again play at the level I had achieved before. It
took me forever to learn anything, and I completely lost the ability to play
from memory. Every time I play I can’t help but be reminded of how much
I've lost.

After shock, I no longer had the desire to create photographs. I remem-
bered how much I loved photography, but I felt none of that now. The only
thing sadder than losing one of the things in life that had brought me the
most joy and recognition would have been going through the motions of
doing it just because I knew I used to. I never photographed again seriously.
My very fine camera lies in a box in my closet because it’s too painful to look
at it, too heartbreaking to sell it. Nothing in the world short of shock could
have made me put it away forever.

My life was stolen. No words can really describe it. Memory. Loss.
Forgetting. None of them even come close.

Those of us who have experienced the erasure of our lives due to shock
have a terrible secret, impossible to tell, impossible not to know. We know
that time doesn’t always and only go forward. It can go backward with a push
of a button. It becomes necessary to dissemble, to try to “pass” as someone
with an intact memory and a history that can be told in narrative fashion, so
that relations with other humans don’t break down in incomprehension.
They ask, “What do you mean you can’t remember your college education?”
the way they’d ask, “What do you mean there’s no gravity?”

What survivors of shock need is for time to stop, so we can try to rebuild,
relearn, or start over. When we lose years of knowledge and experience, we

need as many years to try to get back to where we were. But time won't stop
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for us. It keeps going forward even as we try to recover and rebuild. There is
no getting back, ever, to where we would have been had shock not inter-
vened.

There is also a way in which electroshock alters the meaning and import
of those lives that came before and that come after. You know those books
about time travel? Change one thing in history, and you change all of history.
Wipe out one person’s life, and you affect everyone else’s. Shock never, ever
affects just one person.

My mother’s mother came to America in 1906. She was twenty-four years
old, alone, and had fourteen dollars in her pocket. I can hardly imagine the
courage it took to make that journey. I like to think she was hoping for the
opportunity to give her children and grandchildren a better life than she’d
had. My mother, for all practical purposes a single parent, worked long
hours and took out a second mortgage to help pay for my college education.
Maybe they should not have struggled so for my sake; it would be all the
same now.

In college, I was the one in the library until 3 a.m. On vacations, I'd bring
a stack of books to read and study while my friends were partying. It’s not
that I didn’t want to have fun, but a question of priorities. I had a fierce intel-
lect to nurture. At all times in my life I knew one thing for certain: my fine
mind was not a gift, but a responsibility. I navigated my entire life by that cer-
tain knowledge.

I might just as well have spent my college years in bed watching MTV or
the Home Shopping Network. My work and dedication have been reduced
to nothing, or worse: to a cruel joke on me. Were it possible to regain my
education, I would still be behind by all the years it would take me to relearn
what I once knew. But I can’t regain what I'lost, because shock took away my
abilities as well as my memories.

July 14, 1988, is a date that breaks my life into two, unrelated pieces. That
is the day I had proof that electroshock permanently damaged my brain. I'd
finally had a neuropsychological evaluation, the whole battery of tests to see
how you think, learn, reason, and remember. On that day, I was handed the
report that said my IQ was now 118. Because I had had the same IQ test about

ten years earlier, I expected the report to say what it had said then: 156. I had
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lost 38 points. And notwithstanding the controversy over what IQ testing
does and does not measure, or whether the tests are culturally biased, there
can be no doubt that such a huge decline in one individual means something
devastating had happened.

The tests of the many different mental abilities that go into an IQ score,
as well as the other tests designed by neuroscientists to assess specific areas
of brain function and detect brain damage, confirmed my worst fears.
Previously, although I knew I was unable to think as I had before, to write as
I had before, and to learn as I always had, I took solace in the words of some
of my fellow ECT survivors. They too struggled with the knowledge that
they were impaired, the inability to quantify what they had lost, the shame
they felt, and the desperate hope that they were somehow wrong about their
deficits. “We're still intelligent,” they’d say bravely, and then add a qualifier
that seemed to explain what they couldn’t do, like, “We just can’t use our
intelligence.” And prior to 11 a.m. that morning in July, I really had no better
words to describe what I could no longer do. I clung to the hope that psychi-
atrists who say ECT doesn’t cause permanent brain damage were right.

Mostly, people who have had ECT are terrified to have an evaluation
done. I was. We don’t want to have everything down in black and white, so
that there is no hiding, no pretending, no hoping that, somehow, someday
we’ll be whole again. Now, I couldn’t hide. Deficits in executive function, cogni-
tive flexibility, abstract thinking, planning ... Difficulties with higher level
cognitive processes. . . . Significant decreases in her attentional and organizational
abilities . . . severe enough to undermine her ability to work. . . . Results clearly
indicative of brain injury secondary to ECT. . . .

Put together like that—brain injury—there are not two more terrifying
words in the English language.

I was careful not to cry in front of the neuropsychologist, who handed
me the report very callously, saying, "Any questions?”

I left the office quickly. I felt I could not go forward. I was hungry but felt
too confused to go to a restaurant. At that moment I couldn’t even make
the small decision of what to eat. How could I live without a fourth of my
intelligence? How would I relate to other people, when the only way I had

ever done it was through shared intellectual interests? In the language of the
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neuropsychological report, I didn’t know how to shift cognitive set. I hadn’t
heard that phrase before, and although it was based on my performance on
a test involving sorting cards with patterns on them, there was no denying it
was true. | had no idea how to modify my mental problem-solving strategies
to reflect the situation at hand. Put more simply, I no longer knew who I was.
I could go to a restaurant and still prefer ketchup to mustard on my ham-
burger; things like that hadn’t changed. It was only the most important parts
of my self, the ones that made me me, that were missing.

Later, I would come to learn about brain damage and how the tests can
diagnose it even if a person doesn’t have prior test scores for comparison.
People don’t normally have gaping holes in their intellects. Their scores on tests
of intellectual ability don’t careen wildly, from the top percentiles on subtests of
abilities that have been largely spared, to the bottom percentiles where they've
been decimated. That is what happens with brain damage, with the end result
being an overall lowering of cognitive ability.

Nevertheless, if you meet someone who has been brain damaged by
ECT, she likely won’t immediately appear to you to be mentally deficient.
That’s because those of us shocked in adulthood, often after considerable
achievement, usually retain much of our storehouse of information about
the world (what’s known as “semantic memory”), our vocabulary, and the
habits and values of intelligent, educated persons. This is arguably to our
advantage, but it is also a source of unending pain and frustration. What
once came easily to me is now extremely difficult when it’s not impossible,
and takes much more time and effort. There is no way I can come anywhere
close to what I was able to achieve before.

There was some relief in finally having the words to say what happened
to me: brain injury. I wanted to tell my friends that now that we could name
this thing, we could handle it, we could get past it. The only words we had
before were treatment, therapy; words that named it the opposite of what it
was. I was cured, the doctors had said. So why couldn’t I remember? Why
couldn’t I work? Why couldn’t I carry on an intelligent conversation? If my
friends believed the doctors, then I had to be lazy, crazy, or lying.

Now, I wanted to tell them, “see, that’s not true.” But it had taken too long—

four years—to find the term. They couldn’t wait around. I had lost everyone.
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It has now been more than two decades, and I still can’t get used to being
this brain-damaged person. Unable to calculate my change or balance my
checkbook, I'll argue that I've been shortchanged with the passionate cer-
tainty that I'm absolutely right. Then I feel the now-familiar sinking feeling,
and I realize I am wrong and the other person—the bank teller or delivery
person—is right. I am reminded yet again, although I still do not and proba-
bly never will feel different, that I cannot trust my brain. I learned to trust my
brain so early, I can’t unlearn it. Now I'm always thinking I can do things
I can’t, wanting to be something I can’t be.

Sometimes for a few moments in the morning when I wake up, I think
I'm still me.

Who can understand this? The Olympic skier who lost a leg and now skis
on one foot, the paralyzed diver who becomes a chess champion? What's the
refrain of every person who acquires a physical disability? Thank God, I've still
got my brain. As Christopher Reeve used to say: “Thank God, I'm still me.”

Shock “memory loss” is really a chain of losses that don’t lessen but com-
pound over time. Because I no longer knew who I was, I couldn’t build new
relationships. Because I lost my knowledge and skills, I could no longer
work. Because I couldn’t work, I became financially and socially marginal.
Without work, friends, or identity, I lost my place in the world. Because I
have no place in the world, my son has no place. And so on, in a slow social
death that can last a lifetime.

Those of us who've had electroshock are among the bravest people
in the world. The most everyday, ordinary acts—just getting up and getting
through every day as if it mattered—are a bold act of faith, for how do we
know that today won’t be taken away, too? We don’t. We know that our days
can disappear like footsteps in wet sand, as if they were never lived. We know
that our psychiatric history which includes ECT means that our days,
months, and years are considered disposable and are likely to be disposed of
again should we have another encounter with psychiatry. We never take for
granted that what we know today, we’ll remember tomorrow.

In the end, we just have to make the leap, living every day as if our efforts do
matter. That’s our simple act of boundless courage, our daily scaling of Everest.

No one sees, no one knows; no one believes, unless they've had shock too.



12 DOCTORS OF DECEPTION

For twenty-five years, I lived in a world where memory and intelligence
were prized. Living in the same world for nearly twenty-five more years,
I regularly experience cognitive dissonance so severe I feel almost paralyzed
with contradiction. Sometimes I tune out: game shows where you get a mil-
lion dollars for knowing the most; ads for herbal supplements that enhance
memory, vocabulary tapes to make you smarter; a New York Times article
calling prevention and treatment of memory loss “industry’s next growth
sector.” And sometimes I just cannot get my mind to hold on to two contra-
dictory facts at once. A psychiatrist who administers and actively promotes
shock wrote a book about “how to prevent memory loss and enhance mem-
ory power.” Duke University’s medical center has a busy ECT clinic and is
home to some of the shock industry’s most prominent promoters, yet this
same university hosts the National Center for Gifted Children, which seeks
out children with high IQs. I can imagine one of those children someday
having his intelligence electrically reduced at the same university where he
once attended special courses to enrich his intellect.

How is it that the gift is nurtured on one hand, and thrown away on the
other? Can a society that places such value on intact memory and rewards
intellectual achievement countenance wholesale memory loss and brain
damage? Or would it have to make up another story for what’s going on with
shock?

Why aren’t patients told shock causes permanent amnesia and cognitive
deficits? Why did no one warn me I could end up brain damaged? How long
have doctors known this? How do they get away with lying to patients,
destroying lives the way they did mine? Why doesn’t anyone believe us when
we say we've been harmed? Why doesn’t anyone do anything about it?

Thank God, I hadn’t lost my capacity for critical thinking. It turned out

that this was exactly what I would need to answer these questions for myself.



Eugenic Conceptions I

TICKING TIME BOMBS

I'd lost my whole world and gained a psychiatric label. Now I was thrust into
a world I hadn’t known existed, a kind of parallel universe. I was not pre-
pared for what happened there. I didn’t feel like a mental patient, had no
memory or experience of any psychiatric treatment or symptoms, and never
went near a psychiatrist again; yet I had become someone who could be
treated in ways that would be unthinkable—even illegal—for someone with-
out a label.

Whether in the schoolyard or the courtroom, calling someone crazy is
the surest, fastest way of totally invalidating him or her as a person. If crazi-
ness is an illness, then it’s not like other illnesses that affect only a body part
or a function and leave the person otherwise intact. In what we call mental
illness, the person is the illness, and the illness is the person. As activist
lawyer Susan Stefan says, it becomes “the central, overwhelming aspect of
the person’s social identity in a way that does not permit any other part of
that person’s story to be told, the lens through which all accounts are
viewed, the frame to every self-portrait.”*

I was about to learn what it means to be considered crazy.

A Brief History of the Mental Patient Movement

Mental patients have, for nearly forty years, been building a civil rights move-
ment just as blacks and gays have done, although our movement remains
largely unknown, our goals unrealized. Nor have other marginalized groups
joined us as allies.

In 1970 groups of former mental patients began to organize to protest the
violations of human, legal, and civil rights within psychiatric institutions.
They called themselves “ex-inmates” to emphasize that they had been held
against their will and that there was nothing helpful about such “treatment.”
They rejected their pseudomedical psychiatric labels and the stigmatizing and

blaming of one individual for what were often family or societal problems.
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Figure 1. The simple premises of the mental patients’ rights movement, circa
1979. Flyer from the Washington Network for Alternatives to Psychiatric
Dependency.

The ex-inmates’ liberation movement started with the formation of the
Insane Liberation Front in Portland, Oregon, followed by the Mental
Patients’ Liberation Front in Boston and the Mental Patients’ Liberation
Project in New York City. Then groups began forming everywhere. An
annual Conference for Human Rights and Against Psychiatric Oppression
began in 1973. Newspapers and newsletters sprang up. For many years, the

voice of the movement was Madness Network News, published by a collective
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of mental patients in California. A 1974 anthology of articles from the news-

paper put it this way:

Maybe you tried to get help for your friend, husband, or child—or tried
to help the person yourself. Maybe it was you who wanted help, or didn’t
want help, but got it anyway. If you wound up with professional “help,”
you may have seen how frequently the “help” is delivered through a
syringe or a pill. If so, you have heard the underlying message delivered
with the “treatment”: The “patient”—you or someone you care about—
is mad; no longer a valid, responsible individual, but an invalid, irrespon-
sible one. You may also be aware that this kind of “help” can dog your
mind and make you forget what you were trying to remember; it’s
“help” that attempts to stuff part of your self back inside of you and
away from the rest of the world. You may also know that the role of
people labeled crazy once the psychiatric system has a firm hold on them

is really that of an acquiescent prisoner.

More than thirty years later, this statement is just as true and timely.
While criticism of psychiatry, and particularly of electroshock, is dismissed
by professionals as nothing more than a by-product of what one calls “the
hippy-dippy sixties,” this supposedly self-evident statement completely
misses the point.> We who have experienced psychiatry are motivated by our
own experiences, not by events that happened before we were born. Many of
us can never forget the injustice of being locked up against our will when we
had committed no crime, often on the basis of nothing but a lie by a family
member, and then forced to submit to terrifying and damaging “treatment.”
Others came to psychiatry voluntarily, fully expecting (and paying for) help,
but were swallowed up, dehumanized, and deeply harmed instead. We
began to understand, through joining together, that these experiences were
not unique. In fact, they were typical of the practice of psychiatry today,
which is increasingly biological, and yet not based on science. In the reduc-
tion of all human problems to chemistry, based on an unproven theory of
brain disease, there is in fact often no real help for many desperate people
who don’t get better or even experience toxic or deadly side effects from

drugs or shock. Those of us who’ve had these experiences, and say so, find
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that the field brooks no criticism. Rather than addressing our concerns, it dis-
misses us as “antipsychiatry” or accuses us of being Scientologists. But we
only want the same human and civil rights as everyone else. We don’t want
to be locked up when we have committed no crime, on the pretext that it’s
for our own good. It’s not. Being deprived of liberty is inherently harmful,
never helpful—except for the institutions, the professionals, the drug
and shock machine companies, and everyone else who profits from locking
us up.

We want the right to say no to drugs and shock treatment. We want fully
informed consent—including complete disclosure of everything the doctors
and companies know about risks and adverse effects—so that when pills and
electricity are offered to us, we can make an informed decision. Of course,
this is meaningless without the right to say no. In short, we want control
over our own minds and bodies.

None of this sounds very radical. But to get it we have to fight a multibillion-
dollar industry that stands to lose a great deal of its market if it can no longer
employ deception, coercion, and force. And we have to fight hate and preju-
dice that’s been around, it seems, for centuries.

By the early 1980s, there were two national mental patient organizations.
These groups operated on little to no money. In 1986, the federal govern-
ment cautiously began funding the most conservative mental patients’
organizations, and this small amount of money, combined with other factors
like the expansion of the mental health industry, has changed the character
of our rights movement.

Some of us want to reform the mental health system, to make it deliver
better services, perhaps by becoming professionals ourselves. Others don’t
believe that reforming a system based on coercion is possible, and want
to abolish it. Some of us find professional help useful, if given choice and
control over that help. But since any contact with the system involves a risk
of being forced into treatment we don’t want, many of us would prefer to
be left alone or to turn to self-help groups if we ever experience extreme
emotional states.

Today we may call ourselves psychiatric survivors, consumers, recipients,

ex-patients, or persons with psychiatric disabilities. Whatever name we
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choose, the fundamental principle of the mental patients’ movement has
always been self-determination. We speak for ourselves. No one speaks for us,
especially not professionals, whose stake in the system is much different from
ours. We want to have a voice in all policy decisions that affect our lives. Our
unofficial slogan, “Nothing about us, without us,” comes from the South
African anti-apartheid movement by way of the disability rights movement.

There is one issue on which all of us agree. There is no such thing as
“forced treatment”; if it’s forced, it’s social control for the benefit of others,
not treatment. We want the right that every other competent adult patient
and every person without a psychiatric label in America has: to refuse
treatment—rationally or irrationally, for any reason or no reason—without
that refusal being seen as proof of how much we need it.

Shock has always been high on the agenda of most mental patient organ-
izations. Shock survivors have organized within larger groups and in smaller
local or ad hoc groups with names like REJECT (Coalition for Responsible
Education and Judgment on ECT), World Association of Electroshock
Survivors, and CAEST (Coalition for the Abolition of Electroshock in
Texas). Most of these groups feel that shock is harmful, immoral, and should
be banned.?

One of the longest-established independent mental patient organiza-
tions, MindFreedom International (formerly Support Coalition International),

adopted this policy on shock in 2001:

The Board of Directors of Support Coalition International unanimously
and strongly condemns the psychiatric procedure of electroshock (“elec-
troconvulsive therapy,” “ECT”) as a serious human rights violation. It is
our informed opinion, based on common sense, personal experience and
scientific knowledge, that electroshock is a crime against humanity. It
directly violates section 5 of the United Nations Universal Declaration of
Human Rights which outlaws “cruel, degrading and inhumane treat-
ment or punishment,” and the UN Convention Against Torture. It is our
informed opinion that electroshock constitutes cruel and unusual pun-
ishment. We also believe that virtually all electroshock is forcibly admin-

istered—that is, without genuine, fully informed consent.*
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We've got a long way to go. Persons who have or are said to deserve a
psychiatric label are the only Americans who can be forcibly detained and
imprisoned without having committed any crime, without a hearing,
and without due process. Every state also has the authority to force drugs

and ECT on unwilling individuals by court order.

Becoming Crazy

In my personal life, and as I took on a public role as an activist for the rights
of other psychiatrically labeled people, I quickly learned that few who
haven’t been labeled themselves care about mental patients. No one thinks
we have anything of value to lose; no one who hasn’t been through the sys-
tem believes it could ever happen to them. More than that, people simply dis-
miss what we say as symptoms of our supposed mental illness.

Throughout history, medical experiments and unproven procedures have
been performed on those whose lives were thought to be of less value simply
because of the group they belonged to, and this was done not only without
their consent but without their knowledge. The most well known example is
the Tuskegee experiments performed beginning in the 1930s on black men
who were denied treatment for syphilis so government researchers could
study the course of the disease. But there are many other examples from the
not-so-distant past: prisoners, mostly black, were used as guinea pigs by
pharmaceutical and cosmetic companies who applied dioxin, among other
toxic substances, to their skin, leaving them permanently damaged and dis-
figured.”> Other inmates had radiation applied to their testicles by the U.S.
Atomic Energy Commission to determine what dose would cause perma-
nent damage.® Researchers from the Massachusetts Institute of Technology
fed disabled and institutionalized children radioactive oatmeal, while telling
their parents it was to improve their nutrition.”

From a safe distance, we now recognize these practices and the attitudes
that gave rise to them as morally reprehensible and ethically wrong. But
those attitudes and practices, while not extinct, are at least no longer accept-
able. The Nuremberg code, informed consent laws, and institutional review
boards (flawed and ineffective as they are) now exist for the purpose of pro-

tecting the rights of patients and research subjects. It’'s become possible to
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speak and write about things like the plutonium experiments performed by
the government on unsuspecting citizens during the Cold War only because
they are no longer happening. And only after public exposure and recogni-
tion of the injustice they had suffered were victims of some of the experi-
ments able—decades later—to seek and receive compensation for their
injuries.

But eugenic conceptions of mental patients are not only alive but highly
socially acceptable, and shock treatment is an extremely lucrative practice
championed and protected at the highest levels of society.

I thought I could redress my injuries and set a precedent for truthful
informed consent for future patients by suing the hospital where I received
my treatment, the doctor who administered it, and Mecta, the company that
made the shock machine used on me. But I learned that not even my own
lawyer would believe the word of a shock patient over that of her doctors. I
did file a lawsuit, but after an eight-and-a-half-year struggle, I had to give up
on it because I could not find an M.D. who would testify against the shock
industry.® I tried to establish and enforce a child support order for my son. I
tried for twelve years. But my son’s father painted himself as the victim of a
lying crazy woman, the judge sympathized, and he successfully argued his
way out of paying even $25 a week.

Like most psychiatrically labeled women today, I was not even thought fit
to raise a child. My mother, using my new label as her platform, sued me for
custody of my son and easily convinced a judge I was dangerous. I was
forced to settle the case when my lawyers told me I could not win custody of
the child I had raised alone from birth.

I learned that whether, or how much, I was discriminated against had
nothing to do with how I behaved or whether I saw a psychiatrist. Ironically,
I was discriminated against more than most of the mental patients I knew
who exhibited psychiatric symptoms but were segregated away in the men-
tal patient world, meekly accepting their status as third-class citizens. The
discrimination I faced was proportional to the degree to which I asserted my
legal and civil rights. Had I never tried to enforce my right to sue for lack of
informed consent, or my son’s right to child support, my history of alleged

craziness—about which I knew nothing—would have remained ancient
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history. Whether hatred of psychiatrically labeled people was used as a tool
to discredit and devalue me had mostly to do with how much someone else
had to gain.

Because of that, I came to see, there was nothing personal about it. The
lawyer for New York Hospital, for instance, didn’t even bother to look at me
as he painted the potential jurors a picture of how pitifully crazy I was; he
was just doing his job. The beauty of it was that he didn’t have to add “she’s
lying about losing her memory”—that was just taken for granted. This kind
of hate, nameless and universal, is used in the same impersonal way a car-
penter might use a hammer: because it’s there, because it’s easy, because it

gets the job done.

Eugenic Conceptions

It’s easy to think that ECT’s dark beginnings, which even the industry decries
now as barbaric, are rooted in outdated attitudes. But like shock treatment,
hatred and segregation of mental patients because of myths and fears about
us are alive and well; they've just been repackaged.

In an era of patients’ rights advocacy, coercion and compulsion in psy-
chiatry are more widespread than ever. Forced psychiatric treatment has
expanded into the community in the form of outpatient commitment, a con-
cept virtually unheard of until the late 1980s. Anyone with a psychiatric label,
even someone living independently, can, under certain conditions, be court-
ordered to ingest psychiatric drugs against her will; if she does not, she can
be committed to a psychiatric institution. Outpatient commitment laws have
been passed in forty-three states. This was almost always a result of highly
publicized incidents in which it was claimed that a person with a psychiatric
label committed a violent crime because he was not taking his medications.
In many cases there was no proof that the perpetrator was labeled or
unmedicated. But no proof is necessary, because the public already believes
that mental patients are dangerous.

This belief is one of many which Robert Whitaker, award-winning jour-
nalist and author of a history of psychiatric treatment in America, calls
“eugenic conceptions” about persons with psychiatric labels.® They have to

do with what we are thought to be capable or not capable of: shooting up
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schools, working, recovering, or raising children, for instance. What we as a
society do to or about mental patients at any particular time in history is
always motivated and said to be justified by these beliefs. As Whitaker says,
they provide a baseline by which we judge psychiatric interventions. This
was true in the 1930s when shock was invented, it was true in the 1950s when
lobotomy was so popular, and it is true in the twenty-first century.

Today there is a strong forced-treatment lobby that didn’t exist thirty
years ago, in the form of the Treatment Advocacy Center (TAC), an organi-
zation created by board members of the National Alliance on Mental Illness
(NAMI). TAC's sole purpose is to chip away at the legal right to refuse psy-
chiatric treatment by creating stronger commitment laws. TAC board mem-
bers regularly publish editorials and letters to the editor and appear on radio
and television with the same sound-bite message: mental patients who aren’t
drugged are “ticking time bombs.” An Internet search on this term as
applied to “mental illness” yields over nine thousand hits, and TAC takes full
credit. In a recent press release, it says, “TAC is now a force to be reckoned
with in the national media, drawing coverage from national and local media
outlets alike, its messages reaching an estimated 79 million people through
the press in 2006 alone.”*°

Because of the lobbying efforts of organizations like TAC, as well as the
drug companies themselves, there is increased public acceptance of the
core—but unproven—beliefs that underlie the forced administration of
drugs and shock. These include the belief that what we call mental illness
has been proven to be a biological brain disease caused by a “chemical imbal-
ance,” and the correlate views that mental illness causes people to be dan-
gerous and that treatment with drugs and shock somehow prevents people

from committing harm to themselves or others.

The Medical Model

The theory that distressing or extreme emotional and cognitive states are
symptoms of an actual physical disease is known as the medical model. This
is one way of explaining emotional distress, but it’s only one way. What’s
happened over the past couple of decades (thanks to the marketing efforts of

the drug companies) is that it’s been accepted as the only way—so much so
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that most anyone you ask can now spout the “chemical imbalance” theory
without knowing where they heard it or why they believe it. According to
this theory, persons labeled with depression have an imbalance of the neuro-
transmitters norepinephrine or serotonin, and those labeled with schizophre-
nia have an imbalance of the neurotransmitter dopamine. (Neurotransmitters
are chemical compounds that transmit signals between nerve cells in the
brain; however, these chemicals are found throughout the body, not just in
the brain.)

But no one has shown that what we call mental illness is caused by an
imbalance of brain chemicals. This is scientifically impossible, since there is
no way to measure the levels of these chemicals in the brains of living
beings. And even if this could be done, no one has any idea what a normal
balance would be, or even if there is any such thing. In fact, there is no rea-
son even to suspect that the brain functions as a hydraulic system in which
there is any need for “balance” at all.

Even prominent psychiatrists who consult for the drug companies, such
as David Healy (the author of many books on the history of psychiatry and
an advocate of shock treatment), have acknowledged that the chemical
imbalance theory is not only faulty but politically motivated. He writes,
“The serotonin theory of depression is comparable to the masturbatory
theory of insanity. Both have been depletion theories, both have survived in
spite of the evidence, both contain an implicit message as to what people
ought to do. In the case of these myths, the key question is whose interests
are being served by a widespread promulgation of such views rather than
how do we test this theory.”™

And the president of the American Psychiatric Association (APA), when
challenged in 2005, had to admit that the chemical imbalance theory was
unproven and unprovable. After claiming it was based on neuroscience, he
backed off and admitted, “We do not have a clean-cut lab test” to diagnose
any such imbalance.” The chair of the APA's Committee on Public Affairs
went on to clarify: “Chemical imbalance . . . it’s a shorthand term really. We
don’t have tests because to do it, you'd probably have to take a chunk of
brain out of someone ... not a good idea, but I agree. There aren’t any

blood tests to determine a chemical imbalance.”” Robert Whitaker says it
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even more plainly: “The story that people with mental disorders have known
chemical imbalances—that’s a lie. It’s just something they say to help sell the
drugs and help sell the biological model of mental disorders.”*

Psychiatric drugs were developed by trial and error and weren’t specifi-
cally intended for psychiatric patients. For instance, the laboratory that cre-
ated what eventually became Thorazine, the first so-called wonder drug for
schizophrenia, originally thought the compound would be useful as an anes-
thetic. Psychiatrists tried the drugs on patients and liked the results (no one
asked whether the patients liked them), so they were marketed as antipsy-
chotics or antidepressants. When it was discovered that these drugs affected
neurotransmitters like serotonin and dopamine, psychiatrists reasoned back-
wards to come up with the theory that psychiatric patients had abnormally
low levels of these neurotransmitters. It’s like reasoning that if aspirin cures
your headache, it must have been caused by an aspirin deficiency.”®

Nor does the fact that depression and other mood states may cause
changes that can be seen on brain scans prove that they are diseases of the
brain. Studies have shown that exercise and psychotherapy also have effects
on the brain that can be seen on scans. So, most likely, does anything else that
has a powerful effect on the whole person.

The overwhelming public acceptance of the medical model, though not
grounded in science, does have a major influence on how mental patients are
perceived and on what can be done to us. The lack of any perceived alterna-
tive to biological treatment sells shock to desperate, vulnerable people. If
drugs and shock are all that psychiatry currently has to offer, when the drugs
don’t help, people feel—and are told by their doctors—that shock is their
only hope. They consent to shock because they really think they have no
choice. But that’s never true, because there are other ways of conceptualiz-
ing and treating even severe emotional states if you don’t go down the dead-
end road of the medical model.

How do we know this? At the beginning of the 1970s, the director of the
National Institute for Mental Health’s (NIMH) Center for Schizophrenia
Studies funded a residential program called Soteria House where patients
labeled schizophrenic were successfully treated without drugs. The results

were published in major medical journals.” What happened? NIMH voted to
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shut the project down. It had worked so well that it undermined the very
credibility of the biological theory of “mental illness.” But successful pro-
grams modeled on Soteria House still exist in Europe. Since Soteria, both
professionals and people with labels have contributed to the literature on

effective alternative treatments for schizophrenia and major depression.”

The Perception of Violence

The widespread acceptance of the medical model has correlated with a rise
in public perception that mental patients are dangerous and violent, includ-
ing a rise in media depictions of so-called violent crazies. Studies have con-
sistently shown that there is a relationship between belief in the “illness”
model and negative attitudes toward people with psychiatric labels.”
What has not been shown is that we are more violent than people without
labels.

Because the topic hadn’t been rigorously studied, a group of prominent
researchers known as the MacArthur Research Network on Mental Health
and the Law (created by the MacArthur Foundation) set out to examine the
relationship between psychiatric labels and violence. Their study is the one
you will often find quoted and misquoted in discussions of the topic,
because anyone who makes a public claim about violent mental patients
must take it into account one way or another. Previous studies had been
confounded by methodological problems: How do you define violence? Do
people get labeled mentally ill because they are violent instead of the other
way around? How do you factor in the rate of violence in the community
at large?

The study, published in the Archives of General Psychiatry in 1998, com-
pared 1,136 discharged mental patients in three cities with a nondiagnosed
control group living in the same communities. Researchers followed the
groups for a year and found that discharged mental patients were no more
likely to commit violence than anyone else. The study did not look at
whether the mental patients were prescribed psychiatric drugs, or if so
whether they took the drugs. Thus, it drew no conclusions about the effects
of these drugs on violent behavior. It offers absolutely no support for the

claim that treatment reduces or prevents violence."
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Other researchers and reports uphold the conclusions of the MacArthur
group.”® None of the research shows that psychiatric drugs prevent violence
or dangerousness.

Shock is commonly forced upon people with the assertion that if they
don’t have it, they will kill themselves. Judges and family members take the
word of doctors on this view. But there is no proof that shock prevents sui-
cide, even in studies done by its promoters. There is, however, evidence that
people who have had shock kill themselves more frequently than those who
haven’t had it. We will examine this research in a later chapter.

Laws curtailing the civil and legal rights of mental patients, like inpatient
and outpatient commitment, are generally sold to the public with the implied
promise that they will reduce violent behavior toward self or others. That is the
trade-off the public is asked to make: fewer rights for some, more safety for all.
But once the laws are in effect, no one wants to know whether the trade-off had
the expected benefit. It’s enough, it seems, that more allegedly crazy people can
be forced into treatment, even without evidence that it benefits society. In a
kind of bait and switch, after laws are passed, states that have implemented out-
patient commitment will claim it is for the good of or helps the patient. That’s
because they don’t have evidence that it results in the promised drop in violent
crime rates. As a matter of fact, a study by a legal advocacy group in New York
State found that its outpatient commitment law (named for Kendra Webdale,
who’d been pushed to her death on the New York City subway tracks) wasn't
even being used against people with a history of violence. Eighty-five percent of
those subjected to outpatient commitment had not harmed anybody.*

But to sell forced treatment on the grounds that it is good for patients
rather than the public wouldn’t work because it would require that the pub-
lic care about mental patients. As D. J. Jaffe, one of the architects of Kendra’s
Law, told NAMI members, public safety is what people care about. “So if
you're changing your laws in your states, you have to understand that. Now
once you understand that, it means you have to take the debate out of the
mental health arena and put it in the criminal justice/public safety arena.”*

The strategy has worked, but it is clear that it has cost persons with psy-
chiatric labels a great deal while benefiting society very little or not at all. A

2005 review of the outcome literature on outpatient commitment concluded
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that “itis . . . difficult to conceive of another group in society that would be
subject to measures to curtail the freedom of 85 people to avoid one admis-
sion to hospital or of 238 to avoid one arrest.”*

Does anyone care? In 2007, USA Today published the results of a study
that found that mental patients die, on average, twenty-five years earlier than
other Americans.> The study looked at people who were treated in public
mental health systems, who constitute the majority of mental patients. It
found that serious and preventable conditions associated with psychiatric
drugs, like diabetes and heart disease, contributed to the patients’ early
demises. And the fact that doctors often dismissed patients’ reports of phys-
ical symptoms didn’t help.

The story came and went. There was no outcry, no initiative on the part
of any government agency to address the issue. The revelation that mental
patients have a life expectancy of one-third less than the rest of the popula-
tion seemed to concern few except the mental patients, who circulated the

story among themselves on the Internet.

Human and Civil Rights for Mental Patients

You have to look beyond the headlines to see the argument for human and
civil rights of mental patients. Chances are you've never heard of the
National Council on Disability (NCD), or read an op-ed in which a spokesper-
son from that organization was quoted. It is a federal agency that makes
recommendations to the president and Congress on disability policy. On
January 20, 2000, it published a report called “From Privileges to Rights:
Persons with Psychiatric Disabilities Speak for Themselves.” The report took
as its starting premise that “persons with psychiatric disabilities are, first and
foremost, citizens who have the right to expect that they will be treated
according to the principles of law that apply to all other citizens.” Yet after
many hours of testimony from persons with psychiatric labels that this is
overwhelmingly not the case, it concluded, “The manner in which American
society treats people with psychiatric disabilities constitutes a national emer-
gency and a national disgrace. . . . People with psychiatric disabilities are rou-
tinely deprived of their most fundamental rights. . . . Practices that would be

illegal if administered to people without disabilities are routinely used on
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people with psychiatric disabilities in the name of ‘treatment.” Such practices
should shock the conscience of all Americans.” The report noted that the
hearing it convened was “one of the few opportunities shock recipients have
had to testify publicly to a government body about their experiences.” The
testimony was largely about lasting damage to memory.

The NCD report concluded with ten public policy recommendations.
One of them was that “laws that allow the use of involuntary treatments
such as forced drugging and inpatient and outpatient commitment should be
viewed as inherently suspect, because they are incompatible with the prin-
ciple of self-determination.” Another core recommendation was that “public
policy should move towards the elimination of electro-convulsive therapy
and psychosurgery as unproven and inherently inhumane procedures.”

Either people with psychiatric labels are full citizens with the same legal,
civil, and human rights as everyone else, or we are not. There is, as we have
seen, a division of opinion on this issue in America.

If we are, then we cannot be locked up without due process and without
having committed any crime, and we cannot be forced to ingest drugs or
submit to electric shock. If not, then laws that allow or mandate us to be
treated as less than competent, less than rational, and less than human—as
well as procedures that damage us—will proliferate.

Does a mental patient’s no mean no, or does it mean yes? Do her words
have meaning only when she agrees with those who claim to know what’s in
her best interest? Does she have the right to decide what happens to her brain
and body? Can she ever be believed when she says she’s been harmed by her
doctor?

These are not academic or theoretical questions. They have the most
profound consequences for the lives of millions of Americans. They have
also had profound consequences for the way ECT has been developed, used,

researched, promoted, and sold to the public.



Eugenic Conceptions II

USELESS EATERS

Within memory of those still alive today is a time when it was not only
acceptable to speak of mental patients as worthless defectives and malignant
growths, it was possible for those at the highest levels of society and within
organized psychiatry to act on these beliefs.

The eugenics movement—advocating segregation, forced sterilization,
and even the killing of mental patients—blossomed in America in the early
to mid-twentieth century, thanks to funding from men with household
names like Kellogg and Eastman.’ And the movement’s agenda was not car-
ried out in secret, but was promoted by eminent scientists at some of
America’s top research universities.

Andrew Carnegie and John D. Rockefeller bankrolled the work of
Harvard biologist Charles Davenport, the leading eugenics crusader in the
United States at the turn of the twentieth century. In 1910, Davenport estab-
lished the Eugenics Record Office in Cold Spring Harbor, New York, the epi-
center of the American eugenics movement. Its purpose was to transform
eugenic ideas into laws. In practical terms, this meant hiring workers to go
into mental hospitals to compile data on “the burden which the unfit place
upon their fellow-men.”

The Record Office pressed for the segregation of those considered insane
in asylums, and for laws requiring that they be forcibly sterilized to further
ensure they would not produce others like themselves. It was clear that the
desired “permanent segregation” of mental patients was not for therapeutic
purposes, but for the good of society.

Eugenicists tried to cloak their mission in science, turning out studies
designed to prove that mental illness was inherited. In the 1920s, top scien-
tists, including prominent psychiatrists like Adolf Meyer and American
Psychiatric Association president Floyd Haviland, came together to found
the American Eugenics Society. Its mission was to sell eugenics and pro-

mote sterilization laws to the American public. Its tools were textbooks,

28
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pamphlets, advertising campaigns, and even exhibits at state fairs—such as
one that drew the passerby’s attention with large type proclaiming: “Some
People Are Born To Be A Burden On The Rest.”

By the 1930s, the chief of research at the New York State Psychiatric
Institute wrote that “mankind would be much happier” if society could rid
itself of schizophrenics, who were not “biologically satisfactory.”# One
eugenics advocate dismissed any opposition as follows: “It is the acme of stu-
pidity to talk in such cases of individual liberty, of the rights of the individ-
ual. Such individuals have no rights. They have no right in the first instance
to be born.” The New York Times opined in 1923 that mental defectives
should not be allowed to marry, and, in fact, by 1933 there were no states in
which those deemed insane could legally wed. In 1927 the U.S. Supreme
Court ruled that forced sterilization was legal, making America, and not
Germany, what historian Robert Whitaker calls “the first eugenic country”
on earth.

Not only did mainstream America (including major medical journals, the
New York Times, and the American Public Health Association) support forced
sterilization laws, but calls for killing defectives or “euthanasia” were made
publicly and shamelessly in this country in the first decades of the century.
For instance, Alexis Carrel, a Nobel Prize—winning physician at the
Rockefeller Institute for Medical Research, proposed that the insane “should
be humanely and economically disposed of in small euthanasic institutions
supplied with proper gases.” The year was 1935.”

By 1941, the popularity of eugenics among the American intelligentsia
was at its peak. In May of that year, Foster Kennedy, a leading neurologist
and a professor at Cornell University, spoke at the annual meeting of the
American Psychiatric Association on “The Problem of Social Control of the
Congenital Defective: Education, Sterilization, Euthanasia.” The following
year, Kennedy published his views in the country’s most prestigious psychi-
atric journal, the American Journal of Psychiatry.® He advocated that “feeble-
minded” (a broad and ill-defined category that included those labeled with
schizophrenia and manic-depression) children, “nature’s mistakes,” be
killed upon reaching the age of five. For a safeguard, he proposed three

medical examinations before “euthanasia.” Only if doctors agreed would
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the “defective” be “relieved of the burden of living.” He claimed that parents
would want this execution.

His article was accompanied by a rebuttal, of sorts, by child psychiatrist
Leo Kanner. Kanner’s argument was that the lives of some mentally disabled
persons had value, but not in and of themselves; only to the extent that they
could be of service to the rest of society by doing dirty and menial tasks like
digging ditches and shucking oysters. Therefore, they ought not to be killed,
as long as they were “industrious.™

An anonymous editorial, written by one or more of the journal’s editors,
concluded the debate.” The problem with murder, according to these com-
mentators, was the attitudes people had about it. In particular, the editors
noted that parents might have sentimental attachments even to defective
children and suggested that psychiatrists play a role in modifying those psy-
chopathological attitudes “by exposure to mental hygiene principles.” It
noted that there was no disagreement between Kennedy and Kanner about
forced sterilization; both were in favor of it. Their differences were thus not
as great as they might seem. As historian of psychiatry Jay Joseph has pointed
out, “The progression from sterilization to killing is ‘logical” because, once it
has been established that the state should actively participate in preventing
the reproduction of ‘genetically undesirable’ people through compulsory
sterilization, it eventually seems more ‘efficient’ to wipe out the alleged gene

carriers themselves.”"

Early Somatic Treatments

In the era when eugenics openly flourished, so did drastic somatic treat-
ments for those considered mentally ill. If their lives didn’t matter, what did
it matter what was done to them? If they were to die, that was of small con-
cern; perhaps their only value was as experimental animals, on which “any-
thing that holds out hope should be tried.”*

Some of the treatments included malarial-fever therapy, in which high
fevers were induced by injecting people with blood from malaria patients;
sleep therapy, in which patients were drugged to make them sleep for a week
or more; forced inhalation of carbon dioxide; and, by the 1930s, the deliber-

ate destruction of healthy brain tissue known as psychosurgery (and later
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lobotomy). These were not considered marginal or unscientific treatments—
far from it; the inventors of fever therapy and psychosurgery won medicine’s
highest honor, the Nobel Prize, in 1927 and 1949."

It was in this climate that shock treatment was invented.

The name “shock” didn’t originally refer to electrical shock, but to
the physical state of shock produced by critically low blood sugar (hypo-
glycemia). In 1927 Manfred Sakel, a Viennese physician, inadvertently
induced a coma in a patient by injecting her with too much insulin. He
observed that her mental state, said to be psychotic, seemed improved when
she woke up. After that, he experimented on animals in his kitchen,
determined that the comas could be terminated with glucose without
killing them, and then started deliberately overdosing persons with schizo-
phrenia.™

Massive amounts of insulin deprive the brain of energy, inducing spasms
and seizures. Overdosed patients eventually lapse into coma and die, but in
insulin treatment they are injected with intravenous glucose to terminate the
coma after several hours or whenever the doctor decides it’s been long
enough. This is repeated, five days a week, for up to three months.

Brain damage and death were the known and expected possible conse-
quences of insulin shock. In a 1941 manual, psychiatrists were told: “Clinical
evidence of neurological disturbances complicating shock therapy is abun-
dant. Such clinical signs of brain damage have been confirmed by laboratory
findings, electroencephalographic findings, and through psychological per-
formance tests. . . . It is not unlikely that injury to the brain, either reversible
or irreversible, is the common change resulting from the shock therapies. . . .
We think the possibility of permanent brain damage exists.””

If a doctor failed to terminate a patient’s coma with glucose injections in
time, the result was “not infrequently” fatal, according to this manual. But it
went on to reassure clinicians that “recovered psychiatric cases often show
dramatic improvement in their mental state.”

Sakel was not trained as a scientist and could not explain why his treat-
ment worked. His attempt to do so was, historian Elliott Valenstein writes,
“so vaguely stated and so impossible to relate to any known—Iet alone

measurable—biological process that it was all but incomprehensible.”™
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In 1936, the commissioner of the New York State Office of Mental
Hygiene was so impressed with the “cure” that he brought Sakel to New York
to teach the state’s doctors to perform it. Insulin was touted by the media in
the 1930s as a “miracle” and became widely used in the United States through
the 1960s.”7 Many thousands of survivors of insulin shock are alive today.

Sakel was bitter about the later use of the term “shock treatment” for ECT,
saying, “There is just one shock treatment, introduced by me in 1933. ...
Convulsions produced by whatever means is not a distinct ‘shock’ or a new

treatment.”™®

Seizures as Therapy

The idea of inducing epileptic seizures to “cure” mental patients was based on
the erroneous assumption that schizophrenia and epilepsy never co-occur.
Hungarian psychiatrist Ladislas Meduna came to this conclusion after studying
slides of epileptic brain tissue.

Having come to a wrong conclusion based on speculation, he proceeded to
experiment on a human. The first convulsive treatment took place, according
to one account, on January 23, 1934. The person selected for this experiment
had been in the hospital for four years in a catatonic state. On that morning, he
was injected with a solution of camphor in oil, which caused a seizure.
Meduna found the whole process so distressing that he had to be supported by
his nurses afterwards when returning to his room.” Yet he somehow found it
in him to repeat the process four more times. After the fifth seizure, the patient
got out of bed. He was eventually released from the hospital.

By all accounts, the patient forgot at least four years of his life; he knew
nothing of having been in the hospital. But he hadn’t died, and his symptoms
abated, at least temporarily. The experiment was considered a success.

Camphor proved an unreliable way of inducing seizures, however, and was
soon replaced by a synthetic camphor preparation called metrazol (its
European name is cardiazol). A series of metrazol treatments involved twenty
to forty closely spaced induced seizures. Because of the violence of the
seizures, patients were at great risk of broken bones and teeth. It was undis-
puted that the treatment caused memory loss, and the pattern of amnesia and

impaired memory ability—which increased with the number of treatments



Useless Eaters 33

and was most dense for more recent memories—was the same as what was to
emerge with electroshock. For example, a 1939 case study found that a patient
who had excelled at Chinese checkers and badminton prior to treatment not
only could no longer play them but had forgotten the rules. The researchers
concluded that “metrazol acts in such a noxious manner as to destroy recently
established neural patterns of the highest cerebral functions.”*

Patients feared the treatment to such an extent that some doctors theo-
rized that fear was actually the therapeutic element of the treatment.™
Patients were conscious for the five to fifteen seconds it took for the seizure
to occur after the metrazol injection. One described the treatment as “being
roasted alive in a white hot furnace” and a psychiatrist observed that nearly
all patients were “overwhelmed by fear of impending death.” The terror
patients experienced before losing consciousness was described as like being
thrown off a high building.*

Afterwards, metrazol produced a profound change in patients’ behavior.
As with insulin, patients who’d been shocked became childlike (to the point of
regression), cooperative, and docile. They also frequently experienced per-
manent amnesia. Whether this was seen as “improvement” or brain damage
depended on who was doing the seeing, and what value the person placed on
the lives and brains of mental patients. Early research showed brain damage
in autopsied animals and humans, as well as abnormalities of the electroen-
cephalogram (EEG), which were dismissed as consistent with clinical
improvement.* One metrazol apologist suggested that the patient’s “readap-
tion to normal life” came at the expense of a permanent lowering of intellec-
tual functioning, but seemed sanguine about that possibility; the patient
might, “in the language of chess, be sacrificing a piece to win the game.”?

Early data were equivocal as to whether metrazol worked at all, with
some doctors claiming good results, one hospital reporting no success at all in
a group of 275 patients, and yet others reporting poorer outcomes than with
no treatment.?® But professional judgment was clearly in favor of the proce-
dure; doctors were okay with sacrificing their patients’ chess pieces, it
seemed, whether they won the game or not. The press, as with insulin, uncrit-
ically praised the new shock treatment. Metrazol shock was soon widely

adopted, and by 1940, all major mental hospitals in the United States used it.
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Dogs, Hogs, and Human Guinea Pigs

Meanwhile, in fascist Italy, psychiatrists Ugo Cerletti and Lucio Bini were
experimenting with convulsive treatments. Their work was funded by the
fascist movement, and was informed by the same eugenic agenda as in the
United States and Germany: they were looking for ways to lighten the finan-
cial and social burden mental patients unfairly placed on everyone else.

In the 1930s, Cerletti and Bini had developed the first apparatus for induc-
ing seizures by use of electricity, and had been experimenting on dogs,
killing large numbers of them. Their dogs died because the Italian
researchers had placed the electrodes on the mouth and anus, and the elec-
tric current passed through the heart. They were afraid to place electrodes
on the brain for fear of causing damage to it. That would have muddied the
eventual results of their experiments, which were designed to investigate the
effects of epilepsy on the brain. At the time, Cerletti said he never thought
that these experiments would have any practical application.

Then Cerletti learned about Meduna’s work; Meduna claimed it was he
who first suggested to Cerletti and Bini that they try electricity as a means of
inducing seizures in humans.” Cerletti pondered, “For the first time we were
considering epileptic seizures not as a harmful and pernicious manifestation,
but as a useful one in certain psychotic states.”*® But would electric shock kill
the patients?

In a Rome slaughterhouse, Cerletti had a revelation. He saw pigs being
shocked with electrodes on the sides of their heads. The shocks to the head
didn’t kill the animals, but stunned them so that they didn’t squeal and
struggle while they were butchered. “Very likely,” Cerletti admitted in 1950,
“except for this fortuitous and fortunate circumstance of pigs’ pseudo-
electrical butchery, electroshock would not have been born.”*®

With pigs as his research subjects, Cerletti then conducted the only pre-
market clinical safety trials of electroshock that have ever been done. He

described the results as follows:

The animals rarely died, and then only when the duration of electric cur-
rent flowed through the body and not the head. The animals that

received the severest treatment remained rigid during the flow of the
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electric current, then after a violent convulsive seizure they would lie on
their sides for a while, sometimes for several minutes, and finally they
would attempt to rise. After many attempts of increasing efficacy,
they would succeed in standing up and making a few hesitant steps until
they were able to run away. These observations gave me convincing evi-
dence of the harmlessness of a few tenths of a second of application
through the head of a 125-volt electric current, which was more than

enough to ensure a complete convulsive seizure.*’

“At this point,” Cerletti said, “I felt we could venture to experiment on
man.” This was so even though his examinations of the brains of animals he
killed after shock left little doubt that the procedure had caused many
“undoubtedly pathological” changes, which he described in great detail **

That the observation that shocked animals were able to run away from
further treatment was all it took to convince the inventor of ECT that it was
safe for humans is likely to stun the modern American conscience. We would
like to believe that medical treatments have been rigorously tested. Even in
an era of warning labels, we trust that they would not be allowed to be used
if they had not been found to be reasonably safe. But this was the late 1930s,
in a fascist country and an era when eugenicists in many countries openly
advocated “euthanasia” of mental patients, and only a heartbeat away from
the first planned, deliberate killings of patients by psychiatrists. There was
no Food and Drug Administration evaluating Cerletti’'s homemade shock
machine. There were no review boards deciding whether the research was
safe. Not only was no one protecting the rights of human guinea pigs, there

was no recognition that mental patients had any rights at all.

A Superstitious Notion

Clinical trials concluded, Cerletti set out to find a subject for the first appli-
cation of ECT to a human, and found it in a vagrant who was picked up by
police for loitering in a train station. The man, known in the literature only
as S.E., was arrested on April 15, 1938, and brought to the hospital “for obser-
vation.” He sought no psychiatric treatment, consented to no treatment, and
was held against his will. Nothing was known of his past history. On April 18,

1938, Cerletti found him to be “lucid” and “well-oriented,” but with “low
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affective reserves.” A diagnosis of “schizophrenic syndrome” was made, and
the experiment proceeded. The treatment was given in secret because of
fears about what could happen.

At first, the machine was set to deliver only eighty volts of electricity, and
it produced neither unconsciousness nor a seizure. Cerletti described what

happened:

Naturally, we, who were conducting the experiment, were under great
emotional strain and felt that we had already taken quite a risk.
Nevertheless, it was quite evident to all of us that we had been using a too
low voltage. It was proposed that we should allow the patient to have some
rest and repeat the experiment the next day. All at once, the patient, who
evidently had been following the conversation, said clearly and solemnly,
without his usual gibberish: “Not another one! It will kill me!” I confess
that such explicit admonition under such circumstances, and coming from
a person whose enigmatic jargon had until then been very difficult to
understand, shook my determination to carry on with the experiment. But
it was just this fear of yielding to a superstitious notion that caused me to

make up my mind. The electrodes were applied again.*?

Looking back at his invention, Cerletti admitted, “When I saw the
patient’s reaction, I thought to myself, This should be abolished! Ever since I
have looked forward to the time when another treatment would replace elec-
troshock.”® Had Cerletti spoken or published his thoughts at the time, he
could have unilaterally abolished electroshock at the outset. But he probably
would have seen that as yielding to the superstitious notion that patients
should have control over their brains and bodies.

Interestingly, a history of ECT written by contemporary proponents has
cast doubt on all the previously published accounts of the first electroshock.
They relate a different account, said to have been discovered in Bini’s unpub-
lished and untranslated notebook. According to these authors, Cerletti’s first
attempt to induce a seizure was unsuccessful, and the patient was allowed to
leave the treatment room. The outcome of the second try on an unnamed
woman is not specified, and not until the third try more than a week later did

the procedure induce a grand mal seizure in the original patient, who was
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said to have recovered after ten more shocks. The authors conclude that “the
creators of electroshock had been so eager to give the public a perfect story
that they concealed a few weaknesses to their claims present in the record.”

If true, that was the earliest case of shock doctors managing concerns about
ECT with public relations tactics, and it worked. The new shock therapies—
insulin, metrazol, and electric—were adopted widely, quickly, and uncritically.
Insulin, introduced in 1933, reached its peak use in 1938 when 54 percent of hos-
pitals reported using it. Metrazol, introduced in 1935, peaked in 1939 with 65 per-
cent of hospitals using it. Electroshock was adopted even more quickly and
soon used more widely than either insulin or metrazol. In a survey conducted
in 1941, 93 percent of state institutions and 74 percent of private institutions in
the United States reported using one or more forms of shock treatment.®

The popular press of the time—Newsweek, Time, Reader’s Digest, Science
Digest, Scientific American, and others—played a major role in promoting the
therapies, feeding the public’s appetite for dramatic cures.? In addition, a
veritable avalanche of favorable articles about shock treatment appeared in
the major psychiatric journals. At last, the publicity suggested, psychiatry

was really doing something scientific for its lost souls.

Animals in Human Form

But there remained the problem for psychiatry of the long-term, chronic
patients who were not helped by the new somatic treatments. Germany was
about to come up with a solution.

The idea that mental patients were “useless eaters” who ought to be
killed for the good of all had been popularized by German psychiatrists
Alfred Hoche and Karl Binding in their 1920 book Permission for the
Destruction of Lives Unworthy of Life. In the 1920s, the German eugenics move-
ment thrived thanks to substantial funding from Americans. The Rockefeller
Foundation, for instance, gave the equivalent of millions of dollars in today’s
money to the Kaiser Wilhelm Institute, which became Germany’s leading
center for eugenics research. Charles Davenport’s successor as president of
the International Federation of Eugenic Organizations was German psychi-
atrist and director of the Kaiser Wilhelm Institute for Psychiatry Ernst

Rudin—best remembered today as one of Hitler’s henchmen.?”
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German psychiatrists began putting eugenic ideas into practice as early
as 1938, starving psychiatric patients, including children, to death in asylums.
Psychiatry embarked on this course on its own initiative, out of its own
eugenic zeal, without any directive or mandate from Adolf Hitler. In 1939
leading German psychiatrists organized, not to debate or to protest the
killing of mental patients, but to decide on the best method. After ruling out
staged train crashes, they consulted with police toxicologists and settled on
carbon monoxide gas. Historian Michael Burleigh describes the conversation

that took place between a Nazi official and a chemist:

“Can the Criminal Technical Institute manufacture large quantities of
poison?”

“For what? To kill people?”

“No.”

“To kill animals?”

“No.”

“What for, then?”

“To kill animals in human form: that means the mentally ill, whom one
can no longer describe as human and for whom no recovery is in
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sight.

In October 1939, the first “questionnaires” were distributed throughout
the German mental hospital system. For each patient, a panel of psychiatrists
would make a selection: + for life, — for death, ? if they weren't sure.
Hitler’s “Law on Euthanasia for the Incurably IlI” was drafted in 1940 in
response to pressure from psychiatrists, and backdated to serve as justifica-
tion for what the doctors were already doing.*

Gas chambers and crematoriums were set up within psychiatric institu-
tions. The killing centers were under the control and administration of psy-
chiatrists from 1939 to 1941. The organized killing of mental patients was
code-named Operation T-4, after the name and number of the street where
it was headquartered. Its official name, the one it used on its letterhead, was
the Reich Association of Mental Hospitals. Hitler took over the control of

T-4 late in 1941, in response to public protest by a prominent Catholic bishop.
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Ostensibly, T-4 was shut down; actually, it simply became decentralized, and
euthanasia was integrated into daily asylum routine. In fact, the T-4 program
largely supported itself financially through fraudulent billings to insurance
companies and welfare agencies.*

The enthusiastic use of shock treatment was an integral part of the T-4
plan. The plan called for drastically reducing the number of beds in German
psychiatric hospitals by either “active therapy” (shock) or “euthanasia.” The
available statistics show a clear connection between the increased use of
insulin or electric shock and a rise in inpatient deaths. When the use of
insulin was forbidden because of wartime scarcity, the Fiithrer’s office and the
Reich’s commissioner for mental hospitals called the provision of elec-
troshock equipment particularly “important to the war effort.” By 1943,
nearly all public hospitals had electroshock machines, thanks to the advocacy
of the T-4 procurement adviser.*

Psychiatrists who had been in charge of the killing centers for mental
patients went on to initiate the “Final Solution” for the Jews. Dr. Werner
Heyde, who had been in charge of Operation T-4, led the commission of psy-
chiatrists in charge of selecting people for death at Buchenwald, Ravensbruck,
and Auschwitz. The original commandants and staff of the death camps at
Treblinka, Belzec, and Sobibor were recruited from the T-4 program.

When the Germans tested the feasibility and practicality of mass killings
on mental patients, they simply chose the path of least resistance. Some
degree of complicity on the part of the public was necessary for the success
of their enterprise. If the public had mobilized against the killing of mental
patients, the holocaust of the Jews might not have taken place. The mental
patient experiment showed that the public was, in fact, willing to accept
mass killing as a solution to perceived social problems—at least, as long as
the victims were devalued and seen as less than human.

At least 270,000 mental patients were killed between 1939 and 1946.4

Not So Far from There to Here:

The Genesis of the American Shock Industry

The ECT industry would not be what it is today without the psychiatrists

of the Nazi era. Indeed, the most vocal shock proponents in the United
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States. trace their training to a group of emigrés that played a role in the
eugenics-based psychiatry of Europe. These few men in prestigious posi-
tions wielded enormous influence through their teaching and writing.

Lothar Kalinowsky (1899-1992) trained as a psychiatrist in Berlin, but lost
his position in 1933 because he was half Jewish. That same year he was
offered a job at Cerletti’s hospital in Rome. On a trip to Vienna in 1936 he
observed Meduna’s metrazol shock, and reported back to Cerletti.
Supposedly, according to Kalinowsky, Cerletti then asked, “Why didn’t he
use electricity?”# Kalinowsky was present at the earliest shock treatments
and was responsible for doing neurological evaluations of the patients.

His initial reaction to the treatment was less than enthusiastic.
“According to my wife—because I don’t remember it exactly—she claims
that when I came home I was very pale and said ‘I saw something terrible
today—I never want to see that again!” ”4* But somehow, that attitude soon
changed to boundless zeal.

When the Axis pact between Germany and Italy required the return of
German nationals to Germany, Kalinowsky fled to America. On the way he
made stops in England, Holland, and France as a kind of shock evangelist,
introducing the treatment to each country and finding time to publish on
ECT as he went. But it was in America, where he landed in 1940, that he met
his greatest success. He was immediately offered a position at the New York
State Psychiatric Institute (P.I.) in upper Manhattan, a facility that was quite
hospitable to German emigrés at that time.

On its Web site, PI. takes full credit for “the introduction of electrocon-
vulsive therapy to the U.S. by Lothar Kalinowsky.”# But Kalinowsky said that
the first shock in America was probably given by David Impastato at
Columbus Hospital, a private hospital in New York City.4® Others claim that
it was given in Chicago a month earlier.#

Nevertheless, as we shall see, PI. has played a larger role in the selling of
electroshock than any institution in America. This is largely because it is a
research facility that has aggressively and successfully sought state and fed-
eral funding. More funding equals more publications equals more influence.
Although it is a state facility, P.I. has had, since 1925, a unique affiliation
agreement with Columbia University’s College of Physicians and Surgeons,

which adds immeasurably to its perceived prestige.
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Kalinowsky taught at PI. for twenty years. In 1946, he authored a text-
book on Shock Treatments and Other Somatic Procedures in Psychiatry, which
influenced a generation of psychiatrists. In 1958, Kalinowsky helped found
New York City’s private Gracie Square Hospital, which was known then and
to this day as a shock mill (a pejorative term long used for facilities that shock
disproportionately large percentages of their patients).*®

Kalinowsky trained many doctors to administer ECT at P.I. and later at
New York Medical College in Manhattan. One of them was Richard Abrams.
Abrams says that as a young medical student, he took to Kalinowsky like a
lost duckling to its mother: “My synapses snapped shut like a steel trap;
imprinting was instantaneous and complete.”* With training from
Kalinowsky and also from prominent ECT advocate Max Fink, Abrams, a
former professor at the Chicago Medical School, has devoted his career to
promoting shock.

Other German emigrés who played public roles in promoting shock
were Zigmund Lebensohn of Washington, D.C.; Paul Hoch, who served as
PL’s first chief of biological psychiatry and co-wrote the first shock textbook
with Kalinowsky; and Leo Alexander, who served as an apologist for the
Nazis at the Nuremberg trials and published extensively on ECT.>®

These shock enthusiasts did far more to popularize the use of shock than
its inventors, who abandoned the technique in favor of even more bizarre
treatments. In March 1939, Ladislas Meduna entered the United States, osten-
sibly to give a lecture in Chicago; but he intended to stay and managed to do
so, thanks to an appointment at Loyola University. After losing interest in
metrazol, he told himself that “the next logical step, I think, will be the
acceptance of carbon dioxide, and other gases yet to be discovered, as legiti-
mate medicaments for treatment for suitable pathologic conditions.” For the
rest of his life his “treatment” consisted of inhalations of carbon dioxide
mixed with nitrous oxide.”

Cerletti played no part in publicizing and promoting his invention. Until
his death, he continued to believe neither the seizure nor the electricity
caused the dramatic changes in mood and behavior, but some hormone
secreted as a result of the shock. He electroshocked storks, hogs, sheep, and
rabbits in an attempt to isolate this “defensive substance,” which he named

“acro-agonine” from the Greek for “supreme struggle for survival.” He then
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tried to cure human patients by injecting them with extracts from the brains
of electroshocked pigs. In the end he gave up, concluding that “the solution
to these problems lies within the domain of the biochemists.”*

The first electroshock patient was reported by his wife to have relapsed
three months after his series of eleven shock treatments. Cerletti later found
out that in fact, this man had received eight metrazol treatments in
December 1937, less than four months prior to his being diagnosed as suffi-

ciently ill to serve as the human guinea pig for the first electric shock.

Apparently neither treatment had any lasting benefit.”

Acknowledging the Mental Patient Holocaust

It is only recently that mainstream psychiatry has acknowledged the mass
killings of mental patients by their psychiatrists. In August 1999, the congress
of the World Psychiatric Association in Munich, attended by 10,000 psychia-
trists, featured an exhibition titled “In Memoriam,” documenting German
psychiatrists’ extermination of their patients. They admitted to 180,000
killings. During the initial ceremony of the congress, the president of the
German Society for Psychiatry, Psychotherapy, and Neurology publicly
admitted that the killing of mental patients amounted to another holocaust.”

Some of those who killed their patients are likely alive as you read this
book, and many of them lived well, rising to prestigious positions, without
censure, shame, or guilt. For example, Austrian psychiatrist Heinrich Gross,
accused of experimenting on thousands of children and killing many of
them, died in December 2005 at age ninety. He was never tried for his crimes
and died proclaiming his innocence.”

Though the massacre of mental patients took place on a smaller scale
and was less well known than the massacre of the Jews, the larger holocaust
could not have taken place without the earlier one. As one German physician
said in 1947, “It is almost the same thing to see a human being as a ‘case’ or
as a number tattooed on his arm. This is the double facelessness of a merci-
less epoch.”

Electroshock is the only one of the drastic somatic “treatments” devel-
oped in the eugenics era that is still in use today and the only one whose very

name doesn’t evoke derision or horror. The reasons for this are twofold.
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First, the ECT industry was able to rebrand its product as “new and
improved,” a feat of pure public relations when it was nothing of the sort.
Second, eugenic conceptions of persons with psychiatric labels have not
gone away; they simply take different forms in an era, ostensibly, of
informed consent and patient rights. When understood in their simplest
form as “They are a threat to us,” they have not really changed at all. Without
eugenic attitudes, no matter how brilliantly it was marketed, shock would
have died off; countervailing forces would have been able to successfully
unmask the marketing schemes. The genius of ECT’s promoters and pack-
agers has been to adapt, chameleon-like, to changing social attitudes, includ-
ing evolving eugenic conceptions of mental patients, and to respond to

challenges with unwavering and ever greater denial.
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If it were a drug or a medical device coming onto the market today, elec-
troshock would have to be proven safe and effective in controlled trials, and
would have to be cleared for use by the Food and Drug Administration
(FDA). Because there were no such safeguards in effect in 1938, and because
ECT’s inventors and promoters had never thought it necessary to carefully
study large numbers of patients before selling their treatment to the world,
each patient became, in effect, a guinea pig.

This was a time before in vivo brain imaging was possible; the CAT scan,
MRI, and PET scan were decades away. To study the effects of ECT, experi-
mental animals had to be sacrificed and their brains examined under the
microscope. Human brains could only be examined after death occurred,
either naturally or as a direct result of electroshock. Both human and animal
brain autopsy studies were common in the early years of ECT, and so many
showed damage to the brain that, ever since, proponents of ECT have been

obliged either to try to discredit their findings or pretend they didn’t exist.

Animal Experiments

Lucio Bini, electroshock’s co-inventor, first published a brief report of his
and Cerletti’s early dog experiments in the American Journal of Psychiatry in
1938. Though electroshock was already being used on humans by then, he
described his use of shock on animals as “experimental researches.” He
reported that after shock “the alterations found by us in the nervous systems
of these dogs were widespread and severe. Besides acute injury to the nerve
cells, there was ‘chronic cell disease.”” He concluded that with electroshock
as with insulin, “these very alterations may be responsible for the favorable
transformation of the morbid psychic picture of schizophrenia.”

In the 1940s and 1950s, studies were conducted on cats, rats, dogs, rabbits,
guinea pigs, and monkeys. Virtually all of this evidence supports the position

that ECT causes damage of various types to the brain. These include gliosis

(a process in which glia, a type of central nervous system support cell, are
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overproduced and form scar tissue around a damaged area), pinpoint and
large hemorrhages, and neuronal cell death.

In a 1946 review of the animal studies conducted to date, Dr. Bernard ]J.
Alpers of Philadelphia—who’d done some of the earliest research himself—
warned that “brain changes have been found even in those cases in which the
experiments have been regarded as negative.” In what could have been a
response to Cerletti’s mistaken conclusion that ECT was safe because the first
patient survived, he wrote: “The problem is obviously not whether electrical
shock is a cause of death, but whether it is associated with brain changes
of any sort, and if so what those changes may signify.” He warned against the
danger of adding “injury to insult” in the life of the mental patient by the
use of ECT and concluded, “Security in the application of shock treatments is
ill-founded.”*

Lothar Kalinowsky and his colleagues at the New York State Psychiatric

Institute (P.I.) did their best to explain away findings of brain damage.

Even if we did find changes present, which we definitely believe to be
pathological, what is their significance as far as the status of the patient
or the status of the monkey is concerned? We merely have two coordi-
nates here in our two sets of observations and they are manifestly insuf-
ficient to solve our question. If we subject an animal or a patient to
electric shock and then find certain neurohistological or pathological
conditions in the brain, and also find that the patient shows some peculi-
arity in behavior, are we justified in assuming that the changes in the
brain and behavior are causally related? I don’t think any of us would

even seriously consider that as a compelling conclusion at all.?

In the mid-1940s, even animal research carried out at P.I. by stalwarts of
ECT confirmed brain damage from the procedure. Two often-cited monkey
studies were done by Armando Ferraro, a principal research scientist in neu-
ropathology, and Leon Roizen, the chief of psychiatric research in neuro-
pathology.* They found cell death and petechial (pinpoint) hemorrhages in
monkeys given four to twelve shocks with low amounts of electricity, and
had to attribute the findings to ECT. A second study in which monkeys

received more shocks confirmed the findings of the earlier one.
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The longest, most detailed, and most scientifically rigorous animal
experiment to date is Hans Hartelius’s 1952 cat study. Carried out at a presti-
gious medical university in Sweden, it took four years to complete, and was
reported in a research paper that is the length of a book.> He shocked his
forty-one animals with cat-sized electrodes and only enough electricity to
elicit a seizure; that is, much less electricity, proportionately, than is now
used on humans. The cats were pampered with fresh milk and Baltic herring.
Within eight days of the last shock, their brains were removed for examina-
tion (under anesthesia while the cats were still alive, in order to rule out
brain damage caused by the process of dying itself). Sixteen control cats
were sacrificed in the same manner.

There were two parts to Hartelius’s article: a review of the existing liter-
ature and the report of his experiments. In the review, he showed that the
vast majority of studies on ECT showed brain abnormalities: vascular
changes, changes in the glial cells essential to brain function, nerve cell
changes, even “disappearance of nerve cells and areas of devastation.” He
critiqued the existing studies and gave reasons for some discrepancies in their
findings (for instance, rabbit and rat brains are not similar enough to
humans). Hartelius remarked that researchers who saw brain changes as
“reversible” often made that claim when the damage had persisted for sev-
eral months—in other words, they assumed that the damage would reverse
itself at some point in the future. Other researchers claimed reversibility
when they had killed the animals too soon after shock to know whether the
damage repaired itself.

In examining the brains of the shocked cats and the control animals,
Hartelius was “blind”—he didn’t know, when he examined slides of brain tis-
sue, which group they were taken from. But he had no trouble correctly
identifying the shocked brains. He saw in them the types of damage that had
been described in the earlier studies. And he statistically ruled out the possi-
bility that any other factor besides shock could have caused the changes he
saw in the brains. The most marked abnormalities, such as shadow cells (in
which the material formerly housed in a cell nucleus has disappeared), were
found in the cats who had had eleven to sixteen shocks, pointing to a direct

correlation between the number of shocks and the degree of damage.
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Hartelius concluded: “On the basis of the present results, the question of
whether or not irreversible nerve cell changes may occur after ECT must be
answered in the affirmative. ... Either the actual electric current or the
epileptic seizure may be the injurious factor.”

In another cat study by Jules Masserman, a professor of psychiatry at
Northwestern University in Chicago, animals deemed neurotic (purposely
made so by maltreatment by their handlers) and normal cats were subjected
to ten shocks in the same manner as humans.® They were given three shocks
a week using the amount of electricity used on humans at that time, which
is considerably less than is used today. All cats showed persistent deficits after
shock: loss of spontaneity and initiative, disorientation for space and time,
difficulty in shifting cognitive strategies to adapt to changing conditions, dif-
ficulties of retention, and “most evident of all, a marked impairment in the
efficiency and facility with which the animal performed complex, recently-
learned patterns such as operating the switch which opened its food box.” It
was also noted that six of the eight cats, “although ordinarily friendly,”
actively resisted being prepared for the treatment, and some showed anxiety
and fear.

These effects of shock weren’t specific to emotional disturbance; shock
produced the same effects in normal and disturbed cats. In the case of the
so-called neurotic animals, their induced abnormal behavior had been
replaced by “simpler,” more normal behavior—what in humans would be
applauded as “recovery.” But even in cats, it was clear to the researchers that
“the price of recovery was a variable loss of certain higher adaptive capaci-
ties; e.g., even at the end of their post-shock testing period, four of the ani-
mals in this study had not re-acquired their normal facility and efficiency in
complex skills of which they had formerly been capable.”

The brains of the shocked cats, when examined under the microscope,
showed slight but not gross changes. The researchers concluded that “the
most likely inferences to be derived from the anatomical portions of our
study were that the histologic and microscopic techniques employed were
less adequate as an index of the molecular changes in brain structure or
function produced by neurosis or electroshock than were the actual devia-

tions of behavior observed in the living animals.” The researchers noted
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that, similarly, in shocked humans, tests used on ECT patients are most likely
not sensitive enough to disclose “subtle impairment of higher perceptive and
integrative functions ... similar to those that result from known organic
lesions of the brain.”

In 1974 neurobiologist James McGaugh reviewed the evidence on amne-
sia in shocked animals, mostly from studies conducted in the 1960s, and con-
cluded that the memory loss was permanent: “Overall there is little evidence
to support the view that ECS [the term used for ECT in animals] produces
only temporary retrograde amnesia.”” He hypothesized that ECS interferes
with the memory storage process. But he did not go so far as to make the
logical conclusion, that amnesia is permanent in humans as well.

Animal research on ECT slowed to a near-standstill in the 1960s and
1970s, with few studies reported in the English-language journals. A German
study in 1966 found necrosis (neuronal death) and gliosis in shocked cats and

8 In

concluded that “irreversible, intracellular dysfunction is unavoidable.”
1971, Russian researchers documented brain damage in rats subjected to
shock.” And in 1975, researchers looked at the brains of rats two months after
electroshock and found “persistent decrease in neuronal volume.” The
authors concluded, “This constitutes a serious warning against the use of

electroconvulsive therapy.”*

Human Autopsy Studies

In 1942 the first published results of human autopsy studies began to appear,
also documenting significant brain damage. One of the earliest cases was a
forty-five-year-old woman who died after receiving sixty-two shocks.
Bernard Alpers and Joseph Hughes wrote, “The importance of the case lies
in that it offers a clear demonstration of the fact that electrical convulsion
treatment is followed at times by structural damage of the brain.”"

More than three dozen published human autopsy reports from 1942 to
1956 show brain abnormalities. Not all patients autopsied suffered cerebral
complications, such as hemorrhage, severe enough to cause death—some
died from other causes—but about 40 percent did. A review of these reports

reveals that “by far the most frequent alterations reported were in the vascu-

lar system”—with twenty-three cases of hemorrhages large and small. Other



A Little Brain Pathology 49

brain changes symptomatic of damage included atrophy (shrinkage), edema
(swelling in the acute period after ECT), necrosis (death of brain tissue), and
“rents and slits similar to those reported in electrocution.”**

One neuropathologist remarked, “What makes this picture, just like any
other neuropathological picture a significant one, is the combination of
changes; in all observations of sudden death after electric shock reported so
far, petechial hemorrhages, cellular changes and some glial proliferation
stand out prominently, as an almost constant whole.”"

In 1957, ECT was found to have an overall mortality rate of one in one
thousand, and one in two hundred in elderly patients. The rate was higher
for those who had received what was beginning to be called modified shock,
administered under anesthesia and using muscle-paralyzing drugs to prevent
fractures of bones and teeth.” Autopsy reports of patients who died from
ECT continued to be published into the 1960s.”

Doctors who observed large numbers of patients post-ECT warned that
the patients were clearly suffering from an acute organic brain syndrome like
that seen in other people with brain injuries. In 1942, Dr. Roy Grinker, the
author of a neurology textbook, wrote: “There is not only an emotional but
an intellectual change in the patients. Those who have seen fighters that have
been in many battles know the “‘punch-drunk’ or ‘slap-happy’ conditions and
may recognize a similar state in some patients after shock therapy ...
Careful studies by means of a battery of neurologic tests reveal a definite
‘organic’ change in memory which does not entirely clear up.”* His con-
temporary, prominent Boston psychiatrist Abraham Myerson, observed that
“the mechanism of improvement and recovery seems to be to knock out the
brain and reduce the higher activities, to impair memory, and thus the newer
acquisition of the mind, namely the pathological state, is forgotten.””

That these observations were consistent with the findings of brain dam-
age in the histological studies was clear even to a proponent of ECT such as
Max Fink, who wrote in 1958: “From the data available, it is probable that the
biochemical basis of convulsive therapy is similar to that of craniocerebral
trauma. . . . The electroencephalographic [EEG] effect of repeated induced
convulsions is the development of . .. slow [brain] wave activity, occasion-

ally with spike activity which is similar to that observed in severe head
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trauma.”™ (Today, Fink still tells his students that slow brain waves are ther-
apeutic for mental patients, but no longer mentions that they are sympto-
matic of brain damage.)

There was no sense in which the doctors at the time who admitted ECT
was brain damaging felt they were saying anything unacceptable to the pro-
fession or the public. In the 1940s, as we have seen, mental patients in
Germany were being killed by their psychiatrists, without any outcry from
the profession there or elsewhere. Portuguese neurologist Egas Moniz was
awarded the Nobel Prize in 1949 for leucotomy—a type of psychosurgery
that deliberately destroyed healthy tissue in the name of curing intractable
mental illness. Psychiatrists in America, such as Walter Freeman, enthusiasti-
cally adopted the technique and renamed their version lobotomy. They used
an ice pick or similar instrument and inserted it into the brain via the eye
sockets to sever their patients’ frontal lobes.

The widespread popularity of lobotomy in the 1940s and 1950s showed
that mainstream psychiatry believed—as I hold it still does—that mental
patients were less than full human beings. A little brain damage was thus of
no consequence; in fact, it was therapeutic, as Abraham Myerson explained

in 1942:

I believe there have to be organic changes or organic disturbances in the
physiology of the brain for the cure to take place. I think the disturbance
in memory is probably an integral part of the recovery process. I think it
may be true that these people have for the time being at any rate more
intelligence than they can handle and that the reduction of intelligence is
an important factor in the curative process. I say this without cynicism.
The fact is that some of the very best cures that one gets are in those
individuals whom one reduces almost to amentia [feeblemindedness]. It
is impossible to conceive of that amentia without an organic base; there
must be at least temporarily organic changes in the brain, and the cure is

related to these organic alterations.”

Paul Hoch of the New York State Psychiatric Institute wrote in 1948:
“This brings us for a moment to a discussion of the brain damage caused by

electroshock. . . . Is a certain amount of brain damage not necessary in this
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type of treatment? Frontal lobotomy indicates that improvement takes place
by a definite damage of certain parts of the brain.”*°

“Of course,” opined Bernard Pacella (another colleague of Kalinowsky’s
at PI.) in 1944, “one could always argue that a normal clinical status or at
least a socially adaptable individual with a little brain pathology is preferable

21

to a psychotic patient with no demonstrable brain changes.”

“Fueliginous Tenebrosity”: Effects on Memory, Learning, Cognition

Today, nearly all articles on ECT appearing in medical journals begin, “ECT
is a safe and effective treatment . . . ,” thus precluding any investigation of
shock’s adverse effects.

But before the public relations era, when some doctors seemed gen-
uinely interested in research whether or not the results were bad for busi-
ness, there was a relative wealth of literature describing shock’s effects not
only on brain structure, but specifically on memory and cognition.

In 1942 not even the researchers at the Psychiatric Institute were con-
vinced of shock’s harmlessness to memory. As one colleague of
Kalinowsky’s put it: “I don’t know how to account for the memory defect.
I know that it occurs . . . even after two or perhaps three convulsions, these
patients may appear to have a tremendous memory defect, and be greatly
concerned over it; but I do not know the basis for this. I do not like to get
entangled too much in what has been called ‘“fueliginous tenebrosity” on this
particular matter.”*

Leon Salzman, a professor of psychiatry in Washington, D.C., reviewed
the literature up to 1947, and also studied patients who had had shock six
months to three years previously, comparing them to patients who hadn’t
had shock: “The most persistent impression obtained is that the shock
patients show a picture resembling the post-lobotomy syndrome. ... In
addition to their inattention and inability to concentrate there was some dif-
ficulty in carrying out tasks that they were well trained to do before their ill-
ness. One s55-year-old male who worked at the switch control tower in a
railroad intersection found himself completely unable to handle the tasks he
had previously done for 20 years. Even 6 months following shock therapy he

found himself unable to return to his former employment.”
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In a 1947 study done at PI., Calvin Stone also recognized that it was not
simply memory that was impaired by ECT: “Even the most cursory psycho-
metric examination of patients who complain of memory losses will reveal a
considerable degree of impairment in ability to comprehend what is heard
or read, in simple arithmetical computations, in perception of relationships,
in choice reactions, and in performance of tasks involving abstraction, clas-
sification, and arrangement of words or objects according to a specified plan.
Therefore, it would seem to be not only more informative but more correct
to speak of general impairment of the cognitive functions resulting from
electro-convulsive shocks.”**

British psychiatrist S. M. Cannicott, summarizing some of the work done

in the 1940s and 1950s, wrote in 1962:

ECT has proved the most widely used and successful of modern psychi-
atric treatments, but at a price. . . . Many patients . . . complain of mem-
ory difficulties associated with recent events; many show post-convulsive
confusional states; and a minority complain of a feeling of
blotting-out—"“the agonizing experience of the shattered self” (Schildge,
1947; Stengel, 1951) whilst Anderson (1951 and 1953) quotes examples of
poets who ceased creative work following electro-convulsive therapy and
professors and students who forgot large parts of their knowledge. . . .
Ritchie Russell (1959) says, “Intelligence seems to depend on the capacity
to associate a vast number of memories with each other and one mem-
ory seems to be built on previous memories.” ... the impairment of
memory involves a good deal more than a simple forgetting of recent
events: “if this memory disturbance is at all severe the intelligence will be, tem-
porarily at least, affected.” The work of Cronholm and Molander (1957),
applying a battery of tests to patients before and after ECT, tends to con-
firm these views . . . and Stone (1946) suggested a general impairment of

cognitive function.

Criticism from the Profession

In 1941, when ECT had been in use only three years, a standard psychiatric text-

book called Shock Treatment in Psychiatry summarized the existing human and
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animal research as follows: “A great deal of evidence has been accumulated
which indicates that brain damage is possible with this kind of therapy.”>

As evidence continued to accumulate, organized psychiatry took the
unprecedented step of issuing a warning to the field. In 1947, the Group for
the Advancement of Psychiatry (GAP) reviewed the evidence and published
a report called Shock Therapy.” GAP was organized in 1946 by Karl and
William Menninger, two of the era’s most respected psychiatrists and
cofounders of the Menninger Clinic. GAP members held leadership posi-
tions in the American Psychiatric Association (APA) and at medical schools.
In short, it was the very voice of mainstream psychiatry.

The report found that ECT was the most controversial treatment in psy-
chiatry and was “dangerously” abused even by the lax standards of its advo-
cates. It called for long-term follow-up studies as well as “definitive studies as
to the possibility of irreversible brain damage,” and in the interim, “institut-
ing certain measures of control.”

Shock practitioners immediately put pressure on the group to modify
their statement. Two years later, having become president of the APA,
William Menninger qualified some of the report’s statements on ECT’s effi-
cacy and usefulness, though he stopped short of backing down on the safety
issue. Although organized psychiatry would never again openly criticize
ECT, individual psychiatrists, even very prominent clinicians, continued to
publish on the dangers of shock in a manner that would be nearly impossible
today. For example, Dr. Abraham Barhash wrote in The American Journal of
Psychiatry in 1950: “From all over the country we get almost daily informa-
tion about the indiscriminate use of shock therapy, not as an adjunct, but as
the only approach to treatment. . . . We should at least ask ourselves whether
itis true, as is often charged, that electroshock therapy is too profitable to be
questioned or tampered with.”?®

Jules Masserman, author of the cat study cited above, reflected on the
results of his work in 1950: “These experiments supported the growing con-
viction among psychiatrists that electroshock and other drastic procedures,
though possibly useful in certain relatively recent and acute psychoses, pro-
duce cerebral damage which charges the indiscriminate use of such ‘thera-

229

pies’ with potential tragedy.



54 DOCTORS OF DECEPTION

In his 1961 textbook he argued, without success, against the acceptability
of brain damage for mental patients in special cases: “The damage produced
[by electroshock] is permanent, with the result that the patient’s higher intel-
lectual functions may be irretrievably sacrificed. In less gifted patients, these
finer capacities can be operationally spared with scarcely noticeable loss, but
in patients with special intellectual abilities and highly developed talents and
skills (e.g., scientists, artists, professional musicians) the permanent impair-
ments produced by shock or cerebral surgery may be a tragic personal and
social price to pay for the use of such drastic methods.”*°

Even Manfred Sakel, the originator of convulsive treatment, realized that
electroshock was brain damaging and raised the seemingly obvious ethical

question.

If the amnesia is severe enough to dim out the outstanding psychotic
ideas, the normal intellectual processes will suffer even more severe dam-
age and impairment. This fact is still not generally recognized! In the
amnesia caused by all electric shocks, the level of the whole intellect is
lowered. . . . The stronger the amnesia, the more severe the underlying
brain cell damage must be. To complete the clinical picture, it should be
mentioned that the “slap-happiness” or “punch-drunkenness” combined
with flatness, witnessed after too many “therapeutic” electroshocks
remind one of the clinical pictures in cases of frontal lobe tumors, or in
the small group of paretics, or again in lobotomics. . .. The question
arises whether, in view of such experiences, this method of treatment

should continue to be applied.*

The Failed Experiment with “Brief Pulse” ECT: 1941-1956

In the 1940s, when doctors openly admitted that ECT caused deleterious
effects on cognition and memory, there was some hope that it might yet turn
out to be possible to make the procedure less harmful. Beginning in 1941,
they experimented with techniques to reduce the amount of electricity put
out by the shock machines. If they could reduce it to the lowest possible
amount necessary to cause a seizure, they reasoned, then perhaps they’d also

minimize brain damage and memory loss.
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The first simple attempts at this involved using direct current (DC) rather
than alternating current (AC), thus reducing the power of the machines by
half?* In 1945, W. T. Liberson built the first “brief pulse” (also known as
square-wave) ECT device.?? Basically, this meant altering the type, or wave
form, of the electricity. ECT machines had been designed to use the form of
electricity known as “sine wave,” which is what comes out of wall sockets.
With the brief pulse technique the standard wall current is systematically
and continuously interrupted, and each “pulse” of electricity becomes
briefer than it is with standard (sine wave) ECT. All other things being equal,
this does, in fact, reduce the amount of electricity reaching the brain.

The September 1948 issue of the Journal of Personality, largely devoted to
ECT, captured the mood of optimism at the time, and the industry’s almost
palpable sigh of relief. It stated that “progress in the application of electroshock
has been made” with the use of brief-stimulus methods. “Comparative studies
on the different techniques are coming to the fore, and we believe that it will
soon be possible to decide whether the claims of the users of the brief-
stimulus techniques are justified ... memory impairment is much less
conspicuous after convulsion than with the alternating-current method. . . .
Brief-stimulus technique does not interfere with the function of
the brain as much as the convulsions produced by alternating current.
This lessening of the possibility of brain damage is naturally of real
importance.”?*

There were claims that the lower-energy techniques reduced (but did not
eliminate) memory loss, but the memory tests used in these studies were
primitive.?* Other studies found no advantage for the new techniques.?®

However, although the lower-output machines could still induce
seizures, psychiatrists complained that the treatment didn’t work; it didn’t
produce the same “therapeutic” changes in patients as the sine wave ver-
sion.” In an effort to compensate for the perceived lack of efficacy, Liberson
recommended shocking patients for longer periods of time. To that end, he
designed a machine that allowed AC current to flow through the brain for
five seconds, or alternately, he recommended using many more treatments.*®

The Liberson machines were not commercially successful. Psychiatrists

preferred the high-output machines that had not only dramatically changed



56 DOCTORS OF DECEPTION

behavior but had predictable adverse effects on memory. They believed that
the adverse effects were an essential part of the treatment without which it
could not “work.”? By the mid-1950s, Liberson’s hypothesis that “the thera-
peutic effect of the treatment is due to repeated convulsions and not to the
brain damage” had been deemed incorrect.** The idea and the manufacture
of brief pulse machines were abandoned by the mid-1950s.

In the early 1960s, a couple of researchers experimented with machines
said to use an even more benign “ultrabrief” stimulus, but this work went
nowhere and was never commercially adopted. *' Around 2000, some in the
ECT industry began talking up ultrabrief shock again as a “new” technique,
and they have recently begun using it as a marketing tool to sell shock to the
media.** But in fact there have been no further experiments genuinely aimed

at sparing cognition and memory since the 1960s.

Is “Modified” ECT Safer?

The term “modified ECT” is used to distinguish the type of shock given
since the early 19s0s—with anesthesia, muscle paralyzers, and, usually,
oxygenation—from the shock of the 1930s and 1940s.

In its first decade, when ECT was given without anesthesia, the electric-
ity knocked the patient unconscious. Patients almost never had any memory
of receiving the electric shock afterwards, because ECT compromised their
ability to recall the recent past, so they were spared the horror of experienc-
ing the jolt. But patients’ bodies would convulse so hard during the ensuing
seizure that bones were frequently broken, a problem that could be only
partly alleviated by their being held down by several attendants. The force of
the seizure also caused broken teeth and bitten tongues. The broken bones
and teeth cost hospitals many lawsuits in the early years of ECT.#

As early as 1938, curare—a drug originally used by Native Americans to
make poison arrows—was used on ECT patients to paralyze their muscles
during the seizures. Around 1952, it was found that the same effect could be
achieved with a synthetic compound, succinylcholine, which has been rou-
tinely used ever since. Although the drug has made broken bones and teeth
largely a thing of the past, it comes with its own cost: it paralyzes even the

muscles used for breathing. Since patients can’t breathe on their own right
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before or during ECT, beginning in the 1950s they were often ventilated with
pure oxygen during the brief period of the treatment. However, the primary
reason for this use was not to prevent adverse effects on the brain from lack
of oxygen (hypoxia), but to make it easier to trigger seizures and to make the
seizures longer.* In other words, oxygen actually fuels the seizure.

With the advent of the muscle-paralyzing drugs, it became necessary to
anesthetize patients simply to spare them the terrifying feeling of being
awake but unable to move or breathe. But again, the use of anesthesia comes
at a cost. It raises the brain’s seizure threshold, its natural defense mechanism
against convulsions. The higher the seizure threshold, the more electricity
must be used to overcome the brain’s efforts to protect itself from harm.

Also, the use of anesthesia in and of itself is associated with a small risk
of death; with ECT, since the anesthesia is repeated on a dozen or more
occasions, this risk is additive. In short, far from making ECT safer, all of the
modifications associated with so-called modern shock have increased its risks

and therefore its mortality rate.* Doctors have known this since the 1950s.

The PR Line on the Early Research

By the 1980s, the shock industry had come up with a response to the over-
whelming evidence of brain damage in the scientific literature. They’d
ignore the best and most damning studies, while claiming that the early
research was, without exception, so technically flawed as to be meaningless.
Most readers wouldn’t understand the discussion of the technicalities of
preparing brains for examination under the microscope, but would take the
word of the industry leaders that mistakes were made that skewed the
results.

In fact, Hans Hartelius addressed and dismissed this straw man back in
1952. In part four of his elegant study, “Sources of Error and Interpretation
of the Findings,” he explains that there is no method that is without possible
error. For instance, when the brain is removed from a living animal under
anesthesia to lessen the impact of postmortem changes (the technique he
used and which modern-day ECT apologists claim is superior), the anesthe-
sia has its own effects on brain structure. Hartelius pointed out that even had

his fixation method resulted in some slight artifactual changes, they would
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have been of one particular type only; they could not have resulted in
the proliferation of many types of damage seen in his and a host of other
studies.*

The other standard dismissal of the brain damage research is typified by
a book about ECT written for the general public, published in 2006: “There
were studies pointing to neurological changes in the beginning, when elec-
troshock was given without oxygen to protect the brain, more treatments
were given at a higher intensity, and damage was more likely and less of a
concern to psychiatrists and patients desperate for an effective treatment.”#

None of this is true, as we have seen. Oxygen wasn’t given to protect the
brain. Not only is today’s shock more intense because of the use of anesthe-
sia, but practices nearly unheard of in the early days of shock, like mainte-
nance or lifelong ECT, mean today’s patients are likely to receive many more
treatments. For these reasons brain damage is more, not less, likely today
than in the early days of shock. There is no evidence that patients’ concerns
about brain damage and memory loss, or the effects of these on their lives,

are any less serious now than they were before modified ECT.

The Patients’ Voices

Unlike animals and dead people, survivors of ECT can talk. Yet few
researchers have allowed ex-patients themselves to describe the permanent
effects of shock.

An exception was Dr. M. B. Brody, a British physician who interviewed
five ECT survivors and published his findings in a 1944 article.*® Besides not-
ing, in a narrative fashion, what these women told him about their perma-
nent amnesia and memory disability—such as losses of familiar skills and
information—Brody let them speak in their own words about how the losses
affected their everyday lives a year or more after shock. Each, independently
of the others, described the same type, extent, and pattern of loss.

When I first discovered the article in 1991, I was profoundly moved to hear
these women, probably all long dead, speaking the same words I, and so many
other survivors, use so often to describe our permanent disabilities. Much has
changed in the world in the sixty years since Brody’s article was published.

Two things have not changed at all: the human brain and electricity.
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A thirty-two-year-old woman who had four shocks told the interviewer:
“I want to go and do things and go to do it and find I have already done it. . . .
I have to think what I am doing so that I know I have done it. . . it is uncanny
when you do things and find you cannot remember it.” She added, “I have
met one or two people who seem to know all about me and I cannot remem-
ber anything about them.”

Another woman who had fifteen shocks two years earlier reported: “It
takes me a long time to remember. My memory seems ‘slower.” It lets me
down over small things I am doing, like posting a letter.”

A forty-one-year-old described as a “much travelled woman” who once
had an excellent memory for names and places wrote: “The following are
some of the things I forget: the names of people and places. When the title
of a book is mentioned I may have a vague idea I have read it, but cannot
recall what it was about. The same applies to films. . . . I forget to post letters
and to buy small things, like mending and toothpaste.”

A woman in her mid-forties who had two courses of shock gave numer-
ous examples of memory failure and embarrassment: “I originally had a very
good memory for places and people. About two years ago we moved into
this house. I have not the slightest recollection of taking it over, or of seeing
it beforehand. Although detailed measurements in my own hand were pro-
duced, it awakened not the slightest chord of memory. Occasionally I con-
centrate in a determined manner, but so far can recall nothing more. . . .
Three years ago I undertook a journey to enter hospital for an operation. . . .
I have a great interest in travel, yet find I can remember nothing of the jour-
ney, the building, or the return home. . .. There are many faces I see that
I know I should know a lot about, but only in a few cases can I recall incidents
connected with them.”

Brody could only add that these few women were representative of
many more, and that all of them were completely free of mental illness, and
too young to be experiencing age-related deficits. In short, there was no
doubt their disabilities were caused by ECT. He concluded: “Even though
the impairment of memory for the most part affects only trivialities and is
one to which an otherwise well patient can adjust, it necessarily imposes a

mental strain. It also contra-indicates electro-therapy in those, for example
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teachers and transport workers, in whom inability to remember names of
persons and places may seriously impair working capacity. Finally, it implies
permanent, or semi-permanent, damage to the brain.”

Irving Janis, a psychologist at Yale, conducted a more rigorous scientific
investigation of amnesia at New York State Psychiatric Institute.*® He stud-
ied nineteen shock patients at great length in semistructured interviews
before shock, four weeks afterwards, and in some cases again after some
months had passed. The interviewer asked about the patients’ entire lives.
The same interviews were given to controls matched in all ways: age, sex,
level of education, duration of hospitalization, and type and duration of
mental disorder. In the first interview, the patients spoke at length and in
great detail about their lives; after shock, every one of the shock patients and
none of the controls had forgotten ten to twenty significant life experiences.
They could not even recognize their past lives when the interviewer read
back to them their pre-shock interviews.

Janis published excerpts from the interview transcripts, which illustrate
in a way no one else ever has exactly how different ECT memory loss is from
normal forgetting and how it has no parallel in ordinary human experience.

A thirty-eight-year-old woman, pre-shock, told Janis:

About four years ago, right after I lost my child . . . I took thyroid [med-
ication] which caused palpitations. I didn’t know, at that time, that that
caused it. I felt terrified by them. It was a real panic, as if I were on the
railroad tracks with a train coming. I was trying to be very brave about
the death of my baby, going to work in the hospital where it died, col-
lecting legal papers on it, and so forth, trying to be the super-woman.
Then I had the palpitations; a friend told me I should get psychiatric help.
I saw my family doctor and he sent for a neurologist. I spent the night at
my doctor’s office and then I went to the H Sanatorium for a week. I was
hopeful of getting all better. They didn’t feel I was really ill. After that,

I began analysis.

After ten shocks she could not recall this information, even when
prompted. In his paper, Janis reported the following series of questions and

answers that took place after the treatment.
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Q. Did you take some medication after the loss of your child?

A.Idon’t remember.

Q. Thyroid?

A. I think so.

Q. What reaction did you have to it?

A.TIdon’t know.

Q. During that period did you have any special symptom which dis-
turbed you?

A. 1 felt depressed.

Q. Anything else?

A.Idon’t recall.

Q. Did you have palpitations?

A. T vaguely remember palpitations now that you mention it.

Q. How did you feel about them at the time?

A.Tdon’t recall how I felt.

Q. How did you feel at the moment you had the palpitations?

A. Probably not too well.

Q. Did you ever go to a sanatorium?

A. Yes, I remember going to one.

Q. What was the name of it?

A.Tdon’t recall the name.

Q. What were the circumstances that led to your going there?

A. I don’t recall why I went or what happened. I remember being there,
though.

Q. How long were you there?

A. I don’t remember. I don’t think it was for very long. I really can’t

reconstruct that whole period.

In an interview with a thirty-four-year-old man, Janis uncovered a similar
pattern of detailed autobiographical narrative before shock that was utterly

diminished at the time of the post-shock interview.

I tried to commit suicide. I thought I was losing my mind because I had
a funny feeling in my head. A dull feeling all through my head. It wasn’t

painful but I felt I didn’t care about anything because of that feeling.
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I tried to commit suicide because of that and because I thought I had
syphilis. . . . I went to my room and got a scarf and put on a sweat shirt
and blue work shirt. I had a few beers and at the bar I thought I heard a
fellow say “That smell sure is syphilis.” I got a pint of whiskey after leav-
ing my room and then I took a train. I don’t know where I got off the
train but I had drunk a lot. Then I saw my brother at a bar in S— and
I drank some beer there. Then I went to a private driveway to an old
mansion up on a hill and I put the scarf over a stone and I stepped off the
stone. I tried to hang myself. I don’t know what happened but I came to
down at a gas station about a quarter mile from that driveway. Maybe the
scarf broke. I don’t remember how I got to the gas station. I accused a
fellow at the gas station of taking my coat and hat—but he was right.

I must have left it back where I tried to commit suicide.
At one month after shock, his interview went like this:

Q. I believe you told me something about suicide several months ago
when I talked with you.

A. About suicide? I don’t remember anything about suicide. I can’t recall
ever thinking about suicide. . . .

Q. Can you remember ever going to the town S— once when you were
drinking?

A.Idon’t remember.

A subsequent interview failed to elicit any further recall, underscoring

that lost memories did not return over time.

Q. When I talked with you several months ago you told me something
about suicide thoughts you had before coming to the hospital.

A. T've been trying to remember that, but I can’t.

Q. Do you think you might ever have tried to commit suicide?

A.1 don’t think I ever did. Did I? At Staff one of the doctors said that
I tried to commit suicide but I don’t think that’s true.

Q. I'd like you to take a look at this list and see if one of these things
applies to you. [Reads a list of eight methods of committing suicide,

including the one used by the patient.]
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A. None of them means anything to me. Did I actually do one of these
things?

Q. We'll talk about that later. Right now I want you to see if any of them
seem familiar.

A. None of them do.

Q. Suppose that one of them did apply to you. Take a guess which one it
might be.

A.Tdon’t know. [Guesses wrong.]

Janis followed up as many of these people as he could, about half of them,
one year after ECT, and memory had not returned to a single person.>

Most shock patients have stories just like those of the Janis patients. His
patients were lucky; their pre-shock lives were preserved, at least on paper,
and theoretically they could read about them. Without a pre-shock inter-
view, we can never fully know what we don’t know. My own list is long.
I have a scar on my leg and don’t know how I got it. I met a man who told me
we had an intimate relationship, but I have no memory of it, and don’t know
if he’s telling the truth. I forgot an operation I had on my teeth, another I had
on my foot. I have records of bank withdrawals and no idea what happened
to the money.

No one in the years since 1950 when the study was published has criti-
cized Janis’s methodology. When his work is not ignored or dismissed, there
are calls for its replication. These calls have been made for over fifty years,

but to date no scientists have heeded them.>*

Research in the 1960s

In the 1960s, there were doctors more interested in investigating shock’s
effects on the brain than denying them or explaining them away. In 1966, a
group led by Dr. Robert Morgan at Hawaii State Hospital proposed a
research study to investigate the long-term effects of ECT, because “ECT
and lobotomy never had to survive the rigorous checks most drugs pass
before use. . . . A hospital staff using ECT in the absence of knowledge of its
side effects is much in the position of those doctors who prescribed Thalidomide

as a tranquilizer for pregnant women before the first malformed babies were
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born. A doctor now giving Thalidomide to a pregnant patient would be hard
pressed to justify himself on the grounds that it’s the most effective tranquil-
izer available and besides, she was keeping everyone up at night.”>*

In a very small sample (because it was difficult to find patients in the state
hospital who hadn’t been shocked), they observed and tested a group who
hadn’t had ECT and compared them with another group who had. The ECT
patients did worse than the non-ECT patients on a simple memory subscale
of an IQ test. Based on this, the researchers recommended a further study
that would administer seven tests of intellect and memory likely to be rele-

vant to ECT deficits, to be given at intervals over a one-year period. They

concluded:

Like lobotomy, ECT damage must be investigated and treated in its own
right as an important mental impairment. To do this we must better
define the consequences of X treatments on behavior as well as reliably
sensitive measures for this behavior change. With enough data, it may
some day be possible to deal therapeutically with ECT damaged
patients, perhaps with some radically new approach to psychotherapy or
direct re-education and modification of behavior. . . . Neurosurgery and
neurological psychiatry may one day be able to restore the damaged sec-
tions of the limbic system and undo the pathological effects of the once

well-intentioned electro-convulsive therapy.”

But that would have required that leaders in the psychiatric profession
acknowledge the damaging effects of ECT. Perhaps, for a brief moment in
the late 1960s, it was possible to imagine that this could happen. But the pro-
posed study was never done. It was not funded. The circumstances that had

made it imaginable were about to change, and would not recur.

“A Venal Spirit”

As the 1970s dawned, there could be no doubt that the shock industry was
fully aware that ECT was brain damaging and disabling and of the precise
nature of the damage, and knew its full impact on the lives of their patients,
their families, and society. In legal parlance, if it did not know, it should have

known.
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Neurologist Robert Grimm summed up the industry’s public relations

crisis in one paragraph, with dead-on accuracy:

There is sufficient information from both past studies and current elec-
trophysiologic techniques to suggest that to one degree or another,
organic damage to the brain occurs with ECT. I am keenly aware of the
generally poor quality of clinical studies in ECT, as well as the fact that
there have been no modern attempts (physiologic, histochemical or with
Golgi or EM [electron microscope] techniques) to establish the nature of
such defects in either humans or experimental animals. The argument
over memory loss and intellectual decline remains intense; more, it
seems a matter of preconceived notions and unscaled testing techniques
than scientific agreement. As psychiatrists generally will not accept the
statements of patients on these alleged losses, this issue continues to be
a dangerous one and the source of considerable irritation. If it should
turn out that ECT clearly does cause brain damage, then the public may
well suspect that the protestations of psychiatrists to the contrary were
an effort either to conceal an unacceptable (unpleasant) idea or, in some
flagrant situations, a venal spirit. Arguments on practical grounds con-
cerning the use of ECT are clear enough, but when made publicly, psy-
chiatry becomes vulnerable to criticism as political and sociological
aspects of the problem come into focus. Once in the public domain, pro-
fessional control over the basic data asserting no or negligible brain dam-

age is lost among these other questions or concerns.>

The solution, as the industry saw it, was to grab ironfisted control over
both the data and the terms of the debate, using tried and true public rela-
tions tactics, and to stay its course, sticking to the script much like the Bush
administration on the Iraq war no matter how many people were maimed or
killed.

But it had other options. It might have chosen science over public rela-
tions, conducting the modern scientific investigation of ECT’s effects on the
brain called for by Grimm and others. Then, no matter what the studies
showed, it could have fully disclosed the results to practitioners, the public,

and potential patients. It might have addressed the needs and concerns of
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former patients who’d been harmed by ECT by, first of all, listening to them;
second, by enlisting their expertise to design long-overdue scientific and epi-
demiological studies to assess the permanent impact of ECT on memory
and cognition; and finally, by offering them neuropsychological testing and
cognitive rehabilitation.

As we know, the industry did not make these choices. If it had, this his-
tory would have been very different. But there is no indication that the indus-

try spokesmen ever questioned which course to take.



Informed Consent and the Dawn
of the Public Relations Era

The ECT industry entered the public relations era in 1972. At that point the
industry committed itself to a strategy to which it has held fast ever since. It
made the decision to act as if ECT had been proven safe and effective. In
effect, its power and credibility would serve as collateral against the fact that
a thorough and unbiased scientific investigation had never taken place, and
against the word of innumerable ECT patients. As its numbers and influence
grew over the decades, its collateral would be more than sufficient.

The industry likes to point to the 1975 movie One Flew Over the Cuckoo’s
Nest as the source of its problems, as if they only began when large numbers
of people saw electroshock used as punishment on the rebellious mental
patient character Randle McMurphy, played by Jack Nicholson. However, the
novel by Ken Kesey (which was far more critical of ECT) had been published
in 1962, and not a peep was heard from psychiatry; the shock industry had no
need or use for it back then. But beginning in the late 1970s, the movie served
retroactively to justify the public relations strategy that was already well
underway. Cuckoo’s Nest is to this day a touchstone for the industry, a signifi-
cant event in popular culture to which it can point and say with mock out-
rage, “Look how unfair!”

Cuckoo’s Nest informed the strategy, to be sure, and put the meat on its
bones. But it wasn’t, could not have been, a Hollywood movie that precipi-
tated what psychiatrists perceived as a crisis in ECT.

What fired up the industry, what precipitated the crisis? It was the idea
that ECT patients have rights, including the right to informed consent and
the right to refuse. In 1972, courts began to take this idea seriously and to rule
in favor of patients.

There was another, equally compelling reason why the industry needed
an aggressive public relations campaign in 1972, and that was the invention of
the CAT scan, a method of three-dimensionally imaging the brain and the

body (CAT is shorthand for computed axial tomography). The means for a
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scientific investigation of ECT’s permanent effects on the brain was finally at
hand. If ECT were to survive as a viable treatment, the industry had to make
sure the new technology wasn’t put to use to challenge its safety.

In the first three decades of ECT, patients were not required to give con-
sent, and doctors thought nothing of shocking people who objected vigor-
ously. Those who resisted were physically or chemically overpowered and
dragged to the shock table. In fact, a leading shock doctor recommended
that patients not even be told that they had been selected for shock, since in
his opinion “such information could not possibly do the patient any good.”
Nor should they be asked for consent, lest they refuse; written consent
should be obtained from relatives.”

Even less did the ECT industry concern itself with the idea of informed
consent. This doctrine, which began to be put into practice in other fields of
medicine in the late 1950s, holds that a consent is not valid unless a patient is
fully informed about the risks and benefits of the proposed treatment,
understands them, and agrees to them. Legally, informed consent is the dif-
ference between treatment and assault and battery.

In 1961, one doctor told a U.S. Senate subcommittee, “I think one should
go to the extreme of always explaining to a patient if he is going to get elec-
troshock why he is going to get it and what it is going to be like and so forth.
But as far as getting permission from the patient is concerned, this is not nec-
essary.”?

The American Civil Liberties Union Handbook on The Rights of Mental
Patients, published in 1973, stated that “generally speaking, mental patients
do not have the right to refuse electroshock therapy.”?

That began to change in the early 1970s.

The Pilot Project for “Trust Us, We’re Doctors”

In 1972, Boston Globe reporter Jean Dietz began to write about ECT abuses in
Massachusetts. She reported that in some cases patients had received over a
hundred shocks. She also pointed out the money motive in ECT: it was being
disproportionately used in the state’s small, private, profit-making hospitals.
Her conclusions were that both the science behind ECT and the laws gov-

erning its use were lacking.*
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Other reporters picked up the story’ As usually happens when the media
gets hold of something, legislators became seriously concerned, and legisla-
tive hearings were held. There was a real possibility that the Massachusetts
legislature would enact laws to regulate ECT.

ECT practitioners rose to this first challenge (as they saw it) with a win-
ning strategy that would be repeated over and over in the decades to come.
They lobbied the state commissioner of mental health to convene a task
force of psychiatrists to study the issues and report back to him. In this way
they would have control over what the state did. If there had to be some reg-
ulation or legislation of ECT to assuage the public, as seemed inevitable,
psychiatrists didn’t want anyone from outside the industry shaping it. The
damage from the bad public relations couldn’t be undone overnight, but it
could be controlled until the industry got its own sophisticated PR machine
going.

The commissioner, a psychiatrist named Milton Greenblatt, was remark-
ably amenable to letting ECT practitioners tell him what should be done
about ECT. He was an ECT practitioner himself. When the Massachusetts
storm blew over, he soon became one of the principal mouthpieces for the
American Psychiatric Association’s new PR strategy.

So it was easy for shock doctors in Massachusetts to get official permis-
sion to effectively tell themselves what to do. Commissioner Greenblatt
appointed the Task Force to Study and Recommend Standards for the
Administration of Electro-Convulsive Therapy, made up of chairman Fred H.
Frankel and ten other psychiatrists.

The first thing the task force did was officially agree with the journalists’
conclusions: the science behind ECT was seriously lacking. It acknowledged
this numerous times in its report. Scientific information on the treatment’s
risks, benefits, indications, and so on was “as yet insufficient”; the “relative
merits and disadvantages” had not yet been thoroughly evaluated. “The
weakness in the conclusions and recommendations of much clinical and
research evidence stems from the scarcity of controlled and comparative
studies of the long-term results. . . . Definite answers to some questions are
still not available and the pressing need for extensive long-term comparative

studies of the current treatment modes is clear.” One of the questions that
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had not yet been answered was “whether brain damage results from the use
of ECT.”®

The task force planned to include a section in their report on “Follow-up
Studies Concluded and the Findings.” For lack of material, it ended up being
the shortest section in the report, consisting of this single sentence: “The
Task Force cannot emphasize sufficiently its conviction that only by means
of adequate and unbiased follow-up studies will the true value of treatment
methods be understood, and all who administer ECT are urged to familiar-
ize themselves adequately with other treatment methods so that long-term
comparative studies can be undertaken.”

The dearth of facts didn’t hinder the task force’s work, since facts were
largely irrelevant to its work. It is the basic principle of public relations that
facts matter less than perceptions. Facts are at best irrelevant, at worst a hin-
drance to the PR man’s craft. As articulated by the founder of modern pub-
lic relations, Edward Bernays, in his 1947 essay “The Engineering of
Consent,” the first task of any public relations campaign is not to ask what
the facts are but to conduct a survey of opinion.”

This is what—in fact it is all—the task force did. “In light of the great dif-
ficulty experienced in trying to clarify the main points of difference, the Task
Force decided to add the opinions and practice of the psychiatrists in the
State to its own general experience.” It sent out questionnaires on ECT to
650 psychiatrists in Massachusetts. Only about 10 percent—sixty-six of
them—responded. The task force’s final report is a survey of these com-
ments on selected aspects of ECT. Consistent with the manner in which the
task force had defined its mandate, most were procedural questions about
how to do it. Not all respondents answered all questions. But more than half
of the respondents made comments in the section “Evidence of Adverse
Effects of Shock Treatment.”

The report noted that “the controversy regarding possible adverse
effects of ECT, especially from large numbers of treatments, is captured by
the nature of these comments. Ten respondents, in referring briefly to indi-
vidual cases or in reporting generally, claimed that treatments leave unre-
coverable gaps in memory and that large numbers of treatments cause

intellectual deterioration, seizure, or personality blunting akin to the effects
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of lobotomy.” In their recommendations section, the authors concluded that
“the Task Force cannot accept the statements that adverse effects are never
seen, or are transient should they occur.”

They also concluded that there was no evidence supporting the use of
ECT in children. Upon finding that the survey respondents generally gave no
more than thirty ECTs in a course, they urged caution upon those who
would administer more.

Commissioner Greenblatt followed their recommendations to the letter.
In 1973, he issued regulations limiting the number of treatments any one
patient could receive per year to thirty-five (but if a second psychiatrist not
affiliated with the treating hospital approved, any number could be given). It
provided that children under sixteen could not be shocked (unless an unaffil-
iated child psychiatrist gave his approval). Massachusetts became the first
state to require reporting of basic statistics on ECT: the age and sex of
patients, their diagnoses, number of shocks, and type of shock.

The state developed a consent procedure and required doctors to adhere
to it, though it stated no penalties for those who did not. Voluntary patients
had to give written informed consent. In the case of involuntary patients, a
relative or guardian could give consent, even if the patient refused.

The data from the new reporting system were not compiled and publicly
released until 1984. By that time, the industry’s now well-oiled public rela-
tions machine, seasoned by campaigns in other states, claimed that the regu-
lations had caused a drastic decline in ECT use.® They did this by
misrepresenting the data; for instance, implying that it included reports from
general hospitals, when in fact general hospitals were never included in the
reporting requirements. The actual report published by the Department of
Mental Health stated that, since not all hospitals which use ECT had to
report to the state, there was not sufficient information to know whether the
regulations had had any impact on ECT use.’

What was clear from the report was that a second opinion approving the
use of more than thirty-five applications of ECT must not have been difficult
to obtain. Under the new regulations, hundreds of patients got over thirty-
five treatments a year, and some got an “inordinately large” number, just as

Dietz had reported in 1972. It is impossible to know whether this was an
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increase or decrease from prior practice. Children under sixteen were still
being shocked.

Dietz’s original observation that ECT was used nearly exclusively in pri-
vate profit-making hospitals as opposed to public hospitals was confirmed by
a followup study. To be precise, private psychiatric hospitals administered
twenty times as much shock as public hospitals.” This pattern took hold by
the 1970s in other states as well, and remains true to this day. It is due to the
growth in the number and proportion of psychiatric facilities that are private
and for-profit, and psychiatry’s shift to an insurance-based industry.
Historically, state hospitals have provided long-term custodial care at public
expense. But insurance companies won't pay for indefinite care for psychi-
atric conditions, which by their very nature don't resolve quickly. Drugs take
several weeks to kick in, but ECT provides a dramatic appearance of
improvement in a short period of time. Cheap to administer and unques-
tioningly reimbursed by insurance carriers, it is highly attractive to facilities
seeking to maximize profits.

In Massachusetts, in part because a shock proponent held a key political
position, the industry succeeded in its maiden attempt to essentially con-
vince a state to allow it to regulate itself. Although some patients could now
refuse shock, the status quo had, for the most part, been maintained. But

there would be more “challenges” in other states.

States’ Rights, Patients’ Rights . . . Psychiatrists’ Rights?

The state’s ability to regulate ECT arises from its rational interest in protect-
ing the health of its patients. The state has its own interest in medical care,
too; it pays for it through Medicaid and Medicare, and it is interested in
ensuring that its money is well spent and that the treatments it pays for are
sound and helpful. For example, Medicaid and Medicare won’t pay for what
they deem to be experimental treatments.

ECT wasn't being unfairly singled out for scrutiny, as the industry strate-
gists claimed; all types of medical procedures come under judicial and leg-
islative scrutiny by their very nature. It was the historical lack of such

scrutiny that characterized ECT, not an arbitrary excess.
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There was nothing psychiatry could do to make the states’ interests go
away, or to claim they weren’t legitimate. So the doctors downplayed or
ignored them, while portraying any proposed legislation as a violation of
their own fundamental rights: the “right to treat,” the “right” to give as
many shocks as they wanted to whomever they wanted, whether the patient
consented or not, without government oversight or intervention. The shock
doctors’ rallying cry was “Let’s keep the government out of the doctor-
patient relationship!™"

As for patient’s rights, they do not necessarily conflict with the rights and
role of doctors. It was organized psychiatry’s decision to act as if its financial
stake in ECT equated legally and ethically with the right of patients to con-
trol their own minds and bodies, and as if one right impinged on the other.
From this standpoint, their own patients were their adversaries. Rights long
conceded to nonpsychiatric patients, such as the right to refuse treatment,
were seen by psychiatrists as a threat against which they had to mobilize.
The doctors’ perceived financial interests (which they saw as entitlements)
took precedence over patient rights.

Max Fink complained in 1974 that “the laws of the nation are being
changed so that the rights and privileges claimed by physicians are eroding at
a very rapid rate.”"* What was being eroded was the “right” to forcibly shock
persons who didn’t consent. There is no such right.

However, citizens do have rights under the law and the Constitution,
including fundamental rights to privacy, free speech, free thought, bodily
integrity, and freedom from unwanted medical treatment. These rights are
not checked at the hospital door, even if it is a locked door. The rights of
those of us considered mentally ill have historically been seen as less funda-
mental than the rights of others not so labeled; but still, when a state takes
our rights away, it must justify its actions as an exercise of its parens patriae or
police powers. In the former case it takes on the role of parent to one seen as
unable to care for herself or himself’; in the latter, it acts to prevent harm to
others.

The state can intervene to make medical decisions for persons only when

they are formally determined to be incompetent to make their own.
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Competent persons have the right to refuse treatment even if their decision
is seen as wrong or irrational. Persons labeled mentally ill, even those with
acutely distressing emotions and behaviors, are not considered legally
incompetent simply by virtue of their psychiatric label, nor is the ability to
make medical decisions necessarily impaired by severe depression or other
psychiatric conditions. The assumption that mental illness (the label and/or
the condition of emotional distress) automatically renders people incompe-
tent to make their own decisions is another widely accepted but false eugenic

conception of our time.

The Right to Refuse

In one of the earliest lawsuits, New York City Health and Hospitals Corporation
v. Stein, a judge interpreted a pending law mandating consent for ECT to
mean consent was required from the patient herself.” A competent patient
had a right to refuse ECT in New York State, “however unfortunate that
decision may prove to be,” even if the court disagreed with her choice. An
adult woman’s mother had sought to shock her, but the patient refused ECT
and her wishes prevailed because, the court reasoned, she would bear “the
greatest suffering from an incorrect decision.” There was no state interest in
forcing ECT on a competent patient, for there was no threat to public health
or safety (as there might be in the case of a tuberculosis patient, for instance).

Besides New York, states that passed laws requiring consent for ECT in
the 1970s included Delaware, Florida, Connecticut, and Michigan.™

Whatt v. Stickney was a landmark case in Alabama that has shaped policy
nationwide.” A multifaceted case that went on for over thirty years, it raised
the issue, among others, of a patient’s right to refuse both psychosurgery
and ECT. In 1972, Alabama issued a court order establishing “Standard 9,”
stating that a patient could not be shocked without “express and informed
consent.” This amounted to an absolute right to refuse ECT, even for per-
sons deemed incompetent. Even for a competent patient, ECT could be
given only after indication from four psychiatrists, one neurologist, and two
attorneys monitoring the proceedings.

Psychiatrists refused to comply with the new law. Three years later,

patients who had been involuntarily shocked in Alabama sought remedy in
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Wyatt v, Hardin."® A judge found that the patients had indeed been shocked
against their will and that the defendant psychiatrists “resented” the new law,
but declined to punish them under civil or criminal law. The state established
a substitute consent mechanism whereby patients deemed incompetent
could be shocked. Hospitals were to establish an Extraordinary Treatment
Committee to make decisions for these patients. If the committee decided
that shock was in the patient’s best interest, it could consent for him or her.
Patients had to be represented by counsel. All doubts about the wisdom of
ECT were to be resolved against the procedure. Patients and relatives could
appeal the decision of the committee. In the case of competent, consenting
patients, ECT now required two recommendations from a qualified mental
health professional and approval by the hospital director.

In Minnesota, a fourteen-year-old boy was shocked against his will and
over his mother’s objection, and his case went to court. In Price v. Sheppard,
the Minnesota Supreme Court ruled that shock may be a violation of the
constitutional right to privacy.” At the same time, the court allowed that, in
some cases, the state’s interest could supersede a patient’s constitutional
rights, and there must be a weighing of competing interests; therefore,
patients who refused ECT were entitled to a court hearing as to whether
treatment could proceed. While the judges expressed great concern over the
intrusive nature of ECT, in the end competent patients were not granted the
absolute right to refuse ECT in Minnesota; they could still be shocked
against their will. The court spelled out the procedure to follow. It implied
that the state’s interest in shocking involuntarily committed patients would be
greater than its interest in shocking voluntary patients. Unfortunately, it also
made the unwarranted assumption that persons who were committed were
incompetent, making it even easier to shock them. Other states do not allow
that assumption to be made. In Gundy v. Pauley, the Kentucky appellate court
ruled that state law gives a competent patient the absolute right to refuse

ECT, even if she is involuntarily committed.™®

Aden v. Younger, 1976: Patient Rights or an Attack on Psychiatry?

Of all the battles over basic rights for ECT patients in the early 1970s,

California’s was the most heated. That’s probably because the nascent
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mental patients rights’ movement was strongest and best organized in
California—and conversely, the state had some of the most enthusiastic
shock doctors.

In 1974 the Network Against Psychiatric Assault in San Francisco (an
organization of psychiatric survivors, including shock survivors, founded to
oppose all forms of psychiatric abuse) began documenting and publicizing
the lack of informed consent to ECT at the University of California Medical
Center’s Langley Porter Neuropsychiatric Institute, as well as the general
lack of studies on ECT’s safety and efficacy. In April of that year,
Assemblyman John Vasconcellos introduced a bill in the California Assembly
(AB4481) which, in its original form, gave mental patients the absolute right
to refuse ECT. It was subsequently modified so that persons considered
incompetent could be shocked without their consent. But as passed on
September 24, 1974, it provided new protections for patients. Competent
patients could not be shocked without written informed consent. All the
risks and possible side effects “thought to be associated with the treatment”
had to be disclosed to a patient. The risks and side effects were also to be dis-
closed to a responsible relative. Three physicians would have to review a
competent or incompetent patient’s consent to shock. A statewide reporting
system was required to be set up. And finally, ECT had to be shown to be
“critically needed for the welfare of the patient.”

As a reviewing justice later put it, the objective of the law was “to ensure
certain medical procedures are not performed on unwilling patients.” It
didn’t make ECT illegal. It made it illegal to force ECT on a competent
patient who said no.

The industry concluded that if there were no unwilling ECT patients,
there would be no patients at all. The Northern California Psychiatric Society
wrote, “One of the most dangerous features of AB4481 is that it will serve to
eliminate the use of ECT in California almost entirely, and it will do so for the
voluntary patient who asks for it just as it will for the involuntary patient who
objects to it.”*® Absolutely nothing in the bill supported such a statement.

Nevertheless, to defend against this perceived threat, a lawsuit was filed
against the state’s attorney general and its director of health, demanding that

the law be repealed. The petitioner was psychiatrist Gary Carl Aden.
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Between 1972 and 1980 (while he was passionately advocating for shock
treatment), according to charges filed against him, Aden engaged in sadistic
sexual abuse of at least three female former patients. He was charged with
drugging them, beating them with a riding crop, using a hot iron to brand
them with his initials, tying them up with hospital restraints, and forcing
them to have sex with him. When the details became public in the 1980s, he
gave up his medical license rather than have it taken away. The prosecution
called Aden’s “absolutely” the worst case of sexual abuse they'd ever seen.*

But in 1976, Aden made headlines only as the plaintiff in Aden v. Younger.
His rather tenuous argument was that the law passed under AB4481 was
unconstitutional. He said the informed consent provisions of the California
law were unconstitutional because they violated a patient’s right not to be
informed; the reporting provisions violated patient confidentiality; and the
requirement that consent be reviewed was an unconstitutional infringement
on the doctor-patient relationship. Worst of all, Aden argued, if doctors
would not order shock for unwilling patients for fear of the proposed $10,000
fine, those patients would die. A day before the law was to take effect, a
restraining order was issued, staying its enforcement until an appellate court
could review it.

The court decided that parts of the law were unconstitutional—but not
the parts Aden claimed, and not for the reasons he claimed. Most of his argu-
ments were dismissed as meritless and the decision came down firmly on the
side of patient rights. ECT was not being unfairly singled out for unneces-
sary regulation; it needed oversight because it presented “a great danger of
violating the patient’s rights.” The regulation of ECT was “a legitimate exer-
cise of the state’s police power.” A reporting system was needed “to control
possible violations of patients’ rights” and was not a violation of confiden-
tiality. Disclosure of ECT’s risks was necessary because “the state’s interest
in protecting a patient’s right to refuse treatment could not be accomplished
by any measure short of such disclosure.”*

But the wording of the law—the requirement that ECT be “critically
necessary —was unconstitutionally vague; the requirement that a compe-
tent patient’s consent be reviewed by three doctors was unconstitutional;

the provision that disclosure be made to a relative was an unconstitutional
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violation of the patient’s right to privacy; and the protections for patients in
danger of being ruled incompetent were inadequate. Rather than rewrite the
entire law to remedy the defective sections, the appellate court ruled it
unconstitutional in its entirety.

Gary Aden described the mood of the shock doctor brotherhood at that
time as “ecstasy, as well as seasoned alarm.” He and a few of the other
doctors in attendance at the American Psychiatric Association annual conven-
tion that year came together to form an organization “to assert their right and
to comfort them in their plight . . . supplying an effective voice in combating
the emotional and unjustified attacks on ECT.”**

No fiction writer could have made up a cast of characters like the mem-
bers of the American Society for Electrotherapy (ASE; later renamed the
International Psychiatric Association for the Advancement of Electrotherapy,
or IPAAE). Its members had trouble staying out of the headlines for long.
Besides Gary Aden, they included Shervert Frazier, one-time NIMH director,
who plagiarized four major research papers between 1966 and 1975 and lost
his professorship at Harvard as a result. He was the chair of the APA’s public
relations committee during the period in which the campaign to sell ECT
was born.*

Then there was H. C. Tien, the first president of ASE, who devised his
own bizarre synthesis of psychotherapy and ECT, which he called
ElectroLoveTherapy. It involved intensive shocking of patients, mostly
women, until the desired degree of “selective memory erasure” was
achieved. Immediately after each shock they would be bottle fed like an
infant by a spouse who would “reprogram” them. They would then take on
new names to reflect their electrically altered personalities, and would be
returned to their families as docile servants.

John Nardini, the first psychiatrist to be sued for lack of informed con-
sent resulting in permanent memory loss and brain damage from ECT, was
a founding member, as was Paul Blachly, the first American ECT psychiatrist
to become a shock machine company entrepreneur. He began the tradition
of ECT practitioners starting their own companies to sell the machines, a
practice that significantly increased their incomes. Blachly died in 1977 but

his company, Mecta, still makes half of the shock machines sold in the
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United States. (It's now owned by husband-and-wife investors who hire
shock proponents to design the machines.) Blachly advocated his own
unconventional form of ECT in which several shocks were given and mul-
tiple seizures elicited at each session. He called it “multiple monitored ECT”
(MMECT, the “monitored” part being a plug for his company’s machine,
which at the time was the only one that monitored the EEG and EKG).*
MMECT could cause patients to regress to infancy. His machine, marketed
as a “new” type although it had been invented in the 1940s, played a pivotal
symbolic role in the public relations campaign to convince the public that
ECT was safe.

Another board member was Milton Greenblatt, the psychiatrist who, in
his position as commissioner of mental health in Massachusetts, had three
years earlier steered the industry clear of legislative oversight.

An ad for the organization said it was formed “to ensure the sacred priv-
ilege of treating our patients according to recognized medical standards” as
well as “to provide an effective voice in combating the emotional and unjus-
tified attacks on ECT.”*

Try as they might, they were never able to find a patients’ auxiliary.*®
Today, the IPAAE survives as the Association for Convulsive Therapy, or

ACT, and it has its own vanity publication, The Journal of ECT.

Figure 2. Psychiatrist/entre-
preneur Paul Blachly, who sold
“brief pulse” devices on the
false premise that they were
safer.

(Reproduced  courtesy  of
Oregon Health and Science
University).
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California Passes Rights Protections

Although California’s first law to protect ECT patients’ rights was over-
turned, another similar bill (AB1032) was introduced and passed in 1976.% It
gave competent patients the right to refuse ECT. They had to be informed of
the nature and risks of ECT, and had to give written informed consent.

The new law gave patients alleged to be incompetent the right to a court
hearing on the issue of competency, after which, if adjudged incompetent,
they could be shocked on consent of a relative or guardian. It went farther than
AB4481 in another way: it outlawed ECT for children under the age of twelve.

The new law did not eliminate the use of ECT in California, as the shock
lobby had predicted. If anything, it had the opposite effect. The use of ECT
increased slightly in the year following the bill’s passage, and then remained
nearly steady with small fluctuations. However, from 1977 to 1978 there was
a 50 percentage increase in the number of patients shocked against their will,
suggesting that psychiatrists quickly found a way around any informed
patients’ refusals.”®

Throughout its history the ECT industry has assumed, and acted as if,
truly informed consent and the right to refuse ECT amounts to a total ban
on its use. This speaks volumes about what the industry knows, but won’t
admit it knows, about the effects of shock. With each proposed law or regu-
lation, it claimed—and still claims—that ECT was about to be outlawed, or
“proscribed” to use the terminology of Max Fink. For instance, in flagrant
disregard for facts that are a matter of public record, Fink claims that in the
early 1970s there were attempts at “proscription of ECT in the Massachusetts,
Michigan, and Alabama legislatures. . . . In 1974 in California, the legislature
proscribed the use of ECT.”* (In fact, ECT was outlawed in America exactly
once, in one city, on the vote of the citizens of Berkeley, California; this ban
lasted for forty-one days in 1982 until the law was overturned.) The industry
continues to make these claims long after the evidence is in that the laws
have not had the predicted effect. Yet in other contexts, such as promoting
ECT to the media, it makes the opposite claim: that shock is being used now
much more than it was before there was any regulation.

Bills to ban ECT never come disguised as informed consent or right to

refuse bills, and there is no mistaking them for anything else. They say in
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plain English: ECT shall be prohibited. One can only conclude that the claim
that regulations or laws result in a decline in ECT use, a kind of failed effort
to ban ECT entirely, is so useful to the industry—enabling them to success-
fully defeat proposed reporting laws in state after state using the same argu-
ment—that it knowingly misrepresents the data.

In the early 1970s, the first attempt to ban ECT was a decade away, and
came about at least partly because of the hard-line strategy the industry
adopted at the outset of the 1970s. Had the industry been honest with its cus-
tomers about the risks of brain damage and permanent memory loss, and
allowed them to make informed choices about whether to take the risks, it is
likely there never would have been any attempts to ban the procedure.

Instead, it acted as if it had a guilty conscience, as if it knew about the
risks of its product. But like cigarettes, ECT machines had been in use for
decades in which the end users of the product were not warned of its haz-
ards. To disclose the risks now would invite scrutiny and legal liability: what
had doctors known and when had they known it? Like the tobacco industry,
the ECT industry was likely advised by lawyers to admit nothing, to take a
strong and inviolable line of denial, forever, no matter what. Such a line
didn’t hold for the cigarette makers. But unlike smokers, former ECT
patients, perceived as irrational and dishonest, cannot win damages lawsuits.

It is possible to imagine a different strategy. The shock industry might
have welcomed in a new era of long-denied human rights for their patients,
gaining in public opinion polls by seeming humane and progressive. Instead,
the industry took an extreme stance in the other direction: it decided to act as
if the very continued existence of ECT was incompatible with, and threat-
ened by, any government regulation or legislation, no matter how innocuous.

And it continues to act this way despite decades of evidence to the contrary.

PR Lessons Learned from the Early Legal Actions

Whether a state exercises its power to force treatment on a person depends
largely on the perceived risks, benefits, and intrusiveness of the procedure. It
also depends on the nature of the right potentially infringed by forced treat-
ment. The more fundamental the right and/or the riskier the treatment, the

stronger the state’s interest needs to be. A mere rational interest could suffice
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to force a procedure of low risk and proven benefit, while only the most com-
pelling interest can justify a very risky, unproven, or intrusive procedure—one
which also by definition is more likely to infringe a fundamental right.

The courts in the earliest right-to-refuse ECT lawsuits made clear their
concern over the intrusiveness and risks of shock. The judge in Price v.
Sheppard called it “one of the most intrusive forms of treatment.” The
impact of ECT was “unquestionably great, for the result is the alteration of
the patient’s personality.” The judge in Aden v. Younger concurred: “The leg-
islature has determined ECT and psychosurgery are such intrusive and haz-
ardous procedures that informed consent is a mandatory prerequisite to
treatment. . . . The extent of memory loss and the risk of permanent mem-
ory loss are not fully known, but the fact of memory loss is not questioned.
The risk of other adverse effects is possible, since the procedure is so little
understood. Those possible risks include permanent brain damage in the
local area of the electrodes, and a slowing of brain waves.”

In both cases, the patient’s right to refuse hinged on her right to
privacy—privacy of her mind—a fundamental constitutional right that was
compromised by ECT and which was balanced against the state’s stake in
forced treatment: “[The right of privacy] is not an absolute one and must
give way to certain interests of the state, the balance turning on the impact
of the decision on the life of the individual. As the impact increases, so must
the importance of the state’s interest. Some decisions, we assume, will be of
little consequence to the individual and a showing of legitimate state inter-
est will justify its intrusion; other decisions, on the other hand, will be of
such major consequence that only the most compelling state interest will
justify the intrusions.”°
The more intrusive the treatment, the greater the threat to the person’s

privacy; but what was intrusiveness? It has been defined as follows:

1. the extent to which the effects of the therapy are reversible

2. the extent to which the resulting psychic state is “foreign,” “abnormal,”
“unnatural” for the person in question, rather than simply a restoration
of his prior psychic state

3. the rapidity with which the effects occur
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4. the scope of the changes in the total “ecology” of the mind’s functions
5. the extent to which one can resist acting in ways impelled by the
psychic effects of the therapy

6. the duration of the change.

In its 1976 ruling that courts would decide whether patients who did not
want shock could be ordered to have it, Minnesota required the courts to
consider, along with intrusiveness, the risk of adverse side effects and the
extent and duration of changes in mental activity. Other states use similar
criteria.

These were the factors that a competent patients would want to weigh in
making their decision, perhaps the information that should be disclosed to
them in obtaining informed consent. But courts were unwilling to be as spe-
cific in deciding what a competent, consenting patient should be told. For
instance, New York State’s consent form required only that patients indicate
by their signature that “Dr. has explained to me the reasons for the
above-named treatment, its advantages and possible complications.”

The court in Aden directed only that risks “thought to be associated with
the procedure” need be disclosed. It didn’t say whose thoughts counted.

The early shock lawsuits were a wake-up call to the industry, telling it
exactly what it needed to do to survive and thrive into the next century.
Arrogance and brute force wouldn’t work in an era of patient rights; a gen-
tler approach of persuasion and coercion was called for.

The key to shocking as freely as they had before rights protections was in
the legal definition of competency. Psychiatrists had not lost their power to
shock anyone who was deemed incompetent. In every state the definition of
competency includes the patient’s ability to understand the risks and adverse
effects of the treatment. Organized psychiatry could define those risks as it
pleased. If the APA said shock was harmless and could convince judges that
it was, then any patient who disagreed with this assessment lacked an under-
standing of the risks of treatment, greatly increasing the chances that she or
he would be ruled incompetent.

The industry couldn’t make ECT safe. It couldn’t prevent brain damage,

permanent amnesia, and cognitive disability. But it didn’t need to. It needed
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only to control public and professional perception: what people, including the
rank-and-file doctors and the judges who would assess competency and grant
permission for forced treatment, believed about shock, not what was actually
true about it. The problem as reframed by the industry strategists was not a
problem with ECT; it was a problem with the perception of ECT. Since it was
a public relations problem and not a medical, scientific, or moral problem, its
solution lay in public relations tactics. Bad PR simply needed to be replaced by
good. As Milton Greenblatt, speaking for the APA, put it: “More and more
time and resources will have to be committed to monitor and influence pub-
lic opinion, legislative action, and judicial decisions.”* For this, a CAT scan
study of shocked brains was irrelevant and counterproductive.

Instead, the APA put its resources into ever more sophisticated public
relations games—Iliterally. For instance, its Division of Public Affairs devel-
oped a board game called “The Crisis Management Game,” to train its local
public relations officers to deal with perceived public relations crises. Moving
pawns with the APA logo around the board, they’'d land on squares such as:
“A coalition of former psychiatric patients and their families has successfully
petitioned for a referendum on the ballot in a city election. Passage will
ban the use of ECT by physicians in that city. What will you do to try to
defeat it?”

The players then had to choose from a limited range of “solutions,”
including “contact the media,” “utilize information and manpower resources,”
and “seek professional public relations assistance.” There was no option for
meeting with the hypothetical patients, for instance, or for defusing the situ-
ation by developing a truthful informed consent form. It was a given in this
game that patients and doctors were enemies. The object of the game was to
develop public relations strategies that would work in real life, such as culti-
vating a large group of media spokespersons.

The industry set out to shape public perception of ECT to such an extent
that no one would be immune to its party line.

For this, it needed three things:

* A platform—an organization with power, numbers, money, and

credibility; an official, quasi-governmental document.
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 Control of the media—the ability to prevent, suppress, or defuse
negative portrayals and to orchestrate good publicity through an
aggressive PR campaign.

 Control of the literature—that is, the prestigious scientific journals that

determine “truth”—by controlling access to funding and publication.

All were within its grasp; all would be achieved within ten years.



The American Psychiatric
Association Task Force

In direct response to what it perceived as “challenges,” including real and
imaginary legislative initiatives, organized psychiatry took action. In the fall
of 1974, just as California passed its first ECT patients’ rights bill, the APA
established the Task Force on ECT “to defend against the complaints that
the treatments were dangerous and abused.” It was so pleased with the
way the task force strategy worked to forestall legislation in Massachusetts
that it appointed the chair of that group, Fred Frankel, to head the national
effort.

The APA Board of Trustees selected the task force members. Five of the
nine were ECT practitioners, and at least three belonged to the shock indus-
try lobbying group, the International Psychiatric Association for the
Advancement of Electrotherapy (IPAAE). Max Fink was the principal mover
of the task force. The lone psychologist, Larry Squire, was a young
researcher just beginning a long career in studying memory. His work would
become central to the shock apologists’ plan. The Task Force Report was
funded by the IPAAE, who provided “important input,” according to Gary
Aden, as well as Fink’s own private foundation, the International Association
for Psychiatric Research (now Scion Natural Science Association). Larry
Squire also paid part of the cost of the report from his federal grant money.”

In 1976, to kick off the task force’s first public meeting, the APA declared
a “crisis in ECT.” The crisis, in the words of Fink, consisted of “public
demands and legislative fiats to stop the use” of ECT.? The possibility of a
problem with ECT itself was not on the table for consideration. Never did
the industry stop and ask itself why patients didn’t want ECT, or whether it
really was dangerous. It defined its problem as a public relations problem
only, and set out to polish the image of ECT.

The structure, tone, and content of the Task Force Report reflect that
mission. From beginning to end it was a political, not scientific, document,

written to achieve political goals. The authors relied on their M.D.s and
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Ph.D.s to convince an uncritical public, including lawmakers, that whatever
the task force produced would be upheld as sound science. That gave the
authors the freedom to cut their public relations talking points from whole
cloth: snipping with impunity, leaving out what didn’t suit them, tailoring
what was left to fit an agenda determined in advance.

A scientific investigation never begins with a public opinion poll, but a
public relations campaign always does. Following the formula used in
Massachusetts, the APA’s first step was to poll a 20 percent sample of its
members. They weren’t going to investigate ECT; they were going to ask
people’s opinions of ECT. But of course the questions were worded care-
fully. There were few chances for participants to comment on the adverse
effects of shock. Psychiatrists were asked whether it was likely that ECT
causes slight or subtle brain damage, thus disallowing the possibility of more
serious damage. Forty-one percent answered yes to this question, which
must have alarmed the task force members. Organized psychiatry had reason
to be concerned about winning over those doubters.

To give the illusion of openness, the task force held a so-called Open
Forum paper presentation at the APA’s 1976 convention in Miami Beach. But
the panel was stacked with ECT advocates: Fink, Frankel, Salzman,
Greenblatt. There was one exception: neurologist John Friedberg, author of
Shock Treatment Is Not Good for Your Brain, presented a survey of the literature
that the psychiatrists wanted swept under the rug. The APA newspaper,
Psychiatric News, mused disingenuously, “It was unfortunate that Friedberg
alone had to carry an entire side of the debate against five other speakers”—
without revealing that in fact psychiatrists had been forbidden to speak criti-
cally of ECT, so that none of them dared step up to do so, even when
Friedberg offered to cede his time to a psychiatrist.* The industry rag
described Friedberg as “speaking more as if chanting a litany than reading a
scientific paper.””

A second neurologist, Robert Grimm, urged caution on the task force in
a written statement, pointing out that “the use of convulsions by one branch
of medicine (psychiatry) to effect a therapeutic response while another

branch (neurology) labors to prevent convulsions reveals a serious ethical
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problem which these generally collaborative branches of medicine should
consider.”®

For their part, the shock doctors made it clear that their mission was to
improve the public image of ECT, not ECT itself, and that this was a direct
response to criticisms from their former patients and new patients’ rights
laws. Fink called his paper “Myths of ‘Shock Therapy.’ Since brain damage
and permanent memory loss were myths, the task force could hardly take
them seriously. He recommended “relinquishing our myths and changing
our clinical attitudes towards ECT” in order to “improve the present unrest
and common allegations of abuse,” not conducting a scientific study of
ECT'’s effects on the brain. Referring to the Massachusetts case, he said,
“Medicine has failed to use its inherent powers of self-discipline, and the
present malpractice crisis is the result.””

This, according to Psychiatric News, emerged as the major theme of the task
force public hearings on ECT. Its July 2, 1976, front-page headline was: “MDs
Protest ECT Regulation at APA Task Force Hearings.” The story read:
“Psychiatrists vigorously endorsed the therapy as a valuable component in the
therapeutic armamentarium, and opposed efforts by legislatures, courts, or APA
to regulate or provide guidelines for its use. The task force is not bound by the
straw vote among the participants in the hearings in what it eventually recom-
mends on APA's position (if any) on ECT regulation, but the message it received
was unmistakable. Participants are generally angry that an effective, proven
remedy for depression has been called into question by ‘irrational forces.”

Three of the six who presented papers at the meeting (published in the
September 1977 American Journal of Psychiatry) were task force members.
Chairman Frankel announced that the purpose of the task force was “to
weigh the evidence as carefully as possible and to assess realistically the
cost/benefit ratio of ECT.”

That this careful weighing of evidence never happened can be seen by
comparing the papers prepared for the July 1976 meeting with the final Task
Force Report of September 1978. Whole sections were simply copied virtu-
ally word for word from the authors’ 1976 position papers. In other words,
the Task Force Report was a foregone conclusion once shock proponents

were chosen as its authors.



The APA Task Force 89

The Task Force on Amnesia, Memory Disability, and Brain Damage

Larry Squire’s 1976 paper became the section titled “Memory and ECT.” He
cited largely his own work. Thirty-five years of literature on the deleterious
effects of ECT on memory and cognition were simply ignored. Squire did
cite three such studies, including what was then the longest-term follow-up
study (ten to fifteen years), only to criticize their conclusions that ECT
causes permanent memory loss and cognitive disability.® For example, even
though the ten-year follow-up used a rigorous scientific method including
matched control subjects and sophisticated neuropsychological testing,
Squire concluded that there must have been something else besides ECT to
account for the differences between those who had received shock and those
who hadn’t. However, the study results were replicated in a subsequent
seven-year follow-up study that specifically addressed the issue Squire raised
by controlling for psychopathology.®

Irving Janis’s 1950 study was the only source for the section on “retro-
grade amnesia,” but Squire distorted and discredited it, saying that Janis’s
patients only forgot experiences from the time period immediately preced-
ing the shocks. But in fact Janis covered the patients’ entire lives in his inter-
views and stated clearly that knowledge from all time periods was forgotten:
“It should be mentioned that the amnesias are by no means limited to events
of the recent past, although experiences during the six months prior to treat-
ment are more likely to be forgotten than those which had occurred in
earlier periods. Occasionally the amnesias involve events of early childhood
that date back 20 to 40 years.”™

In order to convince his readers that amnesia is temporary, Squire also
had to omit Janis’s conclusions, including his finding that memory loss
remained stable one year after shock.

Squire’s own work, done between 1974 and 1976, is far less rigorous than
Janis’s. It mostly involved using simple multiple-choice tests to assess the
effects of ECT on memory during, or very shortly after, shock. These tests
have not been validated (replicated and found to measure what they purport
to measure) by other researchers. In his “TV test,” he asked patients to
recognize the name of a television program that was broadcast in a certain

year. Patients have a one out of four chance of getting the right answer by
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guessing. If they answer correctly for whatever reason, it’s assumed they
remember everything that happened that year.

On the basis of these tests, Squire concluded that many years of memory
can be lost to ECT—but not permanently. In the report he says variously that
“memory loss largely recovered by one to two weeks” and “impairment in
memory for remote events persisted for at least two weeks.” It is important to
understand that the task force’s conclusions about the return of memory are
based entirely on these multiple-choice, recognition-memory TV tests, on
which patients can easily do well by sophisticated guessing on first testing,
and even better when taking the test again within a short period of time.
“Memory returns” would become a central tenet of the APA’s public relations
campaign, and remains so to this day. But there are no studies that show this.

Despite all his equivocation, Squire was forced to conclude that “ECT
can affect memories acquired many years prior to treatment,” and, as to
amnesia for events one to two years prior, “A fully satisfactory study of this
issue with maximally sensitive tests has not yet been accomplished.”

The report tried to ignore the issue of ECT’s long-term effects on mem-
ory ability. It cited only those studies of memory and learning ability that
took place during ECT. It cited none of the studies in which memory ability
of ECT patients was compared to that of normal controls. Nevertheless,
Squire was left with the undeniable finding in his own studies that the major-
ity of ECT survivors had “memory complaints” long afterwards.

The task force wouldn’t own up to permanent memory disability, just the
“complaints”—a not-so-subtle way of discrediting and trivializing survivor
reports. Forced to acknowledge that such reports were “common,” Squire
seemed to be trying hard, at the end of the section, to explain them away. He
allowed that his tests might be inadequate, but this caveat is all but lost to his-
tory. The sentence that lived on—the one that was seized on by the industry
and repeated over and over—was this one: “ECT might lead many individu-
als (with or without psychiatric illness) to have persistent illusion of memory
impairment.”

The industry admitted no more than it was forced to. It was willing to
acknowledge that memory for the “days” prior to treatment could be per-

manently lost. Even that concession was made to further a larger strategy of
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denial. The task force hypothesized that this short period of real amnesia
could cause patients to be oversensitive to normal forgetting, and thus to
think they had memory difficulties even though they did not. It cited no stud-
ies to support this theory. There were none.

The 1978 report omitted a critical sentence that appeared in Squire’s 1976
presentation. The omission alters the meaning of the section in the direction
of further denial of ECT’s adverse effects. The omitted sentence was: “It is
too early to accept or reject any of the hypotheses outlined here [as to causes
of reports of impaired memory]; further work is needed before it will be
possible to choose among them.” Yet even though there had been no such
studies between 1976 and 1978 to settle the question, the report led the reader
to believe that there was evidence to show that patients were simply imagin-
ing permanent memory disability.

The report contained a section on “brain damage”™—in quotes, to show it
wasn’t seriously considering the possibility that there was any. No longer was
it politically acceptable, as it had been up until the 1960s, for psychiatrists to
acknowledge that ECT caused brain damage, much less to openly condone
brain damage for mental patients. None of the many authors who had done
so were cited by the APA. The report dealt with the research showing brain
damage in animals and humans dishonestly, either ignoring or distorting
these studies. For instance, the literature on animals was dismissed in two
paragraphs. Four of the many studies documenting brain damage were
cited, only to have their findings characterized by the APA as “not extensive”
and “reversible,” conclusions at odds with those of the original researchers.

Four studies were cited in favor of the conclusion that ECT does not
cause damage to animal brains. Each of the studies actually did find damage.
S. Eugene Barrera (1942) found diffuse pathology; Joseph Globus (1943) found
extreme, permanent pathological changes; William Lidbeck (1944) found
permanent brain damage; and Karl Neuberger’s 1942 studies of dogs showed
widespread damage and severe pathology.”

None of the studies showing damage published after 1952 were cited.

The human autopsy literature was dismissed in similar fashion, with the
task force speculating, for instance, that it must have been the “pain, fear, and

panic” associated with ECT—not the ECT itself—that killed patients. The
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APA said it couldn’t find any studies showing brain damage with so-called
modern ECT, implying that there are none when they do exist, as we saw in
Chapter Four (note 16).

And yet, the task force’s strangely worded conclusion was that “it seems
proper to continue to investigate the question of whether ECT produces

adverse morphological or metabolic effects in brain.”

The Task Force Comes Down against

Regulation and Redefines Informed Consent

The large section of the report devoted to legislative issues consisted mostly of
criticism of the Alabama and California laws. There was no equivocation
about where the task force stood on the issue of regulation of ECT, or how it
saw its own role in forestalling future regulations: “Our wish to avoid restric-
tions on clinical practice was more than balanced by our recognition of the fact
that at this time in history where the profession fails to provide its own guide-
lines, they will be created by others who may be less well-equipped to do so.”

Regulations, if any, should be “in the hands of psychiatrists” rather than
legislators, and Massachusetts was held up as a successful example. Though
the state had passed regulations, at least legislation had been averted and the
industry had been able to control the outcome through its self-selected task
force. The APA, expressing confidence in its ability to influence state com-
missioners of mental health (as opposed to legislators), said they could be
allowed to regulate ECT in a “flexible” manner. This is exactly what would
happen in state after state in the next decades.

In a defiant statement directed at future legislators, judges, or commis-
sioners who might wish to regulate ECT, and using semijudicial language
that would, in fact, be echoed by judges, the APA stated: “This Task Force
finds that there is no division of informed opinion about the efficacy of the
proposed treatment in appropriately selected cases and goes to great length
in this report to indicate that when ECT is well administered, the risks and
side effects can be minimized” (emphasis in the original). It added, as a fur-
ther warning to meddlesome legislators, “We cannot accept that legislators
are able to evaluate clinical data and believe that in California HB 1032 they

reached decisions beyond their competence.”
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At the same time that it opposed all regulation of ECT, the APA had no
choice but to appear to be in agreement with the idea of informed consent,
in theory: “Patients must be provided with adequate information concerning
the nature of the therapy, with its risks, discomforts and side-effects.”

Yet it was defensive about the practice of giving ECT without consent,
saying that “psychiatrists who have continued through the years to treat the
mentally ill in the absence of fully informed consent have probably done so
in good faith” and that such actions were justified by “the expressions of
appreciation and gratitude of close relatives.” It still believed, and continued
to act as if, informed patients would not consent, but now it had a way
around that problem. Through the Task Force Report and its subsequent edi-
tions, the APA itself would determine what informed consent was. It now
had a vehicle to ensure that patients were told only what the industry wanted
them to believe. The 1978 report offered practitioners an appendix with
“Descriptions of ECT for Informed Consent,” saying tentatively, “The fol-
lowing might be helpful to those interested in an example of how the infor-
mation necessary for informed consent can be presented to patients,
relatives, or guardians.”

It became the most successful tool for selling ECT in its history. Today,
virtually every facility in the United States offering ECT uses some version of
the contemporary APA consent form. The form has changed over the years
to reflect even greater denial of ECT’s effects on memory and cognition than
in 1978, but the essence of the industry’s stance has not changed. The APA
claimed then, and still does, that the majority of ECT patients do not experi-
ence permanent problems with memory. In its current incarnation, the 2001
APA Task Force Report consent form contends that “most patients report

that their memory is actually improved by ECT.”

Cuckoo’s Nest Launches the PR Campaign

The ECT industry likes to say that One Flew over the Cuckoo’s Nest caused its
“crisis.” In fact, as I have shown, the perceived crisis was well underway
when the film came out in 1975. It could not have come at a better time for
the shock industry. The film put shock in the national spotlight and gave the

general public a way of talking about it—any publicist’s dream, at no charge
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to the industry. Even better, Cuckoo’s Nest handed the industry its public rela-
tions script, the one it has used successfully for over thirty years.

The book and film take place while the protagonist Randle McMurphy
(the Jack Nicholson character) is confined to a mental hospital. Actually,
shock plays a minor role in the story. McMurphy is not shocked until the
very end, and it hardly seems to affect him at all. He comes out of each treat-
ment feisty as ever, joking about having had his batteries charged. There is
no mention of any memory loss or adverse cognitive effects. What finally
reduces McMurphy to a vegetable is not shock, but a lobotomy.

What the movie does have is a graphic depiction, a minute or so long, of
the shock treatment itself. Today most people know only this one scene from
the movie and nothing else about it, since the clip has appeared on countless
news programs.

Cuckoo’s Nest allowed the industry to shift the focus of criticism away
from the procedure’s permanent effects on memory, cognition, and self—
away from the mountains of evidence of harm, away from the decades of
reports of real patients, away from the question of brain damage—to the few
minutes of the administration of the treatment. The problem with the treat-
ment in the movie was simply that it was given without anesthesia. That’s
why Jack Nicholson grimaced as the electricity hit him, why he appeared to
be in pain. The treatment itself seemed so—to use a word repeated ad infini-
tum by the industry—barbaric.

At the same moment the industry was able to present this as the only
problem with ECT, it was able to say loudly and clearly that the problem had
been taken care of. Cuckoo’s Nest took place in the 1950s. That would now be
called the “old” shock. The industry would, cleverly, not attempt to deny the
shortcomings of the treatment before the 1970s; it would instead use the free
publicity provided by the movie as a springboard for marketing the “new and
improved” shock.

The claim sounds good and resonates with a faith in the inevitability of
progress so deeply rooted in the American character as to amount to a
national religion. As the masters of public opinion knew, no public relations
campaign succeeds unless it resonates with the preexisting beliefs, preju-

dices, and opinions of the public. The belief that things are always getting
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better as time goes on, due in large part to scientific and technological
advances, has been called “escalator-faith.” Ironically, the notion of upward
linear motion doesn’t come from science, but from philosophy. It’s a spiritual
belief, not a scientific fact.”

However, upon examination, every plank of the “new and improved
ECT” platform turns out to be false. Each one was a lie back in 1978, when
the APA first claimed that “ECT in the 1970s, administered by competent cli-
nicians, is vastly different from the procedures used and described in the pre-
ceding 30 years. Problems and confusion result from a failure to make this
distinction.”™ And, repeated twenty or thirty years later (“Electroshock . . . is
no longer the bone-breaking, memory-modifying, fearsome treatment pic-
tured in films. Anesthesia, controlled oxygenation, and muscle relaxation
make the procedure so safe that the risks are less than those which accom-
pany the use of several psychotropic drugs”), they are no less false.™

Shock is sold to the public the same way that laundry detergent and auto-
mobiles are sold: by exaggerating evidence or making up false claims about
its benefits, and by omitting evidence as to its shortcomings or harms.
Because nothing changes in the PR script, it’s easy to detect the themes if
you hear it enough times. Just as the founding father of public relations
Edward Bernays prescribed, “These themes contain the ideas to be con-
veyed; they channel the lines of approach to the public; and they must be
expressed through whatever media is used. The themes are ever present but
intangible—comparable to what in fiction is called the story line. To be suc-
cessful, these themes must appeal to the motives of the public.””

The ECT PR script, repeated over and over (by individual practitioners,
by other health professionals, in journal articles, in the popular press, and on
television) has been so successful that nearly every person I talk to about
ECT will quote some version of it. It’s as widely accepted as the “chemical
imbalance” theory postulated by proponents of psychiatric drugs. In the use-
ful language of discourse analysis (the practice of analyzing how the lan-
guage we use not only reflects but shapes our reality), these systematic and
stereotyped ways of talking about a subject are known as “interpretative
repertoires.”*® They determine what it is—and isn’t—possible to say about

shock and therefore how we think about it.
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“It Works”

A series of many electrically induced, closely spaced grand mal seizures,
with the accompanying acute organic brain syndrome and cumulative amne-
sia, is guaranteed to temporarily change mood and behavior, no matter the
condition that brought the person to ECT (and would do so in the same
manner even if there were no psychiatric condition at all). It is a biological
certainty that it is impossible to be depressed, or focus much on anything,
while body and brain are struggling to recover from a grand mal seizure.
This is ECT’s biggest selling point, because patients come to ECT experienc-
ing extreme distress and/or are extremely distressing to others. The claim
that ECT works predates the public relations campaign, originating in an era
in which virtually no other biological treatment existed to which ECT could
be compared, but it has been subtly refined in an era of drug treatment and
patients’ rights.

With so many psychiatric drugs available today, why shock? Because
there are many patients for whom the drugs fail, and they are in large part
the market for shock treatment. An essential part of the interpretative reper-
toire on shock is the situation of ECT patients as, by definition, the most
severely “ill.” This has been called, by psychologists who analyzed the dis-
course of ECT practitioners, the “severe-end rhetorical device.””” Read vir-
tually anything on ECT, whether in a book, a medical journal, or the popular
press, and you will see how this device is used at the beginning to set the
terms of the discussion. In a journal article, it usually takes the form of a
warning about the claimed severity of depression as an entity (such as a sta-
tistic on suicide that refers to 6 percent of patients who commit suicide
rather than saying that 94 percent never do so). In another context such as a
news program or article, it will be an anecdote about the dire circumstances
of a particular patient. By the time you are finished hearing about the per-
sons’ troubles, you are willing to condone just about anything that might
help them.

The effect of this rhetorical device is to downplay concerns about ECT’s
adverse effects. It works, doesn’t it? What else matters? It is also used to jus-
tify involuntary shock. And it deflects questions about what the actual sci-

ence says about ECT’s effectiveness. For whom does it work, for how long,
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at what cost, and what other treatments might provide the same benefit
without the risks? If some people for whom psychiatry had nothing else
to offer, who had been dismissed as drug-resistant or treatment failures,
are now getting out of bed, combing their hair, and playing Scrabble—is
there any point in asking those questions? In the PR era, they are brushed
aside.

Yet scientific evidence for ECT’s efficacy is just not there. A commenta-
tor in the New England Journal of Medicine noted that between 1965 and 2008
there have been only two methodologically sound randomized controlled
studies investigating whether ECT is more effective than drugs, and only five
in its entire history."® And studies comparing ECT to nonbiological treat-
ments are not done.

Studies comparing ECT to placebo (sham ECT, where matched controls
are given anesthesia but no shock) are the best evidence available on efficacy.
In 1992, British psychiatrist Graham Sheppard critically reviewed all the
sham-versus-real ECT studies to that date. (There have been none since.) He
concluded that real ECT was not more effective than fake ECT. Although he
could not find a publisher for his article, his eighty-page paper was presented
at a scientific conference.” In 2006, a review article which looked at patient
outcomes one month after sham or real ECT also found no advantage for
real ECT.*

A very large recent study found that nearly half of patients receive no
benefit from ECT at all. One-hundred-thirty-one out of 290 patients (one of
the largest groups of ECT patients ever studied) did not respond to a course
of shock. Of the responding patients, 39 to 84 percent relapsed, most of them
within a month, and at six months post-ECT, only twenty-eight, or 10 per-
cent, of the patients had sustained any benefit from ECT.* It’s important to
note that the patients in this research study were treated by Mecta machines
custom modified to put out twice the electricity of unmodified commercial
devices, and that the efficacy rate with standard devices is even lower.

Rather than scientific evidence, the claim that ECT works is made by
assertion and anecdote. There is no doubt that some patients are glad to have
the short-term relief they obtain from ECT and willingly accept the trade-off

of possible permanent impairment. Desperate relatives are grateful for
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short-term respite from the stress of caring for a family member. But there is
no evidence that ECT has any long-term benefit.**

The claim that “ECT works” never includes the fine print that it doesn’t
work for a large percentage of patients, and that when it does it’s a very tem-
porary fix achieved only at the cost of unpredictable but possibly extensive
permanent impairment. In fact, the word “works” itself in this context is a
simplification at best, a faulty rhetorical device. We may be asking the wrong
question. It is not whether ECT “works,” but what we mean when we use
that word. Psychiatrists find it useful and, indeed, could not get along with-
out it, but is that the standard we should be using to evaluate a procedure
that hasn’t been scientifically studied and which has substantial risks to
patients? Even the proponents of ECT don’t have an answer for how it
works. But others have a simple answer: both ECT’s benefit and its adverse

effects fit the clinical picture of brain damage.

“It Saves Lives”

The claim that ECT saves lives is the trump card in the PR deck, the one that
shuts down discussion. To argue against this is to become the bad guy;
would you take away their treatment and condemn these hypothetical
people to death?

The belief that ECT prevents suicide has always been strongly held by
psychiatrists. The function of such a belief is to dismiss concerns about
safety and efficacy as relatively trivial, as in this statement: “So clear are the
benefits of ECT for patients who might otherwise commit suicide . . . that
there should be little controversy over whether it is safe or effective.” Yet
prior to the PR era, there were extremely few studies which looked at the
actual data on ECT and suicide. One such study in 1950 found that patients
who had received ECT committed suicide at twice the rate of those who
hadn’t received it.**

The problem with this plank in the PR platform, like the others, is that it
is not true. Although people have been killed by ECT and its complications
and have killed themselves after ECT, there is no evidence, anywhere you

look, that ECT has saved any lives or prevented suicides. In the PR era, many
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studies have been designed to investigate whether dogma on ECT and sui-
cide is supported by evidence. Study after study from the 1970s to the present
shows that if ECT indeed has any effect on suicide, it is that people who have
had ECT may be more likely to die from suicide or other causes than persons
who haven't had it.”® Most recently, a 2007 study which reviewed the out-
comes for all patients treated in a Danish hospital from 1976 to 2000 con-
cluded that the ECT patients had a higher suicide rate.*

Even husband and wife psychiatrists Joyce and Iver Small (both of whom par-
ticipated in the first two APA ECT task forces), who have been shock advocates
for thirty years, could not design a study to show that ECT prevents suicide.
They followed 1,494 patients for five to seven years (an eternity in shock follow-
up research) and found that those who committed suicide were more likely to
have received ECT. They were forced to conclude that “these findings combined
with a close examination of the literature do not support the commonly held
belief that ECT exerts long-range protective effects against suicide.””

Furthermore, even in the short term, the Smalls concede, “Factual data
in support of this contention [that the immediate risk of suicide, when not
manageable by other means, is a clear indication for ECT] are not readily
obtainable.”

ECT survivor and researcher Sue Kemsley, in a paper reviewing the literature
on suicide and mortality, concluded succinctly: “ECT has built its reputation as a
life-saving treatment not on the foundations of evidence, but on psychiatry’s

need to justify its use in an age when personal liberties count for more.”*®

“It’s Not Like That Anymore”: Oxygenation and Anesthesia

Ventilating a patient with pure oxygen while she can’t breathe on her own has
been done since the 1950s, as we saw in Chapter Four. Contemporary practi-
tioners such as Max Fink claim that it “precludes ill effects on memory” and
that research done in the 1950s proved this conclusively. But that can’t explain
why patients who've had ECT with oxygen experience the same amnesia and
brain damage effects as patients treated in the 1940s without it.*® They also
claim that the human and animal autopsy reports showing brain damage don’t

implicate ECT because lack of oxygen, not the treatment itself, was the culprit.
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But in clinical practice, as opposed to the PR statements, some doctors
don’t consider oxygenation a necessary part of the procedure.?® Even today,
at world-famous hospitals such as New York Hospital, patients are not rou-
tinely oxygenated, according to the industry’s top spokesman and author of
the current APA ECT practice guidelines. He says of oxygenation, “I don’t
think it’s going to make a bit of difference . . . They [patients] don’t turn
blue.”" As an ECT consultant to the hospital, he doesn’t insist on oxygena-
tion and doesn’t believe it prevents memory loss.

Well into the twenty-first century, ECT is given without anesthesia to
many patients in some countries; in Japan, for instance, two-thirds of hospi-
tals use unmodified shock.?* At least one contemporary shock practitioner in
the UK. recommends unmodified ECT as the treatment of choice in certain
cases.”? Even staunch ECT proponents acknowledge—when the media is not
listening—that the use of anesthesia is for the benefit of doctors, not
patients, because while lowering the risk of lawsuits against doctors over
fractures and broken teeth, it increases the risk to patients of harm to the
brain.?* For instance, Dr. Jan-Otto Ottoson wrote in 1981, “The most decisive
reason for the use of ECT with anesthesia are medico-legal reasons because
of malpractice suits against psychiatrists.”® Broken bones can and do
recover, but brain damage and death are permanent.

However, the fact that limbs don’t thrash and bones aren’t broken has
made ECT much more pleasing cosmetically, a huge advantage for the PR
campaign. Virtually every television segment on ECT in the past thirty years
has included a scene of an actual shock treatment being given. It looks
like nothing is going on; after all, you can’t see brain cells being destroyed
or memories erased. To the uninformed viewer, ECT appears to be a benign
process, and when the segment is juxtaposed with a clip of the shock
treatment in Cuckoo’s Nest, the viewer is completely sold on the “new and

improved” claim. It’s a cheap trick, one which always works.

“It’s Not Like That Anymore”: Less Electricity

Because of the now almost ubiquitous use of anesthesia in the United States,
which raises the brain’s seizure threshold, the “less electricity” plank of the

PR platform is simply not true. However, there’s another reason. The shock
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machine companies, like auto manufacturers, keep putting out new models,
and each new generation has been designed with a greater electrical output
than the last. This is at the request of the doctors themselves, who since the
late 1970s have owned or consulted for the device manufacturers.?® Thus the
brief pulse machines of the 1980s, roughly when the claim of “less electric-
ity” was locked into the industry PR template, were actually putting out
much more electricity than those of the Cuckoo’s Nest era. This is true as well
for the sine wave machines that predominated until the mid-1980s and which
are still used today, and it is true many times over for the newer generations
of brief pulse models.

And the shock industry continues to clamor for still more powerful
machines. Having reached the legal limit on the amount of electricity that
the machines can put out, they are lobbying the Food and Drug
Administration to allow them to make and sell machines like the ones used
in research, which put out twice as much electricity as those in commercial
use.” That’s because they well know what the rest of us don’t: that ECT is
really not as effective as they have claimed. As we’ve just seen, it’s not very
effective even when researchers use custom-modified, amped-up devices.
The high rate of relapse after ECT, no longer a secret, has become an embar-
rassment to the industry and a potential public relations disaster.

The shock doctors can’t advocate for more electricity when the public is
listening, because they must maintain the PR line that their machines use
only a small amount of electricity. For example, Charles Kellner, a consultant
to Mecta and Somatics, claimed on television in 1994 that contemporary
ECT uses only “probably only one-fifth of the electricity that was used in the
old days.”?®

There is little danger the media or the general public will read the medical
journals or attend the professional meetings in which the shock industry
spokesmen contradict their “less electricity” pronouncements. In these profes-
sional venues, the talk can be categorized as “turn up the juice.” For example,
at the APA annual meeting in 1996, shock machine company consultant
Harold Sackeim told aspiring shock doctors that rather than administering
the minimum amount of electricity to induce a seizure, as had been previ-

ously taught, they should make sure to multiply the amount of electricity
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necessary for seizure induction by a factor of at least 2.5 so as to be sure the
patient received enough voltage. It is the electricity, he said—not the
seizure—that is the “therapeutic” ingredient in ECT.?® The higher the elec-
tricity, the better the result, from the doctor’s viewpoint.

That is the same conclusion reached by the shock doctors who first
invented brief pulse ECT in the 1940s. Those first brief pulse experiments
appear to have been, at least at first, an honest attempt to make ECT safer by
administering the least amount of electricity possible. They failed because
the lower amounts of electricity did not produce the desired “therapeutic”
results. But they were what they claimed to be.

Around 1970, Paul Blachly of Oregon, the first American psychiatrist to
start a shock machine company, had the idea to revive brief pulse, marketing
it as a brand new treatment. The “crisis in ECT” was the incentive to pack-
age the old wine in new, souped-up bottles. This marketing strategy has been
a success for Paul Blachly’s company, and for the ECT practitioner entrepre-
neurs of rival Somatics (the company formed by Richard Abrams and
Conrad Swartz in 1985).

However, in the 1970s as in the 1940s, there was no such thing as simply
shortening the pulse width without compensating in other ways in order to
disable the brain enough to cause dramatic changes in troubling behavior.
The genius of the new shock machine company entrepreneurs was to find
ways to compensate for the potentially lower (and ineffective) amount of
electricity used in the earlier brief pulse machines. They built several design
modifications into the machines, modifications that can’t be undone or
detected by the operator. These electrical compensations were first publicly
unmasked by Douglas Cameron, himself a survivor of ECT.#°

Cameron describes several ways the designers of the newer machines
amp up overall output. The frequency of the electricity (that is, the number
of pulses per second) is increased. The electrical current—electron flow per

second—is increased. The amount of time the electricity flows though the

Figure 3. (opposite) A 1975 ad for the Mecta device.
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brain is expanded as well—to up to six times the maximum duration of the
old sine wave machines. Wave lengths can also be increased. And finally, all
of today’s ECT manufacturers have returned to alternating (AC) rather than
direct (DC) current; ironically, this is exactly the opposite of the tactic the
inventors of the original 1940s brief pulse devices utilized to try to reduce
memory and cognitive impairment. If none of this is enough, the operator
can augment the amount of electricity reaching the brain even further by
holding down the shock button for as long as eight seconds.

By the 1990s, the so-called “new and improved” devices were more than
eight times as powerful as the original machine invented in the 1930s.
Cameron calls the vastly increased output of today’s shock machines “a well-
kept manufacturer’s secret.” Anyone can confirm his findings, using infor-
mation from the manufacturers themselves and mathematical formulas.
None of this is a matter of interpretation or opinion. Electricity can be meas-
ured and math doesn’t lie. The sine wave shock devices of the 1940s-1950s
were capable of lighting up a sixty-watt lightbulb for up to one second.
Modern day sine wave machines can light up a hundred-watt lightbulb for up
to one second. The brief pulse machines designed in the mid-1980s can light
up a sixty-watt lightbulb for up to four seconds. Today’s brief pulse shock
machines are even more powerful.#

The sales hook for the brief pulse devices, of course, is the lie that they
cause less memory loss than the “old” machines. For a time, shortly after I
lost five years of my life to shock, Somatics’ advertising materials pro-
claimed, in large type, “ECT Without Memory Loss.” A generation of
patients treated with brief pulse can tell you that this is not the case. Indeed,
a systematic review by the United Kingdom’s ECT Review Group in 2002
found “little evidence from randomized studies that sinewave causes more

memory impairment than brief pulse.”#

“It’s Not Like That Anymore”: Unilateral ECT

Another modification touted as a new and improved technique is unilateral
ECT, or the practice of applying electrodes on only one side of the head. But
again, this practice is nothing of the sort; it was invented in the 1940s. It was

thought then that placing both electrodes on one temple, corresponding to the
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nondominant half of the brain, would reduce the overall amount of electricity
used and thus minimize memory and cognitive effects. Some studies assert
that it does minimize these effects and that this has been shown by formal test-
ing. This claim comes with a catch: to assess amnesia and memory ability,
researchers use verbal tests, such as learning a list of words.* However, the
side of the brain not shocked, the dominant side (usually the left side for right-
handed individuals) controls speech and verbal skills. The nondominant side of
the brain is associated with visual memory and other nonverbal functions,
such as musical and artistic ability. Thus, damage to the nondominant side of
the brain is not detected when these abilities are not tested.

There’s another catch: with unilateral ECT, much more electricity must be
used in order to produce the same “therapeutic” effect as with bilateral. Any
net cognitive savings are easily wiped out when the electricity is turned up to
six or twelve or twenty times the amount necessary to induce a seizure. Shock
machine magnate Richard Abrams quipped in the Journal of ECT, "As Sigmund
Freud said to Wilhelm Fleiss when the latter informed him he had kissed a
patient for therapeutic purposes: Why stop there?”* Some patients receive as
much as four thousand times their threshold levels.* By 2000, industry leaders
said that any type of unilateral besides “high dose” was ineffective and should
not be used, once again shooting their “less electricity” PR script in the foot.

Whether unilateral ECT produces less damage or merely a different type
of damage is a moot point now, anyway. Unilateral, even “high dose,” is
rarely used in clinical practice today.* Its main value is as a tool for selling
shock to the public. (Sometimes, to induce them to consent, patients are told
they’ll be started out on the supposedly memory-sparing unilateral shock,
but the doctor always reserves the right to switch to bilateral if it “doesn’t
work.” By the time the switch is made, the patient has forgotten the original
consent agreement.) Like the original brief pulse ECT, unilateral was just
never popular with doctors. Fink has now assigned even the high-voltage ver-
sion of unilateral to the garbage bin of history, saying “we have fiddled with
this placement for more than 4o years, and no credible way has been found
to make its application effective.”

The fact that Cuckoo’s Nest was set in the 1950s was Hollywood’s great gift

to the shock industry. It inspired the industry’s single most successful line of
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defense: “It’s not like that any more!” and one of the most successful public
relations campaigns ever (compare, for instance, the tobacco industry’s lack
of such a defense, and what happened to it). The shock industry was right,
on the face of it. Shock wasn’t like that; it was much more powerful, much
more dangerous. The industry lie was that it was now safer.

But to cry “unfair!” and to keep crying it and endlessly referring to the
movie was to cleverly replot the entire story. For instance, a now-typical ref-
erence to Cuckoo’s Nest goes like this: “One Flew over the Cuckoo’s Nest is an
example of Hollywood doing a disservice to medicine. I wonder how many
people were killed because of that movie—how many people did not get
ECT treatment because of it?”#®

The culprit wasn't shock, it was public misperception and the psychiatry-
hating media. Now the shock industry could take on the sympathetic role of
victim (of the cruel media) rather than the villainous role of disabler of

innocent brains.



The Making of an American
Activist

The American Psychiatric Association’s PR script does not allow for any crit-
icism of electroshock. It is so overbroad in its denial of harm from contem-
porary ECT, and so commiitted to its denial, that it must dismiss all its critics
as irrational. It does this effectively, without ever addressing any of their
claims, by maligning their character, sanity, or motivation. This is usually
accomplished by using one-word epithets, whether they apply to any partic-
ular critic or not. For example, those who challenge the use of ECT are said
to be “antipsychiatry.” Scientologists. And in the case of former patients,
crazy, hysterical, or some version thereof will suffice.

This cannot explain how the shock survivors’ movement came to be
founded by an ordinary, sweet, sane, middle-aged, middle-class woman
named Marilyn Rice. In reality there is generally only one reason anyone
becomes an activist critical of electroshock: bad luck. That is how ordinary
people end up making history.

For nearly fifty years, Marilyn Rice led a conventional life. The most
remarkable thing she did was to confound some contemporary notions
about what a woman could do. Highly intelligent, she earned a college
degree in the 1940s, then built a successful career as an economist for the
federal government. As far as I know, she never expressed an opinion on any
political issue of her day, whether it was race relations, women’s rights, or
the war in Vietnam. She was not the type. I only once heard her express an
opinion on a politically contentious topic. It was smoking; as a veteran
smoker, she was in favor of it.

She was a rule follower. A nine-to-fiver, a steady achiever, and the
straightest of all arrows: a government bureaucrat. As she once quipped,
“Russell Baker always uses the Gross National Product as the symbol of all
that is stodgy and conservative and respectable, and it is the simple truth that
I was the country’s leading technical expert on that fat and ugly statistic.””

She married late, by happenstance had no children, and supported herself
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Figure 4. Marilyn Rice before

her involvement with psychiatry.

and her husband while doing the cooking and housekeeping as well. In 1968,
more or less for fun, she authored a thousand-page monograph on “The
Anatomy of Federal Accounts.” Study hard, work hard, get ahead, retire in
comfort; that was the deal she’d signed up for. She saw no reason to
complain.

Then she encountered electrical psychiatry.

How Marilyn Got Shocked

In the spring of 1972, when she was nearly fifty years old, her front teeth
started to come loose, and she discovered she had serious gum problems. An
orthodontist convinced her he could straighten her teeth while taking care
of her gums, and she agreed, embarking on a series of periodontal treat-
ments. But it quickly became apparent that this orthodontist was wreaking
havoc on her mouth and her life. Each step in the process meant more mis-

ery. He pulled teeth and prodded others in such a way that her mouth
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became misshapen and she could hardly eat or speak, all the while assuring
her it was for her own good. In constant pain, physically exhausted and emo-
tionally depleted, she agreed to enter the Psychiatric Institute in
Washington, D.C., in February 1973 for what she hoped would be some
respite. She’d later call it “wall-to-wall carpeted Buchenwald.”

Her young psychiatrist, upon hearing that she was the sole support of
her family, insisted on ECT, telling her it would get her back to work more
quickly than psychotherapy. He didn’t mention any permanent memory
loss. ECT was presented as a harmless miracle. Rice was too worn down to
resist what her doctor wanted. In March 1973 she had eight shock treatments.

She emerged in a kind of fog. She didn’t know that she was in a psychi-
atric hospital, or why. She had no idea what was wrong with her mouth.
When she returned home she didn’t recognize her neighbors, and she didn’t
have enough short-term memory to read a book.

The fog lasted for weeks. Then she tried to go back to work. She realized
that she had permanently lost years of her life, including the wealth of spe-
cialized knowledge she’d accumulated since college. Her psychiatrist, initially
aghast at the realization that the procedure had ruined a fine brain, quickly
became defensive. “Your work was too big a part of your life,” he told her.?

Up to that point, Rice—like most people—trusted in doctors. But now,
she slowly began to figure out what had happened to her, and it went against
everything she thought she knew. Her doctors had lied to her.

She waited for her memory to return, as they had promised it would. It
did not. Where there should have been memories was “an ocean of blank-
ness . . . out of the ocean rolled great waves of horror: Me! Brain damaged!”*

She wrote, “All my beloved knowledge, everything I had learned in my
field during twenty years or more, was gone. I'd lost the body of knowledge
that constituted my professional skill. I'd lost everything that professionals take
for granted. I'd lost my experience, my knowing. But it was worse than that.
I felt that I'd lost my self.”

At first, she thought it would be possible to relearn what she’d lost, even
if it took her another twenty years. What she found was that she wasn’t able
to hold on to new information. Her memory function was permanently

impaired as well.
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She assumed that her doctors hadn’t known this could happen, and that
they would want to know to ensure that it would never happen again. So she

decided to tell them.

Marilyn Becomes a Brain Scientist

Beginning in July 1973, she began a two-pronged research project that would
engage her for the rest of her days. She read everything that had been writ-
ten about ECT by scientists and psychiatrists in the field, from journal
articles to textbooks to its mention in the popular press. She made careful
notes and summaries because she knew she couldn’t trust her memory. She
read all she could about memory, about brain science, and about brain dam-
age as well. The work suited her lifelong love of learning and her addiction
to research and scholarship as a way of life. Not even shock could change
that. “I remain a scientist,” she wrote in 1974, “although I have also become
a guinea pig.”®

She found the quality of the professional writings on ECT appalling.
From the beginning of its use, it seemed, doctors had parroted the line that
ECT cannot cause permanent amnesia or brain damage—based on research
that actually showed the opposite (as we have seen in our survey of the early
animal research), was too poorly designed to show anything, or on no basis
at all.

On the other side of her exhaustive study, she questioned every person
she could find who had experienced ECT. Since she was very open about her
shock experience—it simply never occurred to her to be ashamed or to hide
it—other shock patients had a way of finding her. These patients unani-
mously reported their memories had been permanently impaired by shock,
in direct contradiction to the claims made by practitioners.

With great sincerity, Rice began mailing out educational materials on
ECT’s adverse effects to psychiatrists. She called it “shooting off my mouth
and typewriter in all directions.”” She shot off her first letter to one of the
shock industry’s biggest names, psychiatrist Max Fink, in August 1974, asking
him whether he told patients they would get their memory back in three
weeks. She got no answer from Fink, but wrote to others who had published

books or articles on ECT. She wrote to the National Institute of Mental
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Health (NIMH), the American Psychiatric Association, the American
Medical Association, and various hospital directors. She suggested designs
for research studies on memory loss. She even wrote a straight-faced spoof
of the shock literature, poking fun at Fink in particular, and submitted it to
psychiatric journals under the name M. Rice. She called it “The Delusion of
Amnesia after Electric Shock Treatment.” To her great amusement, she
received equally straight-faced responses from the journal editors.

Retired now on a disability pension due to brain damage, Rice needed
something to do with her boundless energy, intellectual curiosity, keen sense
of injustice, and twenty years of free time. But even so, her educational cam-
paign and her career as an accidental activist wouldn’t have happened without
two other key ingredients. First, she lacked an identity as a mental patient. If
a devalued person internalizes the mental patient role, she can come to doubt
her own ideas, experiences, and worth. Such a patient might be convinced by
a doctor that her memory loss didn’t happen, or that it happened only to her.
Had Rice internalized an image of herself as crazy, she would have been too
ashamed to tell the world about her psychiatric history. She was having none
of that, because she never lost her class identity and privilege. The lifestyle
and mindset of a middle-class professional was engrained in her. Losing her
job couldn’t change that. Many former ECT patients become poor very
quickly after losing the ability to work, with only below-poverty disability
payments to live on. But Rice had worked so long, at such a high level, that
her disability pension was enough to sustain a middle-class lifestyle.

In short, she saw no reason why psychiatrists—with whom she shared
this class identity—shouldn’t listen to her: “I have always felt that the pecu-
liar circumstances of my experience made me a first-rate laboratory animal
for reporting what electric shock does to memory,” she wrote in 1975.
“Perhaps this is something that has only been done to really crazy people or
not very bright people in the past, I innocently thought, and I can at least
bring something good out of something bad by letting the psychiatric
profession know of my important scientific discovery.”

As a professional, Rice expected high standards of other professionals.
She assumed that psychiatrists at the National Institute of Mental Health

were like the economists at the Department of Commerce. If the government
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said something, it had to have the facts and figures to back it up. No one at
the Commerce Department would dream of printing an unsubstantiated
statement.

Rice’s job involved explaining how the government computes the gross
national product. She was responsible for providing answers to the public to
questions like, What do those big figures mean? Where do you get them? She
expected NIMH to do the same. When they published a brochure for the
public called Facts about: Electroshock Therapy claiming that “research now
suggests” permanent amnesia does not occur, Rice contacted them, asking
politely to be given the references for this research.® They referred her to two
articles from the 1940s, three from the 1950s, and one from 1972. None of the
research dealt with amnesia at all. None of the patients were followed up
longer than six weeks.™

Some time afterwards, NIMH stopped distributing the brochure, saying
“it would be appropriate to withdraw the pamphlet from circulation pending
further evaluation of issues regarding the psychological and physiological

impact of electroconvulsive therapy on the human organism.”"

As Empty as Eve

Rice had friends who were, like herself, middle-class professionals, and one
of them happened to write for that most middle-class of general interest
magazines, the New Yorker. Through this friend, Berton Roueché, a journal-
ist of impeccable credentials, came to be interested in her story, and she was
glad to tell it. He changed her name (at his insistence, not hers) and added a
fictitious upbeat ending, but otherwise got the details of her story right,
thanks to many interviews and extensive written materials that Rice pro-
vided. His use of her letters to her family before and after shock especially
spooked readers. In the most mundane prose, they reveal the full horror of
suddenly, without warning, not knowing who or where you are or how you
got there while at the same time not knowing you don’t know.

Rice wrote shortly after shock, “Now I know how Eve must have felt,
having been created full grown out of somebody’s rib without any past his-
tory. I feel as empty as Eve.”** The article, which appeared in the New Yorker

on September 4, 1974, took this as its title. This was the first full-length,



The Making of an American Activist 113

first-person description of extensive permanent ECT amnesia and disability
to appear in the media.

The article took the APA by surprise. They weren't prepared to launch an
all-out attack on the New Yorker. In the fall of 1974, the APA’s public relations
campaign was still to come. The task force had just been formed. Larry
Squire, who—as we have seen—would contribute to the APA defense of
shock in the Task Force Report, was still sitting on the fence between
patients and doctors, maintaining a cordial and scholarly correspondence
with Rice that had predated the article.

In just a couple of years, the industry would be fully prepared to launch
an attack on any media coverage it deemed unacceptable. But in a note to
Roueché, with whom she kept in touch, Rice noted that the response from
the shock brigade was “a loud howl of silence.”*

There were those, like Squire, who recognized Rice as the “Natalie
Parker” of the article; and there were those who wrote to her care of the
magazine and received a reply from Marilyn Rice. Either way, she heard from
ex-patients and others from all over the country, and the lively correspon-
dence she was already having with anyone interested in shock grew expo-
nentially. Opportunities opened up for her; for instance, the chance to
test-drive the early memory tests Squire was developing in order to measure
ECT amnesia (her candid assessment was that they were either much too
simple to assess ECT damage, or “phony”). She was able to have input into
the Alabama shock legislation, and, perhaps most importantly, to network

with others in the brand new ex-patients’ movement.

The King and Queen of Shock

Leonard Roy Frank of San Francisco has been one of the key figures in the
mental patients’ movement since the 1970s. Frank’s shock experience, sprin-
kled with quotes from his medical records, is told in John Friedberg’s book
Shock Treatment Is Not Good for Your Brain. He was locked up by his middle-class
parents in the 1960s, largely because he had rejected their values. His “symp-
toms” included reading Ghandi, becoming a vegetarian, and growing a beard.
Frank received fifty insulin shock treatments and thirty-five electroshocks, and

lost years of his life. But even though his doctors shaved off his beard, the
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shocks didn’t change his spiritual beliefs and countercultural lifestyle. He
was part of the collective of former psychiatric inmates that put out the sem-
inal texts of the movement, Madness Network News and Madness Network
News Reader. He was Rice’s introduction to, and connection with, sixties-
style in-your-face activism: the protests, the civil disobedience, the guerrilla
theater. The organization he co-founded, Network Against Psychiatric
Assault, was instrumental in passing the California shock legislation.

There could hardly have been two people more different in style than the
proud nonconformist with his long salt-and-pepper beard and the soft-
spoken bureaucrat with her gray hair permanently styled in the 1950s man-
ner. They were united only by their shock experiences and their desire to do
something about it. After the New Yorker article, Rice wrote to Roueché,
“I seem to have become the queen of the country’s brain-damaged people.
The Joan of Arc streak in me gets some satisfaction out of being the stronger

214

nut standing up for the weaker ones.”™ If Marilyn Rice was the Queen of
Shock, Leonard Roy Frank was the King.

Having lived by the rules her entire life, Rice was inclined to work
through the proper channels—to ask politely and expect to be heard. “I don’t
call demonstrations ‘action,”” she fumed in frustration over Frank’s meth-
ods.” Frank had no illusions about the willingness of psychiatry, or the
government, to yield anything on the basis of appeals to abstract principles
like truth, law, and justice. Their relationship, originally warm and friendly,
would eventually suffer as their philosophical and political differences
became apparent.

By the time the New Yorker article came out, Rice was becoming disillu-
sioned about her efforts to educate psychiatrists. She had honestly expected
them to respond in the same good faith, and they had let her down. Her class
had let her down, and she was never to get over it. “The profession didn’t
want to know about the effect of electric shock,” she wrote to Frank. “Or,”
she continued darkly, “knowing, didn’t want anyone making waves by
telling.”™
Her faith in truth, justice, and the American way shaken but not shat-

tered, Rice, at her husband’s urging, filed a lawsuit against her doctor.

She even allowed herself the hope that it might succeed. As she later wrote,
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“My purpose in pursuing the case was to try to establish the principle that
shock doctors may no longer lie with impunity to patients about what will
happen to their memories. I wanted something good to come out of some-

thing bad. And it was such an absolute beauty of a case.”"

The Woman with the Ninety-Year-Old Brain

Previously, ECT patients had sued—and sometimes won—only when they
suffered physical damage like broken teeth and cracked ribs, and only when
they could prove the procedure wasn’t done correctly. No one had ever
brought a lawsuit for memory loss before. Rice v. Nardini, filed in Superior
Court of the District of Columbia in February 1974, was the first to allege
malpractice for lack of informed consent to ECT resulting in permanent

amnesia.

Defendant assured both the plaintiff and her husband that said electric
shock treatments would impair her memory only slightly and for
a period not to exceed three or four weeks. As a result of the electric
shock treatments . . . the plaintiff has suffered what appears to be a per-
manent amnesia. The defendant, Dr. Nardini, did not . .. inform the
plaintiff of the prospects of memory impairment resulting from the
shock treatment; the plaintiff was prevented from exercising sound judg-
ment before submitting to the treatment. . . . As a result of the defendant,
Dr. Nardini’s, failure to secure the informed consent of the plaintiff to
the treatment given her, the plaintiff has suffered severe memory impair-

ment and loss of ability to earn a living.™

The suit alarmed Rice’s referring psychiatrist, Dr. Peter Mendelis. He had
no reason to be afraid for himself, since he hadn’t performed the shocks and
wasn’t named as a defendant. No, Mendelis frankly feared for the future of
the shock industry. He thought he saw the handwriting on the wall bringing
down the whole enterprise. So he wrote for help to the most senior shock
proponent in America at the time, Lothar Kalinowsky.

Kalinowsky agreed with his assessment. There was good reason to fear
both Mrs. Rice and a young psychiatrist named Peter Breggin, whom they

suspected would be involved in the case. Rice v. Nardini could cause the
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industry irreparable harm; it might even force it into doing studies to prove
that shock didn’t cause brain damage. The case had to be defeated, but how to
do that, they puzzled, when the plaintiff was a person of some stature, so tal-
ented and so obviously normal?*

Rice certainly was that person. But in a lawsuit, the truth often gets so
twisted around that the plaintiff can no longer recognize herself or her life in
the story told by the other side. That’s just what happened in Rice v. Nardini.

Rice’s lawyer, as well, had heard of Dr. Peter Breggin and his public crit-
icism of ECT. The lawyer insisted that she needed a local physician as an
expert witness and Breggin, like Rice, lived in the D.C. area. But she could
tell that Breggin saw her first and foremost as a mental patient, and foresaw
this as a deadly blow to her case. Indeed, he wanted to treat her by the hour
for her “mental illness.” She wasn’t in need of any psychiatric treatment.
Rice had lined up other experts and didn’t want him, but Breggin sold him-
self to her lawyer.

In addition, she and her husband were repelled by Breggin’s focus on
money; he charged much more than any of the other proposed experts and
insisted on being paid in advance. For all that, she couldn’t get him to return
her calls. She tried to get him off the case, but her lawyer would not hear of
it. The lawyer, as well, treated her like an incompetent mental patient and
shut her out of the case. She was stuck with a hostile expert witness.

Still, she hoped to put shock on trial. But the defense took the position
that her amnesia was due to menopausal insanity. It might have seemed an
easy task to discredit this position with logic and facts. But the defendant,
John Nardini, was a trustee of the American Psychiatric Association.
Breggin, in what Rice saw as a display of the medical profession’s code of
silence, caved in and sided with his peers. He wouldn't testify that her amne-
sia was due to ECT.

To her horror, the defense depicted her as a raving psychotic rather than
an ordinary woman driven to despair by the stress and pain of botched
orthodontic treatment. She couldn’t even recognize herself or her treatment
in the medical records that were presented to the jury; not only did they
make her out to be a lunatic, but the doctor’s and nurses’ notes were almost

comically inconsistent. For example, on the same day, the nurses called her
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pleasant, the doctor hostile. Another day she was “in good spirits” in one set
of records, “profoundly depressed” in another. She could only conclude that
the doctor’s notes submitted by Mendelis had been forged for the trial. This
would have been entirely consistent with his expressed desire to protect the
practice of ECT as he knew it.

Rice would later ruefully call these the “crudest grossest funniest forgeries
ever.”?° But they weren’t funny at the time. She couldn’t get her own lawyer
to object to them; at the time, his daughter was in the process of having her
teeth straightened by the same orthodontist who had ruined Rice’s mouth.

Nor would Breggin believe that the medical records had been forged for
the trial. “Doctors don’t doctor records,” he stated flatly, and he testified as if
the records were authentic.* The defense tactic worked as intended to
destroy all Rice’s credibility with the jury.

“My lawsuit was an atomic bomb,” she bitterly concluded later, “and
Breggin worked to prevent me from detonating it. . . . Breggin stands firm
protecting the American Psychiatric Association.”**

To make matters even worse, her lawyer wouldn't let the jury hear three
of her other medical experts, who were prepared to verify amnesia and brain
damage due to ECT. Rice suspected it was because Breggin wanted the spot-
light to himself.*

The defense had hired Lothar Kalinowsky as their expert. He testified
that there had never been a case of permanent memory loss caused by the
procedure.

The star witness was to have been Rice’s brain scan. The computerized
axial tomography (CAT) imaging technique had just become widely avail-
able. She believed, sensibly, that a brain scan would settle the question of
whether or not the eight shocks had damaged her brain. So she had one.
Even without a scan to show how her brain had looked before shock, a radi-
ologist was able to compare her postshock brain with the norm for her age.
Her brain had shrunk, or, in scientific terms, atrophied, so much that it
looked like the brain of a typical ninety-year-old. Rice was fifty-three.

Had her case been tried on the merits, she would likely have won. But
a jury is just a microcosm of society, with its hatred and dearly held

stereotypes of mental patients. All a defendant need do is play to the jury’s
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prejudices. The irony of Rice’s case, of course, was that she was as far from
the stereotype as could be. But with her own former psychiatrist testifying
wholeheartedly against her, she was seen as nothing more than a crazed
mental patient. “His unchallenged slanders about me had more influence on
the jury than anything anybody said about electric shock,” she concluded
after the trial.** Compared to that, even the CAT scan was seen as irrelevant.

Breggin was, from her standpoint, quite simply a costly disaster, and one
which didn’t even end with the trial; he continued to demand money from her
afterwards. She hadn’t realized at first that his agenda did not correspond to
hers: “Peter Breggin couldn’t see our joining forces toward a common goal. . . .
I think he did want to use the case to work against shock but in an indirect way,
i.e., for getting financial support for the monograph he was writing and by pro-
moting his own fame as a psychiatrist.”* Indeed, his book (partially financed by
the money she paid him) was published in 1979, and many other books fol-
lowed. Breggin became famous and has had a long and lucrative career as an
expert witness in ECT cases. But over the course of the next generation, not a
single shock case in which Breggin appeared as an expert was won by a plaintiff.
In January 1977, Rice v. Nardini was decided for the defendants.

She later pursued an action to have her shock case declared a mistrial,
obtaining amici curiae briefs in support of her appeal to the court to reexam-
ine the purported medical records.*® That would be in the public interest, she

argued, because of what was at stake in the case.

It happened that plaintiff was not merely a patient suing a doctor. She
was the typical shock patient of the new era, a middle-class middle-aged
white woman who was a voluntary patient in a short-term hospital, was
suffering from “depressive symptomatology,” had 8 shocks, and had
everything paid for by Blue Cross or other health insurance. Plaintiff fit-
ted this description “to a T.” She represented the economic base of present-
day psychiatric hospitalization, and her informed consent lawsuit
threatened it profoundly. . . . In summary, the issues and evils dealt with
in the case of Rice v. Nardini were large social issues and evils. Plaintiff’s

injuries were the injuries of many, and her case represented a turning to
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the courts for relief of large classes of persons from the ill effects of
unbridled medical power. ... It is perhaps not surprising that such
“high” motives for denial of plaintiff’s injuries should have worked
themselves out through low motives on the part of the more immediate

participants in the trial.*”

Her pleas were not successful.

The whole experience left Rice with a distaste for the legal profession
nearly equal to that she had for medicine. She found a little solace in design-
ing a new letterhead for her correspondence, one which she used for a time
after the trial. Under her name and address, it read: “Civilization in medicine

and law is 500 years behind civilization in the rest of society.”

The Truth in Psychiatry Letters: 1975-1983

Through all this, Rice had kept up her educational campaign. By 1975, she
had developed an extensive list of correspondents and hit upon the idea of
simply cc-ing each letter to multiple recipients. (This she did the old-fashioned
way: with a typewriter and carbon paper. Ninety-year-old brain or not, Rice
did not make typing errors.)

From 1975 to 1983 she sent out at least one mass mailing a week. These
she called “Truth in Psychiatry” letters, because “it wasn't so much the
shocking that was appalling about psychiatry, but the lying.”*® She wrote to
psychiatrists, researchers, editors of medical journals, writers, television net-
works, the National Institute of Mental Health, the American Psychiatric
Association, the American Medical Association, insurance companies, med-
ical laboratories, drug companies, members of Congress, the Food and Drug
Administration, shock machine manufacturers, former patients ... and
eventually to Jackie Kennedy Onassis, whom she’d heard had had shock, just
in case the rumor was true. (Her secretary wrote back that it wasn’t.) Each
missive might be copied to ten to forty recipients besides its addressee.

The letters can be utterly disarming in their directness. Recipients must
have been impressed by Rice’s obvious wealth of knowledge and brutal hon-

esty. Many did reply; for example, from France came a thoughtful response
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from a famous epilepsy researcher, and from Moscow, a letter from the
world-renowned neuropsychologist A. R. Luria. Others didn’t have the
courage to place themselves under her scrutiny. One which surely must have
gone unanswered by its primary recipient was addressed to the director of

research at a state psychiatric institute and cc-ed to twenty-two others.

January 12, 1976
Dear Dr. Davis,
According to your article on electric shock in the October 27, 1975 issue
of Medical World News, “memory loss . . . generally disappears within a
month.” According to the only study ever made of the state of memory
after electric shock, no subject had a memory even remotely resembling
normal. I enclose a protocol from that study in case you are not familiar
with it.

What is the evidence that leads you to believe that memory is typically
fine after shock?

Yours truly

Marilyn Rice

Others, like psychiatrist Lawrence Kolb, the author of a widely used text-
book assuring doctors that “full return of memory finally occurs” and that
shock “is not followed by any intellectual impairment,” did respond, but
only to insist that “there has been nothing in the scientific literature to show
that good return and full intellectual functioning fails to take place in the
vast majority of patients.” Of course, there were two answers to that: the
“scientific literature” had rarely chosen to study memory and intellectual
functioning months after shock, and when it had, there was no such return
to normal. Rice set the former APA president straight with her references,
but all he could say was “I am grateful for your note and will continue to
look into the matter further.”*

The woman with the ninety-year-old brain also maintained a “sports-
manlike” correspondence with psychiatrist and shock machine entrepreneur
Paul Blachly. Serious as she always was, she also had a droll side, which she’d

use when she saw little hope of getting through by other means.
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May 2, 1977
Dear Dr. Blachly,
Supplementing my letter of last week on psychiatrically-induced brain
damage, I should like to call your attention to the phenomenon of acci-
dental alleviation of nervous or mental disorders by brain-damaging
experience. The phenomenon is often mentioned in the literature.
[References follow, including one in which a doctor muses in print that
“A doctor can’t very well knock a patient over the head or fling him
downstairs . . . but what about electric shock?”]

Dr. Blachly, I could easily set up a psychiatric hospital as good as yours.
I would just put the patients down on the sidewalk and interfere with
their cerebral function by dropping flower pots on their heads. I would
put crash helmets on them to prevent external bleeding.

Yours very truly,

Marilyn Rice

References on request.

“One in 200”

As a statistician herself, Rice knew that statistics don’t just appear all by
themselves. Behind every statistic is a person. She herself had been such a
person, and she expected no less of others who propagate statistics than the
rigor and honesty of her own work.

Nothing disgusted her more than blatantly dishonest use of the tools of
her former profession. In 1979, Rice worked closely with the New York State
Assembly as it (unsuccessfully) attempted to pass legislation requiring
reporting of ECT statistics. In this context, a Dr. Joseph P. Morrissey wrote
a selective literature review that Rice read pre-publication.

Here, for the first time, was the claim that only one in two hundred ECT
patients experiences serious adverse effects such as permanent memory loss.
It was footnoted to an article by Max Fink. The trouble was there was no ref-
erence to any study or any data backing up the claim in the Fink article or
anywhere else.

To her contact at the state assembly, Rice wrote, “No reference. No line

of reasoning. No nothing. This happens all the time. A shock propagandist
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makes up a ‘fact’ out of his own head, publishes it, and then the rest of them
start quoting it. Maybe you could prevail upon Dr. Morrissey in the name of
honest scholarship to take that out of his paper before it gets published in the
International Journal of Law and Psychiatry. 1 guess the statistician in me
remains sensitive to crazy statistics.”°

But of course it was published.* Rice didn’t have the ability to prevail upon the
doctor, and her correspondent, a junior aide to an assemblyman, didn't try. The
one in two hundred “statistic,” as she predicted it would be, has been repeated by
industry spokesmen and irresponsible journalists for more than twenty-five years.
It is stated as fact in the second Task Force Report of the APA, published in 1990.

Because of this, it appears to this day in most hospital consent forms.

Marilyn and the Media

Nothing written or shown on television about shock or psychiatry got by Rice
and little escaped comment. In a memorable letter to Arthur Ochs Sulzberger,
publisher of the New York Times, in which she reprimanded him for a 1979 story
that stated that a new version of ECT eliminated memory loss, she concluded:
“With which news of fits, sir, you sank beneath what's fit to print.”**

In 1976, television got interested in her, courtesy of Leonard Frank, who
told her that ABC-TV was doing a documentary called Madness and Medicine
on the burgeoning mental patients’ rights movement. Rice put aside her con-
cerns about her facial disfigurement to be interviewed on camera; she
thought it was that important to tell her story. She was interviewed by what
seemed like a sympathetic crew for three hours at her home.

When the show aired on May 26, 1977, she felt cheated. Only about a
minute of the footage was used, and what was used seemed misleading and
out of context. The viewer could easily have been left with the impression
that dental troubles cause amnesia.

Still, the program packed a punch. Others appearing included Ted
Chabasinski of the Network Against Psychiatric Assault in California, who
had been electroshocked at the age of three, Peter Breggin, and Dr. Robert
Grimm, who’d been one of Rice’s expert witnesses. Electroshock wasn’t the
sole focus of the program; it was about abuses in psychiatry, but as the
show’s host pointed out, “More people get angry about electroshock than

any other psychiatric procedure.”
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Shock machine entrepreneur Paul Blachly appeared for the industry, pro-
moting his (now thoroughly discredited) brand of multiple ECT. Breggin
pointed out, “If you look at the studies . . . that allegedly proved no damage,
you actually find damage in them. It’s a most amazing fact if you actually
look up the studies.” There wasn’t much the then-president of the American
Psychiatric Association, Robert Gibson, could say back to that. He admitted
that ECT “has a certain hazard to it. . . . It can be felt as a kind of attack.”
The program ended with psychiatrist E. Fuller Torrey, before he did an
about-face and became one of the nation’s foremost proponents of forced
psychiatric treatment, proposing that psychiatry be abolished. “Buried?”
asked the interviewer. “Buried,” said Torrey.

Madness and Medicine marked the first intersection of the mainstream
media and the national mental patients’ rights movement. It couldn’t have
come at a better time for the shock industry; at a time when its public rela-
tions strategy was at a critical stage of development, the show, like Cuckoo’s

Nest, gave them something to rally around.



The ECT Industry Cows the
Media

Public opinions must be organized for the press if they are to be sound,

not by the press.

—Walter Lippman

The campaign to sell psychiatry and its wares to the public began in earnest
in August 1977, in specific response to the Madness and Medicine program.
The newly elected president of the American Psychiatric Association, Jack
Weinberg, sent out a letter to all its members that was also published in
Psychiatric News." It announced the beginning of the APA’s campaign to win
over the media in the classic public relations manner: each member was
asked to donate at least ten dollars to conduct a survey of public attitudes
toward psychiatry. “APA cannot launch a truly effective campaign to improve
the accuracy of the public’s perception of psychiatry,” said Weinberg, “with-
out a scientific analysis of what the misperceptions are, and why they exist.”
His choice of words defined the problem without seeming to: the public’s
attitudes were inaccurate, the public had misperceptions. Thus, the APA’s
problem could be solved without examining or changing anything about the
practice of psychiatry itself. Framed that way, the problem could only be
solved by public relations, and the Joint Commission on Public Affairs (the
membership arm of its Public Affairs division) was assigned to do just that.

APA members gave more than $30,000 in just two months to the com-
mission, chaired by Shervert Frazier of the International Psychiatric
Association for the Advancement of ECT. The survey launched the APA’s
ambitious campaign for control of the media.

Beginning in 1977, the Joint Commission on Public Affairs developed and
cultivated a “Roster of Media Contacts,” a list of five hundred self-selected
“experts” on various topics who signed on to do public relations for psychiatry.

The commission provided training and guidance to these public relations
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spokespeople. Never again would a writer on ECT rely on dead doctors, dusty
textbooks, and papers presented to strange-sounding medical societies at
remote European conferences (to name three of the sources of information
used by Berton Roueché in his 1974 New Yorker article).

Now, all she would need would be a single phone call to APA headquar-
ters in Washington, where she’d connect with someone as much at ease in an
interview or in front of a camera as in a hospital, maybe even someone
whose name and face would be reassuringly familiar and instantly recogniz-
able from previous articles and media appearances. The reporter would
never be at a loss for the perfect quote of exactly the right length and tone,
and no more digging up back issues of hard-to-find medical journals to cor-
roborate those facts and figures; after all, she’d be talking with an expert.

Back in the pre—public relations days Roueché had cited eight experts of
his own choosing. Only one of them made the cut to the PR team of the
1980s.

“Media psychiatrists,” as they were called, were either recruited through
ads in Psychiatric News or appointed, and were carefully trained. They were
regularly supplied with “Public Affairs Guidelines” to hone their skills. “To
ensure that a statement is used with a minimum of editing,” coaches one
such set of guidelines, “keep it under 45 seconds in length . . . listeners and
viewers have a hard time absorbing facts and figures . . . on-camera impres-
sions say more.”?

None of this would have availed, of course, had the APA not been able to
orchestrate consistent and unwavering consensus from the mouths of all
media psychiatrists on a given topic. Task forces were formed within the APA
to hammer out position papers. Since 1978, when the first Task Force Report
on Electroconvulsive Therapy was published, to this day, the report has con-
veniently become the standard answer to any journalist asking about ECT.
The task force strategy has been used to manage controversy and shape pub-
lic opinion on other issues as well, such as tardive dyskinesia (permanent
brain damage caused by antipsychotic drugs). The reports serve to legitimize
psychiatric treatments in the eyes of the public and, just as importantly,
become a de facto “standard of care” to protect the profession from mal-

practice lawsuits.
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There remained the problem of how to train reporters and producers in
this new way of conducting their business. Some of them, lamented the
APA’s marketing director, “prefer to ferret the news story out themselves.”
The APA’s solution made its debut in 1978, with the first APA-sponsored
“National Symposium for Media Writers.” Media people would be targeted,
courted, and invited to this event, the first of many ostensibly designed to
alert them to advances in the field. The 1978 event was held in the resort
town of Snowmass, Colorado, during ski season. Those reporters who pro-
duced the stories the APA liked best were eligible for special awards for
reporting excellence, to be presented at the APA’s lavish annual conference.

Subjected to a steady diet of hand-fed stories, like squirrels in Central
Park more than a few reporters in the intervening decades have lost their fer-
reting instincts, or failed to develop them at all. For instance, reporters who
show up at the APA conference today are provided with free meals, phone
lines, faxes, computers, and comfortable rooms for working on stories, as
well as a stack of professionally written press releases—complete with
quotes from “experts”—which they may submit as articles under their own
byline, without bothering even to attend the conference sessions.

Even with all this damage control successfully underway, there was one
more avenue to be pursued by the APA. This was a formal complaint made
against ABC-TV to the Federal Communications Commission (FCC), under
what was known as the Fairness Doctrine. The doctrine, adopted in 1949,
was supposed to ensure that television news coverage was balanced and
unbiased.

The APA’s complaint read in part: “The Madness and Medicine program
failed . . . to provide a fair or balanced basis on which the public could evalu-
ate some of those patients who were specifically portrayed in the program.”
Marilyn Rice recognized herself as one of those whom the APA inferred
were not necessarily credible. So she wrote to the FCC with so much more
of her story of psychiatric mistreatment that it could reasonably have con-
cluded that psychiatry had gotten off lightly in her case.* But it didn’t offer to
meet with her or any of the others interviewed for the program.

In response to the complaint, ABC agreed to broadcast an APA-scripted

segment titled "A Consumer’s Guide to Psychiatry” on the popular Good
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Morning America program. The APA agreed to call this fair, commenting in
Psychiatric News of June 16, 1978, “This ABC morning news program is typi-
cally seen by three to four times more viewers than are estimated to have
seen Madness and Medicine in May of 1977.”

The APA withdrew its Fairness Doctrine complaint. But a message had
surely been sent to those journalists who would tread on psychiatry’s turf as
to what would happen if they got out of line again.

As part of the APA’s new strategy to prevent such incidences before they
occurred, it turned to public relations professionals. For instance, its largest
branch, the New York State Psychiatric Association, hired a PR firm to fix
psychiatry’s “image problem.” From then on, announced the chair of the
public affairs committee, “Writers, programmers, and production staffers,
and all other media people about to do something on psychiatry [will]
learn to turn for help and information to the PR firm representing psychia-
try. There has been no such service available to the media up to now.” A
spokesman for the PR firm said it had prepared a list of specialists to “guide

the media” on a variety of topics, including electroshock.’

Media Falls in Line

Rice saw through the APA’s public relations campaign from the beginning.
She subscribed to the industry journals and kept track of everything about
ECT in the media. She correctly dated the launch of the campaign to sell
shock to 1978, based on the string of articles praising ECT that began to
appear late that year. For her mailing-list audience, she kept up a running
commentary on the APA’s “all-out campaign to persuade the public that ECT
is the best treatment for any emotional illness that is at all serious—much
better than drugs—and that there are no risks in it.”®

A New York Times Magazine piece on June 17, 1979, said that ECT was “like
wizardry,” and that a new “low energy” technique eliminated memory loss.”
Ann Landers, the popular advice columnist, told her readers that ECT would
make them feel “like a million dollars.” Around the same time stories tout-
ing shock appeared on NBC'’s Prime Time Sunday, in Reader’s Digest, and in
Parade magazine. Fawning articles appeared in consecutive weeks in

November 1979 in Time and Newsweek.®
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The APA couldn’t resist congratulating itself on how easily the media
had been won. “In 1979,” crowed the marketing director, “when NBC, Time,
and Newsweek became interested in ECT, writers knew where to turn for offi-
cial answers to their queries. . . . The fact that they knew whom to contact is
no accident.” He especially praised the Time article, which “follows the line
of APA’s Task Force Report, pointing out the importance of this life-saving
treatment,” and noted that “much of the material presented at APA’s confer-
ence was contained in the Newsweek article.” His prescient conclusion was:
“Determination to articulate the profession’s positions on patient care issues
will determine what the public sees and hears about psychiatry in the
future.”

But there was one last holdout, one final declaration of independence
from the media for the APA to deal with, using the tactic that had worked so

well with ABC.

“Electroshock: The Unkindest Therapy of All”

For the most part, the press just meekly publishes the “party line” on
medical matters—be it shock, dentistry, or anything else. If something
critical happens to get published, the medics move in like the Nazi war
machine to clobber the editor or publisher. The better (truer) it is, the
more raucous are their shrieks of protest. ... Actually the psychiatrists
are the worst of the lot, probably because they are trying to maintain the
widest discrepancy between truth and their propaganda, and nowhere is

this wider than on the shock subject.
—Letter from Marilyn Rice to Fred Hapgood, May 15, 1980

Out of nowhere, seemingly, considering the strength of what Rice called the
pro-shock tide that was running in the press under the tutelage of the APA,
came this article by science writer Fred Hapgood, published in the Atlantic in
January 1980.

The focus of the article was the 1978 APA Task Force Report. Hapgood
later said that his interest was sparked because “the tone of the APA’s report
was so patronizing. It radiated a smug arrogance that infuriated me.”™ As he

putitin the article, “The reaction of the APA task force to fears about the use
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of electroshock is: first, they are completely unwarranted, mere ‘imaginative
beliefs’; second, it is no business of laymen to interfere with clinical prac-
tice. . . . It is somewhat alarming to see a group of physicians clinging to a
standard of harm so high that the four horsemen of the Apocalypse could
ride under it.”

And as for what they tried to interpret as science, he wasn’t buying it: “It
is scandalous that each new version of ECT is not tested by first subjecting
animals to experimental seizures and then examining them for signs of
neurological damage.”

Hapgood was able to see through the report’s pseudoscience right to the
public relations line. “A recurring pattern in the development of elec-
troshock is for the profession to argue that while old versions of ECT might
have had questionable aspects, the latest models have solved all those prob-
lems and are completely safe.” His conclusion was: “The long, sad history of
ECT should give caution to those who believe that when professional and
popular opinions differ on medical issues, it is always the physician who is
right.”"

These insights, just as fresh and relevant today, explain why the article
incurred the APA’s wrath like no other before or since. Hapgood, a veteran
writer, was shaken by the industry’s response: “I had not anticipated such a
furious, combative, uncompromising reaction.”*

The New York chapter of the APA immediately complained to the
National News Council, the counterpart to the FCC in broadcasting."? But
its real coup was in getting a long letter from one Raymond Glasscote, said
to be a happy shock patient, published in the Atlantic letters column.
Glasscote denied any memory loss from his alleged treatment, in what
seemed a too-calculated refutation of Hapgood’s statements about negative
public opinions on ECT. As Rice quickly discovered, Glasscote was no mere
patient. He was in fact a psychiatrist, the editor of Psychiatric News, and a
highly placed official within the APA’s public relations office—his title being
Director, Joint Information Service of the American Psychiatric Association
and the National Institute of Mental Health. In her typical investigative
reporter fashion, Rice contacted Glasscote and many collateral sources but

failed to find any evidence that he was ever treated with electroshock. (He



130 DOCTORS OF DECEPTION

told her the hospital that had the records had burned down.) In disgust, she
rallied other individuals and groups to try to get the Atlantic to publish
Glasscote’s affiliation. The legal reform organization HALT (Help Abolish
Legal Tyranny) and the National Women’s Health Network filed a complaint
with the National News Council about the magazine’s refusal to do so.™ But
nothing happened.

As the press continued to fall in line, the APA newspaper Glasscote edited
reported glowingly on triumph after triumph, each “completely pre-
dictable.”® All the favorable press was then interpreted by APA medical
director Melvin Sabshin as a sign that green pastures lay ahead for psychiatry,
the troubled times of the ‘7os being forgotten.™

Rice was having none of it. “The praise and optimism he refers to were
put there by APA itself,” she commented wryly. “Nevertheless, if the media
continue to present evaluations of psychiatry ghosted by its trade associa-
tion, his prediction could come true. . . . So unless we hear some sort of dec-
laration of independence from the media, it appears that Dr. Sabshin is going
to be right about the future of psychiatry. Its domination of everything
should be complete by about 1984.”*

As usual, she was right.

Unfortunately, my first contact with the media took place in 198s.

20/20

In early 1985, I was still suffering from acute organic brain syndrome due to
the shocks three months earlier. I knew I had lost years of my life, including
my college education, to amnesia, but I didn’t yet know how many. I couldn’t
remember the work I had done before shock or understand my own writ-
ings. I was unaware that my brain had not yet recovered its ability to set
down memories. Only once it recovered that ability, in 1986, did I realize
I had no memory of 1985. My account of my experience with ABC’s 20/20
comes from my writings made at that time.

“Balance” was the word that got me to open the door to my shabby
apartment to a camera crew of several glossy people from ABC. I didn’t
want to be exploited, didn’t want to be used, and I was, as anyone would be,

nervous about appearing on national television. Appearing on national TV
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as an ex-mental patient was a hundred times scarier. My landlord, my neigh-
bors, all kinds of people who hadn’t known I was labeled would see it.

Don’t worry, they said. Of course we want the show to be balanced. That
line, plus the naive perception that the media has an interest in fairness as an
ordinary person understands it, is their ticket to interview people who have
good reasons to fear being interviewed.

We want to get both sides, they said as they set up their lights. We want to
hear your story, they said, and I talked for three hours.

On May 23, 1985, [ saw what a lie that had been.

The three-hour interview had been edited down to fifteen seconds. The
audience simply heard me say that I didn’t remember being in the hospital—
as if that were all ECT had done to my memory and my life. Nothing about
it having wiped out my college education or impaired my intellect.
Following my segment, there was a big “but,” and several minutes were
allotted to three patients who were said to be happy with the results of shock
and downplayed their memory loss.

Fifteen seconds later in the program were allotted to Peter Breggin, as the
token professional critic of ECT. This was immediately followed by a dis-
claimer by the narrator that Breggin’s position was based on “old” evidence.
Then three APA-approved doctors were introduced as “cautious scientists™ and
allowed to say, without rebuttal from Breggin or anyone else, that ECT does
not cause brain damage or significant mortality. Their financial interest in the
treatment was not revealed. ECT practitioner Richard Weiner, M.D., who
would become chairman of the second APA Task Force on ECT, was intro-
duced as an “electrical engineer” without telling viewers that he put his talents
to use designing shock machines for Mecta and Somatics Corporations. Nor
were viewers told that psychologist Harold Sackeim did the same.

Larry Squire appeared in this context as an apologist for the APA, admit-
ting that patients experience “rather severe loss initially” of up to several
months, only to add that patients gradually recover memories and that six
months post-ECT memory ability is “relatively normal.” But that’s not what
his own research shows. By this time, he’d followed up his patients longer
than the six-to-nine-month period he’d reported on in the APA Task Force

Report, so he knew—and had published the finding—that not only was
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memory function impaired for the majority of patients at six months, it had
not returned to normal three years postshock.

The segment ran for fifteen minutes. Thirty seconds were allotted to crit-
ics, fourteen and a half minutes to proponents.

At the time, those of us outraged by the 20/20 piece focused on the
imbalance of time allotted to the two sides in our letters to ABC, to the pro-
ducer, to everyone we could think of. We thought we had a slam-dunk case—
who could argue thirty seconds versus fourteen and a half minutes was fair?
We also innocently believed, as most people probably do, that statements
made by ABC and presented as fact, like “ECT may be making a comeback,”
had to be supported by data and would be retracted if we politely pointed
out that these statements weren’t factual.

As far as I know, I got no answer to my letter to Victor Neufeld, who pro-
duced the segment. But others got a short note saying simply, “We believe
our report was fair and balanced.”

In my two-page letter to Neufeld, I characterized the show as “a big com-
mercial for ECT.” I didn’t mean it literally, but to my horror, it came true.

Somatics, the shock machine company founded by Richard Abrams,
liked the 20/20 program so much they bought the rights to it. From 1985
until just recently, they have used the tape as a promotional tool to sell their
shock machines. Yes, my image was used to sell the “treatment” that dam-
aged my brain and ruined my life. I tried to stop Somatics from using me as
a shock salesperson, and was told that the release form ABC made me sign
before the taping gave them the legal right to do so.

Mecta consultant Richard Weiner was pleased with the show as well.
Looking back at it in 1994, he said, “20/20 was the first national portrayal of
ECT that wasn’t just an irrational diatribe against it.”*

The 20/20 program set the template for the industry’s public relations
campaign that virtually every show for the next two decades followed. Of
course, I didn’t know there was a template then. It only became apparent
over time, as show after show repeated the pattern. As the APA says, that’s
no accident.

The template requires that viewers be hooked in with the “new and

improved” line. 20/20 promised “new findings” on shock therapy, and “new
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technologies.” A person getting the “new” shock was shown, and this was
contrasted with the old, “unpleasant” ECT. The Cuckoo’s Nest shock scene
was shown. Anesthesia and muscle relaxant, in use since the 1950s, were pre-
sented as “new,” “improvements in administration.” Brief pulse, forty years
old, was also presented as a new technology. The APA’s self-selected, care-
fully groomed media shrinks were presented as experts in medicine, not
media. And at the end, no less an expert than Barbara Walters reinforced the
central theme of the show by enthusing about how ECT is now “different

from the way we used to see it.”

ECT as Aging Rock Star

There was one more twist in the 20/20 show, which after all is supposed to
be a news program. Pushing fifty, ECT got newsworthy the same way
washed-up, middle-aged rock stars do: by making a comeback.

The “comeback” angle had been tried out by the industry some years
earlier. The 1979 Time article had been titled “A Comeback for Electroshock?”
It was posed as a question, not a statement. The article made clear that there
were no data to support it.

But a national network news show like 20/20 doesn’t need data; it makes
its own evidence. If Hugh Downs or Barbara Walters or Tim Johnson says
something, people believe it; and if people believe it, it’s true enough. True
enough, for instance, to be cited as truth endlessly by other journalists.

20/20’s claim wasn’t true, not by any measure. It couldn’t be; there are
no national statistics on the prevalence of ECT. There weren’t then, and
there aren’t now. There are almost no statistics on the prevalence of ECT on
the state level, either. In 1985, only three states (Colorado, California, and
Massachusetts) required institutions to report how many people receive
ECT. None of the state data supports a claim of a comeback. California has
consistently reported that the use of ECT has remained steady; for instance,
in 1986 and 1994 the number of Californians shocked was around 2,500, the
same as in 1977. As we have seen, Massachusetts did not have sufficient data
to tell whether the use of shock increased or decreased between 1974 and
1984, although some have interpreted what data there are as reflecting a

decrease. Colorado reported an increase in the 1980s, but that state used
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negligible amounts of ECT, shocking fewer than three hundred people
per year.

Speculations about the use of ECT on a national level are based on a
sampling of selected hospitals, or on an extrapolation of one or two states’
data to the whole country. Even these speculative “statistics” are few and
uneven, and do not support a claim of an increase; if they can be said to
show anything at all, they show decreased use of shock.

In 197374, Massachusetts’ Department of Mental Health conducted a
survey on the use of ECT in the state; based on that survey, it has been
estimated that as many as 80,000 people in the United States may have
received ECT in 1974.° The APA, in its 1978 Task Force Report, claimed
there were 93,000 patients a year in the mid-'7os, but it had no actual data to
back this up.

The results of a New York State survey on the use of ECT between 1972
and 1977, when extrapolated to the national level, yield a figure of only 32,000
people a year in 1977, and further reflect a 50 percent decline from 1972 to
1977.%

The National Institute of Mental Health, based on a sample survey of
selected inpatient facilities, came up with a figure of 59,000 shock patients a
year in 1975. It further estimated that use of shock declined to about 31,000
patients in 1980.* Using the same data, another group somehow came up
with a slightly but not significantly different figure of 33,000 patients in
1980.” The former group, which included one of the ECT industry’s fore-
most PR men, Richard Weiner, said that the use of ECT remained steady
from 1980 to 1986.

A Washington Post reporter, assigned to a comeback story in late 1985,
found herself confronted by data from insurers showing that the use of ECT
was steadily declining in her city. With no evidence to support her claim, she
simply quoted “top psychiatrists in the field” who assured her that the num-
bers didn’t matter. One explained the data away by stating loftily that ECT
was simply not the style of D.C. psychiatrists. Another said, “The data is hard
to come by, but my impression is that ECT use has gone up.”*

No matter where you look, there is simply no support for the claim that

in 1985, ECT was making a comeback.
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But that didn’t matter. The American public could be counted on to
believe it. As countless rock 'n’ roll legends or washed-up movie stars can
gratefully attest, Americans love an underdog, and the comeback story
makes us feel good. It resonates at the deepest level with American optimism
and the national belief in personal triumph over adversity.

Once 20/20 had broken this “news” story, ECT embarked on one of the

longest comebacks ever. To date, there is still no end in sight.

The Media Come Full Circle

The APA must have taken particular satisfaction in one very significant meas-
ure of the success of its public relations campaign, and the way reporters
swallowed up and regurgitated the party line whole. Jean Dietz—the same
reporter who had helped to trigger the PR campaign in 1972 with her critical
articles—published one of the earliest, most obsequious comeback articles
thirteen years later.

The title alone—"Shock Therapy: Advocates Giving a Jolt to Villainous
Hollywood Image”*—reflects the new style of shock journalism: no news

here, just advertising. The article reads like an APA press release:

Electroconvulsive therapy is making a comeback. [This in the first line,
without attribution, without evidence; stated by the reporter in her
own voice as fact.]

Hollywood’s the villain, not ECT. “Its poor image today is less a matter of
bad practice than it is Hollywood stereotyping.”

It’s not like that anymore. “Over the years, the technique has been
refined.”

Any memory loss is only temporary and trivial. “Only some recent
memories are lost; the brain’s capacity for remembering is not

permanently damaged.”

With a wink and a nod to “balance,” one token dissenting voice is
allowed: “A few psychiatrists disagree . . .” (Only one is cited, Peter Breggin.)
“Breggin’s is a minority position.” Four proponents expound on the virtues

of ECT, including, ironically, Milton Greenblatt in a backhanded criticism of
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Dietz’s earlier efforts: “ECT is safe and has been needlessly overregulated.”
The APA’s “Fact Sheet” on ECT is cited verbatim.

At the end of the article, Dietz’s former investigative bent surfaces, a
little: seeking support for that comeback claim early on, and finding none,
she turns to Max Fink. Fink has none, either: “In terms of statistics, there’s
no real way of knowing” that shock is booming, he concedes. One of the
“subjective signs” of the boom, he admits frankly, is that he’s making more
money; he’s been hired as a consultant to two “venture capital companies”
wanting to start making shock machines. “Venture capital does not go where
the failures are,” Fink says cannily.2®

The American Psychiatric Association seems delighted by the success of
its public relations campaign in the media. It has opposed, and fought vigor-
ously against, all proposed legislation requiring states to keep statistics on
the true number of persons shocked.

In retrospect, I should have given up on the media in 1985, but I naively
refused to accept that things could be as awful as they were, raised as I had
been to believe that in America journalists were held to high ideals such as
freedom of speech, objectivity, and balance. As the Dietz example shows, it
wasn't a matter so much of any individual journalist being biased; it was
more a matter of the ways in which it was possible or not possible at any
given time to practice journalism. Those who wanted to be published had to
write what they were allowed to write—or not at all.

In the coming decades, I would have dozens of contacts with print and
broadcast journalists from many venues, from small special-interest news-
letters up to the New York Times; from low-budget cable talk shows to
Geraldo Rivera and 60 Minutes. I would be forced to think deeply about who
journalists are, what they do, why they do it, and for whom. I would learn all
this the hard way, and my family and I would pay a very high personal price
for this knowledge.

At the same time as the industry had permanently tamed the media,
there was a new forum in which it would have to prove itself, a forum in
which facts and hard scientific data were supposed to prevail over PR. Here
was an arena with real danger for the APA, for unlike the media, the govern-

ment had the ability to ban ECT.
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The APA had to win over the Food and Drug Administration. And it
would do this the same way it had won over the media: through sheer politi-
cal pressure and expert public relations. The media coup was easy, the media
eager to bend to the winds of money and power. The government was sup-
posed to be different.

In the end, the government would not be won as easily as the media, but

it would be won by the same strategy.
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ECT AT THE FOOD AND
DRUG ADMINISTRATION

In the 1980s the ECT industry convinced the federal government that ECT
was safe without ever doing a single safety study. In place of clinical trials, it sub-
stituted a massive lobbying campaign to the Food and Drug Administration
(FDA). The American Psychiatric Association, the National Institute of
Mental Health, and doctors from the most prestigious hospitals and univer-
sities in America spoke as one to the agency, with a clear message: Do not test
the ECT device for safety. And it worked. To this day, neither the FDA nor any
manufacturer of an ECT device has ever conducted a study to determine the
effects of the devices on patients.

The American public generally doesn’t know this, and if it did, would
have trouble believing it. After all, drugs have to go through clinical trials
before being allowed to be used on humans. Don’t devices also have to be
tested and found safe? Wouldn't someone stop doctors from using a medical
device that was dangerous?

The answers to the above questions are supposed to be yes. But the ECT
machine has been treated differently from other medical devices. In the case

of the ECT machine, the answers are no, and no.

The Medical Devices Amendment of 1976

Prior to 1976, there was no federal regulation of medical devices, even
though Congress had originally intended that devices as well as drugs be reg-
ulated by the Food and Drug Administration. The call for regulation in the
late 1960s was a result of medical horror stories told by patients who had
been harmed by the Dalkon Shield intrauterine contraceptive device and
other untested devices. These accounts were collected in a report
commissioned by President Nixon in 1970." As a result, Congress passed the
Medical Devices Amendment to the federal Food, Drug and Cosmetic Act

on May 28, 1976.

138



Long Strange Trip 139

The law brought all medical devices—from tongue depressors to artifi-
cial hearts—under the jurisdiction of the FDA. It required that each medical
device be classified on the basis of its safety and effectiveness. The FDA rec-
ognized that there are risks to all medical interventions, so it didn’t set a stan-
dard of absolute safety, but reasonable safety, considered in light of
the device’s benefits. The law established three classes of medical devices. The
classes have to do with the device’s risk/benefit ratio, and in turn with
the degree of oversight required.

Class I devices (like the tongue depressor) present little to no risk, so
require only what are known as “general controls.” This means that as long
as they’re manufactured with reasonable attention to quality control (in
FDA-speak, using “good manufacturing practices”), they’re safe to use with-
out any more oversight. Many Class I devices are bought over the counter.

Class II devices are low-risk devices. Their safety is ensured by following
instructions or protocols. Until 199o—that is, during the period when the
critical battles over the ECT device took place—a Class II device was
required to have a “performance standard” that set out the parameters for its
use. An example of a Class II device is an MRI machine; a performance stan-
dard for this device might specify precautions to be taken to protect patients.
The MRI could cause harm if not used according to the standard. (The over-
sight requirements for Class II devices changed in the 1990s and the current
requirements will be discussed later.)

Class III is the high-risk classification for those devices for which general
controls or performance standards are insufficient. The FDA defines Class III
devices as those for which “benefits have not been shown to outweigh risks”
and which present “a potential unreasonable risk of injury or illness” when
used as directed by the manufacturer for their intended purpose. The degree
of oversight necessary to ensure maximum safety was known as “premarket
approval.” The name reflected the fact that even though a device might have
been on the market for many years, its status was similar to that of a new
device. It hadn’t proven itself to the FDA. Its manufacturers would, when
called on by the agency, have to submit a premarket approval application
(PMA) in which they would have to prove its safety and efficacy. Silicone

breast implants were Class III devices before they were taken off the market.



140 DOCTORS OF DECEPTION

Devices that had been on the market prior to 1976 could continue to be
used and sold until the FDA called for PMAs. And there was a provision in
the law that allowed new devices to be grandfathered in and sold without
any scrutiny by the agency, as long as they claimed they were “substantially
equivalent” to a pre-1976 device. Applications that claimed substantial equiv-
alence, called 510(k)s, were routinely granted by the FDA with few questions
asked. As a former FDA attorney said, “If you compared a device to a horse,
you could get a substantial-equivalence decision.”” This is how and why
every ECT device since 1976 has been allowed to be sold. At the same time as
the industry claims shock machines are so “new and improved” as to virtu-
ally constitute a new treatment, it must tell the FDA that they are just the
same as the bad old devices.

Medical devices were to be classified by advisory panels made up of sci-
entific, engineering, and medical experts. A consumer and an industry rep-
resentative were to be included as nonvoting members. They were to review
safety and effectiveness data, advise on any possible risks to health associated
with the devices, and could warn that a device should be banned. They could
also make recommendations on specific issues or problems concerning a
device’s safety and effectiveness.

Hundreds of medical devices were already on the market in 1976. For
each one, the panels had to recommend a classification. Their decision
would be published in the Federal Register for public comment before
becoming final. Then each device in Class III would be investigated for safety.
If it were not proven safe, it would be taken off the market.

At least, that was what was supposed to happen.

Here, apparently, was a golden opportunity for ex-patients. If there was
anything Marilyn Rice knew;, it was her way around a government agency.
She knew how the government worked. She knew how bureaucrats thought.
She spoke their language. Not many people know what the Federal Register
is (it’s the official daily record of all decisions made by agencies of the federal
government) and fewer still get off the shock table knowing how to use it.

What she might not have known, at least at first, was that the FDA was
notoriously ineffective at the job of regulating medical devices. The reasons

for this were historical, financial, and political. Device law was largely written
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by the industry itself, and was focused on protecting trade secrets, not
patients. From the beginning, FDA regulators were more interested in get-
ting new devices onto the market than ensuring the safety of old ones. The
medical device industry is a $34-billion-a-year industry, with all the lobbying
power and political clout that implies. The regulators, on the other hand,
were never given sufficient staff or funding to do their jobs. “Budget stric-
tures” was the frank answer Rice would be given over and over, year after
year, to questions about why the FDA hadn’t done what the law said.
Looking back at the failure of the law from the perspective of the early
nineties, one investigative reporter characterized the agency’s approach as
“regulatory minimalism” and said it had “disregarded entire sections of the
law it was supposed to carry out.” FDA regulators, including those who had
been key players in the regulation of the ECT machine, agreed. “I was a
pussycat,” said John Villforth, director of the devices center during the 1980s.
“I'm not an enforcement zealot,” agreed James Benson, FDA commissioner

during those years.?

The FDA Report on ECT

The ECT device was to be evaluated by the FDA's Neurological Devices
panel. The FDA's first act was to commission a report on “Safety and
Performance Requirements for Electroconvulsive Therapy Devices” from an
outfit called Utah Biomedical Test Laboratory.# As the first and only suppos-
edly independent investigation the FDA ever made of ECT, it was biased and
deeply inadequate.

The Utah group was headed by psychiatrist Louis Moench of Salt Lake
City, a proponent of ECT. After he worked on the FDA report, Moench
would go on to serve on the APA’s second ECT Task Force. Moench was the
only doctor hired for the FDA report; the others were engineers.

The group did not, in fact, do any testing, of safety or anything else. It never
came in contact with a shock machine or a patient. Its work consisted entirely of
two things: a selective literature survey and a questionnaire survey of four ECT
users—by which it meant doctors. It is important to understand how Moench’s
group understood safety and efficacy. Patient safety is hinted at in the report

without further detail. Memory loss is also mentioned, but nowhere is safety
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connected with memory; “the only safety deficiency reported is the occasional
production of minor burns underneath the ECT electrodes.” The doctors sur-
veyed interpreted safety to mean their own. One commented, “The principal
safety problem is preventing an unintentional ground loop around the patient.”

Efficacy for their purposes was interpreted as the ability of the machine to
do what it is meant to do—put out a stated amount of electricity in a reliable
manner—and had nothing to do with its effects on a patient. Indeed, the report
is written from the perspective of an engineer, not a doctor, and certainly not
a patient. The men who wrote it understood their task as akin to bench testing
(that is, testing a machine by itself, to see if it works in the lab) and not clinical
trials (testing patients to see what the machine has done to them). For instance,
the report recommends using brief pulse rather than sine wave current, not
because it is better for the patient, but because it is more “energy efficient.”

The articles chosen for review were mostly those that focused on com-
paring different types of ECT machines with one another or on other tech-
nical questions. Many cited articles were themselves reviews or position
papers (for instance, the 1974 NIMH brochure that Rice had successfully chal-
lenged as fraudulent). The Utah report does note, in passing, the need for
“new neuropathological studies.”

The report is important because it underscores that (contrary to what it
consistently claimed in the case of the ECT device) the FDA can, if it so
chooses, commission studies on matters of public health. Had it used this
ability sensibly, the rest of this history might be very different. The agency
could have, early on, commissioned a groundbreaking CAT scan study on
the one essential question—does ECT cause brain damage?—a question
that, from a logical and public health perspective, should be answered before
asking how ECT should be given.

The story of the FDA and ECT is, from the outset, the story of basic sci-
entific questions unasked and unanswered. It is the story of this scandalous

lack of basic data smothered in endless literature reviews.

Class II or Class III?

In November 1976, the Neurological Devices Classification Panel met to dis-

cuss, among other things, the ECT device. Allen Grahn, Ph.D., represented
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the Utah group. He explained that the purpose of their study was not to
determine the validity of ECT, but to evaluate the ability of the ECT device
to safely produce a convulsion. He said that amnesia could be caused by
mental illness, and that the only safety issue with ECT was electrode burns.
No former ECT patients were in attendance.

The level of scientific sophistication of the panel was reflected in the cav-
alier comments of the panel chairman, Harold Stevens: “Keep in mind that
in this unique situation, it seems that the human brain can accommodate
some massive doses of electricity without any consequence. We know from
the Japanese, who took bare wires and plugged them in and gave shock treat-
ments, that there are no ill effects. We are dealing, I think, with a unique sit-
uation, which means that the risk of over-regulation is much greater in this
situation. There have been very few complications from shock treatment
used in the most outrageous manner.”®

After that meeting, the panel recommended that ECT devices be placed
in Class II. The final version of the Utah report was delivered to the FDA on
December 15, 1977.

By January 1978, Marilyn Rice had begun a correspondence with various
FDA officials that would continue for the rest of her life. Some were interested
in what she had to say, cordial, and courteous; others, aloof or simply puzzled
as to why an ordinary citizen took such interest in, and knew so much about,
their doings. But she always got the information she needed. Through her let-
ters and phone calls, she developed a particularly productive relationship with
James Veale, director of the Neurological Devices Division. She would fre-
quently send him information about ECT he wouldn't otherwise have found.
For instance, when a fellow survivor, urged by Rice to have the new CAT scan,
sent her the results of the test (which showed cortical atrophy, as Rice’s had),
she sent the report on to Veale. And she encouraged others—ex-patients, con-
cerned doctors, and organizations—to write to the FDA as well.

On November 28, 1978, the FDA took the first step toward placing the
ECT device in Class II: it published a notice of its Proposed Rule in the
Federal Register. However, the FDA was not convinced of the harmlessness
of the treatment. It listed eight “risks to health” posed by ECT. Besides

electrode burns, they included brain damage and memory loss.”
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From Rice’s point of view, the notice opened up an official window for
patients to be heard. She knew that whenever something is published in the
Federal Register, by law there is a designated period of three months for pub-
lic comment. She asked survivors to write, as well as concerned profession-
als such as neurologist John Friedberg and neuroanatomist Peter Sterling.

There was also an open public hearing on the ECT device on May 29, 1979.
Rice attended with her husband, Pierce. She focused the panel on the one
clear, true point she always made: “Safety, in this context, means mainly safety
to memory. It is the long-run effect upon memory that is causing so much
worry about this treatment.” There’s no debate or honest disagreement over
ECT, she reminded them, just one simple question: “Who is lying? Is it the doc-
tors or the patients?” She urged the panel to place ECT in Class III, if only for
its “educative effect.”

Richard Weiner, M.D., Ph.D., spoke for the American Psychiatric
Association. He was the chairperson of the APA's newly created Task Force
on the Development of a Safety and Performance Standard for the ECT
Device (which was separate from the ECT Task Force). He simply signaled
to the literature review in the 1978 APA Task Force Report as proof that ECT
was safe and should be in Class II.%

This was Weiner’s public debut upon the FDA stage. He was, in a sense,
Rice’s archenemy at the FDA. He would spearhead the APA’s twenty-five-year
public relations campaign to persuade the FDA that ECT was safe without an
investigation. What was not yet known, and would not become public for
over a decade, was that Weiner was also an electrical engineer who was then
designing shock machines for Mecta and would later work for Somatics.”

The strangest thing about the shock machine saga at the FDA, the thing
that defies common sense, is why the manufacturers have never taken any
part in the regulatory process. They never testified at hearings. Even though
the records sometimes reflect the fact that they were present—for instance,
a representative from the Medcraft Corporation attended the 1976 and 1979
hearings—they never said a word. They never filed any petitions. They never
submitted any data on their own behalf, not even when the FDA warned that
their machines would be taken off the market if they didn’t.

The manufacturers, after all, not the doctors or their trade organization,

are legally responsible for the safety of their machines. FDA approval, or a
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“license to market” a Class III device, can be granted only to manufacturers,
not to doctors. There is no other medical device whose manufacturers have
delegated responsibility for their product to a trade organization.

This can only be understood in the context of the financial ties of the self-
chosen shock advocates (Richard Weiner, Max Fink, Richard Abrams, and later
on Harold Sackeim and others). They represent the manufacturers because
they are the manufacturers, or derive income from them in various ways.

But none of this has ever been revealed directly to the FDA. And in 1979, it
wasn't as clear as it is today that individual psychiatrists as well as organized
psychiatry could have financial conflicts of interest that might compromise
their objectivity.

Despite Weiner’s attempts to deflect the panel’s attention to the topic of
performance standards, thanks to Rice there was considerable concern about
memory loss during the open committee discussion after all the speakers fin-
ished—whether it was unavoidable, whether there was enough information
about it. The panel changed its mind and decided to recommend ECT devices
for Class III.

On September 4, 1979, the FDA officially classified the ECT device in
Class III, where it remains to this day.*® Rice wrote to Veale: “As a long-time
career Government employee, I was pleased to see that the FDA wasn’t just
the rubber stamp for the self-regulating medical profession that it is often
accused of being. It would appear that there is opportunity for extra-
professional involvement in policy-making and that it can be effective.”"

Now the device was to be treated as if it were a new device coming onto
the market. The manufacturers were required to submit premarket approval
applications. A PMA has to contain evidence of the safety and efficacy of the
device. It should include the results of tests on animals and humans and
should show any side effects of the device. If the application is granted, it is
a license to market the device. If not, the device can be taken off the market.

PMAs for the ECT device were due May 28, 1982.

Should ECT Be Investigated for Safety—or Not?

It’s likely that the ECT industry believed in 1979 that it would face unfavor-
able consequences for ignoring federal medical device law. But it could not

comply with the law. The companies who sold the machines had never done
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any animal studies, any human studies, any safety studies of any kind. They
had no reason to believe that these studies, if done, would prove ECT safe,
and a great deal to lose if the studies showed ECT to be damaging.

Ex-patients, potential patients, and the public in general could be expected
to be on the side of the law, and for an investigation. Why not investigate ECT?
If it were as safe as the industry claimed, the investigation would show that.

Once again—emboldened by their early success with the media—the
industry chose a public relations solution to a problem that could only be
solved by science. Instead of complying with the law and conducting a safety
investigation of ECT, they set out to convince the FDA that no investigation
should be done. Instead of testing, they would lobby.

Rice realized that the successful campaign to sell shock to the media in
1978-79 was going to be tied to the campaign to sell shock to the FDA. And
she worried about the ability of patients—with no initials after their names,
no public relations firm, no money—to counter the campaign. Her worries
were justified; she was, in fact, once frankly told by an FDA official that “You
can never outlobby the APA.”"* The simple fact that patients were only ask-
ing the FDA to do what its own regulations required it to do—its job—didn’t
seem to be enough. The stakes were high, the battle lines were drawn. Was
ECT to be investigated like any other device or treatment, or was it to be

given special exemption because of the political power of psychiatrists?

“An Exhibit of Patient Experience”

The APA, acting on behalf of the manufacturers, would have to file a peti-
tion with the FDA for reclassification of the ECT device; it was the only way
to forestall the PMA process. It was also the key to getting around the man-
ufacturers’ unwillingness to take any part in the FDA proceedings; by law,
any individual or organization can file a petition to the agency.

Rice began strategizing about ways to defeat the APA’s petition before it
was even written. She anticipated that the FDA would hold hearings on the
petition; indeed, as early as the spring of 1980, she was seeking to make sure
ex-patients would be involved. If patients could not have behind-the-scenes
access to lobby FDA officials the way psychiatrists did, the public hearing

requirement on most FDA actions was the way to go.
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But there were both practical and political hurdles. On a practical level,
patients whose livelihoods had been stolen by ECT had no way to pay travel
costs to the Washington area. On the political level, even if patients could get
there, how to make sure their voices would be heard and not dismissed,
given their perceived lack of credibility?

In early 1980 Rice had conversations on this topic with Veale, who was at
that time executive secretary of the Panel on Neurological Devices. She was
sufficiently encouraged to broach the subject of the FDA's paying the
expenses for patients to attend the anticipated hearings. In language a

bureaucrat could love, she set out her argument:

At first blush, one might conceive of patient participants as advocates of a
particular point of view. It might follow that one patient spokesman might
well be sufficient to represent that point of view, with two or more being
duplicative. However, the logic that underlay my suggestion of patient par-
ticipation in this proceeding was something else. Rather than appearing as
advocates, they would constitute an exhibit of patient experience, from
which the panel could draw its own conclusions. For this purpose a sample
would be required, with each individual reporting factually on his own
experience. The “interest” such patients would represent in terms of para.
10.220(c)(3)(i) and (ii) of the FDA Administrative Practices and Procedures
(Federal Register of October 12, 1979, pages 50187/8) is that of future psychi-
atric patients. (They personally would have nothing to gain—economically,
healthwise, or any other way. Sad to say, brain damage is irrevocable.)

What they could contribute would be first-hand reports of experience with
shock. In this sense they are “competent” (para. 10.220(c)(3)(iii)) to illuminate
the panel about the permanent effects of shock, especially upon memory.
From this voice of experience the panel could learn what have been the usual
effects of shock, and be guided in deciding what future shock patients should
be told, if their consent is to be considered informed consent.

But no one shock patient could “adequately” (para. 10.220(c)(3)(ii))
represent this interest. . . .

What is needed is a sample large enough to reveal consistency among

diverse reports. The participating individuals would not give opinions or
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summaries as to the shock experience of others, but each would report
simply on his/her own experience—and answer questions about it. From
perhaps ten or a dozen different reports, a consistent and typical pattern
of shock effects in different circumstances might emerge.

In line with the intent of the reimbursement program, each partici-
pant would be making a “distinctive contribution that will improve the
record for decision” (p. 59175, middle column), and FDA would be receiv-
ing “new and different information” (p. 59176, middle column). Certainly
FDA would have succeeded in encouraging participation “of those who
have traditionally not participated” (p. 59176, first column).

... I might add that, in staging a demonstration of this kind, the neu-

rological panel would be conducting original scientific research.”

Meanwhile, the APA was preparing its petition. It was well aware of the
urgency (though it miscalculated the date.) The chairperson of the APA’s
Council on Research wrote in the April 1981 American Journal of Psychiatry:
“Unless a successful reclassification petition is filed, the manufacturers have
until April 4, 1982, to prove safety and efficacy or discontinue production of
their devices. There does not appear to be any great move on the part of the
manufacturers to accomplish this. Thus, unless ECT devices are reclassified, the
FDA ruling could potentially wipe out ECT as a viable treatment modality.”*

No one counted on what happened next. The FDA underwent budget
cuts in the spring of 1982. It said it couldn’t afford the costs of taking the ECT
machine off the market, even if it wanted to, even if its own regulations said
it had to. The deadline for PMAs came and went, and nothing happened.

In August 1982, APA filed its petition to reclassify the ECT device to Class II.
The petition was given the docket number 82P-0316. By section 513(e) of the
medical devices law, a petition for reclassification has to be based on new evi-
dence. But the APA kept citing studies done as far back as 1940. In an eighteen-
page bibliography, only a handful of articles had been published since 1979.

The section on “The Safety of ECT” was just an appendix to the 366-page
petition. It was very similar to the APA Task Force Report of four years
earlier; not surprising, since its three authors were all task force members.

Studies showing damage to brain and memory from ECT were either
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ignored, misquoted, or discredited, often by grasping at straws. For example,
the Janis study showing extensive permanent memory loss months after
ECT was discounted because, said the APA petition, the patients received
large numbers of shocks (they didn't; they received an average number).
Selected animal and human research of the 1940s to the 1970s was rehashed
and said to yield “a confusing range of findings,” and those studies showing
brain damage were dismissed with tortured rationalizations.

The bulk of the petition consisted of the APA’s proposed “performance
standard.” This set out guidelines for the ECT machine as if it were a toaster,
as if it had nothing to do with patients. In fact, patients” heads only mattered
for the standard as “load impedance”; because bone and skull slow down and
diffuse (impede) the passage of electric current (load) to the brain.

How big should the electrodes be, how far should they be able to drop to
an asphalt floor without damage, how long should a shock machine battery
last? The petition was all about standardization, not safety. It was concerned
with setting the parameters for the design of the machines and making sure
they didn’t malfunction. But these were nonissues. Of all the patients who
had suffered harm from ECT, and in all the studies that showed harm, there
was never a claim that any machine malfunctioned, was poorly designed, or
did anything other than what it was designed to do.

Given that fact, why did it matter where the electrodes were on the head,
whether the machine put out as much voltage as it was supposed to, or what
type of electricity was used? The answer was between the lines: if we figure
out how to do ECT right, the APA was saying, then maybe, maybe there
won't be any memory loss—not that there is any memory loss anyway.

But the APA and the device manufacturers failed to conduct any safety
tests to prove that claim.

As part of the proposed standard, the APA included an informed consent
statement to be given to patients. It was a slightly altered version of the 1978
Task Force “Description of ECT for Informed Consent” and any changes
were in the direction of less honesty. For instance, in 1978 the APA had
acknowledged that amnesia could extend back for one or two years; that
warning, or the word “years,” did not appear in the 1982 version. The APA

assured patients that any memory loss would be temporary, lasting only days
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or weeks, and that, anyway, the “majority” of shock patients don’t mind

these memory “changes.”

The Public Hearing on the APA’s Petition

On November 4, 1982, the public hearing on the APA’s petition was held in
Washington. Despite Rice’s appeal to Veale on behalf of former patients, the
FDA declined to pay the travel expenses for shock survivors. They showed up
anyway, from as far away as California, sharing hotel rooms for $37 a night.

At the hearing, the agency acknowledged receiving sixty-five letters in
support of a Class III designation, that the majority were from patients, and
that they reported permanent amnesia or memory impairment. Thirteen
people, ten of them survivors, spoke against the APA’s petition for reclassifi-
cation. The only one to speak in favor was Richard Weiner.

It wasn't easy for some who had lost years of life to ECT to be in the
same room with him, to sit quietly all afternoon and listen to him after hav-
ing been allotted only a few minutes of their own. Jeanne Lindsay, a survivor

from Connecticut, experienced it this way:

Dr. Weiner and his contingent of advisors sat in the row in front of me.
I felt a chill of fear in being so close to this man. How many human
brains had he personally damaged? How many lives had he fragmented
by pressing that button? How many times had he thrown that switch
which obliterated someone’s memory and wiped out his identity at the
same time? I felt like a Jew who had lost her family at Auschwitz, and
now I had to sit politely in the same room with the Nazi Commander.
Only it wasn’t my family I lost but myself. . . .

While people were testifying I had a chance to observe Dr. Weiner and
his friends. They had a strange sense of humor. For example, one woman
testified that her husband was so horrified by the deterioration of her
personality after a series of electroshock treatments, he broke down and
cried. Weiner and his lawyer snickered. Another woman—Joy Rose from
Philadelphia—testified that although she has a degree in psychology,
after her shock-induced brain damage the best she could manage was a
job in a store; even then, she couldn’t operate the cash register and so

was forced to leave. Again Dr. Weiner and his cohorts snickered. The
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examples are too numerous to mention, but the APA contingent dis-
played this sadistic sense of humor again and again throughout the
morning. I guess to them we’re not even human, so any pain we experi-
ence is funny? . . . That night I felt profoundly depressed on behalf of the
human race. Is there anyone, anywhere, who can just listen to the facts

and make a decision without regard to a person’s title?”

Rice had filed a petition with the FDA asking that she be allowed to ques-
tion Weiner." In particular, she wished to tell the FDA panel about the his-
tory of failed experiments with brief pulse ECT, and to question him
regarding the APA’s claims that brief pulse ECT was a new technology that
reduces memory loss. She would have enjoyed this immensely, but was
turned down: only panel members were allowed to question petitioners.
Weiner never had to face the type of hard questions Rice would have posed,
because the FDA panel, under pressure from the agency to reclassify, was too
tame to ask any.

Nevertheless, Rice was able to discredit Weiner in her testimony. She had
read the studies he cited and knew they didn’t show what he claimed they did.
A listener who heard both Rice and Weiner speak and didn’t know who had

the medical degree might have concluded that she was the better scientist.

In the complete absence of any objective tests that have ever showed
return of memory, the APA tries to invert the requirement. It devotes its
discussion to finding fault with those studies that have seemed to indi-
cate permanent impairment, and charges that this has not been demon-
strated to its satisfaction. . . .

Can it point to histological studies of shocked brains showing no brain
damage?

No, it cannot—neither in humans nor animals. . .

The APA has for several years had the instrument at hand to disprove
patients’ claims of permanent memory loss if it really did find them
untrue. It could have made a CT scan study of persons who have had
shock treatment and compared the results with what was normal for
their age. Alternatively, it could have done a CT scan with shocked

animals.
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This is such an obvious line of investigation that the only reason for
not proceeding along it would be to avoid facing expected results. And
indeed, such unwillingness is revealed by the quality of the discussion of
CT reports on page F-8.

Here the level of science and veracity in this report reaches an
absolute nadir. . . .

In this situation I propose that the FDA not grant this petition at this
time. Instead, it should cause a CT scan study of ECT effects to be made,
and such study should be conducted by persons who do not administer
shock treatment and are not cozy with those who do. Then, after con-

sidering the results of this study, it should again consider this petition."”

Arguably, patients won on the issue of safety. But Weiner was successful
in deflecting the safety questions aimed at him to talk about standardization,
as if this were the only relevant issue. He avoided a discussion of whether
ECT causes brain damage by talking about which side of the head the elec-
trodes should be on, implying that ECT could be made safe while not
addressing the issue directly. It was a classic PR tactic: if you can’t answer a

question, pretend you were asked a different one.

ECT Survivors Change the World a Little

It has been said that it only takes a few people to change the world. Rice had
understood this from the beginning. She had worked hard to get survivors to
testify at the FDA because she knew that if they did not, the FDA would
grant the APA’s petition. She was right.

After the public hearing ended, when the panel met for closed discussion
and to vote, it was clear that some of the panel members were deeply con-
cerned about the testimony from former patients, and could not scientifically
or in good conscience reconcile what they had heard with a vote for Class II.
Among these were Susan Foote, a lawyer and professor from the University of
California at Berkeley who served as the consumer representative on the panel;
Ann Barnet, a pediatric neurologist; and Gyan Agarwal, a neurophysiologist.

On the other side was Michael Gluck, whom Jeanne Lindsay had

observed sitting, talking, and joking with Weiner at the hearing. She had
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assumed he was a lawyer or an advisor to Weiner, and was stunned to learn
later that he worked for the FDA. Gluck slipped and referred to Weiner as
“Rich” in the closed session and quickly corrected himself. He also kept
speaking for the manufacturers, saying he knew what they would or would
not do, without revealing how he knew this—while at the same time Foote
and others repeatedly asked about the manufacturers’ absence from the reg-
ulatory process: where were they, why weren’t they involved, didn’t they
have to be? As Foote pointed out in a letter expressing their concerns, “ECT
devices present potential serious, long-term risks, and there is continuing sci-
entific controversy about their safety and efficacy. The manufacturers of
these devices have not been participants in the regulatory process. The peti-
tioners are not the manufacturers, but the users, of the machines. Users are
not liable for defects in design and therefore lack the incentive to demand
high standards. The FDA has a responsibility in the absence of active manu-
facturers’ participation to play a more active role in the standards process. . . .
The regulation of ECT by the FDA is not just a technical question, it has
become a public policy question as well.”™®

Some panel members were ordinary people—teachers, doctors—trying
to do their best, struggling with a difficult decision that would affect people’s
lives for years to come. Others, like Gluck, seemed to have another agenda.
It was clear that no one could reconcile Weiner’s blandishments with the tes-
timony of all the patients. Panel members had to choose sides.

As the discussion wore on, the FDA's general counsel was called on to
answer questions about the legal ramifications of reclassification: could
machines still be taken off the market if reclassified? Did Class III mean that
a performance standard could never be developed? Panel members were
split: convinced by patients that ECT was not safe, yet persuaded by Weiner
that it could be made so. Thus, the discussion focused on which classification
would best facilitate this theoretical making-safe process.

Survivors had shifted the terms of discussion. Instead of sailing toward
reclassification, Weiner had to answer tough questions from the consumer
representative, such as: If a performance standard could make ECT safe, why
didn’t the APA just come up with one? Why did it need the FDA’s intervention

or reclassification to do that?
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Weiner flubbed around. He concealed his involvement with shock
machine company Mecta, saying only, “We have talked to manufacturers,”
and they would not develop new machines (which he implied would be
safer) if the panel voted for Class III. Twenty-five years later this bit of chi-
canery is obvious, but it wasn’t so then. “I am told,” he continued cagily, that
if the devices remained in Class III and the FDA called for premarket
approval applications, the manufacturers could not afford to submit them,
and then, “there might not be any manufacturers.”*® Once again history has
shown this argument to be a sham. There were two device manufacturers in
1982, whom Weiner and Gluck claimed weren't even making any money; by
the end of the decade, there were four thriving shock machine companies.

Genuine concern for patients’ welfare seemed to motivate most panel
members, but they were deceived about what the problem was. Even Susan
Foote, who was as sharp as a tack, was convinced that “some of the devices
on the market are not properly designed,” while at the same time unaware
that the man responsible for those designs was sitting right in front of her,
telling her what to do. Believing that a performance standard could solve the
problem, she read out loud the section of the law that said a standard could
be developed while a device was in Class III. Yet she and the others were
swayed by Weiner’s dire and deceitful pronouncements about how the manu-
facturers and APA just wouldn’t do that unless the device was reclassified to
Class II.

Several members expressed the viewpoint that they wanted to see some
action on a device surrounded by so much controversy, and their concern
that a vote for Class III would forestall this. They hoped to spur research and
to see patient groups sitting down with doctors, motivating manufacturers
to improve machines. In the end, the panel thought it reached a compromise
between what survivors wanted and what the APA wanted. It voted unani-
mously to grant the APA’s petition to reclassify the device to Class II, but to
make the reclassification contingent on the development of a performance
standard. The device would remain in Class III until that happened. They
believed that the APA would come up with a standard that would make ECT
safe in a short period of time and then patients like Marilyn, like Jeanne, like

me, would not experience crippling amnesia and disability.
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“Ijust don’t want to see the state of limbo where nothing is happening two
or three years down the line,” said one panel member. No one seriously con-
templated that their decision would mean more than twenty years of limbo.

In disgust, Rice fired off a letter to the New York Times, which was printed
on November 25, 1982. She pointed out that the FDA had received hundreds
of letters (not the claimed sixty-five) against reclassification, and none for it,
except for those sent by organized psychiatry. Referring to the short-lived
ban on shock in Berkeley, California, which had been voted on three weeks
earlier, she wrote, “Here was a classic case of a regulatory agency being reg-
ulated by the industry it is supposed to regulate, and it illustrates why people
are going to the ballot box over this treatment.”*°

When the FDA's Notice of Intent to Reclassify, the next step on the way
to reclassification, was published in the Federal Register on April 8, 1983,
there was a further twist.> The agency said it intended to place into Class I
only those ECT devices intended to treat depression and schizophrenia.
Those intended for mania would remain in Class III. The issue wasn't safety,
exactly—obviously, the risks of the device are the same no matter whom it’s
treating. But the FDA said that the APA hadn’t provided sufficient proof that
ECT was effective for mania. In the FDA's risk/benefit equation, the less effec-
tive a device, the smaller the risks that are acceptable. The agency didn’t
believe ECT was effective enough for mania to outweigh its risks. It didn’t
say how it planned to differentiate those machines used to treat depression
from those used to treat mania.

Now there was to be a public comment period on the Notice of Intent.
Rice and her network of survivors and allies across the country got busy

getting the word out.



The Committee for Truth
in Psychiatry

Marilyn Rice had developed a core network of fellow survivors over the
years, but she had never put together any kind of formal organization.
“Organizing is definitely not my bag,” she was known to say, but by 1984
people were interested and the time was right. The work they were already
doing at the FDA begged for a formal structure.

Drawing on her own experience and that of so many others, Rice had
already drafted a proposed informed consent statement for ECT, the first
ever written by an ex-patient. The FDA had said back in 1979 that it could
consider endorsing an informed consent statement. The APA had submitted
its own “Statement of Patient Information” in its petition to the FDA. Rice
wrote her version using the APA’s as a starting point. A fair and generous
negotiator, she was always willing to accommodate as much of what the
other side brought to the table as she could. Where the two sides diverged
irreconcilably, of course, was on memory loss and brain damage.

Everyone who has ECT experiences permanent memory loss, and no
one is informed beforehand that this memory loss is certain to occur. This is
what prospective patients most need to know, and this is what Rice’s
informed consent form tells them. It describes the loss, so different from nor-
mal forgetting because it is the most recent knowledge, not the oldest, that is
hardest hit. It tells people that while some information may be regained,
erased memory is gone forever and does not return. It warns that there may
be a permanent effect on memory function as well as a time-limited amne-
sia, and cautions that this amnesia may involve years. What varies among
patients, it says, is not whether permanent memory loss occurs, but the way
this memory loss affects their lives and, in turn, how they feel about it: from
not minding much to adjusting to disability to being unable to return to their
previous way of life. In four paragraphs, it boils down what people consider-

ing ECT most need to know, and what we survivors wish we had known.
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It is straightforward about the benefit that may be expected from ECT.
Shock makes people feel better in the short run. It produces a powerful emo-
tional relaxation. The same effect will happen with brain damage of any
sort, whether inflicted by a blow on the head, a gunshot, or a doctor in a hos-
pital. Most people don’t realize, because it’s counterintuitive, that brain dam-
age can cause you to feel better than well, to the point of euphoria,
temporarily. Rice had not only experienced this (and described it in the 1974
New Yorker article), but had a whole collection of references from neurological
journals that corroborated it.

Rice saw her consent form as “an iron fist in a velvet glove.”* While it
acknowledged the temporary benefit of ECT, it had to be honest: the tem-
porary benefit and permanent amnesia were two sides of the coin of perma-
nent brain damage. Knowing this, a patient could make an informed decision
about whether to trade a few weeks of relief from urgent distress for an

unknowable extent of permanent amnesia and cognitive disability.

Organizing and Petitioning: The Committee for Truth in Psychiatry

Rice never wanted to ban shock. Here was the fundamental difference
between the accidental activist and those like Leonard Frank who could not
countenance the use of shock under any circumstances. To Frank and so
many others, shock was first and foremost a human rights issue: a crime
against humanity. Rice didn’t see it in those terms. Maybe the difference had
something to do with how each of them came to psychiatry. Frank had been
forcibly locked up by his parents because they didn't like his behavior; Rice,
on the other hand, had suffered a type of nervous breakdown and sought
help voluntarily. She always maintained a healthy respect for the kind of
emotional suffering that made people desperate for relief, no matter how
fleeting. Some people would make the trade-off of amnesia for that relief,
and she respected that choice. All she wanted was that it be an informed one.
No one, not even those who would have given their consent had they been
informed, liked being deceived into shock. All who had experienced consent-
by-deception wished to protect others from that experience.

With that as the fundamental point of agreement, seventeen women

came together in late 1984 to form the world’s first organization of electroshock
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survivors. Its name was pretty much self-evident: Committee for Truth in
Psychiatry (CTIP).” The name reflected both its history—it had grown out of
Rice’s “Truth in Psychiatry” letters of the late “7os and early ‘8os—and its
mission. It was especially important to the founders to make the point that
the organization stood for truthful informed consent, not against shock or
psychiatry.

Rice was trying, quite reasonably, to set the terms of the discourse in a
way that did not distort patients’ position and did not shut down all discus-
sion. For if you are simply totally “against” something, whether psychiatry or
ECT or abortion, there is really no possibility of a dialogue. With nowhere
else to go, the terms of public debate then invariably shift to maligning the
motivations or character of individuals and organizations. This is why advo-
cates of ECT perennially accuse CTIP of being out to destroy psychiatry—
that is, of wanting to take treatment away from sick people—and of being
Scientologists. It doesn’t matter that the claims are false; just by being made,
they cast doubt on whether we are what we say we are.

Whoever has more power controls the language, and thus the terms of
debate. Consider how this plays out in the case of an equally controversial
issue, abortion. There is no inherent imbalance in political or personal power
between those who support legal abortion and those who oppose it. Thus,
the terms of the debate evolved in a way that honestly reflected both sides’
positions. Both chose to define themselves as pro (choice, life) rather than
anti. For the most part, this is how people talk about abortion today. But for-
mer ECT patients have no political power, and so organized psychiatry con-
trols the very words we use to say what patients want. Psychiatrists have
redefined being for informed consent and choice as being anti ECT, and
they’ve done so in such a way that the public doesn’t notice or question it.
This is exactly what Rice wanted to prevent.

The Committee for Truth in Psychiatry had no formal structure. There were
no officers, no dues, and no funding. Rice paid any expenses out of her own dis-
ability pension, and others who were able to contribute and wanted to did so.

The informal structure might not have worked with other organizations,
but it worked for CTIP because it stood for one issue and one issue only—

truthful informed consent to ECT—and there was no disagreement among



The Committee for Truth in Psychiatry 159

members on that issue. They were united to work for informed consent at
the FDA and in any other venues that might present themselves.

Rice was aware that anyone could file a citizen petition with the FDA,
asking it to do anything within its authority. She knew how to write such a
petition. And she singlehandedly did so. CTIP’s first official act was to file a
petition asking the FDA to adopt its informed consent statement for ECT.?

The beauty of this strategy was that she could organize patients and peti-
tion the FDA at the same time. The patient-written consent form would
serve in the future as the basis for membership. Each new member endorsed
the form by signing a short statement: “T have undergone electroconvulsive
therapy and I know or suspect that I was not truthfully informed of its
nature or consequences. In the interests of the protection of future patients,
I endorse the statement of Patient Information about ECT that has been pro-
posed to the FDA by the Committee for Truth in Psychiatry (FDA Docket
No. 84P-0430) and, in so doing, I become a member of the Committee.”

In the organization’s first year, with only no-budget, word-of-mouth
organizing, membership grew to 120 people.

The Committee for Truth in Psychiatry’s initial petition to the FDA was
filed on December 20, 1984. The FDA turned it down almost a year later, on
December 5, 1985, saying simply that it intended to reclassify the ECT device
and adopt the APA’s consent form. Rice rapidly wrote up an appeal, asking that
the CTIP submission remain open “until FDA has determined whether ECT
does or does not inevitably destroy brain tissue (or has, alternatively, without an
investigation, taken a firm position on this fundamental scientific question.)”

The FDA's denial of the reconsideration petition on June 3, 1986, said it
all: “We believe it would be inappropriate for FDA to keep your petition in

abeyance indefinitely.”

“Ordinary American Heroes”: The Animal CAT Scan Petition

Undaunted, the group strategized its next step, with the same goal of prod-

ding the FDA into investigating ECT’s safety or disclosing why it wouldn’t.
The APA petition rehashed selected animal autopsy studies from earlier

decades, only to conclude that “virtually all reports of pathologic changes

resulting from ECT are methodologically flawed.”®



160 DOCTORS OF DECEPTION

If so, then why not just conduct a clean study using modern technology?
It was a simple, logical, scientific solution. But if it didn’t occur to the APA or
the FDA, then patients needed to propose it. In a second petition to the
agency, filed August 29, 1985, and given Docket No. 85P-0422, CTIP asked the
FDA to make a before-and-after controlled CAT scan study of shocked ani-
mals. The petition, written by Rice, was six pages long, including references.
In it she clearly spelled out what was obvious to us but might not have been
to the FDA: the public policy grounds for an unbiased investigation and the

need for FDA intervention.

The longstanding dispute is not between segments of the psychiatric
profession but is, most pristinely, between psychiatrists and their
patients. Any psychiatrist who administers shock treatment hears a con-
stant stream of reports and complaints of permanent memory loss, and
meets them with a stream of efforts at refutation—you are still
depressed, you are getting older, you are overly sensitive, you are imag-
ining things. Other doctors hear these same complaints and back their
colleagues; while friends, relatives, newspapers, legislatures, etc., also
hear them and sometimes back the patients. In this way the dispute has

shaped up as between the public and organized medicine.

Letters poured into the FDA in favor of the petition. Organizations of ex-
patients wrote, not just from the United States, but from Canada, England,
the Netherlands, even Iceland. Senators wrote on behalf of concerned con-
stituents. The general public wrote. Everyone was in favor of the investiga-
tion. No one opposed it except for Ted Hutchinson, a man whose adult son
was shocked and who has subsequently made something of a career out of
defending the treatment. (The son has never been heard from.)

This time, some media paid attention. It was certainly an unusual and
dramatic story. Dickinson’s FDA, an independent drug-and-device industry

newsletter, wrote on September 15, 1985:

“Truth in Psychiatry,” a newly-formed national group of 120 patients (they
would call themselves “victims”) of electro-convulsive therapy (ECT)

petitioned FDA 8/29 to require CAT scan controlled before-and-after
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comparison studies of the technique in animals. . . . Arguing what organ-
ized medicine is increasingly realizing, that patients in chronic therapy
can come to know as much, or more, about their illness as the treating
physician, “Truth in Psychiatry” says contrary clinical findings of no

brain damage predate modern methodology, such as CAT scans.”

On March 1, 1986, it followed up with the headline “CT-Scan ECT

Pressure on FDA Grows.”

It may become a classic litmus test of the Reagan Administration’s met-
tle in balancing the interests of “ordinary American heroes” against
those of the medico-business complex. In this case, the “heroes™ are psy-
chotherapy survivors who still have enough coherency to mount an
impressive FDA petition campaign, without lawyers, for CT-scan animal
testing of electroconvulsive shock therapy (ECT). Their file is nearly an
inch-and-a-half high, laced with persuasively pathetic hand-written pleas
for FDA intervention. Their latest co-fighters are the National
Committee on Preventing Psychotherapy Abuse, which in a 2/11 filing
challenged FDA that “if the study is refused, what is it that is being hid-
den?” Permanent brain damage, that’s what—and FDA's embarrassment

over a long-stalled attempt at rulemaking that’s in the “too hard” basket.®

To all this, the FDA had no response at all. It never granted the petition.
It never denied it. Instead, it decided to treat it and all the comments sub-
mitted to it as just one big “comment” on the APA’s reclassification petition.
Comments, unlike petitions, don’t require acknowledgment or response.

Rice called this “the ultimate mark of contempt for patients.”

The Consensus Development Conference

In early 1985, Rice’s sources at the FDA told her the proposal to grant the
APA’s petition would be published right after the National Institute of
Mental Health’s Consensus Conference on ECT. This was the perfect
opportunity—orchestrated by the APA—to give the industry what it wanted
in a face-saving way. A “Consensus Development Conference” is a type of
conference held periodically on different topics by different branches of the

National Institutes of Health; the aim is to bring together experts and come
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up with a position paper on which all can agree. One and only one such con-
ference has been held on ECT, in June 1985. Under the political circum-
stances, since the FDA’s proposal to reclassify was already written, there
was only one possible outcome of the conference: an endorsement of ECT
sufficient to justify reclassification.

Though the National Institute of Mental Health is a public agency and
the American Psychiatric Association a private trade association, for all prac-
tical purposes the two are coterminous; with the same men (rarely, women)
holding leadership positions in both organizations as in a game of musical
chairs. Though not every APA member is associated with NIMH, every psy-
chiatrist at NIMH is a member of the APA. Those who seek positions at
NIMH are those who are most motivated, for whatever reason, to set the
nation’s mental health agenda. NIMH controls a $28 billion-plus research
budget; it decides what is researched, what is not, and who gets the money.

The director of NIMH at the time was Shervert Frazier, a founding mem-
ber of the International Psychiatric Association for the Advancement of
Electrotherapy (IPAAE). Not surprisingly, the June conference was stacked
with industry representatives. The planning committee included psychiatrist
Richard Abrams, who, despite the proclamations that the FDA’s Class III ruling
was a deterrent to business, had just started up his own shock machine com-
pany, Somatics. It also included Richard Weiner, who not only was in charge of
the APA’s lobbying campaign at the FDA, but had a long-standing relationship
with Mecta Corporation and would consult for Somatics as well. Psychologist
Harold Sackeim, who consulted for both Somatics and Mecta, was also on the
committee. Of course, all three presented themselves as scientists, and no one
at the conference or in the media was told that all had financial conflicts. The
committee also included Michael Gluck, Weiner’s associate from the FDA, and
psychiatrist William Z. Potter, a public promoter of ECT.

Some of the conference planners, such as Abrams, Fink, Sackeim, and
Weiner, were featured speakers as well. Other speakers were selected from
those who already had reputations as shock advocates, such as Joyce Small
and, from the UK., Chris Freeman.

Nevertheless, one vocal critic, Dr. Peter Breggin, managed to get himself

onto the program as a speaker, the only psychiatrist who didn’t toe the party
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line. His topic was “Neuropathology and Cognitive Dysfunction from ECT.”
While other speakers would go on at length about how to place the rubber
bit in the patient’s mouth so she didn’t bite her tongue off, or what type of
electricity to use, Breggin was succinct: “ECT can never be made harmless
... the potential patient has the right to know about the controversial and
dangerous nature of ECT.”™

Not a single survivor of ECT served on the planning committee or the
consensus panel, or was invited to speak. But activists from the mental
patients’ rights movement got wind of the conference in its planning stages
and began pressuring the organizers to include ECT survivors.

As a result, an hour at the end of the first day which had been set aside
for “public and organizational issues” was reframed as “patient issues” (as if
these were separate matters from those the panel had already placed on its
agenda, such as, “What are the risks and adverse effects of ECT?”). Shock sur-
vivors and authors Leonard Frank and Janet Gotkin were allotted ten min-
utes each. It was only enough for Gotkin to point out how the conference
was stacked in favor of ECT, and it was so little that Frank had to leave out
his prepared remarks about the FDA. A prominent mental patients’ rights
activist got ten minutes to suggest “alternatives,” and two professional critics
of shock, psychiatrist Lee Coleman and psychologist Edward Opton, spoke
for fifteen minutes each.

The next morning, as if the patient issues panel hadn’t happened, atten-
dees heard psychiatrist Chris Freeman claim that half of ECT patients find
the procedure less distressing than going to the dentist.”

In the end, the Consensus Conference came out with a statement that
was in no way the same one it would have written if ex-patients hadn’t put
pressure on NIMH to include their perspective and that of nonindustry pro-
fessionals.” Peter Breggin had challenged the attendees to come up with a
single study showing ECT had any effect on mood that lasted longer than
four weeks, and when they couldn’t, the final statement reflected that ECT
had only that very short-term benefit. Despite his denials of memory dys-
function made to the media less than a month earlier, Larry Squire now had
to admit that his own studies conducted since the Task Force Report showed

that permanent memory loss could be extensive. In 1983, he had published
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the results of his study following up ECT patients for three years. The con-
ference statement adopted the findings of that study that ECT patients lost
an average of eight months of their lives, six months prior to shock and two
months after.” Without conceding that Squire measured amnesia accurately,
this means that half of ECT patients lose more than eight months. The con-
ference statement also included Squire’s finding that for “many” (a majority
of 58 percent in the actual study) ex-patients, memory function remained
impaired three years after ECT.

The conference report further stated: “There are other possible adverse
effects from ECT. Some patients perceive ECT as a terrifying experience;
some regard it as an abusive invasion of personal autonomy; some experi-
ence a sense of shame because of the social stigma they associate with ECT;
and some report extreme distress from persistent memory deficits. The
panel heard eloquent testimony of these attitudes from former patients who
had been treated with ECT. The panel also heard moving testimony from
former patients who regarded ECT as a wholly beneficial and life-saving
experience.”

In fact, there was one patient who spoke of the benefit of ECT, Pat
Wheaton from Illinois. What the final report didn’t mention is that she also
experienced permanent memory loss. She speaks of her amnesia quite
frankly, but laughs about it, a response not typical of most former patients.

Thirteen members of CTIP and an equal number of local and national
ex-patient activists attended the conference. We paid our own way and
stayed in cheap motels. We quickly put together a press release, calling our-
selves the Ad-Hoc Committee for a Moratorium on Electroshock. We made

the following points:

1. Electroshock always causes permanent brain damage.

2. Electroshock always causes permanent memory loss.

3. Patients’ reports of memory loss and other severe adverse effects,
including loss of creativity and the inability to learn new material,
are systematically ignored or denied.

4. The “improvement” described by the shock doctors—confusion,
apathy, and euphoria—is actually the result of the organic brain

syndrome caused by electroshock.
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5. Electroshock causes more suicides than it prevents. Ernest
Hemingway is only the most famous example.

6. Electroshock causes a small but significant number of deaths.

7. Electroshock has never been proven to have any long-term
“therapeutic” effects. In fact, no study shows that these effects
persist more than thirty days following the last shock.

8. Informed consent to electroshock does not exist because shock
doctors deny the procedure’s harmful effects, and because
psychiatric institutions are inherently coercive.

9. None of these statements has been disproved by the American
Psychiatric Association or the Consensus Development Conference.

10. The burden of proof must be on the shock advocates to
scientifically and conclusively demonstrate the safety and efficacy of

electroshock.

The Food and Drug Administration should not grant the APA’s peti-
tion to reclassify ECT devices from its current high-risk class to a lower-
risk class without conducting a full-scale public investigation.

For these reasons, we call for an immediate moratorium on elec-

troshock.™

I said “we.” I've heard stories about my own participation in this confer-
ence. That’s all they are, just stories; I have no memory of any of it. Seven
months post-ECT, my brain had not yet recovered its ability to hold onto the
events of my life. Yet sometime in those seven months, I'd faced the same
moral choice that Rice had twelve years earlier. What do I do with this hor-
rible knowledge? Should I try to put it behind me—and how would that be
possible? If it were, did I even want to? What responsibility did I have to
those who came after me, those being deceived into signing up for brain
damage? Was I the kind of person who could walk away from that responsi-
bility, or was I not? If I knew of such injustice and did nothing, how would I
live with myself? Somehow, even hollowed out by shock, I figured out what
I was made of. Another accidental activist was born.

It’s amazing what you can do while you don’t have any memory. You're

not aware, at the time, that your memory of each day is rapidly disappearing,
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and that in the end you will have no memory of what happened to you. I was
on a television news show. I've also been told that I stood up at some point
and talked about how I would have preferred to die rather than be subjected
to ECT, had I been given a choice. One of the persons who heard me say that
was the nurse who had attended my ECT treatments. It wasn't surprising that
she would be there, considering that the director of the clinic where I had
ECT was on the consensus panel. The story is that she came up to me—she
remembered me, I had no memory of her—and said, “But you never used to
brush your hair in the hospital. You look so good!” This inane comment
inspired jokes about how there ought to have been a panel about the cosmetic
benefits of ECT.

Besides myself, three other CTIP members were on television. Janet
Gotkin took on panel chairman Robert Rose on the Today show.” “She slew
him,” Rice noted with satisfaction, “by asking why, if shock is so safe, the
FDA has been calling it dangerous for the past six years.”™

And we were successful in getting questions about brain damage into
reporters’ mouths when they interviewed psychiatrists. Rose answered these
questions with stock phrases: “No brain damage.” “No actual nerve cell
death.” “The vast majority of the studies which showed brain damage had
methodological flaws.” To which Rice pointed out that he was, of course,
referring to studies made forty years ago, without the slightest suggestion

that they should be replaced by up-to-date studies without flaws.

Survivors Offer Our Brains to Science

If neither NIMH nor the FDA would make such a study, who would?

There was only one answer to that question. We would.

No, we didn’t have brain scanners. But we petitioned the FDA again, this
time asking that a brain scan study be made on humans. For subjects, we’d
volunteer our own brains.

I was designated the first guinea pig. Rice drafted the initial petition. As a
twenty-six-year-old woman who had never suffered any other form of
trauma to the brain and was not taking any drugs, I was an ideal subject.
It would be difficult to argue that my brain damage was due to menopause

or aging.
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The one-page petition was succinct:

I am aware that FDA is contemplating reclassifying the ECT device from
Class III to Class II upon the assurance of the American Psychiatric
Association, backed by the National Institute of Mental Health, that
ECT is a safe treatment. I am also aware that no examination of ECT
patients’ brains has ever been made by the APA, the NIMH, or the FDA,
neither by autopsy nor by CT scan.

Although I recognize that CT scan findings in any one human brain
could be the resultant of many influences and would have to be inter-
preted in the light of that patient’s history, I nevertheless believe that
research on even one shocked brain would be preferable to research on

none.”

I have no memory of filing my petition on December 28, 1985, but some-
time in the next few months, my ability to form memories recovered, and I
remember receiving a denial letter the following May.

The petition was turned down by the FDA on technical grounds.

FDA is denying your petition because, contrary to your contention, the
results of a CT scan of the head of one patient could not alter the
agency’s position on ECT. . . .

The principles of valid scientific evidence are discussed in section
860.7(c)(2) of Part 860, Title 21, Code of Federal Regulations. This para-
graph states, in part, that isolated case reports are not regarded as valid
scientific evidence to show safety or effectiveness of devices. The prin-
ciples of well controlled clinical investigations are discussed in Section
860.7(f). . . .

FDA concludes that the results of a CT scan of your brain would not
constitute valid scientific evidence. Therefore, the results would not bear
on the agency’s proposal to reclassify ECT devices intended for certain

uses. Thus, FDA denies your petition.™

In my petition for reconsideration on June 12, 1986, I cited chapter and
verse of the Code of Federal Regulations, under which one case study could

indeed fit the description of valid scientific evidence. But if they wanted
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more, I asked that the FDA keep my petition open until it had received
enough similar petitions for a respectable study.

Rice and I then got to work organizing other survivors to send in CAT
scan petitions. One hundred twenty-three people did so. She was so tickled
with my work she wrote a laudatory column in her newsletter about me:
“From Art Critic to Brain Scientist.” I thought that was a bit much. Besides,
it was still much too painful to think about what I had lost.

My petition for reconsideration was denied, not on the merits, but on
administrative grounds. The agency said I had to prove that they hadn’t
adequately considered the information in my petition, and claimed I hadn’t
done that. It also said that “regardless of the number of similar petitions that
are received and filed, FDA does not intend to initiate any studies of the type
you are requesting.”"

Each of the other one hundred twenty-three petitioners was eventually
sent an identical denial letter, ending with: “At the present time, there are no
funds available to the agency to conduct the requested study, and it is not
anticipated that the necessary funds will become available in the near
future.”*°

Rice saw this nonsense as “a devastatingly good opportunity to arouse
Congressional interest in what is going on at the FDA.” She urged everyone
to write their congressperson with a simple question: “Is it true they don’t
have money to find out what shock treatment does to brains?”*

Through the rest of the 1980s and 1990s, survivors and shock doctors
continued to lobby the FDA, eventually building up Docket #82P-0316 into a
stack of more than forty volumes that would reach from floor to ceiling.
Survivors claimed the voice of truth; doctors, the voice of science. But sur-
vivors would not cede science to the doctors. The two groups would clash
over the very definition of science: who got to define it, who had access to its
tools and methods, who decided which questions it could ask and which it
would not.

In these same years the controversy over silicone breast implants
highlighted the fault lines of the ECT debate. The women who’d experienced
toxic implants could not be dismissed as “mentally ilI” and incredible; they

were able, therefore, to bring and win lawsuits, something ECT survivors, by
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definition, could not do. The silicone breast implant, as a Class III pre-
Amendments device, came under the scrutiny that should have been
brought to bear on the ECT device. Its users and manufacturers were not
able to prevent a call for PMAs, and when they could not prove their devices
safe they were effectively taken off the market. In other words, the law was
followed and it worked, however belatedly, to protect patients. This happened
even though, in great contrast to the ECT device, few former implant
patients who wrote to the FDA reported adverse effects and the vast majority
reported good outcomes. In an unsuccessful effort to divert some of the
publicity over breast implants to ECT devices, CTIP members wrote to the
FDA and the media with the provocative question: “Are breasts more important
than brains?”

In the next four chapters we will examine the two rival discourses on
ECT, as patients attempted to shape federal policy and public opinion
through direct appeals to the FDA, while shock proponents did so through

control of the scientific literature and the media.
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The APA was convinced that it needed to bolster its position with letters to
the FDA from former patients who were satisfied with their treatment. It was
aware of the letters pouring in from ex-patients reporting permanent mem-
ory loss and cognitive disability. In an effort to neutralize the effect of these
reports, Richard Weiner begged for letters in support of ECT from ex-
patients in the APA newspaper Psychiatric News (April 4, 1984), publicly admit-
ting that the majority of letters received by the FDA were anti-reclassification.

Many years later, as the battle between doctors and patients dragged on,
he tried again. He drafted a form letter to be sent to the APA members, who
numbered around 30,000 at the time. He asked psychiatrists to write to the
FDA in favor of reclassification, but it was just as important, he stressed, that
they get their patients to write. He even sent guidelines to be used in draft-
ing patient letters and a sample form letter, with instructions, for doctors to
send. (“Do not mail this form letter” was one of the instructions—but some-
one sent it in anyway.)’

Similarly, as early as 1981, Gary Aden of the International Psychiatric
Association for the Advancement of Electrotherapy (IPAAE) had attempted
to establish a patients” auxiliary for the purpose of influencing the proceed-
ings at the FDA. He failed to talk any of his patients into becoming public
spokespersons for ECT, then felt obliged to write a long-winded letter to the
FDA rationalizing his failure.” The shock advocates were so desperate for evi-
dence from patients to back up their claims of ECT's safety that one of them,
Dr. Lester Margolis, copied either medical records or other documents per-
taining to his patients and sent them to the FDA docket. (He also sent a note
boasting about giving ECT to patients in his office without anesthesia.) But
because the docket is a public record, it cannot accept confidential medical
information. The FDA clerk, in the absence of any evidence that the patients
had known about or consented to the release of any of their records, prop-
erly withheld them from public view, placing them in their own separate vol-

ume and sealing them.? Only the cover letter from the doctor, identifying
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himself and saying that he wrote at the suggestion of IPAAE, is viewable by
the public.

Later on, when IPAAE was succeeded by the Association for Convulsive
Therapy, that organization’s president, Conrad Swartz—while not revealing
to the members or the FDA that he was co-owner of the ECT device manu-
facturer Somatics, Inc.—tried, also without success, to get patients to write
to the FDA praising ECT.*

Meanwhile, Marilyn Rice, in a one-page monthly message sent to
Committee for Truth in Psychiatry members, kept up the call for patients to
write to the FDA. The message went out to the same one hundred people
each month, year after year, from 1984 until she died in 1992.

The 1982 FDA docket, designated No. 82P-0316, was not designed to be a
representative or randomized sample of ECT patients. Nevertheless, some
conclusions can be drawn from the data that came in to the docket over the
next two decades.

It would be expected that patient letters in favor of reclassification would
far outnumber those against. The APA, an organization of 30,000 with vast
resources and paid staff, should be able to mobilize hundreds of patients for
each one who heard about the FDA proceedings by word of mouth from
another ex-patient. This is what would be expected if it were true, as the APA
claimed, that the vast majority of ECT patients experience no long-term
adverse effects. On the other hand, if the vast majority of patients experience
permanent amnesia and other disabling outcomes, then no matter how
many people are looking for satisfied patients, it will be hard to find them.

In fact, 93 percent of the letters from those who identify themselves as
former ECT patients are against reclassification. A small representative
sample of the hundreds of letters from ex-patients can be found in the
appendix to this book. In twenty-one years, only fourteen of these ex-
patients made positive comments about ECT. But even these are not very
positive. Many of those writing in favor of ECT don’t indicate that they
know to whom they are writing or why—for instance, they are addressed
“To Whom It May Concern.” In several cases, the letters were sent in by
their psychiatrists. Some of these are actually scrawled on hospital sta-

tionery, suggesting that APA Task Force member Iver Small, who sent them
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in, approached his patients while they were undergoing treatment, when the
confused patient could not very well refuse a request from his or her psychi-
atrist. And in fact, in his cover letter Small says the patient letters were writ-
ten “during or after their course of ECT.”> Of those sent in directly by
patients, most say they were asked to write by their doctors. Even so, four of
the fourteen specifically mention experiencing memory loss. None of these

letters inspire much confidence in ECT.

I have been asked to put down my feelings pertaining to having had
shock treatments. I am sure only the doctor knows if they helped me or
not. Being depressed you forget many things. I am sure they did not do
any damage to my brain, at least not any more than the illness has
already. I don’t want any more. But I have every confidence in
Dr. Kellams, and if he were to say they would be necessary again I am

sure I would trust him and have them.
—Mary Whitenack, C1o9, May 15, 1984

I am a former patient of Dr. Louis A. Moench. It was his recommenda-
tion that the ECT psychotherapy be tried. The treatments were success-
ful and were given me periodically though July of this year. It is now
November and the Drs. as well as my family consider me a happy, well,

normal functioning person.
—Claudia Warner, C674, November 5, 1990

I didn’t consider the immediate loss of memory a hardship, a handicap,

or destructive nor an inconvenience.
—Pat Wheaton, C640, November 11, 1990

I have become more confident, with a personility easily acceptable and
more likeable than before. Also my outlook on life is positive and affirma-
tive. Shock treatments, the eight that I had, gave me the will to continue
my life with my family and friends unafraided of the future. Willing to

change my personility, and thinking according to the situations developed.

—W. Golbreath, Crr2, May 15, 1984
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It is possible that only a fraction of a percent of patients are permanently
damaged by ECT and that all such patients just happened to write in to the
FDA. It is also possible that patients who did not know one an other just hap-
pened to describe the exact same effects by chance. But how likely is this?

At least a fourth of the FDA letters don’t give any clues about the letter
writer’s affiliation. These are, presumably, letters from the general public.
These letters highlight the enormity of the public relations problem still
facing the industry a decade after the launch of the PR campaign: much of
the public, if it thinks of shock treatment at all, is genuinely alarmed. All but
one of the letters that appear to be from the general public are against reclas-
sification and in favor of a safety investigation. There are hundreds of these.
Some are form letters, originally designed by Marilyn Rice and used by other
individuals and organizations, which simply ask that the FDA not grant the
APA's petition without an investigation. Rice was right, as always, when she
said, “The general public, if it hears of the issue, can be expected to be in
favor of an investigation.”

In 1986, every state established an agency under the new federal law
(PL 99-319) known as Protection and Advocacy for Mentally Ill Individuals.
These state agencies are charged by the federal government with protecting,
and investigating possible violations of, the legal rights of persons with psy-
chiatric labels. In 1987, Rice had a brainstorm: she’d explain the FDA situa-
tion to the director of each state agency and ask them to write a letter
opposing reclassification from Class III to Class II. She put it to them reason-
ably; they need not take any position for or against ECT, only on whether the
FDA should investigate to find out if it is brain damaging. Once she had the
idea, it took off, and others did much of the work. The campaign was 100
percent successful; every single state went on the record opposing reclassifi-
cation from Class III to Class II, calling on the FDA to investigate the safety
of ECT. Rice’s only miscalculation was in supposing that this would have any
tempering effect on the FDA's determination to reclassify.

Survivors of ECT also contacted their congresspeople with a simple
request: see to it that the FDA investigates the safety of ECT like they’re sup-
posed to. Tell them not to reclassify the device unless they do. Those federal

and state senators and representatives who queried the FDA were sent an
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obfuscating response meant to deflect any criticism of the agency. Still, not
every elected official was hopelessly befuddled by this tactic. Every single
elected official who took any position on the ECT device—and there were
many—opposed reclassification.

The letter sent to FDA commissioner Frank Young by the longtime

representative from New York, Charles Rangel, was typical.

Dear Dr. Young,
Thank you for your last letter on electroconvulsive therapy (ECT).
I found your letter very informative.

However, I have one question. Does the FDA believe that ECT causes
brain damage or not? If the FDA does not believe ECT causes brain
damage, I would like a copy of any before-and-after anatomical medical
diagnostic ionization studies (CAT-scans, MRIs etc.) that have been
conducted on this issue that helped the FDA reach its conclusion.

I would really like a response. It will help me make up my mind on this

issue.®

If former patients, the general public, the Protection and Advocacy
agencies, and elected officials were all against reclassification, then who was

for it?

The ECT Industry Opposes an Investigation

Not surprisingly, the people opposed to a scientific investigation of ECT’s
effects on the brain were the doctors who use it and the shock machine
manufacturers (though they were careful not to reveal to the FDA that they
were the same people).

Officially, the shock machine companies made only a brief, one-letter
appearance on the FDA stage during each comment period. Their letters are
remarkable for their passive tone—let the psychiatrists take care of every-
thing—as if the manufacturers had no conception that they, not the users,
are legally responsible for the safety of their devices. For example, Mecta’s
then-owner, Rex Hiatt, wrote, “From our reading of the literature and
meetings with individual psychiatrists, it would appear that ECT is a valid

treatment for certain psychiatric illnesses.” Mecta’s current president, Robin
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Nicol, argued that manufacturers should not have to prove their devices safe
because safety studies cost too much money.?

A representative for the Medcraft company had simply this to say: “We under-
stand that the APA has petitioned the FDA to reclassify ECT devices to Class II
and has provided, in support of its petition, significant information to establish
the proposition that a generic safety and performance standard for such devices
can be developed. We support that position with the belief [emphasis added] that
ECT remains a valuable therapeutic device in the medical armamentarium.”

From Somatics, the company that started up after the ECT device was
placed in Class III, the FDA heard nothing—officially. The company’s owners
did not write on Somatics letterhead, but Richard Abrams and Conrad
Swartz wrote to the FDA on many occasions. They wrote before and they
wrote after they began manufacturing the devices at issue, claiming all the
while that if the FDA did not reclassify, the use of ECT would somehow be
restricted. But they never told the FDA that they gone into the business of
making shock machines. Twelve letters were sent to the FDA from Abrams,
Swartz, or their co-workers at the Chicago Medical School, constituting the
single largest bloc of letters from one institution.™

One hundred thirty-three letters, about 5 percent of the total, were sent
to the FDA by psychiatrists. A small number of these opposed reclassification,
but the vast majority were in favor. The opposite was true of the rest of the
docket: the vast majority of writers were against reclassification. It is impossible
to avoid the conclusion that the doctor letters carried vastly more weight
with the FDA than the other 95 percent.

All of the heavy hitters of the industry were represented: officials from
the APA and NIMH, Task Force members, prominent doctors from every
one of the major universities that were heavily invested in ECT (Duke,
Columbia, University of lowa, Stony Brook, and others). Instead of making
their case against an investigation of ECT on the evidence, the psychiatrists
made themselves the evidence: their books, articles, research grants, profes-
sorships, directorships, and so on. For the most part, their statements that
ECT is safe were made without citation or proof; the credibility of the
author was seen as proof enough. For example, Herbert Pardes, at the time

the director of both NIMH and the New York State Psychiatric Institute,
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wrote: “Studies which meet contemporary scientific standards are available

1T

on the safety and effectiveness of ECT.”™ But no studies were cited. By virtue
of his positions, Pardes’s statements were unassailable.

Not only did they not have to provide studies, but the psychiatrists
even enjoyed the luxury of stating their personal experience or opinion in a
way that would be dismissed as anecdotal or unscientific were a patient to do

the same.

A scientific fact can sometimes be established as a matter of common
and frequent observation. I doubt that a systematic study has ever been
published concluding that human beings have single noses with two
nostrils at the bottom, and yet this is a genuine fact established by
common and frequent observation. Let us not throw out the baby with
the bath water as we pursue true facts about ECT and its effectiveness. In
my clinical experience I have used ECT to treat patients with both
typical and atypical presentations of mania—six different patients during
the past nine months and dozens of other patients over the past seven
years. It has worked rapidly and safely in all these patients, and has been
most humane. I have personally seen that ECT has been much more
effective for mania than for schizophrenia. My medical colleagues have

had identical observations.”

The shock issue is not unique in being a social problem in which the one
party who controls the technology to resolve the issue scientifically refuses
to do so, apparently because to do so would jeopardize its own interests and
the validity of the position it has already taken. How, then, is the issue ever
to be resolved?

Consider the example of an oil spill, such as the one which occurred in
California in 1969." Citizens concerned about the extent and environmental
impact of the spill were called on to back up their position with data. Clearly,
they lacked the equipment and technology to get out on the ocean and meas-
ure the spill, so they turned to the universities. But they found that no oil
experts were willing to help them because the experts were funded by the oil
industry. The very process of becoming recognized as experts had created in

them a conflict of interest.
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In the case of ECT, the technology needed to resolve the scientific issues
includes Ph.D.s and M.D:.s, laboratories, brain scanners, human or animal sub-
jects, access to neuropsychological tests and the expertise to read and evaluate
the results, the financial backing and credibility of institutional affiliation, and
more—none of which would mean anything without the ability to win over the
editorial boards of the medical journals. Lacking these resources, ordinary citi-
zens must find “experts” who have them, but discover that the so-called experts,
without exception, are already invested in shock and unwilling to investigate it.

What cannot be resolved on the facts ends up being resolved politically,
more like an election than a scientific debate. But by simple majority, those
forces opposing reclassification had the edge by far. Legally, logically,
morally, they carried the day as well.

Instead of conducting studies to prove ECT safe, proponents of ECT
were able to argue, successfully, that no studies needed to be done because
the FDA had their word that it was already safe. Put more cynically, their
argument was, “Trust us, we're doctors.”

How did they get away with this?

On Gender, Knowledge, and Science

The letters at the FDA reflect the gender demographics of ECT: 75 percent
of those who identify as ex-patients are female, 25 percent are male, a figure
that has been cited consistently over the years by various sources.” Ninety
percent of doctors who give ECT are male, and females who have invested
enough in shock to become known for it can be counted on one’s fingers.”
Only five of the 133 doctor letters are from women.

The survivors report their firsthand experience with ECT. They believe
that they are the experts on their own experience, and this motivates them to
write. They do not consider that it is possible for someone who hasn’t lived
their experience to doubt or discount it. Personal experience is highly valued
and held to have an authority that is beyond question. The writers have a
remarkably high level of confidence, or at least hope, that the FDA will rec-
ognize and value this authority.

The male doctors, on the other hand, do not recognize it. Personal expe-

rience (of persons who aren’t doctors) is unreliable, suspect; simply, not a
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valid way of knowing. It is automatically doubted and interrogated, and is
guilty until proven innocent. It does not lend authority; to the contrary, it is
dismissible as anecdote. Its opposite, science, is the only way of knowing the
truth. This is the way the doctors have been trained to think; this is, they
have been told, the only way to think.

It seems to me that the perspectives of the mostly female survivors and the
male doctors correspond with two distinct, differently valued ways of know-
ing which some believe are gender-related. Feminist scholars call these two
ways of viewing oneself and the world separate and connected knowing.™

Separate knowers, more likely to be men, see themselves as autonomous.
Truth, for them, emerges from impersonal, external methods such as reason
and science. They recognize as authorities only those who have been formally
designated as such, by virtue of degrees, publications, or appointments.
Truth is what these authorities say.

The survivors insist that authority can come from personal experience
and is not necessarily what the “experts” say. Connected knowing arises from
a perception of oneself in relationship to others, and it emphasizes the need
to understand others’ viewpoints and to respect differences. It values empa-
thy over autonomy.

Connected knowers realize that there are many ways of knowing. The
survivors don’t say experience is the only way of knowing. Far from it; we
are eager to collaborate with doctors and to use the scientific method to get
to the truth. We are confident that brain scans and our own observations will
validate each other, and we recognize the need for validation. Let’s get
together, we say, and share what we know for greater understanding.

The doctors are not interested in what the patients have to say, and don’t
feel any need to acknowledge, understand, or address our claims. They have
no compunction about dismissing us as crazy or liars. Separate knowers
don’t hesitate to judge without understanding, whereas connected knowers
are hesitant to judge a viewpoint wrong until they understand it. Nor will
they dismiss another’s viewpoint out of hand based on some prior belief or
principle.

At the heart of separate knowing is “the doubting game,” described

as “putting something on trial to see whether it is wanting or not.”"”
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The presumption is that there is some flaw or defect in your opponent’s
thinking; the object of the game is to find it, and the game is over once it’s
found.

This is exactly what the shock industry lobby does—to the extent that
they acknowledge the patients’ claims at all, which most do not deign to do.
However, shock advocates don’t need logic or reason—the traditional
weapons of separate knowers—or even evidence to discount mental patients.
The patients, they say, are imagining deficits because they are mentally ill. Or
else they must be Scientologists. Or else they had the “old” shock so their
experience is no longer relevant.

The doubting game is the key to keep from “knowing” ECT causes per-
manent amnesia and cognitive disability. You start out from the assumption
that it cannot, then dare your opponent to prove you wrong. The amnesia
and disability are ascribed to some other cause, any cause, no matter how
improbable, even if it does not apply to the person in question. This puts the
burden on the patient to rule out all other possible causes, even pink ele-
phants and cell phones, which is impossible to do.

Consider, for instance, how this game played out in the cases of two
women who were treated, respectively, by Drs. Fink and Sackeim of the APA
Task Force in the mid-"9os. They were brave enough to return to these doctors
to tell them that decades of their lives had been erased by shock. In neither
case, the doctors said, could ECT be the culprit. Had either of them by any
chance had a head injury or a case of meningitis? No, and no. Nor had they
been diagnosed with Alzheimer’s. The doctors then told each woman that she
must have had a stroke without knowing it. Since the women could not prove
that they hadn’t had a stroke, the game was over. The doctors won. They did
not examine the women to see if there was any evidence of a stroke.™

The doctors believe that to raise any doubt (no matter how far-fetched)
about permanent memory loss and disability from ECT is to discredit it.
Once they have done so, their job as “scientists” is done. Separate knowers
are “like doormen at exclusive clubs. They do not want to let anything in
unless they are pretty sure it is good.”™

Doubting is the name of the game in what passes for scientific literature

on ECT. By the rules of the doubting game, you can prove ECT doesn’t
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cause brain damage by poking holes (real or made-up) in the studies showing
brain damage, as the APA does in its petition. Thus, there is no need to do
new studies.

Men tend to find the adversarial doubting game easy and natural, while
women typically find it difficult. They are much more comfortable with “the
believing game.” The believing game is all about trying to understand others
and how they came to their beliefs. For believers, truth is grounded in
firsthand experience. They may be hurt and angry when their own experience
is doubted. They focus on the preventable harm that was done, even if only
to one person. Because of this chance of harm, it is not acceptable to give
ECT the benefit of the doubt. Doctors should have to prove the treatment
safe, rather than patients having to prove harm—a rigged game when the

technology to prove either claim is in the hands of the doctors.

Patients Become Scientists: The Neuropsychological Reports

Is it ever possible for patients to take the tools of science into their own
hands—and what happens when they do?

The obstacles are overwhelming, but some of us tried.

No one who experiences memory and cognitive problems after shock is
offered followup. No one is told that there are tests that can diagnose these
problems, let alone what they are or how to get them. If former patients
have the courage to tell the doctors who hurt them about their deficits,
they're simply told that any memory loss is only temporary. And when it
doesn’t resolve, they're on their own, months or years later, trying to figure
out what happened to them and what to do about it. My own doctor hung
up the phone on me when I called, six weeks after shock, to say my memory
hadn’t come back as she promised.

Shock survivors have to be able to think outside of what they’ve been
told. What worked for me was to ask myself, “If I had these problems from
any other cause besides shock, what would the doctors do?” This is how
I learned about brain injury and neuropsychological testing. Then I told
others who’d had shock and urged them to get tested.

We faced formidable obstacles, like doctors who refused to even consider

that ECT could be damaging and insurance companies who wouldn’t pay
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unless a doctor said brain injury was suspected. Nevertheless, in the late "8os
and early “gos at least six other survivors who had insurance or could pay out
of pocket had the testing done, and we informally compared the results.
The similarities were striking. We did poorly on the same tests and shared
common deficits. Those of us who had prior IQ test scores for before
and after comparison found we’d lost roughly the same number of IQ
points—thirty to forty. In all our cases, the results indicated acquired brain
injury.

The evidence that has come in since then has only strengthened the case
for significant permanent intellectual disability caused by ECT. More survivors
have now shared their test results with me, and they are like the others. The
only study ever to ask if shock had caused loss of intelligence found that
about 40 percent of former patients said it had.*® Survivors who have had
neuropsychological testing have written and spoken publicly about their
cognitive deficits—for instance, Anne Donahue to the Vermont legislature in
1999; Jonathan Cott in his book, On the Sea of Memory, published in 2005 by
Random House.* How significant is a loss of thirty-some IQ points? Quite
simply, it is the loss of much of your ability to understand, interpret, and
enjoy the world.

The tests we had were far more extensive than any tests that have been
given to ECT patients in any experiment or study that has ever been
published. We had batteries of tests that take days to administer. There
simply isn’t the time or the money to do this in a research setting, even if
there were an incentive. Our more thorough testing makes mockeries of
published studies that claim to have done neuropsychological evaluations
(and found no deficits) using a couple of carefully selected, very simple, and
often inappropriate tests.

We sent our results to the FDA. Here, we said, in effect: it’s not just us say-
ing this now, it’s our doctors. Here is your scientific evidence, in the lan-
guage you accept.

But it didn’t make any difference. Technically, the FDA had no responsi-
bility to consider all the evidence in the ECT docket. It was supposed to
acknowledge the comments made in the official comment period, but even

so it could pick and choose which to respond to. And as far as scientific
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evidence, it decided to accept only articles published in medical journals and
proclamations by perceived authorities. A point-blank question by Marilyn
Rice to the chairman of the FDA group that was surveying the literature on
ECT—Had they reviewed the contents of their own files?—elicited a clear
response: No.**

In the late 1980s, the APA’s slightly reconfigured Task Force on ECT
had begun putting together a second report, one designed to press the FDA
into action at last.® The group was made up entirely of proponents of
ECT: Fink, Weiner, Sackeim, Moench, and Small. Its conclusions were no
surprise. When the new report, The Practice of Electroconvulsive Therapy:
Recommendations for Treatment, Training, and Privileging, was issued, the APA
used it as a public relations and lobbying tool. An item in the January 5, 1990,
issue of Psychiatric News spoke to the success of the organization’s renewed

push to sell shock.

Press Conference on New ECT Report Nets Wide Coverage

Representatives from United Press International, the Associated Press,
Clinical Psychiatric News, Psychiatric News, and The Journal of Hospital and
Clinical Psychiatry met with APA President Herbert Pardes, M.D., and
Richard Weiner, M.D., Chairman of APA’s Task Force on Electro-
convulsive Therapy (ECT) on December 21 at APA Headquarters for a
briefing on APA’s new Task Force Report on Electroconvulsive Therapy.
In addition, the Division of Public Affairs responded with ECT informa-
tion to inquiries from The Wall Street Journal, The Los Angeles Times, The
Boston Globe, The Washington Post, USA Today, The Chicago Tribune, Science
News, and the CBS National Radio Network. The result: items on the front
page of USA Today’s “Life” section, and in the Los Angeles Times, and
stories on both the AP and UPI wires, which should result in many more
articles among the wire services’ customers. In his opening remarks,
Pardes voiced unequivocal support for ECT, saying: “I would like to
state, clearly, at the outset: ECT is a safe and very effective treatment for

certain severe mental illnesses.”?*

With all that media coverage, could the FDA have missed the message?
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The 1990 Decision

On September 5, 1990, the FDA finally published its Proposed Rule to
Reclassify the ECT device.* Ex-patients, the public, the Protection and
Advocacy agencies, the legislators: all had, in the end, only delayed but not
deterred the FDA from the position it had taken seven years earlier in its
Notice of Intent. The agency proposed reclassification to Class III for all
devices intended to treat severe depression, while devices used for other indi-
cations would remain in Class II. The reclassification would not take effect
immediately, but only upon the development of a performance standard.

For a document seven years in the making, the proposed rule was a
shoddy piece of work by any standards. The FDA's pro-industry bias was
apparent throughout.

By federal law the reclassification of a device must be based on “new
information,” that is, information not available at the time of the original
classification. But there was precious little new information in the proposal.
The reclassification was said to be based entirely on a “literature review” that
included not only articles from medical journals, but selected pronounce-
ments of doctors and organizations using ECT. Of the proposal’s 125 refer-
ences, only 26 had been published since the original classification in 1979.
Some dated from the 1940s. The FDA rationalized a proposed reclassification
based on old information by saying that new information could include
reevaluation of old information, “where the re-evaluation is made in light of
changes in ‘medical science.”” It didn’t say what those alleged changes were.

Many of the articles the FDA cited were not scientific studies at all, but
were actually policy statements or review articles with their own slant. The
result was far from real science: a literature review of literature reviews.
Marilyn Rice made fun of some of this purported valid scientific evidence in
her scathing critique of the proposal. “Here is an example of what the FDA
means by new information’ and ‘valid scientific evidence “The Royal
College of Psychiatrists, the American Psychiatric Association, and the
Canadian Psychiatric Association have . . . reviewed the use of ECT in recent
years and concluded that, given contemporary refinements in technique,
ECT is a safe and effective treatment for major depression.”” The references

supporting this statement are the APA Task Force Report, a quote from some
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unnamed person from the Canadian Psychiatric Association that appeared in
the APA’s newspaper, and a memorandum on ECT from the Royal College of
Psychiatrists (the British equivalent of the APA).>°

The FDA simply left out the literature which didn’t support its position
that ECT was safe. By this time two CAT scan studies had been done on
people with labels of depression or schizophrenia, showing that those who
had received ECT had more brain atrophy and other abnormalities than
those who hadn’t. A third article reviewed the CAT scan records of people
labeled depressed in order to compare the results in shocked vs. unshocked
patients, with the same results.” Although these were not before-and-after
studies specifically designed to isolate the effects of ECT, they were the best
evidence that existed regarding its structural effects on the brain. But the
FDA ignored them.

They also ignored Larry Squire’s 1983 study in which he found that the
majority of ECT patients hadn’t regained normal memory functioning three
years after shock.”® And they did not include his 1988 study showing that
amnesia in ECT survivors is caused by ECT and can be distinguished from
any temporary cognitive problems associated with depression.” Even his
work that was cited was not represented accurately. For example, the findings
of his 1981 study, which found that “for information 1 to 2 years prior to treat-
ment, some memory problems might persist,” were inverted by FDA as
“Tinformation] acquired 1 week to 2 years prior to treatment may be recov-
ered.” %°

To the extent that the FDA acknowledged what it called memory “com-
plaints” and a number of studies showing memory deficits, it was to dismiss
them as invalid with a string of discreditors: inconclusive, anecdotal, sugges-
tive, poorly designed, not adequate, beset with numerous sources of error,
seriously methodologically flawed. A long-term study by Donald Templer
et al., that looked at nonmemory cognitive functioning in ECT patients—
and found ECT had permanent adverse effects on cognition—was misrepre-
sented as an investigation of memory loss and criticized as beset by error
because it didn’t find any such loss.* The FDA complained that eight studies
that showed ECT causes memory deficits were not valid because they were

uncontrolled. It then cited uncontrolled studies approvingly as proof that
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“memory is regained.” But there are no studies showing return of preshock
memories.

For the most part, it seemed that no one at the FDA had read the litera-
ture it was citing. The agency flatly denied that ECT ever caused permanent
damage to nonmemory cognitive functioning; the proof that it cited on this
point was a review article on “Acute Memory Impairment Following
Electroconvulsive Therapy.” Another study that tested patients ten to fifteen
years after ECT on nonverbal measures of cognitive function (the Benton
and Bender-Gestalt tests) and concluded that “ECT causes irreversible brain
damage” was dismissed by the FDA as irrelevant because the results “were
unrelated to memory loss.”* The FDA made a big deal of claiming that
ECT prevents suicide and “personal injury”; this benefit was said to
outweigh the risk of possible “brain changes.” But the single study it cited in
support of this “benefit” actually found that ECT had no effect on the
frequency of suicide.?

The FDA’s review was so careless that it even used the same 1973 study in
support of two contradictory claims. When cited to show that memory was
regained, it passed methodological muster; when cited to suggest that “"ECT
causes memory deficits,” it was said to be poorly designed. But the study
doesn’t show that memory is regained; it found that one year after ECT,
ex-patients still had retrograde amnesia when asked to recall fifty items from
their pre-ECT history.*

Long-term (six months or more) studies are the only way to determine
whether ECT’s effects on memory are temporary, as the FDA clearly wanted
patients to believe, or permanent. In the PR era, long-term research came to
a halt. The last study to follow up patients as long as six months was done in
1986 by Richard Weiner. Even using a questionnaire he designed in collabo-
ration with his fellow shock machine company consultant Harold Sackeim—
which, not surprisingly, is extremely biased toward asking about the types of
information shock patients do not forget—he found that after six months,
people could not recall 30 to 40 percent of the information known prior to
shock.?® The authors themselves admit that their results are “provocative
evidence for autobiographical memory loss lasting at least six months.”*

The FDA was aware of this study, because it listed it in its references, but in
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its discussion of adverse effects it never mentioned the study’s primary
finding that ECT causes permanent amnesia.

There remained one study documenting permanent amnesia and
cognitive disability that even the FDA couldn’t dismiss. This was a 1982
retrospective study done by C. P. L. Freeman, D. Weeks, and R. E. Kendell.*
It assessed ex-patients in the very long term, longer than any other study:
nine months to thirty years postshock, with a mean of ten years. All of them
described memory and cognitive difficulties that had begun with the shocks
and never remitted. The authors (one of whom, Freeman, is an ECT
advocate) tested the patients on a wider range of neuropsychological tests
than has been used anywhere else, and found their reports of memory and
cognitive dysfunction to be substantiated by formal testing. When compared
to matched control subjects, the former ECT patients were significantly
impaired. The authors then tried to attribute all of the ECT patients’ perma-
nent deficits to drugs or depression, but could not do so. They were forced to
conclude that their results were compatible with the possibility that ECT
causes permanent memory impairment. And so did the FDA, which cited
the study in support of “the possibility that some individuals may have a
persistent organic deficit.”

In the end, the best the FDA could say about memory loss was,
“Permanent effects on memory should not occur and cognitive functioning
appears to be unaffected by ECT” (emphasis added).

The unavoidable conclusion is that the FDA bought the APA public
relations line and tailored its proposal to that theme. It even quotes the claim
that “risks associated with ECT are primarily related to the technique of
administration, which has been significantly modified over the past 40 years”
without attribution, as self-evident truth.

The FDA proposal noted that in contrast to the literature on adverse
effects, “the clinical literature is consistent” on ECT’s efficacy. And although
this meant it had to devote three times as much space to discussion of risks
as to discussion of benefits, it was said to justify its decision that “the
risk/benefit assessment of ECT intended for severe depression is favorable.”
However, its own small ECT Task Force (an internal ad hoc group put

together to look over the articles published in the 1980s so that the proposal
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wouldn’t appear to be based entirely on old literature) was not so sanguine.
Its conclusion, as reported in the proposal, was as follows: “The questions of
possible damage caused by ECT, the damage thresholds, and margin of
safety for each treatment modality and various intensity levels remain
unanswered.” Left out of the proposal to reclassify, though, was a finding
that could have skewed the risk/benefit analysis: “For severe depression an
apparently effective use of ECT may cause irreversible brain changes of

unknown magnitude.”?

The FDA’s Treatment of the Letters

In the end, the FDA dealt with the hundreds of letters in a fashion both dis-
honest and bureaucratic. It acted as if the only letters that counted were
those received within the official ninety-day comment period, but then it lied
about the number and nature of letters received in that ninety-day window.
In reality, it combed through all the letters to find those that supported
the position it had decided to take, and if those hadn’t been received in the
official comment period, it pretended they had.

For example, in its proposal the FDA claimed “about a hundred” letters
were received in the 1983 comment period. In fact, it received exactly
forty-two letters. Thirty-one were opposed to reclassification, five were
fence-sitting, having bought into the belief that shock could be made safe by
a performance standard, and six—all from psychiatrists—were in favor of
reclassification.®

Of the letters from patients, it wanted to highlight letters from former
patients who, it claimed, supported the use of ECT. None were received
during the official comment period, so someone at the FDA picked out eight
letters received later and claimed they were happy patient (or spouse) letters.
In fact, three were not from patients at all but from ECT practitioners.*

The rest of the patient letters had been summarily dismissed by the FDA.
According to its assistant commissioner for legislative affairs, “FDA has
received hundreds of letters from individuals, including many former
ECT patients, and groups opposing both the reclassification and the use, in
general, of ECT devices. These letters did not contain any new information

to assist the Agency in reaching its decision concerning reclassification.”*
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He did not explain why the letters construed as favorable to ECT counted as

new information.

The Letters as Science

According to its own law (21 CFR Ch 1 860.7 (c)(2)), the FDA recognizes
“reports of significant human experience with a marketed device” as a form
of valid scientific evidence. The law does exclude “anecdotal” evidence. The
word has a specific meaning in this context: “isolated case reports, random
experience, reports lacking significant details to permit scientific evaluation,
and unsubstantiated opinions.”

The question of whether the FDA could give weight to our reports as
“valid scientific evidence” hinged on whether our experience was “random”
or “significant.” The FDA doesn’t define these terms, but by dictionary
definition random means “by chance” and significant means “having meaning.”
Was it really possible that hundreds of patients who did not know each other
and who had ECT at different times and places with different doctors would
describe the same adverse effects of ECT by chance? Or, did the fact that so
many survivors said the same thing have meaning?

Whether patients’ experiences could be taken seriously as science was a
value judgment. In ignoring the letters, the FDA seemed to be weighing the
value, or lack thereof, of not just shock patients’ words but their lives. It was
also making a different, even more businesslike, calculation about the costs
and risks to itself, if any, of negating those words and lives. We have seen
how; historically, these kinds of calculations have come out.

In the end, the FDA totally rejected one form of discourse—patient
reports—and unqualifiedly embraced another, “the literature,” on the
grounds that only the latter was science and thus the only valid form of
knowledge. It could not admit that there are good reasons to distrust what

passes for science in the field of ECT.
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The main prerequisites which served man in the achievement of high
goals in science are not available in psychiatry. It is therefore small won-
der that in the field where no defined borders can be established and
fixed, there was and is an enormous place for anyone who wants to pos-
tulate theories. He cannot experience the inhibitions or limitations
which might arise from the need for proof or disproof. His conviction is
sufficient. The only quality which seems to be required, and which
indeed is attractive, is brilliancy of presentation. This is, of course,
human, and human beings, not having concrete scientific tools to han-

dle, naturally resort to this method in their frustration.

—Manfred Sakel

Medical science today is a practice far removed from the idealistic notions of
helping patients or advancing scientific knowledge. Scientific research now
requires institutional support and competitive funding. It’s a high-stakes,
profit-driven enterprise where stakeholders with conflicting interests com-
pete to influence and spin the results. Billions of dollars in industry profits,
billions of dollars in future grant funding, and careers are riding on those
results. Research findings showing no or negative effects of treatment serve
none of these interests.

Like the tobacco companies who promoted cigarettes despite mounting
evidence that their product killed people, the ECT industry is in a position to
suppress evidence of permanent harm from the treatment, or to define the
research agenda in such a way that experiments that might lead to such find-
ings are never done. The gap between science for the sake of science and sci-
ence in the service of profitis as egregious for the shock industry as it was for
the tobacco industry.

This is no less so because the vast majority of ECT research in this

country is funded by the federal government through the National Institute
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of Mental Health (NIMH). Some money comes from private foundations;
Max Fink and his children have their own foundation, called Scion, that sup-
ports research favorable to ECT and recently funded a book on the history of
shock that takes a decidedly pro-ECT position." But researchers who ask for
money from the government have to put together a research proposal that
will compete with other research proposals. The process involves review by
a panel of perceived experts.

On a superficial level, this system seems to build in protections against bad
science and bad medicine. But in practice, expert reviewers are those who them-
selves have a history of winning research grants; they aren't likely to award
funding to those who ask inconvenient questions that might challenge their
findings. Those who know or are known to the reviewers have an advantage.
Once selected for funding, those most motivated to set the research agenda can
themselves become reviewers, and then reviewers of reviewers, and then
reviewers of the entire national research agenda. In this way the system creates
an insular, self-serving body of expertise, whereby the cycle of bad science (and
risks to public health due to shoddy or biased research) perpetuates itself.

Financial conflict of interest plays an absolutely central role in this story.

Conflict of Interest in Research

In 1999, Jesse Gelsinger, a teenager who had volunteered as a subject in a fed-
erally funded research project, died after an experimental gene therapy pro-
cedure caused his organs to fail. It was soon discovered that the scientist who
ran the experiment had a financial interest in a related biotechnology com-
pany.®* Gelsinger’s death touched off a long and heated national discussion
about ethics in research—in particular, about the prevalence of researchers’
financial conflicts of interest and the ways in which they corrupt the entire
medical research enterprise. The story had legs; it ran for years, and it’s still
running. After so many reports in mainstream media outlets such as the Los
Angeles Times and the Wall Street Journal, the issue of conflict of interest in
medicine is now widely recognized by the general public. A survey of the

headlines tells the tale:

Study Shows Journals Report Few Conflicts of Interest

Can Medical Research Findings Be Trusted?
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Almost Half of All Faculty on Institutional Review Boards Have Ties to
Industry

Clinical Guides Often Hide Ties of Doctors

Cash Gifts from Grantees Prompt Congressional Investigation of NIH
Officials

Stealth Merger: Drug Companies and Government Medical Research

NIH Scientists Broke Rules, Deals with Companies Went Unreported?

And, in that most august of medical journals, The New England Journal of
Medicine: “Is Academic Medicine for Sale?”

According to editor Marcia Angell, the answer was clearly yes. “The ties
between clinical researchers and industry include not only grant support,
but also a host of other financial arrangements. Researchers also serve
as consultants to companies whose products they are studying, join
advisory boards and speakers’ bureaus, enter into patent and royalty
arrangements, agree to be the listed authors of articles ghostwritten by
interested companies, promote drugs and devices at company-sponsored
symposiums, and allow themselves to be plied with expensive gifts and trips
to luxurious settings. Many also have equity interest in the companies.”
Psychiatry was at the epicenter of the scandal, Angell said: “You are seeing
played out in psychiatry the extremes of what is happening elsewhere in
medicine.””

By the time the spotlight shone on the corruption of academic research,
a small group of ECT users had already taken full advantage of the darkness
to build their names, fortunes, and fiefdoms. To this day, the ECT industry
has largely escaped scrutiny because the sales of any one shock machine
company pale in comparison to the profits of any pharmaceutical company,
because those who own or consult for shock machine companies receive
their research funding from the federal government rather than directly
from the companies, and because journalists and lawmakers believe the
researchers’ denials.

By 2004 the story of academic and government-funded psychiatric
research tainted by financial conflict was huge. It’s best summed up in a five-

word headline from September 2004: “Eli Lilly’s Bitch: The NIMH.”® Still, no
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one but survivors of ECT made the connection between what was happen-
ing with drug research and what had been happening for the past twenty
years with shock. NIMH had become Mecta’s bitch.

ECT Research Enters the PR Era

Very little ECT research had been funded by NIMH prior to 1980. The 1977
ECT Task Force Report says that in 1972 and 1973, less than $5,000 was pro-
vided for the study of ECT. Of all the research dollars allocated to somatic
therapy research between 1968 and 1973, less than one percent went toward
ECT research.” Larry Squire had a long-standing grant, but it was to study
memory, not specifically ECT. At the dawn of the public relations era, ECT
research was up for grabs. What questions would be asked, which would not
be allowed? Who would set the research agenda? Who'd get to decide who
else got funded?

The first Task Force Report contained three pages of sample research
questions that it considered important to answer. They included these: How
long after ECT do memory complaints persist? Is there any permanent loss
of memories acquired during the period of one month to three years prior to
ECT? How important to the patient is memory loss? How do patients view
the ECT experience six months or more after treatment? Whether the ques-
tions would ever be officially answered would depend on who beat out
everyone else for NIMH funding.

Harold Sackeim staked his claim. Prior to 1981, he had landed a total of
$5,000 in grant money. That year, he got around half a million; when that
money ran out his funding was doubled. He has been continuously funded
to the tune of millions ever since.?

It is impossible to understand what qualified Sackeim, an inexperienced
psychologist fresh out of school, for a $500,000 grant. He holds a Ph.D., not
an M.D,, and has had no formal medical training. He had no experience giv-
ing ECT and, in fact, could not and cannot legally administer it since he is
only a psychologist. He had published very little by 1981, and nothing on
ECT or any medical topic. He wrote his master’s thesis on “the psychology
of self-deception.” His Ph.D. dissertation in 1977 reached the conclusion that

“selective nonawareness of cognition, at times, is motivated.” In other



Shaming Science 193

words, people believe what they want to believe. Turning the study of
self-deception into a specialty, Sackeim published several journal articles
with titles like “Self-Deception: A Concept in Search of a Phenomenon.™

In 1979, the newly minted psychologist came to New York and became the
director of the ECT research program at Columbia University. Columbia is
affiliated with the New York State Psychiatric Institute (P1.), and Sackeim had
the luck to arrive there just as it was renewing its strong interest in biological
psychiatry, an effort begun by Dr. Sidney Malitz. Malitz, the director of PI.
from 1981 to 1984, took Sackeim under his wing; they were co-principal
investigators on the ECT research grant for the first years, until Malitz
dropped out of ECT research in 1986.

Sackeim lacked any scientific or medical credentials as an ECT expert.
But the industry didn’t need a scientist. In the PR era, it needed a PR person,
“an applied social scientist who advises a client or employer on the social atti-
tudes and actions to take to win the support of the publics upon whom his

or her viability depends.”*® Sackeim was qualified for that.

Figure 5. Psychologist Harold

Sackeim.
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The key to building a career and a reputation as a researcher, and there-
fore becoming a recognized expert, is to ensure that your grants are renewed
over and over. At NIMH, funding is generally granted for three or four years
at a time, no more than five (although a special award can extend that time).
It is in a researcher’s interest to pose questions in an open-ended way and to
continually redefine them so that there need be no endpoint. In the case of
ECT, “How should the treatment be administered?” is the question without
end, never answered because it is always contingent on further research.
What matters more than a clear answer is that the grant result in a number
of publications in medical journals. As long as that happens, grants may be
renewed indefinitely. This is exactly what’s happened with the NIMH ECT
grants; they’ve remained in the hands of the same men for decades. In addi-
tion, there are no constraints on how many concurrent grants a researcher
may hold or how much money he or she may be awarded.

Max Fink calls Harold Sackeim a “research study entrepreneur.”™ I think
this statement is meant as a compliment to Sackeim’s ability to multiply federal
research money by corporate money. Once he landed the research grant, he
signed on with the Mecta Corporation as a consultant, and has worked for them
since at least 1984. He has also worked for Somatics, their rival.” Since the death
of Paul Blachly, the psychiatrist who founded it, Mecta has been owned by
investors with no medical or engineering expertise. They've consistently hired
the most prominent shock doctors to advise them. As Gorham Nicol, Mecta’s
co-owner, put it, “The doctors in research centers provide the medical require-
ments and information we need to build the equipment because our function is
strictly as a manufacturer.”” But when researchers tailor their research to the
needs of industry rather than those of patients, science gets lost.

It is because of this inherent conflict of interest that the federal govern-
ment adopted the Objectivity in Research rule when it reauthorized funding
for NIH (and NIMH) in 1995. The law made it illegal for federally funded
researchers to accept funding from the corporations whose products they
are testing without disclosing it.* Disclosure is now also mandatory when
presenting at medical conferences and publishing in some medical journals.
But public records show that prominent shock doctors haven’t disclosed that

they receive money from the shock machine companies.”
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Tools of Bias #1: Redefine the Questions

to Get the Answers You Want

The official title of NIMH Grant No. MH35636 is “Affective and Cognitive
Consequences of ECT.” It is one of the only NIMH grants that could have
been applied to basic research into the effects of ECT on the brain, memory,
and cognition. That is precisely what the grant was initially intended to
accomplish, according to the original proposal submitted to NIMH by

psychiatrist Sidney Malitz and psychologist Sackeim:

The major objective of the proposed research is to examine the effects of
bilateral and right unilateral electroconvulsive therapy on affective and
cognitive functioning. The consequences of the two treatment modes
will be studied in regard to neuropsychological functions that previously
have not been investigated. . . . Drug-free inpatients presenting major,
unipolar depressive disorder will be tested before, during, and after treat-
ment, and a matched normal control group will be tested at comparably
spaced times. . . . Posttreatment assessments include a two-month fol-

lowup and retesting a sample of relapsed and nonrelapsed patients.™

However, in the mid-1980s, when he took over the grant reins as principal
investigator and simultaneously began taking money from device manufac-
turers, Sackeim redefined the grant agenda. In each subsequent successful
bid for renewal of federal funding, he has continued to direct it farther and
farther away from the basic unanswered research question: What does ECT
do to the brain? The initial stated goal of the grant, isolating the effects of
ECT by comparing ECT patients to matched controls who haven’t had ECT,
or to themselves before treatment, was subsumed by an agenda based on
comparing the effects of different types of ECT to one another. The part
about comparing ECT patients to persons who haven’t had ECT was
dropped. Ten years on, although it still bore the same grant number, the

project had little relation to the one originally proposed.

There is a paucity of information on the effects of electrical dosage in
patients who receive ECT. ... This proposed study will use a random-

assignment, double-blind, four-group design in 120 patients with major
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depression to compare right unilateral ECT at three dosage levels: 50%,
150% and 450% above seizure threshold, with a bilateral group treated at
150% above seizure threshold serving as a standard. . . . The study will pro-
vide information as to which of these unilateral ECT conditions may be
preferred in clinical practice. . . . This research is designed to address the
questions of where in the dosing range unilateral ECT is optimized and,

when optimized, how does this treatment compare to bilateral ECT.”

This type of narrow technical research, while it has had little to no bene-
fit for patients, is of great interest to the companies that need new bells and
whistles to add to their machines every couple of years in order to raise prices
and best the competition. In essence, a device researcher like Sackeim can get
paid twice; he is paid by the government to carry out research and then paid
again when he sells his technical expertise to the device manufacturers.

In 2000, after nearly twenty years of public funding for this grant,
Sackeim wrote an editorial touching upon the current status of research on
ECT’s permanent adverse effects. Writing as if at a distance, as if it had noth-
ing to do with him, he mused: “Prospective patients, family members, and
the public often want to know the frequency with which patients report sub-
stantial memory impairment following ECT . . . there is little objective evi-
dence. . . . Indeed, our estimates of the probability of death with ECT are
based on a more secure empirical foundation.””®

To which, after about $8 million of taxpayer money had been paid for an
investigation of the cognitive effects of ECT, there is only one response:
Who is responsible for that?

There is one other NIMH grant that was intended to investigate the long-
term effects of ECT: “Long-term Effects of Electroconvulsive Therapy,”
NIMH Grant No. 30723. Unfortunately, it is also in the hands of a strong ECT
proponent with a long history of financial and career conflict: Richard
Weiner of Duke University.

When he was first awarded the grant in 1978, Weiner promised the gov-
ernment (and the taxpayers) to investigate the long-term effects of ECT in a
double-blind study. He said he would use controls and evaluate subjects after

six months.
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By 1978, as we have seen, Weiner was in charge of the APA’s decades-long
campaign to prevent a brain scan investigation by the FDA. It would have been
impossible for him to maintain his political position that a safety investigation
of ECT was unnecessary had he himself been engaged in such research.

So he rewrote his grant abstract. By 1984, although the original research
questions posed had never been answered, the protocol for this grant had
changed: it had become a comparative study of the effects of different types
of ECT, with no controls. However, this time Weiner promised the govern-
ment to use the money to assess the adverse effects of ECT at one year
post-treatment.

But the question of what those effects were was never answered. There
is no evidence that a one-year follow-up study was ever done. If it was, it has
never been published.

By 1988, there were no more promises to do long-term assessments of
adverse effects, but funding for the “Long-Term Effects of Electroconvulsive
Therapy” grant kept flowing without interruption. And in fact, in the 1990s
Weiner simultaneously received grant funding from the National Center on
Research Resources (the arm of NIH that focuses on biomedical technology
and instrumentation) “to determine the long-term effects of electroconvul-
sive therapy upon memory function, the EEG, and brain structure (as meas-
ured by MRI).”” That grant was never used for that purpose.

Rather than answering the questions he originally posed, Weiner’s
NIMH research has been all about endlessly comparing different ECT tech-
niques. The abstract for Grant No. 30723 was revised to read, “There contin-
ues to be uncertainty regarding the optimal manner in which ECT should be
delivered. . . . The proposed study will involve two components. The first,
and most major, will be prospective comparison of two stimulus intensity
dosing strategies. . .. A second smaller component of this protocol will
investigate stimulus intensity effects on an intraindividual basis.”*°

As a lawyer might say, the very first sentence assumes facts not in evidence;
that is, it assumes no uncertainty as to whether ECT should be delivered.
It steamrolls over the question of what ECT does, right on to how to do it.

There’s not necessarily anything shady about comparing different types

of ECT to one another, if that’s what you got a grant to do and you



198 DOCTORS OF DECEPTION

acknowledge that’s all you're doing. However, the limitations of such a study
are obvious. As Dr. Chris Frith, an ECT user from England, points out, this
research design is “very likely to underestimate the deficit in relation to an
untreated group.”

The problem is that such an approach necessarily presumes that ECT has
been proven safe. They presume it to such an extent that many studies are
done with custom-modified shock machines that put out twice as much
more electricity as can be legally used in any other context besides
research.”” The theory seems to be since no amount of electricity can harm
the brain, why not turn it up? But what if it isn’t harmless? And since
research dollars are limited, if the millions of taxpayer money earmarked for
ECT gets spent on comparison studies, that means that basic research on the
effects of ECT won’t be done.

In fact, the three dozen published journal articles funded by Weiner’s
NIMH grant over the years aren’t even limited to comparisons of ECT tech-
niques, but go very far afield. They include a historical overview of ECT as it
“celebrated” (his word) fifty years of continuous use; an investigation of how
to make seizures longer by the use of intravenous caffeine; and a study of the
effects of unilateral ECT on the heart.

The studies by Sackeim and Weiner that focus on arcane technical details
have shown no real benefit to patients. These grants have been renewed
every time they asked for more money, and there is no reason to think the
funding will not last as long as they want it. Currently, NIMH spending on
Grant No. 35636 alone—which has been funded since 1981—is about $500,000

per year, the majority of which goes to salaries.

Tool of Bias #2: Compromise Financially in Every Way Possible

Back in the 1970s—“before there was a Mecta”—Weiner, who is an electrical
engineer as well as a psychologist and psychiatrist, began his shock machine
company involvement.** He’s consulted for what became Mecta Corporation
ever since, designing their machines, writing the instruction manuals, and
making a promotional video for them. He also worked for Somatics Inc. (now
Somatics LLC). This wasn't exactly a secret (Weiner’s technical consultation is

acknowledged in the Mecta and Somatics manuals), but it wasn’t publicly
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disclosed, either.” In fact, in a 1996 television appearance Weiner flatly denied
he was a paid consultant to the shock industry.2

His two-decade financial conflict finally became public later that same
year, when the Washington Post did an exposé on shock and, in particular,
“Experts’ Ties to Industry.”* But the Post had missed something: Weiner’s
patents on ECT techniques.

In 1980, the Bayh-Dole Law had made it possible for university recipients
of federal grants to secure patents for their discoveries and to market them.
This has been described as “farming out research to corporations” because
of the influx of corporate money into university research.”® As the chairman
of the APA's ECT Task Force for over a decade—quite literally, the author
of the book telling everyone else how to do ECT—Weiner was in a unique
position to profit from the opportunity to develop patents.

In 1995, he filed a patent for an “electroconvulsive therapy method using
ictal EEG data as an indicator of ECT seizure adequacy.”* The ECT Task
Force Report was revised between 1990 and 2001 to include a new section on
“EEG seizure adequacy measures.” The new section begins, “Recently, some
ECT devices have included measures that convey information about EEG
changes during and after the seizure.” While stopping short of recommending
such machines be employed exclusively, the section suggests that they may
provide useful information. Certainly, those shopping for new shock machines
would be encouraged to purchase those featuring Weiner’s method.

The holder of this patent could license the method to any or all of the
shock machine companies, of which there were four at the time. Because the
patent had been developed with NIMH grant money, which is paid to an
institution rather than an individual, Weiner could not legally hold the
patent in his own name. It was licensed to Duke University.

In the 2001 APA ECT Task Force Report, Weiner belatedly disclosed this
patent as well as his work for Somatics (which were not disclosed in the 1996
Washington Post article), but said he did not receive “royalties or personal pay-
ments,” making it appear as if he had made a selfless choice not to hold the
patent in his name.?® In fact, he did not have that choice.

Now Duke makes money every time one of the new machines is sold. At

the same time, Weiner’s grant is paid directly to the university, as is all federal
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grant money. Should a university that profits from the sale of the machines

simultaneously accept public money to do ECT research?

Holding the Line on Basic Research

Over the past two decades Sackeim has maintained, in several contexts, that
research on whether ECT causes brain damage is scientifically uninteresting
and unlikely to be funded.* He endorses the study done by Edward Coftey,
Richard Weiner, and colleagues in 1988 as definitive on this issue. For him, it
seems, there is no need to conduct further brain imaging studies.

Coffey et al. is in fact an MRI study, and has the distinction of being the
first such study designed to examine brains before and after ECT.** It was
funded by Richard Weiner’s NIMH grant #30723 on “Longterm Effects of
Electroconvulsive Therapy,” meaning Weiner was the principal investigator.
Coffey is an ECT advocate trained by Weiner.

Did Weiner’s long-standing financial conflict of interest affect the results
of this study? I had the opportunity to ask this question of Coffey personally
at an APA meeting. To his credit, he did not try to deny the conflict. He said
that it did not affect the results, because those on the research team who did
the actual measuring, computing, counting, and other data crunching were
not financially conflicted. But by definition there is no bias in counting and
computing. The bias comes in the design of the study. If the flaws are built
in—bias by design—the accuracy of the calculations doesn’t matter. This is
what happened in the Coffey study.

First of all, there were only nine patients in the study, which makes it statis-
tically underpowered to tell us anything. There were no control subjects—with-
out which it is scientifically impossible to draw any conclusions about
causation. Of the nine patients, six had mildly to severely abnormal brain scans
before ECT. Why, in such a tiny study, choose these over patients without signs
of preexisting brain damage? After treatment, the patients were said to have a
little more brain atrophy, or shrinkage—but they were studied only two to three
days afterwards, which even the authors acknowledge was not enough time for
possible ECT-related damage to show up. Despite these acknowledged and
inherent limitations, Coffey et al. conclude (inconclusively) that “these initial

observations need to be confirmed in a larger number of subjects.”
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Sackeim and others used the results of the Coffey study to redefine the
question away from scientific investigation of ECT’s effects. Their argument
went like this: based on nine people, almost everyone prescribed ECT is
coming in with serious brain abnormalities, but even if they had ECT previ-
ously, they can’t be due to ECT since ECT doesn’t cause them. Therefore
their psychiatric conditions must be causing them. Thus, any changes
post-ECT must be due to the natural progression of their mental illness.

Despite the issue of brain damage being settled for Sackeim in 1988,
three years later Weiner and Coffey did a follow-up MRI study. This time
they included thirty-five patients, still a small number for a scientific study.
Fifteen of the patients had had ECT before their participation in the current
research. Fourteen had cortical atrophy—brain shrinkage—on their pre-
ECT scans. The researchers did not ask or reveal whether these were the
same patients. In other words, they built into their research the assumption
that ECT does not cause brain damage.

Several patients’ brains showed increased abnormality post-ECT, but the
authors attributed this to “cerebrovascular disease,” not to ECT. They had to
admit, though, that because of the absence of control subjects, this was no

more than speculation.?

Tool of Bias #3: The Selective Review

as an Alternative to Controlled Studies

If the question of whether ECT causes brain damage was too uninteresting
to bother investigating scientifically with brain scans, that didn’t stop
Sackeim and Weiner from elaborating on it anyway—using their grant
money to pay themselves to write selective review articles on the topic.
There are two types of review articles. In a selective review (such as that
conducted by the FDA to support its position on ECT), the author picks and
chooses from the literature, and may select only those articles that support
his or her argument while omitting and not acknowledging the existence of
those that refute it. In a systematic review, the author is constrained to con-
sider and evaluate all the evidence on the subject. If an author chooses to
write a review article, the systematic review is the scientific way to do it. But

neither is a substitute for scientific research.
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Richard Weiner chose to conduct a selective review rather than a brain
scan study in 1984, when he published a lengthy article entitled “Does
Electroconvulsive Therapy Cause Brain Damage?”* It consists of twenty-
two pages of mostly omission, equivocation, and outright misrepresenta-
tion. A footnote explains why: it tells us the article is “an expanded version of
material included in a device reclassification petition submitted to the U.S.
Food and Drug Administration.” NIMH money allotted for the scientific
study of ECT’s effects on the brain (Grant No. 30723) was being spent to aug-
ment and publicly disseminate a document produced for the political pur-
pose of lobbying the FDA against a scientific investigation of ECT’s effects
on the brain.

Here is a typical example of how Weiner did this. Unable to debunk the
findings of the Janis prospective study documenting permanent extensive
amnesia, he simply dismisses the article, without explanation or footnote, say-
ing “all forms of cognitive testing in such a patient population are now consid-
ered of questionable value.” Even so, in the end, Weiner’s conclusion is loaded
with escape clauses: “For the typical individual receiving ECT, no detectable
correlates of irreversible brain damage appear to occur” (emphasis added).

Ten years later, Sackeim did the same thing with his NIMH grant money:
paid himself and his colleagues to write a review titled “Does ECT Alter
Brain Structure?”® The authors specify no method for their review, leaving
them free to editorialize, misrepresent, and omit. For instance, they leave out
the results and conclusions (“a serious warning against the use of electro-
convulsive therapy”) of Colon’s 1975 animal autopsy study, and then tell read-
ers, without basis, that it is “statistically flawed.” They then praise Coffey’s
work as “the most methodologically sophisticated.” And again, note the
legalistic language of their conclusion: “There is no credible evidence that
ECT causes structural brain damage.” And that is true, as long as you define
all evidence that ECT causes brain damage as incredible.

In a survey of the most frequently cited articles on ECT from 1985 to
2001, Sackeim’s review ranks in the top ten.*® Since Weiner’s was published in
1984, it wasn't included in that survey, but it has also been very widely cited.
It is likely that few of those who cite to these articles are aware that they are

only reviews, not scientific studies.
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Selective reviews, easy to write and easy to manipulate, pay big divi-
dends. For instance, Sackeim’s review has been cited to reassure the general
public of ECT’s safety in everything from a high school psychology textbook

to the Surgeon General’s Report (see Chapter Fifteen).”

Tool of Bias #4: Make Yourself an “Expert”

Physicians are no less influenced by the lure of “fame and name” than
are the rest of us. It’s not a question of fraudulent reporting of results—
although that has occurred—but rather that the very desire for success
can distort the results, subtly and persuasively, often without one’s being
aware of it. In the great majority of cases—where results are presented
prematurely, where success is overestimated and dangers underesti-
mated, where there are biases in the selection of patients, and where fail-
ures are explained away as exceptions—the physicians responsible have
been genuinely convinced of the validity of their conclusions. Self-
deception is by its very nature difficult to guard against—almost impos-

sible when fueled by unbridled ambition.

—Elliot Valenstein, M.D.

Funded research has many goals beyond advancing science and helping
patients, and one of them is career building. How else but through research
could Harold Sackeim, a man who is not allowed to treat patients, become
unanimously hailed as the “world expert” on shock?

The first step: publish . . . and publish . . . and publish. Consider that at the
time of the first APA Task Force, the ink was barely dry on Sackeim’s diploma.
By 1984, he’d shown himself useful enough to the industry to be hired as a con-
sultant to the device companies. By 1989, his curriculum vitae listed 120 publica-
tions, most of them produced with taxpayer money, most of them on ECT. The
more he wrote, the more he was considered an expert. In the late 1980s, the psy-
chologist authored half of the 1990 APA Task Force Report on ECT, including
the sections on adverse consequences and cognitive effects, and singlehandedly
wrote its informed consent statement, which has been adopted for use for virtu-

ally every patient in the U.S.® The report also cites twenty-two of his articles.
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He proved himself an “expert” by generating the maximum number of
articles from each group of patients. Although only thirty to forty patients a
year participate in the ECT research program at his institution, he’s been able
to produce twenty-five to thirty-five journal articles each year.* Such an
extraordinary rate of production, even if it helps patients or science to some
extent, benefits careers exponentially more. When the 2001 Task Force Report
was published, Sackeim was able to cite himself more than sixty times.

By 1996, Sackeim had been appointed associate editor, or to the editorial
boards, of influential medical journals like Neuropsychiatry. He was now him-
self a reviewer (that is, one of those who make the decisions as to who and
what is allowed to be published) of about fifty medical journals, including
most journals known to publish on ECT. Sackeim has served on the com-
mittee that was responsible for evaluating all the research applications that
were sent in to NIMH on the subject of mental illness, and in particular, all
the applications that had to do with ECT. If he didn’t want a question asked
or a project funded, he was in a position to kill it. He was also appointed the
head of a “blue ribbon” NIMH panel whose purpose was to review and
reevaluate the agency’s overall mission, deciding if the work being done was
in the important areas, and if not, what those areas were.*

The men who, like Sackeim, are able to successfully create and market
themselves as ECT experts are in great demand as speakers, as highly paid
expert witnesses for the defense in malpractice cases, and in the media. But
the continued survival of the industry depends as well on their ability to

influence the next generation.

Tool of Bias #5: Build a Dynasty

The shock promoters who are financially compromised are all involved in
teaching and training future shock doctors—who then go on to teach others
and become compromised themselves. This isn’t unique to the shock indus-
try, of course. Barbara Seaman has written about how doctors trained by
surgeons who pushed radical mastectomies on women with breast cancer
would have seen supporting less invasive treatments as “patricide.”* But the
ECT industry is so small and so tightly controlled that it is nearly impossible

to gain entrance unless one is vetted by those who already belong.
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There are two ways the industry transmits its values and ensures its sur-
vival. The first is from a well-known shock enthusiast to lesser-known con-
temporaries who already work in the same institution or, sometimes,
different ones. The offer is tendered: if you want to advance yourself
through ECT, I can help you. The second way is the more traditional
teacher/student transmission of values from a shock doctor to a usually
much younger student.

The American taxpayer pays for the old shock doctors to train the new.
NIMH has special competitive grants (designated by the letter K affixed to
the grant number) that have no benefit to patients or society, but simply pay
for training to advance an individual’s career. These are called Academic
Investigator Awards or, in the case of younger doctors, First Awards or
Scientist Development Awards.

The shock brigade has taken full advantage of this funding. For instance,
W. Vaughn McCall at Wake Forest University in North Carolina, not far from

Duke, received this grant to follow in Weiner’s footsteps:

This academic investigator award will provide the educational experi-
ence and mentorship necessary for the principal investigator to develop
as a contributing clinical scientist in the areas of electroconvulsive ther-
apy and depression in the elderly. . . . The primary side effect of ECT in
the elderly is reversible cognitive impairment. The cognitive side effects
can be reduced by using brief pulse. ... The academic portion of this
proposal will provide for class work in statistics and epidemiology.
Further, this proposal will allow active study with ... Drs. Harold
Sackeim, Richard Weiner . . . who are experts in the areas of dementia,

depression, ECT, and biostatistics cognitive testing.**

It’s not just statistics McCall was learning, but a way of thinking about
ECT according to the dogma of industry PR—cognitive impairment is a side
and not a primary effect, impairment is reversible, brief pulse is the solution.
He learned it well. After his training, he went on to hold a key position of
power in the industry: editor of the Journal of ECT.

Other ECT doctors who were trained in the most advanced brain imag-

ing techniques such as quantitative EEG, positron emission tomography
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(PET), magnetic resonance imaging (MRI), single proton emission comput-
erized tomography (SPECT), and brain energy activity mapping (BEAM)
include Mitchell Nobler at Sackeim’s institution, Andrew Krystal at Duke,
and Charles Kellner at the Medical University of South Carolina. Kellner’s
grant provided for “consultation with national experts” with the specific aim
of making Kellner himself an expert who would then train others through-
out the Southeast.®

Kellner’s $88,000-a-year training paid off handsomely. He, too, went on
to edit the industry journal. He became principal investigator on his own
research grants from NIMH (comparison studies of three different types of
ECT with no controls) while accepting funding from Mecta and Somatics.*
He is now the chief of psychiatry at a university medical center in the
Northeast, training still more shock doctors, and has become a prominent
media spokesman for ECT. On a television talk show, this expert in brain
imaging technology refused to answer when asked about his financial ties to
the device manufacturers, then told the audience, “There are now important
carefully controlled studies with MRI brain scans before and after ECT
showing conclusively that there is absolutely no structural brain damage.”#
Despite all the grant money that has been paid by the government to train
Kellner and others in MRI, there is not one such study. None of these
researchers has ever used their taxpayer-funded expertise to answer the ques-
tion of whether ECT causes brain damage.

The other ways a handful of self-appointed experts wield inordinate
influence over what other doctors believe to be true about ECT are through
teaching positions at prestigious universities and teaching hospitals and
through the continuing medical education (CME) courses where practicing
physicians earn credits they must have to maintain their licenses. In the infor-
mal, collegial setting of the latter—perhaps at a luxury hotel, with plenty of
coffee breaks—where most of the participants already work in the shock
industry, schmoozing is definitely on the agenda. As they hear about the lat-
est trend in electrode placements, participants are being indoctrinated in the
ECT industry’s culture of denial. The big-name speakers talk frankly about
such topics as how to use public relations strategies to promote the use of

shock and defuse criticism and how to defend against ECT lawsuits.
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One such CME seminar took place shortly after I was contacted by tele-
phone by the sister of a man who was scheduled to get ECT as one of
Harold Sackeim’s research subjects. He had signed up in order to get care for
free (as all research subjects participating in clinical trials do), because he had
no money, but he had misgivings about the treatment. One of the things I
told her was that her brother had the right to speak to a patients’ rights advo-
cate from the federally funded Protection and Advocacy (P&A) program.

At that time a friend of mine, Laura Ziegler, worked for P&A.
Anticipating a call from this patient, I discussed some details of his situation
with Ziegler, without mentioning the man’s name (which I didn’t know). But
no one from P&A could do anything unless the man requested their services,
which he never did. That was the end of the story—in real life.

A few weeks later, at a CME seminar co-chaired by Harold Sackeim and
Max Fink, a panel on “Drugs and ECT” devolved into anecdote, and Sackeim
started talking about this patient—let’s call him John—myself, and Ziegler,
identifying us in such detail that he could not possibly have been referring to
anyone else. In this story, after I spoke with his sister, John was approached by
an “antipsychiatry organization” called “Committee Against the Psychiatric
Abuse of the Mentally I11.” (There never was any such organization.) Ziegler—
described as an “antipsychiatry representative” rather than a professional advo-
cate—was said to have come to the hospital demanding to see him, forcing
“very senior people at the institute” into tense discussions about whether to
allow her access. In the end, a lawyer was said to have come to see John. The
punch line of the story? When this lawyer saw how depressed he was, she
changed her tune and talked him into shock, not out of it!

The students responded with appreciative laughter. They were totally
duped by the story to the extent that it was followed by an earnest discussion
about what they would have done at their hospital in such a situation.*®

Ziegler and I were stunned that a professional in a classroom situation
would fabricate a story based on real people, seemingly just for fun. Because
this wasn’t a college course, our only recourse was to refute Sackeim’s
account and express our disgust in a formal complaint to the American
Psychological Association’s Ethics Committee. Sackeim’s made-up story, she

wrote, was “practically encouraging his audience to see ECT candidates’



208 DOCTORS OF DECEPTION

attorneys—and their rights to due process—as cause for merriment rather

than respect or concern.”

Tool of Bias #6: Own the Company

Richard Abrams literally wrote the book on shock. He is a student and pro-
tégé of Max Fink, and the author of the textbook Electroconvulsive Therapy,
first published by Oxford University Press in 1988 and now in its fourth print-
ing. It is the only textbook on ECT on the market, so when medical students
learn about ECT, for the most part they learn from Abrams.

Abrams’s ownership of Somatics, the company that makes half of the
shock machines sold in America, was always public record. But no one thought
to look. It took a shock survivor from Abrams’s home state of Illinois, acting
on a hunch, to expose him. Because she lived near Abrams, she was aware of
how close his office was to Somatics’s headquarters—“you could ride it on a
bike”—and thought that couldn’t be a coincidence. It wasn’t.

Somatics sells the machines at around $15,000 each. It also sells various
single-use ECT accessories such as mouth guards, conductive jelly, and dis-
posable electrodes, for which Abrams holds the patents.*® In an ad in the
Journal of ECT in 2002, the company brags of having sold over a million of
them. At the price listed, that is more than $2.8 million in sales just from the
electrodes.

Abrams was the most-cited author in the 1990 Task Force Report, with
sixty references to his articles. Yet he never disclosed his ownership of a
shock machine company to the readers of the report or his textbook. In his
books and articles, Abrams is in a dream position: he can recommend the use
of machines and accessories that only he sells.

For many years, shock survivors including myself told reporters about
Abrams’s ownership of Somatics, but no one was interested. It wasn't until
1995 that reporter Dennis Cauchon broke the story for USA Today, citing a
court deposition in which Abrams admitted that Somatics provided half of
his income.

Somatics’s co-owner, Conrad Swartz, is also a well-known and much
published ECT doctor, with more than a page of references in Abrams’s

book. He told USA Today that his profits from Somatics were equivalent to an
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additional psychiatry practice (valued at $132,000 at the time) and that his
financial conflict was a “nonissue.” He then commented, “Psychiatrists don’t
make much money and by practicing ECT they can bring their income
almost up to the level of the family practitioner or internist.”*

Records show that Swartz does not disclose his ownership of Somatics
when presenting workshops and CME seminars to other shock doctors.
(Organizations that sponsor such workshops, including the APA, require dis-
closure of financial interests.)*°

Abrams claimed that his publisher, Oxford University Press, knew he
owned the company—a statement that surprised the publisher. “Wow,”
executive editor Joan Bossert told USA Today. “I did not know that. I really
wish he’d told us.”

It was “ridiculous,” Abrams said, to think his ownership of the company
created a conflict of interest.

Abrams left his job at the Chicago Medical School shortly after the USA
Today article came out. He was fifty-eight. Was it retirement? If so, why does the

2002 edition of his book, published many years later, claim he still works there?

Tool of Bias #7: If You Don’t Like Your Results, Throw Them Out

You might think that since the public pays for nearly all shock research, we
ought to be able to scrutinize that research. Not so. It is true that anyone can
submit a Freedom of Information request to NIMH. If they deem your
request reasonable and if you pay all costs, you can get some general infor-
mation pertaining to the project, such as how much money the researchers
got. What you can’t find out, what is made to disappear, is the raw data, espe-
cially those results the researchers do not choose to publish or disclose.

Not only can researchers choose to hide data from the public, but they
can withhold it from their own subjects. Selma Lanes of New York City
(a former distinguished author and editor of children’s books as well as the
definitive biography The Art of Maurice Sendak) was one of about 150 subjects
in a 1992 research project to compare four different types of ECT. She didn’t
know she had been in an experiment, let alone what it was about, until I told
her. Then she wanted to know what type of shock she had, and what type of

testing Sackeim had done on her, and what the results were. She asked for
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her records and Sackeim refused, saying that because they were research
records and not medical records, they belonged to him.

Lanes’s cohort probably provided Sackeim with six or eight, or even
more, published articles. Lanes’s request to Sackeim for the journal articles
for which she was a subject went unanswered. But nowhere in any of them
can she recognize herself. Nowhere is there any mention that any subject
ever suffered a permanent twenty-year amnesia, which is what happened to
Lanes. Nor is there any mention in any Sackeim article ever published that he
follows up patients one year after ECT, yet this was specified in the research
protocol Lanes signed up for. Whatever deficits Sackeim found in his subjects
a year after shock, he has chosen not to disclose them.

Similarly, Jonathan Cott—also, pre-ECT, an accomplished author, with
fifteen books to his credit—was a research subject of Sackeim’s in 1999. After
ECT, he wrote a whole book about memory, describing how fifteen years of
his life had been erased and his intellect permanently diminished.>" Like
Lanes, he didn’t remember that he had been a research subject. To this day,
Sackeim has never revealed that such extensive permanent amnesia and dis-
ability occurred in any of his subjects, ever.

Should he, or any other researcher, have the choice to simply “disappear”
subjects like Lanes and Cott (and who knows how many others) in order to

polish the image of ECT? Who's to stop him?

The Rise of the Special Interest Group

In his book about the psychopharmaceutical industry, Let Them Eat Prozac,
psychiatrist David Healy writes, “One of the chilling things about this story
is how a very few people in key positions can determine the course of events
and all but shape the consciousness of a generation.” The drug industry is
much larger than the shock industry, with a lot more money at stake. If a
handful of people can shape policy and opinion in the drug world, it is all the
more true in the ECT industry. This is true not only for one generation—but
across generations.

The term “special interest group,” long used in politics, is now an apt
description for a group of scientists who share common financial interests

and “are taking over control of science, acting to protect corporate interests
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in science by virtue of their medical positions.” What we are allowed to
know and believe and do about shock is determined by these “self-selecting
academic oligarchies,” as they have been described so accurately.’*

It is a great mistake, but one that many people make, to think that either
academics or government employees are free of financial conflict simply
because they aren’t currently or directly employed by corporations. Today the
university research center is no ivory tower, but one of the key players in the
special interest group. In this vast and lucrative enterprise, the patients whose

brains and bodies are on the line are forgotten. One patient advocate writes:

Research stakeholders represent an interlocking directorate of self-
interest: the biotech/pharmaceutical industry, university and free-stand-
ing research centers, bioethicists, government oversight agencies, and
medical journal publishers. This confluence of self-interest groups
tightly controls the conduct of research and the oversight process as indi-
viduals within the enterprise move freely from one to another position
of authority. All of these players are financially and professionally inter-
locked. Independent public advocates are excluded from the process,

thereby denying human subjects representation at any juncture.”

The oligarchs monopolize the federal grant money. They publish the
articles that become scientific evidence. They decide who else is allowed to
get grant money. They oversee grants. They act as editors and reviewers at
the journals. They write the textbooks. They appear in the media and as
expert witnesses in courtrooms. They testify to legislatures. They consult to
government agencies. All of these activities enrich them directly or indi-
rectly, and contribute to their ability to earn money as consultants to indus-
try and/or owners or shareholders of companies.

The more they do these things, the more they are considered experts and
the more they are allowed to do them. And as we enter the second genera-
tion of the PR era, they are training the younger ones to think and act as they
do. There is no greater triumph for a PR campaign than for the workings of
its machinery to become all but invisible, and for its pronouncements to be
accepted as reality at the highest levels of society. The PR campaign to sell
ECT has reached this goal.



The Lie That Won’t Die

They [the practitioners of shock treatment] are on a crusade to convince
other psychiatrists and the public that mental illness is a biochemical dis-
order best treated with electroshock. ... The only real check on this
campaign to bring electroshock back is the media, because those who
consider themselves victims of electroshock tend to either go into
hiding, or if they do speak out, they often lack credibility due to their
illness. . . . The controversy illustrates the important role of the media in
exposing potentially harmful activities and forcing politicians to find

solutions.

—Vince Bielski of the San Francisco Bay Guardian, 1990

For the most part, the general public doesn’t have the time or expertise to
pore through original scientific research, or to investigate whether it has
been biased by financial conflicts of interest. How, then, are we to tell good
science from bad science, good advice on health matters from bad or biased
advice? Whether we are deciding if we ought to avoid all fats in our diet, or
if hormone replacement therapy is worth the risks, we make decisions based
on what we see and hear in the media. But neither do the media look criti-
cally at what scientific research does and does not tell us. Instead, journalists
rely on the pronouncements of those who hold themselves out as experts.
It’s no accident that the men who get the most grant money are also the
media spokesmen. Sometimes the media exposure comes first (it doesn’t
matter whether the spokesperson knows anything since there’s a script),
sometimes the grant money comes first. It’s often a chicken-and-egg ques-
tion. But with the rise of ECT research entrepreneurship and its lucrative off-
shoots since the 1980s, getting one’s name and face in the media is like
money in the bank. The institutions where ECT is a mainstay (or which
would like to get into the business of ECT entrepreneurship) gain in prestige

and funding as well from all the free PR.
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The rise of the media psychiatrist, that hybrid of PR man and scientist,
was news in the 1970s, as we have seen. But today it is a mundane fact of jour-
nalistic life that, as one commentator put it, “Public relations, whose birth
early in the twentieth century rattled the world of objective journalism, has
matured into a spin monster so ubiquitous that nearly every word a reporter
hears from an official source has been shaped and polished to proper effect.””

By limiting reporters’ access to a handful of carefully groomed, media-
savvy shock doctors, the ECT industry makes sure that media coverage
is favorable. It also shapes reporters’ perceptions in not-so-subtle ways
even before they are referred to the “experts.” One reporter says that when
Greg Phillips of the APA’s media relations department took his phone call
inquiring about ECT, Phillips immediately responded, “Is this about
Scientology?”*

The veneer of science on ECT encourages reporters to believe that it is
too technical for them to understand, and to rely on doctors to explain it,
using the same script year after year. But once reporters extend trust to
doctors in technical matters, they end up granting them carte blanche on the
simple facts that would otherwise be the job of journalists to verify, such as
the numbers of persons who receive ECT each year. This is why ECT’s fake
“comeback” continues to be, as it has been for three decades, a mandatory
element of any story on shock.

In the PR era, reporters simply let the media psychiatrists point to their
self-promotional efforts as evidence: “There are no nationwide figures of
shock treatment cases over the past several years, but several factors indicate
a resurgency, said C. Edward Coffey, a psychiatrist at Duke University. . . .
Psychiatrists are publishing more articles about its benefits, colleges are
offering more shock treatment courses for practicing psychiatrists and
medical students, and medical supply companies are producing more shock
treatment equipment.”

In 1995, the founder of the group Fairness and Accuracy in Reporting
(FAIR), which challenges media bias and censorship, wrote a story exposing
bias in ECT reporting, linking the fictional comeback to media hype and
concluding that “rather than raising tough questions, news media have

tended to cheerlead the resurgent shock technique.”
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In fact, there has been no further attempt to determine how many
people actually receive ECT since the small sampling studies of the 1970s.
Each time a bill to collect that data on a state level has been introduced, the
APA has lobbied against it, with the result that only three more states have
successfully passed reporting bills: Texas, Illinois, and Vermont. Rather than
looking for evidence, reporters just endlessly repeat the baseless 100,000
people per year figure that was used in 1985 to herald a comeback.

In the '9os and the "oos, with very few exceptions, media coverage of
ECT whether print, broadcast, or online, retained its pro-shock bias and
cookie-cutter homogeneity. Some papers, like the Baltimore Sun and the Los
Angeles Times, have done more than one comeback story. The New York Times
holds the record for the most; four so far, in 1987, 1990, 1993, and 2006, includ-
ing one FAIR called a “pro-shock ad.”

My own collection includes, as of 2006, around fifty near-identical come-
back articles with titles like “A New Image for Shock Therapy,” “
Shock out of Electroshock,” and “Shock Therapy Loses Some of Its Shock

Taking the

Value.” In a world in which media coverage feeds off itself, it now seems
unthinkable that there could be any other way of covering shock in the
mainstream media. Can it be that bias toward the ECT industry is built into
the practice of journalism today, despite journalism’s professed values of
objectivity, balance, and fairness? Perhaps they aren’t what they seem to be,
especially when applied to science writing in general and to ECT writing in

particular.

Objectivity?
We all learned about objectivity in school or at our first job. Along with

its twin sentries “fairness” and “balance,” it defined journalistic stan-

dards. Or did it?

—Brent Cunningham, Columbia Journalism Review

The notion of journalistic objectivity dates back only to the 1830s and has
its roots in economics, not ethics. It was born of the need to sell the same
story to ideologically diverse papers when the Associated Press was formed.

At the same time, science was gaining currency as a basis for public policy
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and discourse, since it was thought to be value-neutral and uninfluenced
by politics. The press aimed to emulate the scientific ideal, and to do so with
the tools of objectivity, balance, and fairness. This must have seemed an
achievable goal in an era before public relations was invented.

The irony of this attempt, as historian of science journalism Dorothy
Nelkin points out, is that “this notion of objectivity is meaningless in the sci-
entific community, where the values of ‘fairness,” ‘balance,” or ‘equal time’
are not relevant to the understanding of nature. On the contrary, scientific
standards of objectivity require not balance but empirical verification of opposing
hypotheses. Simply to balance sides gives readers little guidance about the
scientific significance of different views.”®

The physical concept of balance involves two forces counteracting
each other, like scales balancing. But when truth is a power struggle between
constituencies with unequal power and status, the scales aren’t ever going to
balance. They will always tilt in favor of the status quo. Furthermore, when
two claims or opinions aren’t equally valid, to balance them is to distort
them to the unfair advantage of the claim that isn’t supported by evidence,
science, or logic.

If all objectivity requires is that one get both sides of a story, then the
quickest, easiest way to do this is to rely on official sources—the “experts.”
Objectivity doesn’t require that the sources, or the journalist, give accurate
information.

The myth is that the journalist himself is free from bias: objective by
virtue of his outsider status and his journalism degree. In reality, this is
impossible, for all kinds of reasons. But even if it were true that someone
writing for hire could be free of bias, no one who drops in on an issue briefly
and then drops out to work on the next one can ever be wise enough to
approximate real objectivity. A journalist can never know half as much as
someone who has studied the issue for many years or who has made a
lifetime commitment to it. This is especially true for a topic as complex
as shock.

In the strange world of journalism, knowledge itself, especially personal
experience, is suspect as bias. It’s like jury selection, where those informed

enough to have an opinion on the matter at hand are booted off because they
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can’t be impartial. But there is a difference between knowledge and bias,
between informed opinion and prejudice or hype, and between public rela-
tions spokespeople and real experts. In refusing to acknowledge this, and in
not learning how to tell the difference, journalists often confuse ignorance
with objectivity. Then, ironically, they ignore the biases anyone else can sniff
out, such as the financial ties of the self-proclaimed ECT experts to the

device companies.

The Tools of Bias

The tools of bias are as predictable and quantifiable in journalism as they are
in medical research.

The journalistic concept of balance, unlike the commonsense version,
doesn’t require equal time or space. As one reporter put it, “As long as you
don’t fall into the trap of presenting just one side, you're playing ball.””
Timing is also important, on screen and on paper. Who speaks first? Who
speaks last? Whose words are left unrebutted? One of the first things they
teach in journalism school is to put the least important part of your article at
the end; if the article is too long, that is the part that will be cut. Similarly,
what people read or hear first sets the tone for the whole article. So ECT
survivors are often quoted at the end of an article or show that begins,
“The new ECT is a safe and effective treatment.”

The views of the less powerful would better be characterized as ballast.
Their purpose is to weigh down the article or show so it doesn’t sail off in
one direction like a helium balloon; but there is never any question as to
which way it wants to go.

Another less obvious tactic is what [ have come to call “issue preclusion.”
Journalists get to decide not only who's allowed to speak, but who is allowed
to speak on which issue. Why aren’t the well-known shock doctors
confronted with their fake statistics and misinterpretations of research?
Because no one else is presumed able to speak on “the literature.” Psychiatric
survivors told many reporters, over a period of many years, that the one in
two hundred figure the APA used as an estimate of how many persons suffer
permanent amnesia was made up. That would have made a good story, if

anyone believed it. But we weren't taken seriously. “Tell me why you got
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ECT,” the reporters would say. “Are you still depressed?” Trying to get the
interview back on scientific matters is exhausting and usually unavailing.
They want you for your personal experience, not your wealth of knowledge.
If they want science, they’ll go to a doctor.

But even when opposing doctors are featured, it is often a comparison of
apples to oranges. If they are not addressing the same point, both seem to be
right, and the audience must rely on subtle or not so subtle cues from the
reporter as to their credibility. For instance, the words of the “anti” ECT
doctor may be followed by the narrator’s “But . ..” or a similar discreditor.
It’s not the subjects’ fault that they’re at cross purposes, nor can they do
anything about it, because neither one is allowed to know what the other
one said, or sometimes even who the other person was.

Another tool of bias that is largely undetectable to the uninformed eye is
the flexible use of attribution. One perceived way to avoid responsibility for
a controverted statement such as “there is no credible evidence of structural
damage to the brain” is to place it in the mouth of a source with an M.D. I'd
still hold any journalist responsible for knowing two simple things:
that absent compelling evidence to the contrary, most people believe what
doctors say, and that most people will assume the journalist printed the
statement for the truth of it rather than the fact that it was said.

When the journalist puts the unverified words of an ECT proponent in
her own mouth, stating as fact without quotation marks that “memory loss
is temporary” or “the machines use much less electricity,” the reader
assumes and is meant to assume that she has done the necessary verification
of that statement. When that is not the case—when she has simply taken the
word of a perceived expert—the journalist has abused the trust placed in her.

In ECT journalism, the words of doctors are true and can be printed
without attribution as facts, if they serve the writer’s purpose, even if they
mislead readers. But the words of former patients, if they see print at all, do
so in quotation marks, as unsubstantiated opinions. This is standard practice
in what are considered the highest echelons of journalism, though it would
be unacceptable in a high school newspaper.

To give you just one example: Jennifer Hughes, a reporter for the Bergen

(New Jersey) Record, wrote in a 2005 article that the 8oo milliamps of
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electricity used in ECT is “about one-fifth the power you would feel if you
were shocked through your wall socket.”® Yes, the machines can put out 8o
milliamps at each shock to the brain, as Hughes wrote in her article. But the
claim that this amount of current is less than the brief zap you would feel
through an electric socket in your house is quite misleading. It’s an amount cer-
tified electricians would consider a highly dangerous—even lethal—exposure.’
It is equal to the power you would feel if you stuck your finger in a wall
socket for five seconds.

On the power of 8oo milliamps of electricity, Hughes took the word of
Charles Kellner, an ECT proponent who has disclosed financial ties to the
device manufacturers. She also claimed to me that six other doctors from the
ECT industry made the same statement about the amount of electricity used
by the devices, and that she printed the statement (without comment or
context) based on their word alone.

She didn’t believe me when I told her the statement was false, that the
shock doctors had understated the amount of electrical current used in their
treatment. She wouldn’t change it unless I sent her something “objective” in
writing as proof. She hadn’t asked Kellner, or any of the others, for any
proof.

It would be absurd to say that the sameness and shoddiness of ECT
reporting has to do with a sort of conspiracy or mass incompetence on
journalists’ part, or that all journalists are bad people. Most don’t start out
with the intention to lie, cause real harm, or write a bad article. Most think

they are doing a good job. So what is going on?

The Middle Class Makes History

The press has the power to shape how people think about what’s impor-

tant, in effect to shape reality. But whose reality is being depicted?
—Brent Cunningham, Columbia Journalism Review

Journalists and psychiatrists share a class loyalty. They're all part of what
used to be called the middle class but has been more accurately dubbed the
professional-managerial class. This is because their class status depends not

only on how much money they make, but on what they do and how much
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control and influence they have over their work and over others. Journalists
and mental health professionals share the same culture and worldview, includ-
ing the bedrock faith in professionalism itself by which the professional-
managerial class defines and differentiates itself from the rest of the middle
class.

These are the people who make the decisions and write the histories of
and for the less privileged. But in speaking for others whose lives you don’t
understand and whose values you may not share there is the danger of error,
bias, or outright deception. In the case of disenfranchised subjects like
psychiatrically labeled people, journalists cannot help but be aware, as
one writer put it, that “you're dealing with a population that has extremely
limited resources for self-representation. They have no mechanism for
holding folks accountable.”™

With ECT, there is both opportunity and motive for purposefully dis-
torting the truth because the interests of the speaking and the spoken-for
conflict. When this happens, not only the truth of what we say, but plain
facts (which would not seem to be in dispute) can be distorted.

For example, one of those standard comeback articles, published in a
newspaper that is an icon of American journalism, contained the statement
that of hundreds of ECT studies, none showed brain damage. Even one
study showing brain damage would make her statement false. Unattributed,
this statement carried all the weight of the newspaper’s presumed credibility.
I was, naively, flabbergasted to learn that such a respected newspaper hadn’t
checked basic facts. I called the reporter and asked her what had happened.

She became very upset. I'll never forget her words, which were more
revealing than she probably intended. “Linda,” she said, raising her voice,

“do you expect me to believe that doctors lie?” Then she hung up.

Journalism in the Twenty-First Century

There are practical as well as philosophical constraints on the work of jour-
nalists today, none of which bode well for accurate reporting on ECT.

In March 2003, I got a call from a journalist from National Geographic
television who was looking into doing a documentary on ECT. We had an

initial conversation of about an hour, in which she told me something that
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no other journalist ever had. She told me that their rule was that before a
statement could be aired—even if it were placed in the mouth of a subject
and attributed to them—it had to be verified with three different sources.
I had never heard of or seen journalism practiced this way in eighteen years
of giving interviews.

A friend who went to journalism school in the ‘8os said yes, they used to
teach students the three-source rule. “What killed it was CNN,” she told me.
When news networks went 24/7, they were desperate for stories and had to
scoop everyone else, so fact-checking went by the wayside. Once this
becomes standard practice, even journalists who have months to work on a
piece don’t feel any need to check facts.

With the explosion of news outlets, including the Internet, comes a
relaxed notion of what constitutes a story. Today, the mere fact that a com-
petitor has done a story on ECT is the story. Meanwhile, on the Internet,
press releases of uncertain origin masquerading as news items (known as
“e-spin”) bombard the journalist on deadline looking for something to fill
time or space. Some press releases come out looking like news on the web-
sites of drug companies, hospitals, and universities, or accompany the publi-
cation of medical journal articles, spinning their findings; but they are no less
public relations blurbs for all that. Fewer and fewer journalists see any reason
not to run these items wholesale as news. They may state, “This story was

adapted from a press release.” They may not.

Censorship or Accountability?

At the same time that traditional ethical standards of journalism, like the
practice of fact checking, are losing currency, there are fewer checks than
ever on irresponsible journalism. There is no longer any official outlet for
citizen cornplaints, no more National News Council or Fairness Doctrine.
The News Council, opposed by journalism heavyweights like the New York
Times and Walter Cronkite, ended in 1983 after only ten years. The Fairness
Doctrine was eliminated during the Reagan years, in 1987, as a result of
sentiment against government intervention. Discussions about whether
press councils or the Fairness Doctrine should be revived invariably dead-end

with the claim that any oversight body or mechanism spells the demise of
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“free speech.” Journalists shriek that checks on their freedom to say what-
ever they want are just a form of censorship. Organizations of professionals
spring up to fight against the threat of regulations or standards; some of
these organizations offer free help to journalists threatened with libel suits.

Libel suits, they say, have a chilling effect on free speech.

This freedom of speech isn’t what the framers of the Constitution had in
mind.

Freedom of speech now has a new meaning, not the one it’s had histori-
cally and not the one schoolchildren used to be taught in civics class. What it
means now is freedom from responsibility, freedom from accountability.
Freedom of the press has become immunity of the press.

To be invested with public trust and power without being held responsible:

what is wrong with this picture?

Crony Journalism

This said, there is one check on the media today, and that is in the context of
what I think of as relationship or crony journalism. That’s when people who
deal with the media regularly deliberately cultivate an ongoing, personal
relationship with individual journalists in order to make sure their issues get
covered the way they like.

People think news stories just happen. In reality, a lot of what’s printed
or seen is the end result of a two-way relationship with a journalist. This
type of journalism (which I have never experienced) only happens when
each needs something the other has. The reporter needs to fill his quota of
marketable stories; the subject needs favorable publicity.

The seeds of these stories are planted long before they appear, with
phone calls, lunches, and editorial meetings at which those who have insinu-
ated themselves with individual journalists pitch ideas to the decision mak-
ers. The crony is never surprised by a businesslike phone call from an
unknown, perhaps hostile, entity who’s committed to doing a story on her
topic with or without her. The crony already knows how the story is going
to go, because she had a role in shaping it.

A crony relationship is unlikely to work out unless the journalist and source

share a class identity and worldview. But when it does, it’s more honest than
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other forms of journalism. There’s no hidden agenda, no deception or false
expectations. The relationship is not all give on the part of the subject and all
take on the part of the journalist. Both parties benefit. Only the readers are
duped, not realizing that the story didn’t get into the paper on its merits.
Lobbyists for biological psychiatry and forced treatment (like lobbyists in
other areas) are experts at crony journalism, with staff paid to cultivate the
media. The media depend on them as sources on an ongoing basis, and any
journalist who crossed them would risk losing access. That is the only lever-
age anyone has over the media these days: the knowledge that they still need

you as a source and will call you again when they do.

Hit-and-Run Journalism

The type of journalism I have experienced routinely for more than two
decades is far less pleasant. I call it hit-and-run journalism.

The relationship between the source and this journalist is, beneath the
fake friendliness, adversarial. Journalistic ethics has nothing to say, as far as I
have been able to figure out, about courtesy or responsibility to one’s sub-
jects. There is no ethical requirement that journalists be honest. They need
not disclose information about their own biases that, if revealed, would neg-
atively affect their subjects’ willingness to be interviewed. For example, the
reporter who became so upset at the idea of doctors lying was smart enough
to realize that I had misgivings about the ability of her newspaper to cover
the shock issue, given its abysmal track record. She told me, in more or less
these words, “Hey, don’t worry, I am no fan of doctors.” She went on about
a doctor who had treated her for a minor physical problem. She was not
satisfied with the care he provided.

But there is a big difference between believing that a few bad apples make
mistakes or provide poor care, and being willing to accept that doctors are
capable of routine and deliberate lying. By any ethics deserving of the name,
she had a responsibility to be as honest with me before writing the article as
she was afterwards. But had she done so, she would not have gotten an inter-
view with me.

Consider how odd it is that a total stranger asks you the most personal

questions about yourself, requires you to answer every question he poses
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fully and truthfully (otherwise you will be suspected of hiding something),
expects you to trust implicitly that he will not make any errors of fact or
context when he publishes your name for thousands of people to see, and
usually does not allow you to make any corrections of errors or misrepresen-
tations either before or after publication. At the same time he will not tell
you anything about his background, his motives, his opinions, whom else he
has interviewed, or how he’s decided to frame the story. Nor will he be
responsible or accountable if his shoddy work slanders or libels you, maligns
your work, or harms innocent people who make decisions on the basis of
what they see and hear in the media.

This type of journalist makes himself inaccessible once the story is
finished. He’s driven off and takes no responsibility for the damage he’s done
to individuals or to the general level of public understanding of an issue.
Why would he? He never intends to speak to the subject again. There’s no
one to hold him accountable for his actions.

Meanwhile, those who live with the issue every day, year after year, are
left standing at the scene of the accident in disbelief, telling each other
lamely, “If we hadn’t talked with them, it would have been even worse,”
knowing that’s not true, knowing that even if we did make their work
slightly less awful, the harm that’s been done to us outweighs that tiny gain.

A print article might be read by half a million people, a television broad-
cast seen by many millions. We know we’ll be living with the fallout for a
long, long time. Years of patient and unpaid work can be effectively undone
by a journalist who didn’t check her facts, intoned by a big name in network

news.

Phil Donahue

“Hit and run” is how I'd describe what happened on the immensely popular
Phil Donahue talk show in the spring of 1996. Or maybe “set up,” one we
couldn’t have seen coming. Among the guests were an eighty-four-year-old
woman who’d just had shock and her daughter. The daughter did all the talk-
ing, all about how wonderful shock was. The tiny, white-haired mother was led
onto the set, sat with a frozen smile on her face and a lovely gold chain around

her neck, and never said a word. Gradually the audience got suspicious.



224 DOCTORS OF DECEPTION

“Let the mother talk,” someone said. Applause! “No, I don’t think so,” said
Donahue. The mother didn’t even have a mike on.

“Can’t she talk?” someone shouted again.

“Of course she can talk,” said the daughter. “Mom, stand up.” The old
woman didn’t appear to understand, didn’t respond when her daughter
tugged her arm.

“Look at that smile!” said Donahue. “Do you know we’re talking about
you?”

“Let’s leave my mother alone. She’s eighty-four years old.”

Later on the same show, shock survivor Diann’a Loper appeared for “the
other side.” Loper lost many years of her life and her memories of her child’s
life due to ECT. The ECT also caused her to suffer spontaneous epileptic
seizures at least once a day, which can be only poorly controlled with
anti-epilepsy drugs. She’s suffered permanent brain damage, and, under-
standably, she feels shock should be banned. She made her case to Donahue
with passion and grace.

Richard Weiner added some showmanship to the standard APA PR line,
telling viewers, “The type of electricity that’s now used with ECT is mod-
eled on the type of energy that is used within the brain itself . . . it’s a more
natural type of electricity that is now used,” then answered “no” when asked
if he was a consultant to the shock machine companies.

This farce was unmasked only after the lights had gone down and the
audience had left. Backstage, the mother was no longer smiling and looked
confused and anxious. Now, she seemed to be saying something I couldn’t
hear. But I heard her daughter repeating patiently, over and over, as if to a
small child: “We’re in New York, Mom. We just did the Phil Donahue show.
We're going home now. We're in New York.”

Meanwhile, Loper was in the next room rolling on the floor, quietly

having a seizure.

20/20 Redux

In February 2001, I got a call from a man named Joel Bernstein, who introduced
himself as a producer for CBS News’s 60 Minutes II. Would I be interested in

talking to him? They were doing a show on ECT.
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For my own safety, I tried to feel him out, but he would reveal nothing.
How did he get interested in this topic? He was, he said, just intellectually
curious about it. I could not get him to reveal anything about himself.

I didn’t want to be on 6o Minutes II, but I was morbidly curious to see if
there was anything I might do this time to prevent the show from being a
total train wreck. As a condition of meeting and talking with Bernstein, I got
him to agree that if I were on the show, I would be asked the same questions
as the pro-ECT spokesman, who predictably was Harold Sackeim. I would
appear as an expert on ECT, not a mental patient.

We met at a place of his choosing, a downscale pub, where he bought me
lunch and told me he wanted to do a program on the comeback of ECT.
Patiently, I explained to him that this show had been done dozens of times,
and that there was no comeback in actual fact. I tried to interest him in other
angles, like the FDA classification issue, but I could see he had no interest.
He wanted to do comeback. I said, “How can something be making a come-
back for fifteen years?” and he did get the point, but it didn’t seem to matter.

My impression of him was that he wasn’t receptive to what I had to say.
He had agreed to interview me on my terms, and we even made a date for
the interview, but then he told me “other people” wouldn’t allow it.

He was also speaking to a colleague of mine named Juli Lawrence, an
ECT researcher, survivor, and proprietress of the popular Web site
www.ect.org. We both sent him, and he accepted, a list of questions for
Sackeim. They were the type of tough questions any investigative journalist
ought to love.

Joel Bernstein was not that person. He didn’t use any of the questions.
The show followed the APA’s PR script to the letter. The hook was, “The pro-
cedure that was considered barbaric has made a significant comeback and is
now given to more than 100,000 Americans a year.” Deadline pressure can’t
explain why Bernstein didn’t check this claim with three sources, or even one
source; he had months to put the show together.

The segment included clips from Cuckoo’s Nest (twice). It featured one of
Sackeim’s patients, and Sackeim himself on camera for much of the show.
Peter Breggin spoke, sandwiched between Sackeim clips, for a total of fifty

seconds. In a thirteen-minute segment, this was ballast, not balance.
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It was 20/20, that nightmare from 1985, all over again, with the same
players. Breggin was allowed to say only that he believed shock should be
banned (followed by a disclaimer that “most psychiatrists” find him
“old-fashioned”), while Sackeim was allowed to address the questions of
memory loss and brain damage with sweeping denials that sounded scien-
tific but weren't based on science. “Most patients” believe the memory loss is
a small price to pay, he claimed, and those who experienced devastating
memory loss are “extremely rare.” These lines are straight out of the APA
Task Force Report, where they aren’t footnoted to any studies or evidence,
because there isn’t any.

Four people who had had ECT were interviewed. Those who had
positive things to say about it got three and a half minutes of air time. Diann’a
Loper played the role I'd played in 1985, the token “unhappy” patient, with
ninety seconds to tell of her brain damage and amnesia. Her words were
followed by the mandatory “but” and a rebuttal by Sackeim.

The only difference between the 2001 debacle and the 1985 show was that
I'd now had sixteen years of direct personal experience working to educate
the public about the nature and risks of ECT. I knew how many others had
worked even longer and harder than I had. But all our efforts had failed, if
you judge by what the public is still being told about shock.

Like the overwhelming majority of journalists I have known, Joel
Bernstein took on a completely different personality after his piece was
done. The facade of professionalism was gone, replaced by hostility and con-
tempt. In a tone of voice I had never heard before, he said he didn’t want to
talk to me. [ was, he said, paranoid and irrational. I had wasted his time.
When I asked him why he hadn’t told his viewers of Sackeim’s financial con-
flicts, he replied that he didn’t think it was important, that it didn’t belong in
his piece, and that he didn’t have enough time to include it.

Only then did Bernstein admit he had withheld information from me about
his own standpoint. He had done the show on the suggestion of a personal
friend of his, a psychiatrist. By definition, he’d be seeing this friend again; it was
important that the show meet with the friend’s approval, as I'm sure it did. Who
was I? Someone whose opinion didn’t matter, someone he never expected to

hear from again; just someone who lived this issue every day, every year.
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CBS set up an Internet forum where people could discuss the show. When
someone posted that Sackeim worked for the shock machine companies and
that CBS knew this and did not disclose it, there was general disbelief.
60 Minutes II enjoyed such a reputation for quality journalism that people felt
betrayed by its failure to tell the whole story. Clearly, viewers did not share

Bernstein’s stated opinion that Sackeim’s finances were not important.

The Atlantic Monthly

The single worst piece of journalism I have ever read or had the bad fortune
to be associated with appeared in February 2001, in one of the universally
revered icons of the American media, the Atlantic Monthly. As with the
New York Times, the more public trust a media outlet enjoys, the more a
reporter is free to abuse that trust with complete immunity.

A young reporter named Daniel Smith, writing his first feature for the
magazine, took full advantage of that immunity. I agreed to an interview
with him on one condition: that Smith himself agree to be interviewed by
me, after publication, about the process of writing the article. I hoped in this
way to gain some insight into why ECT articles end up the way they do, and
thus to keep our interaction from being a total loss should the article turn
out badly.

Even the way Smith dressed for our interview was designed to reveal
nothing about himself: I recall him wearing the plainest of button-down
shirts and pants. He didn’t answer any of my questions as to who he was or
why he wanted to write this article. We spoke for three hours, and he taped
the interview.

More than a year later, I got a call from the magazine’s fact checker. His
questions, and the proposed wording of the statements he read off, truly
alarmed me and were my first hint that something was seriously wrong. First
of all, though I'd discussed this at length with Smith and given it to him in
writing as well, he had gotten the mission statement of the Committee for
Truth in Psychiatry wrong. Our mission is not hard to understand. We do
one thing and one thing only: advocate for truthfully informed consent to
ECT. The fact checker clearly wanted to print that CTIP wants to ban ECT.

“No,” I said, “you can’t say that because it’s not true.”
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There were other factual matters that Smith had gotten wrong, and I cor-
rected each of them with the fact checker. Smith had written that I told him
I was committed to a mental hospital several times. Although I was coerced
and held against my will, I have never been committed. Smith also wrote
that I showed Harold Sackeim my medical records. That was not true.
Then there was the matter of my participation in what he termed psychiatric
conferences, which I took to mean conferences of psychiatrists, like the
American Psychiatric Association’s annual meeting. Was it correct to write
that I was “hardly ever afforded time to speak?” That wording struck me as
very strange and confusing, since it implied that I should have been “afforded
time to speak,” which is not the case for anyone who attends these events.
I couldn’t shake his determination to keep that exact wording. He got me to
admit that, while misleading, it was not technically false. I couldn’t under-
stand why this small point was so important to him.

My last words to the fact checker on the phone were: “It’s very important
you get this right.”

It was gut wrenching to get the phone call from a friend that morning in
January 2001. She was the first to see the article and wanted to warn me it
was as bad as it gets.

The most salient fact about the Committee for Truth in Psychiatry, that
all members had experienced permanent memory loss without having been
informed that this was possible, was left out of the article, so that the reader
was led to believe that the organization was a bunch of “fanatics” (the
Atlantic’s word) who just wanted to ban ECT out of hatred for psychiatry.

But it was worse than that.

Smith had carefully concealed from me that one-third of the article was
to be about Scientology. Had he asked me, I would have told him that CTIP
has nothing to do with Scientology. It’s true that Scientology is opposed to
psychiatry on principle, including ECT. What is not accurate, what is delib-
erately and calculatedly false, is lumping CTIP together with Scientology
and Peter Breggin as “an unlikely trio of activist groups” who are trying “to
ban the procedure outright”: “These groups have agitated for the complete
elimination of ECT. They have pushed legislative attempts to limit or

ban ECT. They have initiated and supported lawsuits against psychiatrists,
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hospitals, and ECT device manufacturers. They claim that ECT is authori-
tarian, violent, and representative of everything that is wrong with the pro-
fession of psychiatry.”™

While this is true of Scientology, it is not true of CTIP, and Smith knew
this. Later, in the letters column, Smith would claim: “Nothing in the section
of my article concerning CTIP states that CTIP’s mission is to abolish elec-
troconvulsive therapy or that the organization files lawsuits. . . . Andre may
have taken this to mean that every group is engaged in all the activities.”™
But only two groups were mentioned in the article, CTIP and Scientology, so
any reader would have necessarily taken “groups” to mean both of us.

All of the other facts the magazine had been informed were false were
printed. The context in which the fake facts appeared made it sickeningly
clear why Smith wanted to print them. They were necessary to the central
thesis of the article. Boiled down from eight thousand words, the theme is
this: shock is safe. Therefore, all opposition to it is irrational. Critics can be
lumped together and dismissed as beyond the fringe in one way or another.

Thus, the false claims that I had been committed and “re-committed”
served to depict me as dangerously crazy. The false claim that I showed
Sackeim my medical records lent credibility to Sackeim’s conjecture that a
“psychotic break,” not ECT, caused my amnesia and loss of IQ. That
strangely worded sentence about not being “afforded time to speak” was
followed by, “More often, she simply rises from the crowd,” which made
me look disruptive as well as dangerous. (I had told the fact checker that
I rose from the crowd only in the sense of getting up and walking to
the microphone during the official question-and-answer period following a
lecture.)

Missing from Smith’s article, which opined that “there is no way to know
for sure whether ECT was the culprit in Andre’s loss of IQ and memory,”
was the fact that he knew that there was such a way—neuropsychological
testing—and that the doctors who evaluated me attributed my brain damage
to ECT. But facts and science could only trip up Smith’s argument,
which, insofar as it focused exclusively on ascribing motives to its characters
(independent of the characters’ own stated motives), was not and didn’t even

pretend to be a scientific argument, but a moral one.
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Because there had been a tape, because there had been fact-checking
calls, at first I thought I might have some recourse. As my phone calls and a
long letter to the magazine’s editor-in-chief Michael Kelly went unanswered,
I began to understand: it was precisely because of, not despite, the power of
the Atlantic that Smith could get away with such blatant misconduct, and
that the editor could back him up. When I tried to reach Kelly by phone, his
secretary hung up on me. That wouldn’t have happened if they hadn’t been
sure no one would believe me.

The magazine’s statements about CTIP and me, in particular the part
about being committed several times, seemed to me to be textbook
examples of libel. I went looking for legal advice, and discovered that while
it is easy to find lawyers and even organizations to represent defendants
(the media) in libel actions, lawyers who will represent plaintiffs keep a lower
profile than those who defend drunk drivers and murderers. There seems to
be a great stigma attached to even legitimate libel lawsuits because the media
have been successful in depicting them as, by definition, attacks on the First
Amendment. Because of the power and wealth of the media, it is almost
impossible to win such a lawsuit, and nobody will take one on contingency.
The lawyers I consulted believed I had a case and agreed to represent me—
for a $20,000 retainer. Then it would cost tens or even hundreds of thousands
before it was over.

Nothing before or since has so vividly or painfully brought home to me
that “free speech” in America means simply that those with money and
power get to say what they want to, while those without are silenced.

So there was no lawsuit against the Atlantic, and there were no retractions,
and no consequences for Smith or the magazine. Readers shocked and out-
raged at Smith’s tactics posted more than eighty responses on the magazine’s
Web site. Only a few comments were in his favor.

After stringing me along for months, Smith reneged on his promise to let

me interview him.
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Besides the media, the public generally gets its opinions about shock and
other treatments for mental illness from official sources, trusted authorities
like the federal Center for Mental Health Services, the National Institute of
Mental Health, the Surgeon General, and state departments of mental
health. All of these have taken positions on ECT during the PR era. If you've
heard or read anything of what these authorities say about ECT, it’s likely to
have been dumbed down to the size of a sound bite reassuring you that
shock is safe. Virtually no one reads the original reports, but even if you had,
you would be getting less than half of the story.

You just have no idea what could have been, or almost was. And the
reasons for “almost” are as stereotypical as a tabloid’s headline about a
psycho killer. They have nothing to do with facts or science and everything
to do with who has the power to enforce a particular version of the truth.
Make no mistake, whenever a government entity takes on ECT (or any other
topic, such as the effects of psychiatric drugs on suicides), these are hotly
contested political statements, and the process by which they are developed is
a political power struggle. Different constituencies fight for input, and the
playing field is not level.

In order to show how this plays out in real life, I have chosen three recent
stories from the front lines. In each case I was directly involved in the years-
long process of trying to shape the final documents: the “Background Paper
on Electroconvulsive Therapy” put out by the federal Center for Mental
Health Services, an agency of the Department of Health and Human
Services, in 1998; the U.S. Surgeon General’s Report on Mental Health
released in 1999; and the state of Vermont’s official informed consent form
adopted in 2000.

In the beginning of this book I talked about the ways in which mental
patients are seen as less than human and deprived of fundamental rights in
daily life. That type of attitude does not disappear when we show up at the

courthouse, the statehouse, or at a place like the Carter Center, which
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hosted a meeting to promote the Surgeon General’s Report on mental health
in 1999.

I vividly remember a lunchtime conversation with a bureaucrat from the
Center for Mental Health Services (CMHS), where she was working on the
center’s position paper on ECT. I tried to explain to her that shock can
permanently impair a person’s ability to work. I thought she might care
about the economic consequences of shock, even if she didn’t care about
mental patients.

Her response: “But those people would never be able to work anyway.”

These types of stereotyped attitudes of exclusion are played out in stereo-
typed mechanisms of exclusion. These are not specific to psychiatric survivors
but are used successfully with other disenfranchised or dissident groups.
First, the group or person is structurally excluded from participation by for-
mal or informal rules. For example, a person can be excluded because “only”
doctors, certified experts, or state residents are allowed to participate. These
rules may or may not actually exist, but as long as someone with authority
says they do, the person is usually dissuaded from challenging them.

Second, the group or person may be procedurally excluded. Information
or access is withheld in an informal manner that seems careless or acciden-
tal, and thus difficult to challenge, but usually is not. For example, letters and
phone calls from the excluded persons are simply ignored (for years on end if
necessary), and no details are revealed about the process that could allow
them to figure out how to get involved. Procedural exclusion can also mean
giving the appearance of meaningful involvement to some groups—allow-
ing them to speak at meetings—but disregarding their input. It also encom-
passes tokenism, when an organization or government agency selects one
person who is nominally a member of the excluded group but who is or can
be convinced that it is in his or her own best personal interest to go along
with what the government wants to do rather than what the group wants.

It is important to note that it is not really necessary to do anything for
structural and procedural exclusion of a powerless group like ECT survivors
to occur, nor does it necessarily involve malice or bad faith on the part of any
of the actors involved. The most powerful mechanism of exclusion is simple:

the status quo. Survivors have always been excluded from a voice in research



Erasing History 233

or policy, while industry spokesmen have always (at least for the thirty years
I am calling the PR era) made research and policy.

What I am really talking about in this chapter is how social change
occurs. Much of what I will describe is applicable to all struggles for social
change; some is specific to the shock issue. ECT is unique in that it is hard to
think of another public debate where the money, power, and influence of
one group so exceeds that of the other. No two groups seem more unequal
than psychiatrists and former ECT patients.

But change is not impossible. Sometimes, stronger friends and allies help
out; sometimes, just plain luck or quirk of individual personality makes all

the difference.

The Center for Mental Health Services’ Report on ECT

In March 1998, the federal Center for Mental Health Services published what
it called a “Background Paper on Electroconvulsive Therapy.” It had been
commissioned because of the media uproar over the threatened forced
shock of eighty-year-old Lucille Austwick in 1993. Austwick, a resident of a
Chicago nursing home who suffered from dementia and was labeled
depressed, had adamantly refused her doctors’ recommendation for ECT. So
had her state-appointed guardian, yet her doctors sought a court order to
force it on her. After national news outlets reported on the case, the doctors
backed down, claiming Austwick no longer needed shock. An Illinois appel-
late court went on to decide the case anyway, given its importance, and ruled
against the psychiatrists. Patients’ rights advocates demanded a response
from the federal government: What was its position on involuntary ECT?
After all, Medicare and Medicaid pay for it.

For four years the Committee for Truth in Psychiatry had tried to
convince the Center to allow us to have input into the paper, which was to
include interviews with “organizations with particular interest in ECT.”
They refused. (Marilyn Rice had passed away in 1992, so I was now the infor-
mal director of the group, and coordinated the campaign for inclusion in the
CMHS report.) After three years of not returning our calls or answering our
letters, director Bernie Arons finally allowed me to be interviewed. But in

the end the entire interview was censored, and CTIP wasn’t included as an
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interested organization. The material the government had decided was too
hot to publish went into our newsletter, Shockwaves.

The newsletter prompted an editorial response from a Mental Health
Association advocate: “What is it about our system which cannot seem to
tolerate dissent?”’ What indeed, when CMHS’s official position is that
decisions about mental health policies and services should be made with
input from those of us with psychiatric labels? Arons never gave us a straight
answer as to why he censored the input of shock survivors, but he said that
it was done at the insistence of NIMH, which has the ultimate say over
federal mental health policy.

As Arons and his staff reminded me in heavy-handed kiss-off letters at
the end of our four-year battle, federal agencies are accountable only to their
parent agencies, and ultimately only to Congress: “Individual citizens and
private organizations do not formulate Federal Government policy. Federal
policies are based upon Federal laws and court interpretations of Federal
laws. However, Federal agencies are ultimately accountable to the public for
implementation decisions, policies, and practices. Individuals can lobby the
Congress to change laws and policies and disseminate critical assessments of
both, but the Federal Government speaks for the overall will of the people,
and does not allow private interests to speak in its name.”

But the distinction between public and private interests is not as
clearcut as Arons would have us believe. Government officials, politically
appointed, move fluidly from the private sector to the public sector
or between related public posts; this is the interlocking directorate described
in Chapter Thirteen. Often those serving as regulators of an industry just
came from, or are about to go back to, a highly paid position in the
same industry. Sometimes they leave a government post and are hired
back as a consultant. Or they might hop from a position at a nonprofit to a
government gig.?

People don't change their views and values as they switch jobs. This is
why people who move between the public and private sectors—for example,
an FDA drug evaluator who leaves the agency for a position at a pharmaceu-
tical company—are best described as “gatekeepers of corporate interest

within public institutions.”*
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Marilyn Rice would have had the most succinct answer to the question
about why the mental health system can’t tolerate dissent. She always used to
say, “No one’s bread is buttered on the side of exposing the truth about ECT.”

In the end, without acknowledging the existence or input of a national
organization of former patients who’d experienced permanent amnesia,
the CMHS report could only say, “The issues regarding brain damage and

memory loss have not yet been fully explored or understood.”

The Surgeon General’s New Clothes

On December 13, 1999, the U.S. Department of Health and Human Services
released “Mental Health: A Report of the Surgeon General.”

Five years later, an Internet search for that title returned about 18,400
hits. You've never heard of it? Then the plan failed. Surgeon General David
Satcher and his team had aspired to nothing less than to reach every home in
the U.S. with its chosen message: Seek help if you have a mental health problem.
The help they wanted to sell you included ECT.

The PR person behind this ambitious late-century attempt to sell mental
health treatment was Celinda Lake, who was simultaneously orchestrating
the Gore 2000 campaign. She extensively test-marketed the predetermined
messages of the report, like “Mental illnesses are a set of diseases like physi-
cal illnesses” and “Half of the people in any given room are affected by men-
tal illness.” Polls showed that most people already believed most of the
messages. They were, however, ambivalent about the message that “effective
treatments exist for most mental illnesses,” so that became the theme the
report really hammered home. The weapon of choice was “science”: not

actual science, but the repeated use of the word.

Q: How can we make sure the Report is not perceived as a Gore 2000 elec-
tion tool but is, in fact, received as a science-based, evidence-based
look at mental illness and mental health? [Emphasis added]

A: From our research, I do not think that will be a significant problem.
No one we surveyed or talked to in focus groups, for example,
doubted that one in five people were affected by mental illnesses,

or that 50 percent of the people or their families could have an
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experience with mental illness, or that mental illness was a major
problem in our country.

—Question by Bill Emmet of NAMI to Celinda Lake’

Science, then, wasn’t necessary to sell the public on the illness metaphor
for troubled and troubling behavior; the challenge was to sell the perceived
solutions—drugs, shock, and therapy—as science based. And the biggest
challenge would be selling shock, where there was no science supporting the
industry’s claims.

Networking over the Internet, mental patients and survivors of psychia-
try first became widely aware that the Surgeon General’s Report was in the
works in 1997. Shock survivors knew it would have to include a section on
ECT. The report was being developed by CMHS (along with NIMH, though
we didn’t know that until later). We began contacting them, asking to be
involved. But just as with the Background Paper on ECT, emails, letters, and
phone calls were simply ignored. We wrote to our congresspeople and to the
report’s managing editor and senior scientific editor. To the extent that we
got any response, it was this: “If we included ECT survivors in the report,
we’d have to include everyone . . . we’d have to include Holocaust survivors too!”

Eight or ten mental patients had been carefully chosen by CMHS to work
on a selected part of the Surgeon General’s Report—the part about the
consumer movement—but this was not inclusion; it was tokenism. CMHS
seemed confident that those few people could be trusted to keep their
mouths shut and do as they were told, and not to let the rest of us in on what
was going on.

They miscalculated by one.

Joseph Rogers was the original conservative mental patient, or consumer.
His organization, the National Mental Health Consumers’ Self-Help
Clearinghouse in Philadelphia (originally the National Mental Health
Consumers’ Association), was the first mental patient group to take money
from the government and has been continuously funded since 1986. Rogers
was slated to be one of the senior reviewers of the report, and so was able to
see a draft of the ECT section. Outraged, he leaked the four paragraphs
to the public. Thanks to the advocacy community and to Rogers’s ability to

generate media coverage, a firestorm broke out.
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“Federal report praising electroshock stirs uproar,” wrote the New York
Times. The story was also picked up by Reuters, The British Medical Journal,
and other general and mental health media.®

The draft called ECT “safe and effective” twice. In a report that repeat-
edly claimed to be based on cutting-edge neuroscience, not a single scientific
research study was cited in support of that or any other claim. For instance,
the assertion that research showed that ECT does not cause brain damage
was backed up by a survey of the use of shock in the elderly. Mostly, the
report referenced Weiner’s review article and a textbook chapter written by
Sackeim and psychiatrist Matthew Rudorfer. Rudorfer is a key member of
the ECT fraternity, administering and overseeing grant money at NIMH. He
is the “scientific officer” assigned by NIMH to address scientific concerns
about Sackeim’s long-standing research grant. We knew him for his author-
ship of several pro-shock puff pieces.” Not surprisingly, we soon found out
that the section of the report in which ECT was discussed, the chapter on
“Adults and Mental Health,” had been edited by Rudorfer.

Basically, it followed the standard PR line: “Decades ago, patients under-
went ECT without anesthesia ... those now antiquated procedures
contributed to the negative portrayal of ECT in the popular media. . . . Its
use declined until the 1980s, when use began to increase amid growing
awareness of its benefits. . . . Adverse cognitive effects of ECT have been
reduced by modern advances in treatment technique, including oxygenation,
reduction in the electrical dose by the use of brief pulse stimulation, and uni-
lateral electrode placement.” This was followed by the standard denials of
brain damage, permanent memory loss, and cognitive deficits.

Rogers put this all in context, publicly saying that Richard Nakamura, the
NIMH deputy director in charge of the ECT section, was “very pro-
electroconvulsive therapy, and I think he is looking for the Surgeon General’s
Report to give better legitimacy to electroconvulsive therapy and a clearer and
more definitive statement on electroconvulsive therapy.”® He likened the response
of the Surgeon General's spokesman to the media exposure to “what it’s like when
you turn on the light in a room full of cockroaches and they scurry for cover.”™

As a result of the overwhelmingly negative publicity, as well as all the

creative ways people across the country had expressed their displeasure with
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the Surgeon General (such as sending him the snipped-oft plug ends of elec-
trical cords with the message “Pull the Plug on ECT!”), Joseph Rogers was
able to put pressure on NIMH. Nakamura and Rudorfer agreed to meet with
Joseph’s co-worker Susan Rogers, myself, and a representative of the National
Mental Health Association (NMHA). Since Ms. Rogers and I were both con-
versant with the scientific literature on ECT, we bombarded Nakamura with
references that had been left out of the report. We challenged them to pro-
vide one single scientific study to support their claim that ECT is “safe.”
They could not, yet at the same time told us that the wording of the report
was “non-negotiable.”

I left the meeting knowing I'd impressed Nakamura, yet sure that it
wouldn’t make any difference. Meanwhile, I continued my phone calls to the
psychiatrist who was the report’s senior scientific editor. I'd been calling for sev-
eral months, but he never answered the phone or returned my calls. Having an
assistant or an answering machine is the simplest yet most effective method of
exclusion ever devised. In his case it was the latter, and it let me speak at length.

There came a day, though, when he accidentally answered his phone.
The call was brief. As soon as he heard who was calling, he started talking
over me loudly: “Your organization does not have credibility as scientists!”
I would have liked to continue the conversation, but he hung up.

What he didn’t understand was that we weren’t the only ones outraged
by the government-approved exclusion of survivors and critics of ECT. The
industry PR line that all criticism of ECT comes from Scientologists and
antipsychiatrists was about to be resoundingly debunked, as the mainstream
rallied against the report.

Surgeon General David Satcher wrote on his Web site at the time:
“I would most like to be remembered as the Surgeon General who listened
to the American people and responded to what they said. I encourage all of
you to write to me.”"® And we did. Even the tokens—those conservative for-
mer patients appointed by the Surgeon General, most of whom held
respected positions in nonprofit or government agencies—wrote to him
expressing a unified position on ECT: “We believe the Report should include
all the research on this controversial issue including that which indicates

serious side effects.””
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At Alternatives 99, an annual conference for current and ex-patients and
advocates funded by CMHS, over 300 people signed a petition calling on the
Surgeon General to work with the Committee for Truth in Psychiatry to
develop a statement accurately reflecting the risks of ECT.

Thanks to the efforts of Joseph and Susan Rogers, four major national
organizations of impeccable credibility (National Association of Protection
and Advocacy Systems, National Mental Health Association, International
Association of Psychosocial Rehabilitation Services, and the Clearinghouse)
joined forces to express “serious concerns” about ECT in a two-page letter to
the Surgeon General. The letter cited research studies documenting the risks
of death and memory loss, and asked that the report be revised to include
more research than a few references to Richard Weiner.

There was never any response.

Though we were told, indirectly, that the ECT section had been revised,
we were not allowed to see it and we feared the worst. There was one last

opportunity to make our voices heard in a very public way.

The “Rollout” Circus

A two-day “Rollout Meeting” for the Surgeon General’s Report was sched-
uled at the Carter Center in Atlanta on November 17 and 18. Former first lady
Rosalynn Carter would host and call it her annual Symposium on Mental
Health Policy. Susan Rogers had been invited and somehow wangled an invi-
tation for me. We both wrote letters to Carter explaining the ECT situation,
and Rogers asked to be given time on the formal program to present to the
audience. She planned to hand the Surgeon General the three hundred-
signature petition asking him to work with CTIP. And we would try to make
sure every participant got a copy of the Clearinghouse’s letter asking
for their help in assuring that the report “is accurate and meets recognized
standards of scientific objectivity.”

On the first day of the meeting, we set up the copies on a table, and also
began handing them out to participants as they walked in. It wasn’t long
before Lei Ellingson, assistant director at the Carter Center, told us, “You
can’t hand those out here.” Rogers stood her ground. Ellingson said that if

we continued to distribute our material on private property we would be
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removed. We were free to hand out anything we wanted out on the
highway—a long distance away. The message was clear: no criticism of
shock treatment was allowed at the Carter Center.

To this meeting were invited all manner of mental health workers from
psychiatrists to psychosocial rehabilitation practitioners; benefits managers;
hospital administrators; epidemiologists; alcoholism and drug abuse coun-
selors; policy fellows; lawyers; chaplains; sociologists; mental health com-
missioners; industry bureaucrats and lobbyists . . . in short, everyone who
makes money off mental patients, but very few of us.

For that reason, I suppose, everyone but us was willing to sign up to
promote the Surgeon General’s Report without having read it. We were put
in small groups to brainstorm promotional strategies. It was like an organizing
meeting for a political election campaign; do volunteers sit around arguing
over whether they agree with everything their candidate says, or do they
concentrate on getting her elected? The actual report wouldn’t be released
for another month. All we were getting were campaign slogans, repeated
over and over: Mental illnesses are real. Treatment works. More people
needed to be treated. And the most jarring slogan of all, from the keynote
speech by Deputy Surgeon General Kenneth Moritsugu: “Science is truth!”

But real science doesn’t need a rollout meeting.

Her request for time on the program denied, Rogers stood up during the
public comment period and read the letter the Carter Center had tried to
censor. And then she added: “When Dr. Moritsugu referenced ‘the best
science, the best available science, and solid science,” he could not have been
including ECT for it constitutes bad science. It is not ‘safe and effective,’
as the report has said. . . . Part of our problem with the report was process.
If people with psychiatric disabilities had been involved from the beginning
in a representative and adequate way, I do not think we would be seeing the
problem with the section on ECT.”**

But we were overruled by psychiatrist Leon Eisenberg of the Carter
Center, although his words unwittingly reinforced our key point: “We must
not get stuck arguing over the details, rather than recognizing the opportunity
to have a national policy enunciated on behalf of a group that has been left out

and is still being left out.”



Erasing History 241

On the shuttle bus to our catered dinner, I found myself quite acciden-
tally sitting next to Dr. Nakamura. He was cordial enough, making small talk
about his family while I listened politely. But he was still worrying at what I'd
said at our meeting. “You said you had memory loss?” he began.

“Yes, about five years. . . .”

“Now, think back to that time. What happened to you? Did you fall off a
ladder? Are you sure you didn’t trip and bang your head? Maybe you had a
boyfriend who hit you . . . try to remember.”™

I felt a slow burn of horror. Just as he would never have expected me to
say, “Are you sure you have two children? Maybe it was only one,” I would
never have expected another human being—much less a scientist—to ques-
tion my authority over my own life. You are lying, yes, I might have expected
that. You are crazy, shorthand for the same thing, sure. But You do not know
what happened in your own life? And to try to tell me, based on nothing but his
own beliefs about ECT, some story about what must have really happened?

Instead of trying to understand and learn from what happened to me,
putting it together with information from other sources to see if he could
draw some conclusions, Nakamura was attempting, like a defense lawyer in
a malpractice case, to punch holes in it. That, he obviously thought, was
what science was about. It was nothing but the old (and very male) doubting
game. Nakamura was looking for a reason, any reason, to support what he
already believed: that ECT can’t cause permanent amnesia. It was my job to
prove to his satisfaction that nothing else in the world could have damaged
my brain, not his job to investigate whether ECT had done it.

Had this definition of science been applied to other areas of medicine,
we’d never even have gotten to the point where one previous Surgeon General
had been able to prove that smoking causes lung cancer. This future director of
NIMH—and everyone behind the report—seemed to me to have his own

definition of science: What we who call ourselves scientists want it to be.

“The Best Available Science”

We got the news on the morning of December 13. I cried, remembering how
hard Marilyn Rice had worked to inform people about the risks of shock,

thinking I'd somehow let her down. I wondered what it was that we could
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have done that we hadn’t, while Susan Rogers tried to convince me it was
really OK, because the report no longer used the specific phrase “safe and
effective.”

But the safety claim had snuck back in: “ECT may be the safest treatment
option for severe depression.” (The reference for this was the textbook
chapter by Sackeim and Rudorfer.) The new version had been expanded
from four paragraphs to ten, with seventeen sources instead of five, but the
reliance on biased and financially conflicted industry sources hadn’t changed.
There was now only one cite to Richard Weiner, but there were fourteen
references to Harold Sackeim. Rudorfer cited himself twelve times, and they
were all to the same two sources: the textbook chapter he wrote with
Sackeim, and the editorial praising shock he wrote to accompany Sackeim’s
article. Here it was: the “best available science” the Surgeon General of the
United States could come up with.

The section telling people ECT can’t cause brain damage had been
expanded with more references. But they weren't to “decades of method-
ologically sound studies,” as the reader was led to believe; they were to
Sackeim’s and Weiner’s reviews, to the NIMH Consensus Conference, and
even to the CMHS report from which survivor input had been censored. The
report now endorsed “maintenance” shock (that is, giving persons shock
once a week to once a month on an ongoing basis).

The section on cognitive deficits had been made worse with the
unsupported claim that “most patients return to full functioning.”
Previously, there had only been the claim that adverse effects had been
reduced compared to the old shock. And readers were also assured that
severe memory loss was “clearly the exception,” though no one tried to back
this up with even a fraudulent reference.

The claim that ECT now uses “one-third the electricity” hadn’t been
corrected, though Nakamura had been given the references to do so. The
neuropsychological test results, the amnesia studies of Squire and Janis, all
the other studies—it was as if they hadn’t existed.

The day the report came out, Joseph Rogers issued a press release, titled
“Surgeon General’s Relative Caution on Shock Treatment a Victory for

Advocacy Movement.” I thought I understood. There was no longer any
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chance of a good outcome, so he might as well make the best of a bad one.
To criticize the report further would be futile in the light of the onrushing
tidal wave of preplanned positive PR.

In the end, all our efforts vanished. We worked ourselves silly, while the
status quo simply stood pat. Denied, ignored, delayed, excluded. Today the
Surgeon General’s Report is just another footnote (along with the NIMH
Consensus Conference Report and the CMHS report) appended to the

statement that “ECT is a safe treatment.”

A Trip to Vermont by Way of Texas

Vermont has a long and proud tradition of mental patient activism. Bills to
ban shock have been introduced with regularity, as recently as 1985 and 1990.
In the mid-1990s Vermont Protection and Advocacy (P&A) seriously looked
into the feasibility of banning shock. Proposed legislation would have
given patients deemed competent the absolute right to refuse shock, and
prohibited it entirely for incompetent patients unless they had previously
signed a power of attorney giving consent. At the least, some Vermont advo-
cates wanted a ban for children under sixteen, a step already taken by several
other states.

By the 19992000 legislative season, it was looking good for some kind of
shock legislation; the only question was, what kind.

Advocates were encouraged and inspired by what had happened in Texas
in the 1990s; the shock industry must have dreaded a replay. There, legisla-
tion to ban shock completely had not only been introduced but had come
close to passing. In the end, the state not only passed a law requiring that
statistics be kept, but banned shock for minors and beefed up the statewide
consent forms to warn patients of “the possibility of permanent irrevocable
memory loss.” And five years after the original reporting law was passed,
the state looked at the statistics on death rates, which were about one in
two hundred for elderly people, and amended the consent form to remove
the word “remote” before “possibility of death” in the consent form.

A major force behind this move was two shock survivors, Doug Cameron
and Diann’a Loper. Cameron, as we saw in Chapter Six, was able to debunk

the industry’s claims of “less electricity” using mathematical formulas.
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Even after ECT caused her to suffer daily epileptic seizures, Loper was a
successful and highly paid lobbyist, and she put her skills and contacts to
impressive use to ban shock. A shock survivor of great credibility and
eloquence had direct and frequent access to legislators and was able to con-
vince many of them to do what she wanted.”

That scenario had been a nightmare for the industry, and it was about to
happen for the second time in five years with Anne Donahue.

Donahue comes from a wealthy and established family in Vermont, and
prior to her shock treatment, had practiced law. In 1995 and 1996, when she
was around forty years old, she received two courses of ECT, thirty-three
sessions in all, for severe, recurrent depression. Though the shocks relieved
her symptoms temporarily, she was left with devastating memory losses
going back nine years. “While the more distant incidents may be random
events, they are hardly insignificant ones: hosting and driving Mother
Theresa for a full day visit to Los Angeles in 1989; the dinner reception for
my National Jefferson Award in Washington, DC, in 1990, where I met and
sat beside my co-honoree, General Colin Powell; my brother’s wedding in
1991—the list goes on, and keeps growing as people bring up references to
the past in casual conversations.”*

She had extensive neuropsychological testing done, just as I had, with the
same results: permanent and significant cognitive deficits and a thirty-three
point reduction in IQ. The industry might have created another Marilyn Rice,
I thought, another highly educated, well-spoken, dedicated crusader against
fraud and deceit, someone who could talk back to it in its own language.

I was particularly impressed with the draft of an article she had written
and sent to me around 1997. It described the nature and extent of ECT amne-
sia and its effects on her life in great clarity and detail, making points
I'd never seen in print before—like how we tend to underestimate the extent
of our amnesia because you can’t know something is missing from your
memory until someone else tells you about it or you accidentally discover it.
And a lot of other good points like that, plain as salt to me but eye-opening
to people who haven’t been shocked.

And heresy to shock doctors. I said to her at that time: “If this article ever

gets published, I will eat it.” I meant it.
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Donahue described her article as “the beginning of my battle to push for
informed consent protections,” and she was serious about publishing it. She
sent a copy to Harold Sackeim and he took notice. He even invited her to
meet with him and, I imagine, sized her up the way he had me in 1990—
damage control, a routine part of his job. I'd come up short, a flea to be
brushed away, but Donahue did not. She was not only a lawyer, but a player
in mental patient politics; she edited a statewide newspaper for mental
patients and was the board president of Vermont P&A. Anyone meeting her
would be struck by what some would call confidence and others, arrogance.
It seemed likely she’d get her paper published somewhere with or without
Sackeim. In short, Donahue was a force Sackeim couldn’t dismiss.

He promised her he’d publish her article, as long as she made some
revisions that would make it more suitable for the Journal of ECT. He kept
her on this hook from 1997 until June 2000, when the article was published.
(It arrived in my mailbox accompanied by a knife and fork and some salt,
which made it quite tasty going down.)

Even edited, it still packed a punch. “My long-term memory deficits
far exceed anything my doctors anticipated, I was advised about, or that
are validated by research. To the contrary, either I am one in a thousand, a
complete anomaly, to be able to document memory loss still remaining after
3 years and extending as far back as incidences eight to nine years ago, or the
profession in general, after all these years of ECT, has still failed to identify
and come to grips with the true potential risks.”"”

Donahue wrote an article in her newspaper, Counterpoint, praising
Sackeim as a reformer who was working to fix the problems with ECT just as
fast as he could. He'd only “just been awarded a $5 million grant for a
comprehensive study of the long term effects of ECT,” she gushed. “Finally—
after 60 years—it is going to happen.”*® She was apparently unaware that this
was a renewal of a grant he’d had for nineteen years without ever doing such
a study.

Like the APA, she didn’t think that shock should ever be banned for
anyone, even children or persons deemed incompetent. So she drafted her own
shock bill and took it to her local legislator, who introduced it as H.12. From

behind the scenes Sackeim kept in touch with developments through Donahue,
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telling her, “T admire your efforts to stay true to convictions, and negotiate
between the medical establishment, extreme ideological positions, etc.”*

The bill as introduced had some protections for patients. It specifically
required that any consent form adopted by the state had to inform patients
that “there exists a division of opinion as to the efficacy of the proposed
treatment, why and how it works and its commonly known risks and extent
of side effects,” a protection also contained in Texas law. Patients also had to
be told about “the degree and duration of risks of memory loss, including its
potential irreversibility,” that “research is incomplete regarding cognitive
side effects,” and that “there exists minimal research on the effect of ECT on
a developing brain.” However, the bill explicitly permitted the use of shock
on children under fourteen.

When hearings on the bill began, it attracted national attention as shock
bills always do, but despite being in constant contact with advocates on the
ground in Vermont, I had difficulty even finding out when the hearings were
going to be. I asked to testify for the Committee for Truth in Psychiatry, but
was told that no one from out of state would be allowed to speak.

That turned out to be a lie. Sackeim, who’d been heavily promoted as an
expert to the legislature by Donahue, was flown from New York to Vermont,
and Donahue personally escorted him to a hearing in front of the combined
House and Senate Health and Welfare Committees. He testified for an hour
and a half, telling legislators the proposed informed consent requirements
were “misinforming” and “simply wrong,” that he opposed legislation, and
that the state should use the APA guidelines. Though hearings went on
for days, the legislature heard mostly from ECT practitioners; less than a
handful of speakers were psychiatric or shock survivors.

I wrote up twenty-three pages of testimony and sent it to that black hole
where papers go that no one ever reads.

In her testimony, two weeks after she’d submitted her article to the
Journal of ECT, Donahue said she now felt that that shock practitioners
should be given a chance to regulate themselves. She no longer thought her
bill was necessary.

The Department of Developmental and Mental Health Services (now

renamed the Department of Mental Health) announced that it would convene
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an ECT study committee made up of representatives from the local hospitals
that did shock, representatives of the department, and Anne Donahue.
This worked to appease the legislators, at least temporarily. In March 1999,
they agreed to table the bill while the committee worked to develop a
uniform informed consent document for the state.

Meanwhile, despite having told the legislature, “I don’t have any interest
in money,” Donahue proceeded to sue the hospital where she was shocked
for half a million dollars.>* Although she didn’t have a lawyer, she described
her hopes for a settlement as “skyrocketing” because Harold Sackeim had
signed on as her expert witness.™

Under Vermont law, she couldn’t sue for being misinformed about shock
unless the correct information would have changed her decision, and she
steadfastly maintained that she would have chosen shock even knowing what
it would do to her memory and IQ. But by now she espoused a major plank
in the PR platform: that permanent massive losses are due to poorly
performed (old or outdated) ECT, not any inherent risk in the treatment
itself. Her treatments had been performed only four years earlier, and at an
internationally renowned hospital associated with Dartmouth College.
But because she now complained they’d been done wrong, she could still
bring a lawsuit. In her complaint, Donahue claimed that her doctors com-
mitted medical malpractice because they didn’t follow the APA guidelines.

As the appointed committee met to draft informed consent materials,
Donahue (now on a first name basis with Sackeim) would forward the
drafts to him, and he’d respond in the form of friendly emails (“I hope your
summer has been good. Harold”).*

While all of this was going on, we advocates did all we could to avoid
being shut out of the process, asking for minutes of the meetings, asking
that they be taped since they were supposed to be open to the public, even
those who couldn’t be present. There was no response.

Sackeim suggested about fifteen changes to the proposed consent docu-
ment, and all but one were dutifully made by the committee. In particular,
they took out the warning that “different kinds of memory problems are one
of the side effects and that these can range from minor to very severe . . .

some amount of memory loss could be permanent.” Most of the changes
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made to the model form they’d started out with, itself a derivative of the
APA form, were minor and meaningless. The more substantial changes were
to the detriment of truthful information. The original form had mentioned
brain damage as a possible consequence of treatment; that warning was
deleted.

One of the most bizarre chapters in the history of ECT had been
written: a survivor who’d been plucky enough to get her own permanent
cognitive deficits confirmed by neuropsychological testing had endorsed a
consent form which tells future patients “testing shows that many parts of
thinking are improved by ECT.”

Vermont psychiatric survivor Cindy Haggett put it this way: “I have tried
to understand what her motive may be and the only one I can think of may
be her need to justify that her choice of ECT for herself was the right one.
She lost a great deal, it is clear, and so if she can prove that was the only way
for her to regain her emotional health, then perhaps she can accept the cost.
Unfortunately she will never know, as she did not choose any other way.”*

Because the committee formed to develop the proposed statewide
informed consent materials had so blatantly excluded everyone except ECT
proponents, advocates of the original H.12 bill were able to go back to the
legislature and convince them that more input was needed.

Donahue could hardly advocate for her bill now; to do so would be to
acknowledge that the consent form she had spearheaded wasn’t enough to
protect patients. And it would have alienated her from the doctors, who were
so outraged that the bill had come back that one of them was threatening to
boycott the consent form. In last-minute discussions before the House
Health and Welfare Committee, Donahue now argued that to mandate state
oversight of ECT would undermine “the whole intention of the bill” and
“turns it into a political issue where it doesn’t belong.”**

As passed on May 2, 2000, the bill provided that Vermont’s commissioner
of mental health could oversee ECT, but left wide latitude as to how to do
that. The state had to develop a uniform consent form and materials, but
there was no longer any direction about what must be included. A second
ECT study committee was to be convened to make recommendations and

to issue a report on the consent materials developed by Donahue and the
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others on the first committee, but it had no teeth; there was no requirement
that the state incorporate those recommendations. The bill specified that
twelve organizations were to be represented on this committee, but only
three included psychiatric survivors, and Anne Donahue was on the boards
of two of them.

In an email to the chair of the newly formed committee, who was also
the chief counsel for the Department of Developmental and Mental Health
Services, Donahue was blunt: “It is only input which can be disregarded.”*

Survivors and concerned citizens from outside the ECT industry were
now in a (depressingly familiar) high stakes battle against the structural
exclusion of our input. Laura Ziegler and I lobbied our hearts out, she on the
ground in Vermont, me by phone and mail. Ziegler had found two medical
experts, a neurologist and a neuroanatomist from outside the industry, who
were ready and willing to testify. But the legislature had refused to hear
them. Donahue told Assistant Attorney General Jennifer Myka, “In terms of
a medical or research expert knowledgeable about ECT to present the ‘other
side,” none exist.”?®

No one had more access to the members of the committee or sent them
more written material than Donahue. Not only did she besiege them with
her own material, most often her summaries of ECT research by Sackeim,
but she tried to tell them what to think about what they read or saw by
putting her own spin on it.”” In mid-2000 she responded to feedback and
criticisms by others, including the Committee for Truth in Psychiatry, in a
dense thirteen-page paper. She didn't allow that any of the criticisms were
valid. In her paper she cited Sackeim twenty-three times, the Surgeon
General’s Report thirteen times, and the APA Task Force Report twenty-three
times.”® I could see through this, but I was sure most committee members
would simply be dazzled or overwhelmed by it.

After months of lobbying the ECT study committee, they finally allowed
me to speak for twenty minutes. Peter Breggin got thirty. By this time
Harold Sackeim had already testified three times to the legislators (no time
limits for him), had been specifically asked if he had financial ties to the shock
machine companies, and—seeming to hesitate just a couple of seconds—told

them he did not.
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While some on the committee clearly had a vested interest in ECT, many
others were new to the issue and put forth their best and most honest efforts
to make sense of the sea of conflicting information—that is, the information
that they were allowed to see and hear. In the face of deliberate obfuscation—
Donahue’s tireless promotion of Sackeim, Sackeim’s denial of his industry
ties, the director of ECT at a local hospital telling them that it would be
“unethical” for the FDA to conduct safety studies—and with no history or
context and very few opposing viewpoints to rely on, the majority of the
committee members did what most people would do: trusted what they were
told by those who had placed themselves in positions of public trust.

In the end, as Donahue had predicted, none of it mattered; the meetings,
the comments, the testimony, the final report of the ECT study committee in
January 2001. None of it changed the practice of ECT or the informed consent
process in Vermont from protecting doctors to protecting patients. In
November 2001 the state of Vermont made it official: “DDMHS has selected
The Practice of Electroconvulsive Therapy, Recommendations for Treatment,
Training, and Privileging, Second Edition, published by the American
Psychiatric Association (APA) as the basis of the standards of practice.”*

A few final changes were made by the department to the Vermont consent
forms. The part telling people that ECT would improve their memory was
rewritten according to Donahue’s recommendations to make even less sense
than it already did: “Some patients report their learning and memory is
improved after ECT; testing shows that some people experience improve-

ments to pre-illness levels.”*°

If ECT did not have a permanent deleterious effect
on learning and memory, then all patients would return to pre-“illness” levels
once their “illness” was gone. “Testing shows” is a blatant lie, since there has
never been a study in which ECT patients were tested pre-“illness” to establish
their baseline status; patients are always tested in the hospital shortly before
shock, when for understandable reasons they are not functioning well. In fact,
this is how the industry got the idea in the first place to claim that “ECT
improves memory”; the fine print on this, which is never included, is that their
memory (function, not recall) “improves” (if it does, which is not always the

case) only from the subpar performance that would be expected on any test of

anything from someone miserable enough to be waiting their turn for ECT.
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To confuse patients even more, later in the document they are told that
some people “experience a return to improved thinking and memory.” The
phrase “return to” was added by Donahue because, she said, “misinterpreta-
tions would later result” if it wasn’t; but how is it possible to experience a
return to improvement?

Patients are then told some should expect “memory loss for which there
is no known treatment”—a change in the direction of greater honesty—and
that they will be getting a referral for follow-up of memory loss (a possibility
that’s not even hinted at in any other consent form.)

If former ECT patients were really referred to neuropsychologists
outside the shock industry for help, the citizens of Vermont would indeed be
ahead of the rest of the nation. But this doesn’t happen, because no such
referrals exist in the entire state. In at least one case when a badly damaged
patient found out that he was entitled to a referral for assessment of memory
loss, he was somehow put in touch with Anne Donahue, who told him to

see—who else—Harold Sackeim.**

The Blood and Flesh of Christ

The industry had dodged a bullet, lost nothing, and gained a great deal. It
had convinced a severely damaged survivor of what everyone would call
“modern” ECT that the only problems with shock were “past abuses, different
techniques from the past, or information not grounded in methodologically
sound and up-to-date research.”? The PR line had shown itself elastic
enough to define the past as “anything that happened before we figured out
the right way to give shock, which we are doing right now.”

Sackeim, in an editorial accompanying and carefully defusing Donahue’s
published article, conceded no more and no less than he had to in order to
maintain control of the situation, namely that it was possible for “excep-
tional” patients to experience permanent (he calls it “sustained”) and sub-
stantial amnesia. However, he said, only certain patients could be believed
when they claimed permanent amnesia: those, like Donahue, “who believe
the treatment was valuable, even life saving.” In other cases, it was still OK to
attribute reports of amnesia to unresolved psychopathology or “natural

progression of an underlying illness.”*
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Because Donahue kept mention of her IQ loss and other documented
neuropsychological deficits out of her article, not only was no concession
necessary on these points, but Vermont could keep on telling patients ECT
might cause “improved thinking.”

But even Sackeim’s small and strategic concession was too much for
others in the industry, who weren’t used to conceding anything. In an editorial
in the Journal of ECT, and then in the updated 2002 edition of his textbook
Electroconvulsive Therapy, Somatics owner Richard Abrams viciously denounced

Donahue:

Ms. Donahue’s personal belief is no more subject to scientific investiga-
tion than is the belief that the Eucharist is composed of the blood and
flesh of Christ. No amount of scientific testing of wine and wafer can
determine the composition of the blessed sacrament, because dogma
specifies that in the miraculous transubstantiation all properties of flesh
and blood are lost. Likewise, no amount of memory or cognitive testing,
in association with even the most advanced imaging techniques, can
ever prove or disprove Ms. Donahue’s claims, because they partake
exclusively of the essence of pure subjective experience, the validity of

which is, by definition, inaccessible to the scientific method.?

He proceeded to attack Sackeim as well for his “personal conviction” that
ECT could cause permanent memory loss. “This is puzzling, because the
author . . . is not known for making unsupported, faith-based claims in his
research articles.” But he wasn’t done yet; the shock machine company
owner went on to claim that not only does ECT improve memory by 71 per-
cent, but it grows new brain cells. His breathless conclusion was: “All claims
that brief-pulse ECT can induce, or has induced, permanent memory loss
must receive the Scotch verdict: unproved.”

Despite this extraordinary public rift between the Mecta and Somatics
camps, things might have ended up a lot worse for the industry, at least in
Vermont. Anne Donahue was elected to the Vermont House of Representatives

and now serves as the Republican representative from Northfield.



The Triumph of Public
Relations over Science

In its public relations campaign, the APA has successfully reshaped percep-
tion of the nature and risks of shock for a whole generation of doctors,
patients, and the public. In doing so, it has subtly redefined the very meaning
of words like “informed consent” and “competency” to its advantage. The
result is that the ECT industry has found a foolproof way to get around the
laws protecting patients’ rights to full disclosure and to refuse treatment. As
well, it has been able to insulate itself from potential liability for damages.
Patients today often have, in reality, fewer rights and less recourse than they

had before the PR campaign. How did this happen?

The PR Line for the Twenty-First Century

Beginning in the 1990s, the industry began to formulate a novel public rela-
tions solution to its enduring problem of shock patients who continue to
allege brain damage. It now claims that mental illness causes brain damage.
Since everyone who has had shock was labeled mentally ill at some point,
this theory serves as a convenient smokescreen for reconceptualizing brain
damage as the result of intrinsic disease rather than an outcome of treat-
ment. (In one fell swoop, the estimated fourteen million Americans who are
labeled depressed have been defined as brain damaged—a story no one in the
media has picked up on yet.) By the rules of the doubting game, the onus is
now placed on others to prove that depression does not cause brain damage,
not on the industry to prove that it does. Meanwhile, a brand new answer to
the embarrassing question of how ECT exerts its therapeutic effects is
offered. According to Harold Sackeim and others, not only does shock not
cause brain damage, it causes patients to grow new brain cells.

I first heard Sackeim talk about this at the beginning of the 1990s. This
was in the context of an interview that was to have been a discussion of ECT

research, but instead, he wanted to talk about his new explanation for why
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ECT survivors report brain damage and memory loss. They were mistaking
the effects of psychiatric conditions for the effects of ECT.

He tried to tell me that my massive loss of intelligence post-ECT was
caused by psychosis. But I was never psychotic. He had nothing to hang this
theory on. Nevertheless, he continued to elaborate on his theory that mental
illnesses are literally toxic conditions that damage the brain. Depression, he
said, is a progressive cerebrovascular disease, and any changes in the brain are
due to this ongoing degenerative disease process, not ECT. That was why,
according to Sackeim, there was no need for a brain scan study looking at
people before and after shock. It was in the best interest of humanity, he con-
cluded, that scientists were investigating this new theory of depression, rather
than that tired and boring old question of whether ECT causes brain damage.

During a 2001 conversation, he repeated the claim he first made to me ten
years earlier. I queried him on all angles, so that there was no chance of
misunderstanding him. Depression itself, period, causes permanent brain
damage, he said, even when it’s successfully treated, even if the person
recovers and never again has any symptoms. In my case, he said, a single
episode of depression lasting a few months, sixteen years earlier, must have
damaged my brain severely enough to cause permanent cognitive problems.
This was true even though I hadn’t had any of these cognitive problems
while I was depressed, only after the ECT when I was not.

In support of his theory, Sackeim—who speaks in literature citations
whenever possible—threw out some names, dates, and journal references.
I read the articles, but they didn’t say what he claimed they did. Intrigued,
I got in touch with the scientists themselves. All do brain research. None of
them do ECT. Some work only with animals, not humans. None were aware
of Sackeim’s attempts to hitch his theories to their research. All were willing

to discuss their work with me in detail.

Scientists Respond to Sackeim

All of the researchers told me, in no uncertain terms, that Sackeim’s “depression
causes brain damage” theory was not supported by the science.
The scientist Sackeim mentioned most enthusiastically as supporting his

theory was psychiatrist Yvette Sheline of Washington University in St. Louis,
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Missouri. Sackeim even said he was Sheline’s mentor, a claim she denies;
they didn’t meet until her career was well established.

Since about 1995, Sheline’s work has involved brain imaging studies of
persons with psychiatric histories, especially women with recurrent depres-
sion. In the work Sackeim cited most often, she measured the hippocampus
of a small number of women who'd been depressed for many years.
(The hippocampus is a tiny structure deep within the brain, associated with
learning and memory, and long known to be sensitive to the effects of shock.
It is the brain region most vulnerable to neuron loss from seizures.) She
found that, on average, the depressed women had smaller hippocampi than
controls.”

The jump from that finding to “depression causes brain damage” is one
only a PR man, not a scientist, could make, as Sheline and her research team
emphasized to me in personal communications. Sheline’s colleague, a nurse,
laughed outloud at that claim, then went on to explain several points. The dif-
ferences between the brain scans of patients and controls are so minute they
can’t even be seen except with the most high-tech equipment. They do not
come anywhere near the threshold of “brain damage,” but might be within
the limits of normal variation. And these brain differences do not cause any
differences in function. No one with a slightly smaller hippocampus reported
any cognitive deficits, memory disability, or sudden severe amnesia.

Most importantly, there is no way to know whether the brain differences
are causing the depression, or the depression is causing the brain differences.
As Sheline carefully summed it up to me, that there are differences between
the brains of patients with a history of depression and those with no history
of depression neither proves nor disproves that depression causes changes in
the brain. She added that she had never seen in her depressed patients any-
thing like the extent of memory loss shock survivors commonly experience,
and that hippocampal volume loss definitely did not cause IQ loss.

No subsequent research has changed this conclusion; for instance, in a
2003 literature review Sheline wrote: “Depression per se may produce struc-
tural brain changes, but this is an unproven hypothesis.”

The work of other scientists who influenced Sheline, such as Bruce

McEwen of Rockefeller University and his student Robert Sapolsky at
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Stanford, suggests that depression, by itself, does not cause brain cells to die.
But it may make the brain more vulnerable to loss of cells caused by neuro-
logical insults like seizures, even possibly lowering the threshold of what
type of insult will cause neuron death. And like every doctor outside the
shock industry, Sapolsky and McEwen are clear that seizures cause brain
damage.?

What this suggests is not that ECT can’t damage the brain; it suggests
that the likelihood of brain damage from the dual insults of seizures and
electricity is high, because the depressed person’s brain is so fragile.

That is exactly what was found in the study Sapolsky co-authored on
ECT. People who had the highest levels of stress hormones prior to ECT
(and most research suggests that only about half of depressed people do
have elevated levels of these hormones, called glucocorticoids) had the
largest declines in cognitive and memory function post-ECT.#

McEwen summed it up like this: “There’s certainly enough evidence in
neurology about seizures causing brain damage. On the other hand I think
the evidence is very up in the air that depression causes brain damage.”

Sapolsky was even blunter about what he thought of the claim that a single
short episode of depression could cause permanent brain damage: there was
“zero evidence” for such a claim, and the person making it “should be publicly
flogged.”®

What about the role of ECT in causing any atrophy seen on the brain
scans of formerly severely depressed patients? Has anyone even thought to
ask whether these people had had ECT, and whether that, rather than
depression, might be responsible for hippocampal atrophy?

Yvette Sheline allowed her research subjects to have had as many as two
courses of ECT previously on the assumption that since ECT has no perma-
nent adverse effects, these women would not differ from depressed subjects
who had never had ECT. She drew the line at three courses. But there is no
basis for the arbitrary cut-off point and the assumption that it takes three
courses of ECT for any permanent adverse effects to occur. In her published
articles, Sheline doesn’t always reveal how many of her subjects had ECT
previously, or separate them from non-ECT patients when she gives us the

results of their brain scans. That means she can’t rule out the possibility that
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ECT caused or contributed to their outcomes. However, when she reanalyzed
her data leaving the former ECT patients out, she still saw slight but signifi-
cant differences between the depressed subjects and the normal controls.”

Another study by P. J. Shah et al. in 2002 found that structural brain
changes in the hippocampi of persons with chronic depression were corre-
lated with the cumulative number of ECTs these people had received. The
authors concluded: “It could be argued that the differences were the result of
ECT ... the possibility that the findings are ECT-related could not be dis-
counted.” Nevertheless, they tried to dismiss that possibility by citing
Sackeim’s 1994 selective literature review as evidence that ECT cannot cause
brain damage. These authors also found that persons who had previously
experienced depression, but no longer did, were not any different, brainwise,
than controls who had never experienced depression—refuting Sackeim’s
claim that depression results in permanent brain damage in persons who are
never again depressed.®

Additionally, there are studies similar to Sheline’s in which researchers
looked for relationships between depression and brain atrophy but found

none.’

Brain Regeneration or Brain Damage?

The speculation about neurogenesis—the growth of new brain cells from
neural stem cells—and the role of this process in brain function and in
biopsychiatric treatments in humans is based on animal studies. These stud-
ies seem to show the proliferation of brain cells in some areas, in particular
the dentate gyrus of the hippocampus, as a result of electroconvulsive or
antidepressant treatment.” But most of these studies focus on trying to find
a way to prevent or reduce this proliferation (for instance, investigating
whether the anesthetic used for ECT could help prevent it).” Why? Because,
for one thing, no one knows whether the new cells are a good or a bad sign.
No one knows what they do, or if they will grow up to be neurons (the kind
of cells lost in brain damage), and if so, how long they live or what their
function might be.

The studies purporting to show brain cell proliferation from ECT may in

fact be showing evidence of brain damage, neuroscientist Richard
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Nowakowski of the Robert Wood Johnson School of Medicine told the Los
Angeles Times. (He developed the cellular techniques used in those studies.)
“It’s not clear in these studies whether they're seeing proliferation or some-
thing else,” he said. As far as what the changes actually mean, "Anyone who
tells you they know doesn’t.”™

It has been shown in animals that ECT causes proliferative sprouting of
mossy fibers—a type of neural connection. Mossy fiber sprouting is seen in
epilepsy and brain damage. According to scientists who spoke with the
Times, it’s very unlikely that the type of neural connection that results in
enhanced functioning would happen instantaneously, with an electric shock.

Talk of mossy fiber sprouting confused the rank and file at the 2004 APA
conference, where Sackeim and his protégé Sarah Holly Lisanby presided
over packed talks about “brain stimulation” and their newly invented “mag-
netic seizure therapy.” Hardly a word was said about ECT that year in their
enthusiasm to sell their new treatments; but in the process of promoting the
latest “new and improved” versions of shock treatment, ECT came in for
some indirect criticism.

Lisanby showed slides of mossy fiber sprouting in monkey brains, saying
electroshock causes it but magnetic shock treatment doesn’t. This sprouting
and the associated new synaptic connections were related to ECT’s cognitive
effects, she said.

An audience member had a logical question: Why had she said ECT is
not neuropathological when it causes mossy fiber sprouting? Sackeim took
over on that one, dismissing mossy fiber sprouting in a generalized way, say-
ing that everything causes changes in the brain and that change isn’t damage.

No one would have dared to contradict him. After all, he’d just been hailed
by the chair of the panel as “a giant in maintaining the science of ECT.”

No sooner had the industry begun marketing the “depression causes
brain damage” line than the media began lapping it up. The narrator of the
60 Minutes II shock segment told millions of viewers, “Depression itself kills
brain cells and lowers IQ.” Joel Bernstein said he got that from Bruce
McEwen, though he never talked with McEwen, only Sackeim. McEwen was
unaware of the media’s distortion of his work and could only account for it

in public relations, not scientific, terms: “When an idea gets into the popular
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mind, like we're losing brain cells, it’s very hard to get it out. Somehow

people want to believe it.”™

The New Meaning of Competence

The new PR claims—Ilike the old ones—are being used to persuade the pub-
lic and decision makers that shock is harmless. In the face of all the evidence
of brain damage and memory loss, the industry is covering its bases in a new
way—saying that there is no such damage, but even if there is, it’s not from
shock. It’s setting up this theory the same way it has approached the ques-
tion of brain damage throughout the PR era: not by scientific controlled
studies, but by assertions from perceived authorities and selective reviews.
Meanwhile, as we have seen, the existing science is distorted or ignored.

One of the results of the new campaign, as far as we are able to deter-
mine from the limited data available, is that it has become easier for doctors
to convince judges to order involuntary ECT.

It’s always been true that shock can be done forcibly by court order,
except perhaps for the brief period in the 1970s in which the first Wyatt deci-
sion required explicit consent without exception. (And even then, as we've
seen, psychiatrists paid the decision no mind.) That is, shock can be done by
court order as long as a patient has been deemed incompetent to consent for
herself.

Technically, an incompetent (sometimes called incapable) patient is one
unable to make any decision for herself. In the case of someone who is
unconscious or in a coma, or someone labeled catatonic who is unable or
unwilling to communicate, the need for substitute decision making, if a
decision must be made, is clear. The justification for state intervention is that
she cannot get treatment without it. Theoretically, having a decision made
for her by a court or representative is not overruling her wishes, but trying to
approximate what they would be if she could express them. Medical advance
directives or living wills can provide guidance in these cases, although they
are not always followed.

Parents make medical decisions for their minor children all the time, of
course, as do some parents of adult children—for instance, the parents of a

severely retarded thirty-year-old who is unable to understand why she must



260 DOCTORS OF DECEPTION

undergo a complicated or painful medical procedure. But helping the
helpless to get treatment they would want, or do not object to, is quite
different from forcing people into treatment they strenuously object to.
What'’s changed in the case of forced ECT is the type of patient being
shocked against her will. The perceived lower risk of the procedure is redefin-
ing the meaning of competence, with the result that judges are deciding that
people are incompetent largely on the basis of their objection to treatment. In
fact, the new “incompetent” mental patient is not one who cannot make a

decision, but one who makes a decision her doctor disagrees with.

Let Them Go Shock Themselves!

Lucille Austwick. Kathleen Garrett. Adam Syszko. Michael Matthews. Dina
Hernandez. Joan T. Paul Henri Thomas. They are ordinary people whose
names made headlines for the same reason: they said “NO!” to shock loudly
and clearly, and then their doctors took them to court to shock them against
their will.

Two of these people—Austwick, who had dementia, and Hernandez,
who was mentally retarded—would likely have been classified as incompe-
tent by pre-PR-era standards. But each woman was able to say no, and in
each woman’s case her relative or guardian said no as well, and then the
doctors went to court to shock them anyway.

For every case that makes headlines, every bit of evidence we have sug-
gests that there are thousands that don’t. For instance, in the state of New
York, court-ordered electroshock increased 73 percent from 1999 to 2000.”
An investigation by that state’s mental disability watchdog agency found that
40 percent of the shock that took place in state-run hospitals in 2001 was
involuntary.” The vast majority of these patients, convinced they couldn’t
win against the state, didn’t even try to fight the orders.

The above-named persons were spared forced shock only because of the
publicity surrounding their cases. But if the state really had a compelling
interest in forcibly electroshocking these people for their own good, a few
newspaper articles wouldn’t have changed that.

The case of Paul Henri Thomas, which received the most media attention,

illustrates that what’s really fueling the push for forced shock is the best



Public Relations over Science 261

interests of an industry that believes, as ever, that customers won'’t buy its

product of their own free will.

Competent If Yes, Incompetent If No

If a patient were really incompetent in the old sense of the word, she’d be
unable to consent to treatment, as well as to refuse it. Courts might be asked
to overrule an incompetent patient’s decision to undergo shock. But that’s
never happened, because doctors who order shock never question the mental
competence of a patient who does what they want. It is, quite simply, a logical
and statistical impossibility that every person who says yes to ECT is competent,
while every person who says no is incompetent.

Paul Henri Thomas, an inmate at one of New York State’s public psychi-
atric facilities, Pilgrim Psychiatric Center, originally consented to shock in
1999. His competence was not questioned. After three shocks he decided he
didn’t want any more. The hospital took him to court and shocked him by
force, approximately sixty times. But they never stopped trying to get him to
consent, using pressure and threats, long after he had been declared incom-
petent. As his supervising psychiatrist later testified, “The staff would ask
him, are you going to consent or are we going to have to go back to court?”"”
Had he ever succumbed to the pressure to “consent,” he would immediately
have become, in their eyes, legally competent, without any change in his
alleged mental condition.

In court in 2001, Thomas’s lawyer asked his treating psychiatrist, Andre
Azemar: “If Paul had said yes, would you have tested his competency?”
Azemar looked baffled and didn’t answer the question. “If they say no, we
have to do it,” was his response.

The day before his doctor signed a petition for forced shock, Thomas
was considered by his psychiatrist to be legally competent. He even signed a
legal document, an advance directive, with his psychiatrist as witness. The
doctor testified that Thomas became incompetent the day of the forced
shock petition.

Dr. Azemar was asked: What constitutes capacity? And he replied,
“Understanding what the treatment is about; he understands the conse-

quences of the treatment, and has the ability to assess benefits and risks.”
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Both Azemar and supervising psychiatrist Robert Kalani said that Thomas was
incompetent because he “is unable to assess the risks and benefits of ECT.”

Thomas had already had dozens of treatments. By what standard did he
not understand its benefits and risks? Questioning from Thomas’s lawyer
clarified the situation. He asked the doctor, “Did he understand what you
thought were the benefits and risks?” Yes, the doctors said. Thomas was
perfectly capable of hearing and understanding what his doctors were telling
him. He just didn’t agree with them.

Ironically, Thomas’s doctors themselves did poorly on the witness stand
on “understanding what the treatment is about.” Kalani testified that the
FDA had “approved” the machines used to give shock. As we’ve seen, the
devices never had to go through the approval process, because they were on
the market prior to 1976. He also testified that the FDA had conducted
animal trials of shock and that there have been “lots of ” before-and-after
MRI studies proving that ECT doesn’t cause brain damage. Wrong again.

Patients and doctors have always disagreed about the nature, risks, and
benefits of electroshock. They always will. But only the doctors get to define
the “right” answers. Controlling perception of the nature, risks, and benefits
of ECT is the key to shocking patients without informed consent, or with-
out any consent at all. Because the industry has been so successful at shaping
these perceptions, the informed consent and right to refuse laws against
which it protested so loudly beginning in the 1970s have never had the
predicted effect of eliminating or even decreasing the use of shock.

Today lawyers, judges, and rank-and-file public hospital psychiatrists like
Kalani will spout some version of the current industry line without the least
idea, or concern, about where it came from or whether it’s accurate. The
more they perceive shock as harmless, the less compelling the state’s interest
need be in forcing it on citizens, and the easier it is to shock us. As the judge
in Price v. Sheppard said at the dawn of the PR era, “As the impact increases,

»18

so must the importance of the state’s interest.

The Success of the PR Campaign

One way we can measure public perception of electroshock, and thus gauge

the success of the PR campaign, is by comparing the pronouncements of
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judges in the pre-PR era with those of today. It is clear that in the 1970s,
judges could imagine rational refusal. As we have seen in Chapter Five, their
rulings were peppered with strong warnings about the known or suspected
serious adverse effects of shock.

Compare that with the decision summarily ordering forced electroshock
of Kathleen Garrett of Missouri twenty-five years later. Using the same lan-
guage preprinted on the form the state uses to petition for court-ordered
shock, the decision says: “There is a strong likelihood that electroconvulsive
treatment will significantly improve/cure the aforenamed patient’s mental
disorder for a substantial period of time without causing her any serious func-
tional harm.”" The judge reached that decision after hearing testimony from
both Mrs. Garrett and her son that the shock she had previously received had
caused permanent memory loss. Her psychiatrist convinced the judge that he
could minimize memory effects by using the unilateral technique. He testi-
fied that he had never seen any medical literature critical of ECT.

Dr. Laura Fochtmann, Max Fink’s protégé, contributed to an amicus brief
submitted on behalf of the New York State Psychiatric Association.*® She
painted a picture of a treatment with virtually no risk using selective citation.
In a paper with fifty references, she managed to cite to Sackeim, Weiner, and
the APA thirty-seven times. The statement that “the majority of patients state
that the benefits of ECT outweigh the problems with memory” had not even
a fraudulent footnote to support it, but simply saying it under the Psychiatric
Association imprimatur was sure to be enough to convince the judge. Any lin-
gering memory or cognitive problems, Fochtmann assured him, were due to
drugs or mental illness, and therefore couldn’t be due to shock. She cited
Sapolsky’s work in support of her claim that ECT is harmless. When he
learned about this, he called it “bizarre and unsupportable logic.”*

Fochtmann didn’t have a single study to rebut the evidence that con-
vinced judges in the 1970s that ECT could cause brain damage. But she cited
one of Sackeim’s selective and misleading review articles and called shock
safe. Not only are there no permanent adverse effects of shock, the brief
said, but “if anything, ECT induces growth of new nerve cells.”

In the end Judge W. Bromley Hall ruled against Paul Henri Thomas,

denying the risks of brain damage and memory loss: “The risks of the treatment
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are from the anesthesia and increased blood pressure during the seizure. . . .
Although it is accepted without dispute that the procedure is unpleasant,
every safety measure is taken to minimize risks.”**

Laurie Gatto, attorney for the State of New York, was blasé about
winning the Thomas case; for her it was just business as usual. “The intensity
of the objection by Mental Hygiene Legal Service [which represented
Thomas] is the only thing that was surprising,” she told a reporter.”

But the state did not win, in the end. The order for forced shock was
stayed. The doctors who had sworn that there was no alternative but shock
for Thomas, no drug or therapy that could help him, were proven wrong.
While his appeal went forward, the hospital decided that—without any
shock at all—Thomas was well enough, after two years of being held against
his will, to be released. Like Kathleen Garrett, Lucille Austwick, and so many
courageous patients, he made not only a competent decision, but the correct

decision.

“Come in for Evaluation”

In 2001, the publicity generated by the Paul Henri Thomas case led to public
hearings on shock in the New York State assembly. The legislators had
proposed four new ECT bills, including one that would have required the
state to keep statistics on shock use and another designed to ensure informed
consent. All of the bills were ultimately defeated. Sackeim testified in oppo-
sition to any regulation of ECT, as he has in so many other forums. This
time, he may have gotten a little carried away. Whether he intended to or
not, he made the following statement to the assembly: “I've never seen a case
where there has been a permanent effect of ECT on anterograde amnesia,
and I invite anyone in the country who believes ECT has had a deleterious
effect on their cognition to come in for evaluation.” (Anterograde amnesia,
in this context, means permanent loss of one’s pre-shock facility for learning,
retaining, and remembering information, not the wiping out of one’s past
that is known as retrograde amnesia.)

People took him seriously, writing and emailing him, relieved that a pro-
fessional was listening, hopeful that he might offer help. At least 175 people

wrote to him.* I was one of them. Since I helped coordinate efforts to make
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people aware of Sackeim’s offer, I was often cc-ed on their emails. I also
know that most of these people never got any response at all.

No one, not one person, was invited to “come in for evaluation.” The
responses, in the few cases where Sackeim responded at all, consisted of
emails or phone conversations in which Sackeim tried to elicit information
he could use to blame something, anything but ECT, for the person’s prob-
lems. One person who had had insulin shock was told that the insulin shock,
not the electric shock, must have damaged his brain. Another who was
on psychiatric drugs was told the drugs, not shock, caused her cognitive
problems, as well as the onset of epileptic seizures after ECT.

In my case, Sackeim had a tougher time, because I have not taken any
psychiatric drugs since shock, nor have I had any mental illness. Sackeim’s
so-called evaluation of my anterograde amnesia consisted of nothing more
than almost an hour of him arguing that depression causes brain damage,
that this was a better explanation for my memory and cognitive deficits—
including loss of intelligence—than ECT, and that he didn’t need to test me
to know this.

I said I would like to come in for an evaluation. He replied that he saw no
point in that. Although he had specifically invited ECT survivors to “come
in” for evaluation, now he claimed that he hadn’t said he would see people in
his office or do any formal testing. And he summarily dismissed the idea of
brain scans, saying he wouldn’t pay for them.

Nevertheless, survivors of ECT, taking Sackeim at his word, continue to
this day to write to him, asking for the promised evaluation. Under oath,
Sackeim was asked what he did with all the communications from these
people.*® He said he threw all of them away, along with all the hundreds of
other communications he’d received in other contexts over the past twenty
years from persons who reported long-term adverse consequences of ECT.
The obvious question was asked: Why? Sackeim answered, “I average maybe
400 e-mails a day so I don’t necessarily want to keep a lot of that stuff.”

The other reason he threw them away, he said, was to avoid “somebody
wanting in this context to talk about it"—that is, I inferred, so he wouldn’t
have to disclose the contents of the communications when he was hired to

defend doctors against claims of memory disability and brain damage.
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In his role as a government-funded researcher who had accepted millions
of dollars to study the adverse cognitive effects of shock, Sackeim should
have welcomed this wealth of evidence on his topic, evidence he himself had
asked for. But in the PR era, protecting the industry takes precedence over
protecting patients, and certainly over advancing science. As we have seen, it
is only by carefully defining and limiting what is “known” about ECT that
the industry can continue to survive and grow. It will do this by any means
necessary, hijacking real science to its cause while refusing to conduct any
scientific investigation of its own. In the end, any assessment of ECT—
what it is, what it does—breaks down over the lack of real science behind it,

forcing us to ultimately evaluate it in entirely different terms.



Should ECT Be Banned?

THE MORAL CONTEXT

Morality is the silence in which one can hear the unheard voices.

—Simone Weil

It is impossible for anyone—doctors, patients, the public, the media—to dis-
cuss shock without speaking about it in moral terms. Questions such as, how
much risk is justified for how much benefit? what should patients be told or
not told? and whether forced shock can ever be justified—these are by their
very nature moral questions, to be decided based on values and principles.
At the same time they cannot be answered without the valid scientific evi-
dence to answer other questions: Does ECT cause brain damage? How much
permanent amnesia, how much permanent cognitive disability does it cause?
For how many people?

If shock has no permanent adverse effects, then some may say it’s
permissible to force it on unwilling patients; if it causes permanent brain dam-
age, then many may agree it’s not acceptable to use it, ever. What you think
should be done about shock will depend on what you believe to be true about it.

The problem is that what passes for evidence has already been skewed by
the moral choices made by the industry, choices not questioned because we
are not even aware they have been made. These choices make it difficult for
the rest of us to think clearly about traditional moral issues like help and
harm, and for us as a society to decide what to do about ECT.

Dishonesty, self-dealing, and deception—and the means and motive to
tightly control information—pervade the practice of ECT and contaminate
the moral discourse. Therefore, it is necessary to step back, before we can
even try to reason morally on this issue, and ask how the myriad choices
made by industry stakeholders every day over the years affect what it is

possible for us to “know” about shock.
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* A researcher with a sincere interest in ECT but who is not known to the
industry and has not been trained by anyone in the industry finds that a
federal grant review panel turns down his request to do a before-
and-after CAT scan study.’

* In a questionnaire designed to measure anesthesiologists’ “knowledge”
of ECT, their answers are scored as correct if they are deemed
“pro-ECT.” If they express the view that ECT causes permanent
memory damage, they are said to be “lacking knowledge.”

 During a lecture on ECT at a professional meeting, a financially
compromised proponent of ECT, recognizing a former ECT patient in
the audience, refuses to acknowledge her or allow her to speak—
though she patiently raises her hand in the air for thirty minutes when
the floor is opened for questions.?

* A shock proponent simultaneously provides consultation to a shock
machine company and to his state’s Office of Mental Health to develop an
“informed choice” packet for patients on the risks and benefits of shock.#

e A member of the APA’s Task Force on ECT lobbies against and defeats a
bill that would have required her state to collect and disclose
information on memory loss and death due to ECT. She receives an
award from her state Psychiatric Association for her efforts.”

* A research team studying the cognitive consequences of ECT routinely
administers a test of cognitive function to patients who received ECT
but never publishes the results of the testing or even discloses in any of
their published articles that the test was given.°

¢ Value judgments about the veracity of former ECT patients are subtly
but unmistakably conveyed in the industry literature. Reports of
devastating memory and cognitive deficits are dismissed as
“complaints” (as if they were speaking of a bad haircut), and their
amnesia is described as “subjective.”

¢ A shock machine company is sued seven times by patients who suffered
permanent adverse effects, but its owners never report the injuries

caused by its products to the FDA as required by law.”

Each of the above decisions reduces the amount of information available

to the rest of us, the duped, without our ever knowing it. Every day the
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industry makes many more choices that are designed to, and do, alter the
climate in which we aspire to make our own (free, voluntary?) moral choices.
And whether you are a doctor with no financial investment in ECT trying
your best to do the right thing for a patient, a depressed person desperate for
relief of emotional pain, or a judge who must decide whether to order shock
against a person’s will, they do not alter it in the direction most of us would
choose.

And yet the industry is quick to attempt to justify what it does in moral

terms.

The Moral Argument for ECT

Shortly after the New Yorker published Berton Roueché’s account of Marilyn
Rice’s ECT experience, "As Empty as Eve,” he received a letter from Rice’s
referring psychiatrist.® Ironically, there is no indication that the writer,
Dr. Peter Mendelis, recognized that the “very ill woman” in the article was
his own patient. He refers to her as Mrs. Parker, not Marilyn Rice. But he was
the psychiatrist who talked her into ECT; and in fact no one was more aware
of the full extent of her memory loss, since she continued to see him for
months after ECT.?

This letter is significant not just because it comes from the psychiatrist
without whom there would have been no Committee for Truth in
Psychiatry, but because it highlights the key moral arguments the industry
uses to justify its practices and existence. Mendelis, like every other pro-ECT
psychiatrist, defends shock by claiming that people will kill themselves if
they don’t get the treatment. Since nothing else can be done for these people,
they must be kept in the dark about ECT’s harmful effects—for their own
good, since otherwise they might not have ECT.

Just as important is what the industry’s moral argument doesn’t allow to
be said. Although Mendelis says that the article is well written, nowhere does
he respond to what it says; nowhere does he acknowledge the irreparable
damage that was done to his patient. Instead, the actual and profound harm
that was done to her, and that is done systemically to others, is ignored and
disregarded because of some theoretical help that shock might bring (but

might not) to others like her. He takes Roueché to task for scaring people
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away from ECT and thus pushing them over the line into suicide (he has no
evidence for this claim.) The writer, he says, is encouraging death, and
should feel guilty for what he’s done.

Here, it’s quite clear that this tactic allows Mendelis to escape his
personal responsibility. The doctor feels he’s done nothing wrong. Nothing’s
on his conscience. The harm’s been caused by a man who never pushed a
button on a shock machine, only a typewriter keyboard.

But the argument serves the industry as a whole as well as the individual
doctor. By saying that ECT saves lives (of which there is no evidence) and
ignoring the ways in which it has destroyed lives (for which there are decades
of evidence) it says, in essence: we won't take any responsibility for the bad
outcomes because they couldn’t have been caused by ECT, but we will claim
credit for the good ones because they were caused by ECT.

That’s not just faulty moral reasoning; it’s faulty reasoning, period.

Ends and Means: Assessing Benefit and Harm

Moral mandates appear to lead to the legitimization of any procedure so

long as the mandated end is achieved.

—Linda J. Skitka and Elizabeth Mullen,
“The Dark Side of Moral Conviction”

The bogus argument that ECT saves lives relies on the traditional moral
principle that it is permissible to inflict a certain amount of harm if that
harm is necessary to achieve a greater good; in other words, the ends justify
the means. For instance, cancer patients suffer the pain and nausea of
chemotherapy in order to achieve remission of their disease. But cancer
patients know what they are getting into.

If honest, rigorous, financially disinterested studies and publication
based on scientific merit were the rule, and if we had the statistics and the
reporting laws the industry so opposes, we could do a kind of moral calcu-
lus. We could quantify the percentage of patients who experience perma-
nent harm and the degree of harm, as well as the costs to patients’ families
and to society. Then we could weigh these factors against the percentage of

patients helped and the extent of the help they received.
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One of the reasons this hasn’t happened is that another kind of calculus
is tacitly going on all the time. In this one, the value of mental patients’ lives
(worth very little, as we have seen, financially and otherwise) is weighed
against the perceived hopelessness and burden to society of mental illnesses,
and then multiplied by the perceived lack of any solution besides biological
psychiatry. By this calculus, there is no reason not to use shock, even if it’s
harmful. And there’s no other choice anyway except to do nothing. Our soci-
ety prefers even wrong action to inaction in the face of a perceived social
problem. Historically, the unspoken imperative justifying even admittedly
brain-damaging treatments such as lobotomies has been that it is always
better to do something than to do nothing for psychiatry’s lost souls.

But even if we reject these false but widely held premises, we still cannot
do a genuine moral calculus. That is because the information we need to
make our decisions not only as individuals but as a society is withheld. The
benefit to be expected from ECT is vastly exaggerated, while its risks are
denied. The “lifesaving” claim, a moral argument based on a lie and mas-
querading as a scientific argument, continues to be made despite all evidence
to the contrary, because it has nothing to do with evidence. The industry
promulgates made-up figures on the death rate from ECT (1 in 10,000), using
its political clout to make sure actual data are never collected.” Meanwhile,
the few statistics we do have consistently tell us it is far, far greater; one in
two hundred for the majority of patients who are elderly, a rate that hasn’t
changed since the 1950s."

What we know for certain is that ECT has one potential benefit, relief
from distressing feelings and thoughts while the brain recovers from acute
organic brain syndrome, and that this is very short lived. The 1985 NIMH
Consensus Conference finding that ECT’s benefit lasts no more than four
weeks stands uncontroverted.

But even this benefit may be overstated. In February 2004, Sackeim et al.
published their second NIMH-funded, multicenter study of ECT’s effective-
ness.”” This time, they looked at patients who had been shocked in community
hospitals with the devices in standard commercial use. They found ECT to be
even less effective than in their previous study (where patients were shocked

by customized research devices putting out twice as much electricity).
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Sixty to 70 percent of patients got no benefit from ECT at all. And even
among the small number who did respond, 64 percent relapsed within six
months. Those who did not respond to ECT initially did only slightly worse
in the long run; about 75 percent of them were symptomatic six months later.

This raises the question of whether ECT may be, for the majority of
patients, a treatment with only potential harm and no benefit at all even in
the short term—a situation that profoundly affects our moral calculus. In
fact, if it is more likely than not that there is no benefit to a procedure, then
there is no need for calculus at all.

Besides misleading patients about the good to be expected from ECT, the
industry continues to ignore, distort, or conceal the evidence for permanent
harm, refusing to investigate the question (or to publish what it knows) and
controlling the resources to do so.

After Weiner’s 1086 finding of significant permanent amnesia, there was
an eerie silence in the research literature that lasted more than two decades.
The study begged for replication. But it seemed that now no one was
interested in doing long-term follow-up studies. Meanwhile, the industry
continued to reassure a generation of patients that ECT had no long-term
adverse effects. There can be no scientific justification for this collective
choice. It was a moral decision. In fact, we now know that it wasn’t a deci-
sion not to conduct research; it was a decision not to make the results public.

Sometime in his first decade of research funding, Harold Sackeim
conducted studies following up his ECT patients at one year, three years, and
five years.” Yet in twenty-five years of federal funding to investigate the
cognitive consequences of ECT, he never published any data following up
patients longer than two months after shock. (Those studies consistently
showed that patients were amnesic.)™ It’s an easy out on the question of
permanent amnesia; if you've never published your results, it’s as if you've
never seen it. It’s much the same as his throwing out all evidence of permanent
anterograde amnesia (memory dysfunction) and then swearing he’s “never
seen a case” of it.

We are justified in presuming that Sackeim’s long-term studies of the
1980s and 1990s showed permanent memory and cognitive deficits. This

would be consistent with what’s now known about selective publication of
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research on antidepressant drugs, in which studies showing negative or ques-
tionable results of drug treatment are either not published or published in
such a way as to falsely convey a positive outcome.” It would also be consis-
tent with his own long-delayed published admission of permanent harm.

In January 2007, the Sackeim team finally published what they called “the
first large scale, prospective long-term study of cognitive outcomes follow-
ing ECT.”™ As ECT studies go, it was one of the largest ever, including about
250 patients from seven hospitals in the New York metropolitan area. In one
of their only studies to use normal controls, they found “substantial” memory
deficits in shocked patients at six months even with Sackeim’s self-designed
(and inadequate) memory questionnaire (the AMI) and the grossly inappro-
priate measures used to assess cognition (for instance, the Mini-Mental State
Exam, which was designed for use in dementia patients). However, data on
how the controls compared with ECT patients on tests of cognitive function
was withheld.

The researchers also allowed their subjects to have experienced ECT
previously, thus building in to this six-month follow-up study the assumption
that ECT’s adverse effects resolve within two months; about half of the
subjects assessed “before ECT” had actually already had shock. Despite all
this, the authors were forced to conclude that “the adverse effects can persist
for an extended period, and characterize routine treatment with ECT in
community settings.”

Sackeim then backhandedly criticized all his prior work, saying,
“Empirical information about ECT’s long-term effects derives mainly from
small sample studies conducted in research settings, with follow-up intervals
frequently limited to two months or less ... these studies could not
adequately assess the severity and persistence of long-term deficits.” It was
effectively an admission from the industry’s top researcher that its reassur-
ances to patients and the public over the past generation about the
harmlessness of ECT had been based on absolutely nothing but hubris.

Fifty million people worldwide, according to Sackeim’s own estimate,
have received ECT over the generation it took him to officially admit that
shock routinely causes permanent amnesia, without being warned of this

possibility.
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Moral questions look different when all the evidence, not just industry
spin, is considered. How much harm is justified for how much benefit? How
many years of memory should a reasonable person be prepared to sacrifice
for the chance of one month'’s respite from depression? How can a patient
even make this determination when there is no way to predict the extent of
permanent amnesia in any particular individual? What about the patients
who experience no benefit at all? Is it acceptable to wipe out their past? What
about patients who depend on intellect and memory for their livelihood—is
it moral to try ECT, knowing they may lose their ability to earn a living?
What if there is no one to support them should their mental abilities never
return? What of the responsibility of the doctor who subjects his patient to
such risks to provide those most damaged with evaluation, rehabilitation,
and compensation? How many patients constitute “acceptable losses” for the
industry? Should the amount of money made by the industry factor into
this calculation? What about the amount of income lost over the lifetimes of
persons disabled by ECT?

We as a society don’t have a formula for this, even if we had good data.

British researcher Lucy Johnstone has suggested cautiously: “If up to a
third of people will suffer a serious adverse psychological reaction to ECT,
and if there is no way of identifying those individuals in advance, the ratio of
costs to benefits may begin to seem unacceptably high.” Just a few years
later, a scrupulous systematic review of the literature on permanent
memory loss found that at least one-third of ECT survivors experience this
loss, and that “many” rather than “rare” individuals claimed by the industry
had years of life (even decades) wiped out. This extraordinary development

in the history of ECT will be discussed in detail in the next chapter.

Are All Bets Off If It Is Brain Damage?

“Does ECT cause brain damage?” is a question that can only be answered by
unbiased scientific research. But as we’ve seen, there is little of this available,
thanks to industry control of the research agenda and dollars.

In a 1982 review of the existing evidence on brain damage, neuropsychol-
ogists Donald Templer and David Veleber noted: “A wide array of research and

clinical based facts that provide suggestive to impressive evidence in
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isolation provide compelling evidence when viewed in composite fashion. . .
the fact that many patients and subjects suffer no demonstrable permanent
effects has provided rationale for some authorities to commit the non-
sequitur that ECT causes no permanent harm.” They concluded: “ECT has
caused and can cause permanent pathology.”™® A decade later, updating the
review for a book called Preventable Brain Damage, Templer had no reason to
revise this conclusion.”

Psychologist Andrew Reisner, struggling with the limited and biased data
available in 2003, wrote in his review article: “In this writer’s professional
experience with patients who have undergone an informed consent
procedure for ECT ... not a single patient has reported that he or she
was told of the controversy concerning ECT and brain damage. . . . Given
the enduring uncertainties and disagreements regarding this issue, this
author would suggest that part of the informed consent process should
include at least a discussion of the brain damage controversy.”** However,
as he notes, the American Psychiatric Association specifically recommends
that mention of brain damage be excluded from the informed consent
process.

“What should be done about ECT if it is brain damage?” is a moral ques-
tion. The industry has lobbied against brain scan studies as if its very life
depends on it, but that’s not necessarily the case. We as a society could—as
one psychiatrist put it back in 1944—make a moral decision that “a socially
adaptable individual with a little brain pathology is preferable to a psychotic
patient with no demonstrable brain changes,” and decide to continue to
allow brain damage for mental patients.” As neurologist John Friedberg
wrote at the beginning of the PR era, “Assuming free and fully informed con-
sent, it is well to affirm the individual’s right to pursue happiness through
brain damage if he or she chooses.” But, he pointed out, this raises another
moral question: “Whether we, as doctors sworn to the Hippocratic oath,
should be offering it.”**

An open acknowledgment like this, while good for patients and society,
would be very bad for electroshock’s image. In the PR era, according to the
industry’s moral calculus, its image takes priority over patients’ rights to

determine what happens to their brains.
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Can Lying to Patients Be Justified?

There is nothing in the Hippocratic oath, or in other codes of medical ethics,
about lying to patients. Paternalistic lies like those told by doctors to patients
even outside the shock industry are often held to be harmless, even morally
justifiable. After all, the doctors are acting only out of altruism, and they are
lying for the good of the patient. Isn’t this what happens when patients are
told shock is harmless?

This type of lie assumes that patients can’t be trusted to make their own
decisions because they would not make the decision the doctor wants, and
that the doctor knows best. In the case of shock, the lying is to all patients,
not just those who are thought to be too mentally incapacitated to make
their own decisions. It is never moral to deceive an entire group of people
simply because they belong to a group and are assumed to share certain
characteristics.

The motivation for paternalistic lies seems to be altruism, but to assume
this ignores the complicated motives of the liar and the benefits that accrue
to the individual and the system from the lie. Individuals maintain the power
and sense of inviolability that comes from duping others and getting away
with it; by simply maintaining the lie in the face of all evidence to
the contrary, they escape personal and legal responsibility for their actions. The
industry never needs to worry about profits declining because potential
patients know about the risks of shock. Even if patients didn’t reject
shock en masse, it would be the worst sort of public relations disaster for
the industry as a whole to be found to have concealed the risks for decades.
The damage would accrue not just to the individual doctor and the
shock industry, but to the general fabric of public trust in the medical
profession.

The picture changes when the lies are seen from the perspective of the
duped patients. There is real harm to the lied-to. The patient is never aware
of the deception (until it is too late) and is denied the opportunity to evalu-
ate risks and benefits for herself and the chance to make a different choice
than what his doctor wants. She may be left with brain damage and disabil-
ity she never would have risked if she had known they were possible. She and

those around her suffer harm that was entirely preventable. And should she
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seek redress, the entire profession shields itself with the paternalistic lie she

was told at the outset.

“Retroactive Consent” and the Needs of Psychiatrists

Given that lying is generally held to be immoral, those who tell paternalistic
lies feel the need to seek justification for their actions. They sometimes claim
to find it in the gratitude of former patients. Gratitude is interpreted by
the professional as retroactive consent, justifying not only deception but
coercion and even force: See, it’'s OK; she liked it; she would have had it
anyway.”

Rarely do individual patients who have experienced severe adverse effects
have the courage to confront their shock doctors. But demonstrations
against shock by organized ex-patients, such as those that occur at psychiatry
conferences, are common and very public displays of ingratitude. Upon
being handed a frying pan filled with brains on a bed of dollar bills at a shock
doctors’ seminar in 1991, “a rather embarrassing experience for somebody
like myself,” Max Fink was momentarily flustered. “You sort of feel, Well,
what have I done wrong? Do I deserve this? Maybe I do.”** (The brains—of a
cow—were from the local butcher shop.)

The industry’s need for grateful shock patients and the ways it uses them
to justify its practices can be seen in the way it courts those few patients who
say, after the fact, that they are glad they had shock. While hundreds of
patients who speak publicly about permanent amnesia and disability are
ignored, silenced, or told they are lying, those few patients who speak out
about similar disabling effects and say they would have chosen shock anyway
are rewarded with speaking engagements, awards from the APA, publica-
tion, and citation. They are even allowed to comment on, and acknowledged
in, the APA ECT Task Force Report. For instance, in 1995 Martha Manning, a
psychologist who experienced memory loss as well as temporary relief from
depression with ECT, wrote a memoir about depression in which ECT
played a small part. In her book, she stated flatly, “I will never be the ECT
poster-girl.”* But once it was published, she didn’t say no to all the media
interviews, speaking engagements, and awards that came her way (as long as

she praised ECT). Manning became the darling of the industry.



Figure 6. Shock protest in New York City, 1991.
(Reproduced courtesy of Michael Susko.)
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However, after the reporters and photographers had left, her depression
returned again, and again. She has quietly had at least two more courses of
shock, leaving her with memory function so poor she’s grateful to be able to
read a newspaper.?

Anne Donahue’s eloquent descriptions of amnesia were just like mine,
just like Marilyn Rice’s and so many others', but were acceptable to the
industry because of this disclaimer: “I remain unflagging in my belief that
the electroconvulsive therapy I received in the fall of 1995 and then the spring
of 1996 . . . may have saved not just my mental health, but my life. If I had
the decision to make again, I would choose ECT over a life condemned to
psychic agony, and possible suicide.”*

But in fact ECT didn’t save her from psychic agony; like Manning’s, her
depression returned after ECT.*®

It is important to note that expressions of gratitude do more than prop
up shock doctors” self-esteem; they may ward off costly legal challenges to
the practice of uninformed consent. In Donahue’s state of Vermont, if a
patient states after the fact that she would have consented even had she been
given truthful information, she may not sue for lack of informed consent.
However, in most states, retroactive consent is not legal.

For some patients with catastrophic losses, saying they would have
chosen the losses may be an attempt to salvage the autonomy and dignity
denied to them in the consent process, and to reassert control over their lives.
(And to the degree that they are rewarded professionally and/ or financially for
their statement, it may actually result in greater control.)

However, none of these patients (and none of the hundreds I have met or
read about) has ever expressed gratitude for being lied to. Not one has ever
said, even in retrospect, that she or he preferred being deceived to being
truthfully informed.

Far from justifying paternalistic lies, grateful patients who say they
would have chosen shock’s adverse effects of their own free will show the
lies, in their cases, to have been unnecessary. The lies aren’t for them; they
are for the vast majority who the industry fears would say no if told the
truth. The lies are for the good of the industry, not the patient. They fail

every test for justifiable paternalistic lies.
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Patient gratitude serves many of the needs of psychiatrists: to feel useful
and needed; to have their competence affirmed; to relate to their patients in
other than a mechanical way as objects; to resolve any lingering reservations
about deception or coercion. This is why “grateful” ECT patients are practi-
cally canonized. But as ECT survivor Dr. Sylvia Caras reminds us in a treatise
on the complex meanings of gratitude in psychiatric patients: “We should

not determine the needs of others by our own needs.”*®

First, Listen

The guiding principle of medicine has long been held to be “First, do no
harm.” On the front cover of Max Fink’s book on the ethics of ECT is a quote
Fink attributes to Hippocrates: “I will use treatment to help the sick according
to my ability and judgment, but I will never use it to injure or wrong them.”*

But how is a doctor to determine whether he is harming, or has harmed
his patients? Is there any other way than by listening to them? Isn't refusing
to listen, and dismissing what one hears despite one’s unwillingness to listen,
itself a profoundly moral choice? It has harmful consequences for individuals,
society, and science.

Fink starts his moral discussion from the presumption that ECT has no
permanent adverse effects and only trifling, rare, temporary ones. He then
proceeds as if the only moral issue is that ECT is not used enough or sooner
or more; also that the stigma against it is unfair. He praises the use of
coerced and involuntary ECT, saying that it is often unethical not to use
shock against a person’s will.

But you can’t base a valid argument about ethics and morals on false
premises. Fink’s presumption is false, a lie maintained over the years as all
lies are: by moral choices. All evidence that is contrary to what he has long
ago decided to believe (and has taught to countless others) is ignored or dis-
missed. The experiences of Marilyn Rice and Anne Donahue are mentioned
in Fink’s book, but he gets the basic facts about their lives wrong and then
dismisses them in two paragraphs.

What of the physician’s duty—his or her moral responsibility—to attend
to, to listen to, patients, especially when the patient says something other

than “Thank you, doctor?” There is a moral perspective that can recognize
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that a physician’s responsibility to a patient involves more than treating the
person as a diagnosis or an object, and that his or her responsibility doesn’t
end with the last shock. Like the different ways of knowing discussed in
Chapter Eleven, there are different moral orientations associated with men
and women, say feminist scholars.?* Whether or not this is true in the world
at large, I have seen ample evidence in the world of shock, where the female
point of view is nearly nonexistent.

Fink’s book is written entirely from the justice perspective. This is moral
decision making based on abstract principles, rules, or laws. All people are to
be treated the same, regardless of their circumstances; that’s justice, by this
reckoning. Someone who reasons from this perspective doesn’t ask, Who is
this person? What does she want? He asks, What rule or principle should
apply to our decision about what should be done to her? What does the law
allow? From this perspective, it’s not only unnecessary to listen to the
patient, it’s not necessary to get her consent. The only duty is to abstract
principles. This sensibility is said to be predominantly male.

In contrast, a morality of care owes a duty to the individual and places
her at the center of determining right and wrong for her. This perspective,
more likely to be associated with women, focuses on nurturing, caring,
maintaining relationships, and avoiding harm—including the harm that
is always done to the patient and to the doctor/patient relationship by
coercion, deception, or force.

From a care perspective, examples of wrongs would be trust betrayed,
relationships damaged, people not being listened to, or not attending to
those who've been harmed. This moral outrage is vividly portrayed in the
accounts of both Rice and Donahue.

From a justice perspective, wrongs are violations of laws, principles, or
protocols. What's right is what the authorities say. Think of a shock doctor
on the witness stand, for instance, invoking the APA Task Force Report;
nothing was done wrong as long as those guidelines were followed. I can still
hear the voice of my own shock doctor at her deposition. Asked to account
for her decisions, which destroyed my life, she never used the word “I,” but
only repeated in a mechanical voice, “It was the usual custom and practice of

New York Hospital at the time. . . ."%
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Rather than ask whether anyone was hurt and whether it could have been
prevented, a justice perspective asks only if the usual rules were followed.

The act of not listening—even to the point of silencing, defaming, and
personally attacking those who attempt to speak—may not be recognized as
a conscious moral act by those who hold, or would hide behind, a justice per-
spective. Dismissing persons who experience permanent adverse effects
from ECT as unable to accurately perceive reality has become as standard a
part of the industry tool kit as rewarding those ex-patients who say they
were pleased with the outcome of their treatment. Today the dismissal may
go far beyond denying that a disastrous outcome was caused by ECT, as
Dr. Nakamura did to me; it is a denial that anything really happened to the
person at all. In this scenario, there is merely the person’s “belief” that some-
thing happened, a belief with no validity because the person has no validity.
Anyone with an M.D. or Ph.D. may claim authority over the facts of her life.
Fifteen years after her death, Max Fink published an article claiming that
Marilyn Rice (and others like her) imagined her amnesia because she was
mentally ill.* And a recent book promoting ECT by denying any permanent
amnesia accounts for Leonard Frank and Rice by saying that Frank
“believed” his education had been wiped out, while Rice only “believed” she
had lost her memory.

When a shock doctor says or implies in print that a person he has never
met (or who is no longer alive to defend herself) made up a story about hav-
ing amnesia because she was crazy, that isn’t a medical judgment or a
professional opinion. It’s plain old hate speech.

On the face of it, even if Rice or Frank, or any of us, actually had a psy-
chiatric condition, there is no logical or medical reason why we couldn’t
experience permanent, extensive amnesia from ECT as well. But of course
what the shock proponents really mean when they call us mentally ill, and
what is always understood, is that we are liars. In disparaging the sanity and
veracity of its former customers, the ECT industry exploits prejudice against
mental patients in the the service of its own agenda, just as eugenicists and
Nazis did in the early part of the twentieth century.

ECT survivors are justifiably and endlessly outraged by being told

that we don’t know what we know. If we are not competent to know what
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happened in our own lives, or the contents of our own minds, then what can
we know? Quite simply, this is a global invalidation of the person. If empathy
is the foundation of morality, it is a grave moral violation to invalidate
another person’s experience by denying that it ever happened. It’s not only
that the shock doctors lack empathy, remaining totally unmoved by the
human suffering their treatment causes. They feel the need to go far beyond
lack of empathy for their former patients—routinely heaping calumny on
any of us who (as they see it) threatens their economic interests.

But the act of not listening has far greater consequences than the
considerable hurt it causes those individuals who are not heard, who are
ignored, who are called liars or crazy just for saying what happened to them.
To close one’s ears and mind to those who have been seriously harmed; not
to listen, not to empathize, not to acknowledge, not to allow, not to publish:
this is the opposite of, and the undermining of, real science and genuine

medicine.

Paternalism versus Autonomy

We like to think we know what’s best for our patients.

—Max Fink

The history of ECT is notable for men who were attracted to shock
treatment and used it to take authoritarianism, sexism, and paternalism to
unethical and even illegal extremes. Male ECT practitioners continue to be
admitted to the pantheon that includes H. C. Tien and Gary Aden. For
instance, there’s Dr. Christian Hageseth III, who sold promotional videos in
the 1990s for his own bizarre brand of “compassionate ECT” (it involved
infantilizing patients by dressing them in cartoon-character gowns and
giving them teddy bears to hold), lost his license for having sex with a
patient, and then was prosecuted when he prescribed drugs over the Internet
that led to another patient’s suicide.”” Ewen Cameron’s misdeeds occurred in
the 1950s but were only brought to light recently. In work funded by the
CIA, he gave his subjects so many consecutive shock treatments that
they forgot their entire lives, even their names, and had to be completely

“reprogrammed.”?®
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And then there is Max Fink, who has done more for the PR image of
shock over his long lifetime than anyone else. He is an unabashed proponent
of what he calls good old-fashioned paternalism. Fink has spent some time
wrestling with the industry’s fundamental PR problem: if shock doesn’t
cause any permanent memory loss or brain damage, if it only restores the
mind as he claims, why do so many people report that it is damaging? Why
do some oppose it and keep trying to get it banned? Why, despite his lifetime
of effort, does it still—yes—sometimes get bad press?

Fink blames it on Vietnam. “The war made it very difficult for all the
people in our country. We began to challenge all authority, not just the
authority of our President and the Congress that had forced the war on
people, but we also challenged the authority of physicians and medicine.”?

In this way he’s able to trivialize the movement against electroshock as
nothing more than a fad, like bellbottoms—while unwittingly getting to the
very heart of the matter. Yes, it is about challenging those in authority who
make choices for us without our consent and without telling all they know.
No, it has nothing to do with Vietnam.

There really is no compromise possible between those who want to
reserve for themselves the right to decide when and whether other people
can make their own decisions about what happens to their brains and bodies,
and those who believe there is no qualifying that right for some people
without endangering the rights of all people.

We are back to the fundamental question with which we started this
book; the fundamental moral controversy that launched the public relations
era in the first place. Do mental patients have the same rights as other human

beings, including the right to say no?

Should Shock Be Banned?

The argument that electroshock sometimes helps people is in our view a
non-valid argument. We live in a civilized society in which not all the
things that help people are allowed, because some of them violate the
ethical values of our society. For instance: hitting people may be very
effective in the short run but is nevertheless not allowed. Lying to people

may be very helpful but here again it is not in accordance with the
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ethical values of a civilized society. Our opinion is that electroshock

should be banned for the same reason.

—Ed van Hoom, letter to the FDA

Even in a free world it is appropriate to issue warnings commensurate

with the evidence. Warnings are what guarantee relative freedom.

—David Healy

ECT is currently banned in Slovenia, in some cantons of Switzerland, and in
part of Italy. It was banned in the city of Berkeley, California, for forty-one
days in 1982. The Vermont, California, West Virginia, Utah, Texas, Florida,
and New Hampshire legislatures considered full or partial bans. Several
states ban the use of ECT on children.

Americans like to say proudly, “It’s a free country.” And yet we in the
United States ban an ever-growing list of behaviors and procedures that can-
not be made safe, like driving without a seat belt, or while talking on a hand-
held cell phone, or after too many martinis. Why do smokers now stand
huddled, shivering on street corners in the dead of winter when they’d much
rather be inside with an ashtray on their table? Because freedom is not
absolute. Because the price of their freedom to smoke (to knowingly choose
to endanger their own health) is not to endanger the health of others.

In the case of ECT, a minority of the people who get it may be helped to
feel better temporarily and an even fewer number of these may by virtue of
their own personal circumstances or temperament not mind the degree of
permanent memory loss or cognitive disability they experience—but only at
the cost of serious permanent harm to a majority of patients who are either
not helped at all or only so fleetingly that they may not even remember it.
And as the FDA letters tell us, when people are disabled by ECT’s effects the
cost is always multiplied by more than one: teachers no longer teach, nurses
no longer nurse, families become strangers and break up.

In short, those people desperate for temporary relief from depression
cannot have a chance for a brief respite at the cost of permanent disability

for others, even if they escape or don’t mind such devastation themselves.
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Anne Donahue believes ECT might have saved her life. What would have
happened to her if she hadn’t had shock but had other treatment or no
treatment, no one can know. But what can be shown is that ECT has caused
many people to die who would not otherwise have died, those who suffered
heart attacks or strokes or brain hemorrhages from shock. It can also be
shown that people kill themselves after ECT just as much as or more than
people who haven’t had it, and that some of those who did made it clear that
ECT'’s effects or fear of further ECT was the reason they had chosen to end
their lives. Ernest Hemingway, who could no longer write after ECT erased
his memory, is only the most famous example.

Even knowing all this, some people would choose to have ECT, as some
choose to smoke. But people aren’t allowed to know. This is the strongest
argument that ECT is immoral, and it makes a ban not only deeply consistent
with the American values of freedom, choice, and autonomy, but the only
way—at this point in history and given the choices the industry has made—
to protect those values.

Truthful informed consent would be another way, if it were possible.
It seemed, back in the 1980s, as if it were. Marilyn Rice used to say, “I'm not
against shock.” She’d pause a beat to let that sink in, in case her listener had
read somewhere in the media that the Committee for Truth in Psychiatry was
an “anti-ECT” organization. Then she’d say, “I'm against lying about shock.”

Rice died in 1992 no closer to her goal of truthfully informed consent. In
some ways the situation for patients has gotten worse as the industry PR
complex has grown bigger, more powerful, and more brazen. The triumph
of PR over science these last thirty years seems absolute and irreversible.

There is no way to make shock safe, there is no way to warn people that

it isn’t safe, and so it must be banned.



Where Do We Go from Here?

Despite the success of the public relations campaign, the battles over shock,
primarily between doctors and patients, show no sign of subsiding. There
are some subtle but hopeful signs that people who have experienced ECT
and those who have the critical thinking skills to see through the industry
propaganda may yet shift the balance in favor of truth and science.

The saga of the ECT device at the FDA is not over, and there continues
to be a role for ex-patients and the public to play in determining what hap-
pens next. The APA’s petition to reclassify the ECT device languished in
limbo for thirteen years following the FDA’s proposal to grant it. The FDA
neither reclassified nor rescinded its proposal. On April 22, 2003, the FDA
quietly withdrew the proposed rule, simply because so much time had
passed since it was issued.”

But it’s not correct to say that nothing happened over those years. It did,
but through the intervention of Congress, not the APA. The FDA was still
under pressure to comply with its own laws requiring that untested, pre-1976
Class III devices eventually undergo the same scrutiny—premarket
approval—as new devices. That a backlog of 189 devices remained that had
neither been tested nor reclassified was an embarrassment to the agency.

Shortly after the FDA published its proposed rule to reclassify the ECT
device, Congress passed the Safe Medical Devices Act of 1990 (SMDA). Its
purpose, among other things, was to ease the FDA’s burden of investigating
the backlog of pre-1976 Class III devices by making it easier to reclassify
them. Frustrated by the inability of any manufacturer of a Class III device to
come up with a “performance standard” as required for Class II status, the
FDA had dropped that requirement in the new law. Now, all that was needed
to reclassify to Class Il were “special controls.” Special controls could include
a standard, but didn’t have to. They were somewhat loosely defined and
included labeling, guidelines, recommendations, and postmarket surveil-
lance. The last aimed at shifting the responsibility of ensuring device safety

from the FDA onto doctors and the public (in FDA-speak, from premarket to
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postmarket). The new law set up a registry, called MedWatch, through
which doctors and patients could report, after the fact, serious adverse out-
comes from medical devices. But neither doctors (who are legally required to
report) nor the public are generally even aware the program exists, and only
a small fraction of bad outcomes are reported. The database does contain
reports about ECT devices.

The SMDA established deadlines for the FDA to meet in making final
rulings on the remaining Class III devices. All of them had to be either reclas-
sified to Class II or I, or, if they were to remain in Class III, the FDA was
required to call for premarket approval applications (PMAs). The devices
were divided up into groups according to how suitable the FDA thought they
were for reclassification. The ECT device was placed in Group 2, those the
FDA considered “strong candidates” for Class II.

Section 515(b) of the Food, Drug and Cosmetics Act already required the
FDA to call for PMAs on all devices remaining in Class III, but a new section,
515(i), established an intermediate step before calling for PMAs. Class III
device manufacturers would now have to provide the FDA with all safety and
effectiveness information known or available to them, specifically including
adverse safety and effectiveness information.” Based on this information, the
FDA would decide whether to reclassify to Class II.

On August 14, 1995, a 515(i) was issued for the ECT device and published
in the Federal Register.? The manufacturers had two years, until the deadline
of August 14, 1997, to submit the required data.

Here was the opportunity for which the shock industry had been
waiting for years: a chance to get around the PMA procedure. If the manu-
facturers had submitted anything at all, no matter how half-baked, the FDA
would surely have turned a blind eye to its inadequacies and reclassified the
device. All they had to do was slap a response together; a few citations to
Sackeim and Weiner, and the whole FDA mess would be over.

The manufacturers submitted nothing. They ignored the FDA's call.#

It wasn't supposed to be optional. By law, according to FDA counsel, the
device should have been taken off the market. If manufacturers don’t
respond to a 515(i) they are not allowed to market their device, because it’s

considered a misbranded device .
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Nothing happened. The manufacturers weren’t prosecuted. The devices
continued to be sold. The manufacturers continued to develop fancier,
pricier models, filed s510(k)s claiming they were equivalent to the pre-1976
models, and sold those.

The FDA had missed every deadline set by Congress and every timetable
it set up for itself for dealing with the ECT device. By its own law, it couldn’t
stall forever, yet it was stuck. It had no basis for reclassification, but leaving
the device in Class III was simply not an option, because the manufacturers
had demonstrated that they could not (and more than that, would not)
respond to a call for PMAs. What was the FDA to do? How could it avoid
taking the ECT device off the market? Because that was simply unthinkable.
The APA would never allow it.

Nor could the APA write and submit the PMA itself, standing in for the
absent manufacturers as it had in filing its petition. Any person or organiza-
tion can petition the FDA; only the manufacturer of a medical device can file
a PMA, because an approved PMA is literally a license to market the device.

After it became clear to the FDA that the manufacturers were not inter-
ested in participating in the regulatory process, and clear to the manufacturers
that the FDA was not willing to use the law to enforce their participation, the
agency began trying to find a way out of its sticky situation. Its solution was
unheard of: the FDA would take on the manufacturers’ task of convincing the
agency that their product was safe. It would do this, not by conducting safety
studies or independent scientific investigations, but by picking through the
published articles on ECT in a selective literature review—the same tactic it
had used to justify granting the APA’s petition.

In the words of Steve Hinckley of the FDA's Office of Science and
Technology in the summer of 2000: “We’ll just do another literature review
and reclassify.” Toward that end, the agency convened an internal committee,
as it had in 1988, to review the literature. But this was very different from the
task of deciding a petition. This was a case of the agency (historically lacking
in the initiative to do even the minimum that it is required to do by law)
allocating its inadequate resources to do something it didn’t have to do.

Does the FDA have the legal authority to reclassify a device on its own

initiative, without a petition from the manufacturer or anyone else, without
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any submission of evidence from the manufacturer, on the sole basis of data
it has sought out and selected for the purpose of supporting a reclassification?
I asked this question of device evaluator Steve Hinckley and never received
an answer.’

I then framed the question a little bit differently. Has the FDA ever before
reclassified any medical device on the basis of nothing but its own selective
literature review? This time, I got an answer: a clear no. A selective literature
review does not meet the FDA standard for “valid scientific evidence,” upon
which reclassification must be based.

I asked another FDA official if the agency had ever reclassified any other
medical device in the complete absence of any submission from its manu-
facturer. The man who answered me had been at the FDA for over twenty-
five years. He thought for a while, and then said no, he’d never known of any

such case.”

A Stone Wall, and a New Petition

Phone calls and letters to the FDA asking for information on the proposed
reclassification went unanswered for nearly a year. Because organized
ex-patients had no names of anyone directly involved, we had written to
everyone in a position to know about medical devices, including the FDA
director. We didn’t get any acknowledgment, not even a brush-off letter,
from anyone. This would be understandable, if deplorable, if we had written
to a private corporation. But this was our government—unacceptable.

Meanwhile, I discovered that Max Fink’s protégé Laura Fochtmann had
been appointed an independent consultant to the FDA’s Neurological Devices
Advisory Panel. Any proposed reclassification of the shock machine would
have to be reviewed by this panel, and the FDA generally does what the
panel tells it to do. The ECT industry was anticipating such a proposal and was
ready for it.

But Fochtmann should have been disqualified from serving on the panel
once she revealed her career conflict of interest due to her position on the
APA ECT Task Force, inherited from Fink, as well as any financial ties she
may have had to the manufacturers. Clearly, a person in a key position of

authority in a group with a twenty-year history of lobbying for reclassification
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should not serve on the panel that would decide on reclassification. By law, the
FDA is supposed to screen panel members for potential ethical conflicts, and
can disqualify those with such conflicts. This means that either Fochtmann
failed to disclose her work for the APA, or the FDA allowed her to serve
despite her conflict of interest.

On December 10, 2003, the Committee for Truth in Psychiatry filed a
new citizen petition with the FDA. The petition, given the docket number
2003P-0555, asks the FDA to maintain the ECT device in Class III for all
indications. In support are appended six hundred pages of evidence overlooked
by the FDA in its previous selective literature review, as well as new evidence
of the risks and lack of efficacy of the device. As with the APA’s petition, this
one serves as a vehicle for any interested person to comment on the safety
and efficacy of ECT. All comments become a public record.

The FDA did not go so far as to grant the petition, but claimed in a letter
of September 3, 2004, that “the agency has no plans to reclassify the electro-
convulsive therapy device at this time.”®

Yet the agency cannot leave it there. For two decades, the FDA has never
wavered from its intent to declare the ECT device safe without a safety inves-
tigation. There is no reason to think it has changed its mind now. The law is
still clear that the FDA has only two options: call for PMAs, or reclassify.
To do the former will unleash the full fury of the ECT industry upon the
beleaguered agency. To do the latter is to abdicate its responsibility to pro-
tect patients in favor of a powerful special interest. We have seen, histori-
cally, what happens when the interests of psychiatrists and mental patients
collide.

The Good News

It is possible to end this complex, long, sad history on a note of hope for the
future. That wouldn’t happen if we ended the story in the United States,
where the industry has an iron grip on research funding, the “scientific
literature,” the media, and the government.

In the United Kingdom there is no shortage of proponents of ECT, but
they lack, at least as far as anyone can tell, the same crude financial ties that

motivate the main players in the United States. The Royal College of
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Psychiatrists is that country’s equivalent of the APA. Like the APA, they issue
guidelines on the use of ECT. Their 1995 “Fact Sheet on ECT” assured
patients that ECT is safe, effective, and sometimes life-saving. It claimed that
“people . . . report that it makes them feel ‘like themselves again’ or that ‘life
is worth living,” “ and that “memory loss goes away within a few days or
weeks although some patients continue to experience memory problems for
several months. As far as we know, electroconvulsive therapy does not have
any long term effects on your memory or intelligence.™

Their Institute of Psychiatry is roughly analogous to our NIMH, a presti-
gious research institute funded by the government. But it has a component
NIMH lacks—the Service User Research Enterprise (SURE). (Service users is
the British term for consumers, survivors, or plain old mental patients.)
In 2001, as a part of a larger review of medical treatments by the British
government, SURE was commissioned to review “consumers’ perspectives”
on ECT. The government specifically requested a systematic review. Two of
the researchers who worked on the report had experienced ECT themselves.
Others providing input or consultation were psychiatrists (including ECT
enthusiast Chris Freeman), patient advocacy groups (of which there are
many in the United Kingdom), and academics.

A systematic review of the literature on what patients say about ECT had
never been done before. Unlike the selective reviews so beloved by ECT pro-
ponents, which choose between studies in order to support a predetermined
viewpoint, this one had to include all existing studies. But because of the
nature of their topic, they went way beyond that. They included in their
review all the firsthand accounts of ECT they could find: on Internet sites, in
public testimony, in print media, and on video.

Amazingly, in the UK. three patient advocacy groups had conducted sur-
veys on ECT that included large numbers of former patients.” While a clinical
research study on ECT typically includes about a dozen people (it’s unusual to
find more than twenty-five), each of these surveys included two to four hun-
dred people, providing a much broader picture than could possibly be found in
even a busy research facility that might shock fifty people in a year.

And while SURE found only seven research studies that follow up ECT

patients even as long as six months, probably because of the presumption
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that the adverse effects of ECT resolve quickly, many of the people in the
British surveys were years postshock. Putting these surveys together with
the data from the small group of clinical studies that passed methodological
muster yielded a far different picture than that painted by the Royal College.

Although the review did not set out to study memory, memory loss
quickly established itself as the main theme of all the literature: “In all types
of information gathered for the Review it is evident that memory loss is a
persistent side-effect for at least one third of recipients of ECT. For some,
this memory loss profoundly affects their lives and sense of self.”"

The one-third was not an average of all studies; in most of the evidence,
the percentages were higher, far higher. The reviewers were being very cau-
tious, instead taking the lowest number they could find in the professional
literature as a floor or lowest estimate of permanent amnesia. By doing this,
while adding “at least” to convey that more loss is possible, they made their
conclusion unassailable.

The report makes clear that the amount of time permanently lost is not
limited to the weeks or months immediately before ECT, as generations of
patients have been told: “Many people describe how several years of their
lives and occasionally as much as 15-20 years have been wiped from their
memory, whether or not they feel helped by ECT.”

SURE found no evidence of any long-lasting or permanent benefit from
ECT in the studies or testimony by former patients.

Another major conclusion that emerged from the review was that volun-
tary and informed consent to ECT is an illusion. At least half of the former
patients did not receive adequate information about ECT before having it,
and they specifically related this to not being informed about permanent
amnesia. One patient quoted described “being like a baby, waiting for the
never to be realized promise that your memory will come back after a couple
of months.”

Involuntary ECT is a reality in England (where 20 percent of patients are
shocked by force) as well as in the United States, but court orders are not the
only effective way to force unwilling patients into “consenting” to shock.
One-fifth to one-half of ECT patients, depending on which study results you

look at, felt they had no choice but to sign for ECT because of coercion,
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threats, or an overwhelming sense of helplessness and powerlessness. MIND,
England’s largest mental health charity, whose survey of 418 former patients
was included by SURE, put it this way: “It seems difficult to understand how,

in such circumstances, people can be said to have ‘consented’ to treatment.”

British Survivors Make History

These findings from the eighty-five-page report made their way into the
mainstream scientific literature with the publication of two summary
articles: in the British Medical Journal in June 2003, and the British Journal of
Psychiatry in 2005.” And so the pooled knowledge of former patients, so long
denied and dismissed as anecdotal, now counts as science.

In 2004 another historic study, co-authored by Diana Rose, was published
in the Journal of Mental Health.” It was the first prospective study ever to
utilize a questionnaire designed by persons who’d experienced ECT. In a
prospective study, subjects are chosen before ECT and then followed up at
some later time. Usually, the subjects are all the people who have ECT at a
particular hospital during a chosen time frame. But by definition, survivors
of ECT don’t have access to hospitalized patients, which makes a prospective
study impossible unless professionals and institutions agree to collaborate.
This had never before happened.

This study was done by the “user” group Communicate at London’s
Maudsley Hospital. They designed a questionnaire to assess former patients’
views on their satisfaction (or lack thereof) with ECT and the adverse effects
experienced. This was the first published study where people were asked
whether ECT had caused loss of intelligence, and 40 percent of them said
yes. Forty-five percent reported permanent memory loss.

That the findings of this prospective study confirm the results of the
retrospective studies suggests that the findings are robust and not the result
of sampling bias. And the results of all the studies are consistent when
former patients are asked about coercion as well. About a third of the people
in the Communicate study said they felt forced to “consent” to ECT even
though they were not legally compelled.

Having asked for information from ECT patients, the British government

had to act on it. In April 2003, its National Institute for Clinical Excellence
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(NICE), a part of the National Health Service that evaluates health-care
technology, issued a report on ECT. Its conclusion was that, given its risks,

the use of ECT should be limited. The report specifically notes:

It was apparent that the nature of cognitive impairment experienced by
users was variable and often long lasting to such a degree that it
outweighed any perception of benefit from ECT treatment. . .. It [the
Committee which authored the report] was also concerned that the poten-
tial for cognitive impairment following ECT be highlighted during the
consent process. These factors featured significantly in the Committee’s
deliberations, and specifically in its decision to restrict the use of ECT to
situations where all other alternatives have been exhausted or where the

nature of the mental illness was considered to be “life-threatening.”*

However, the report leaves it up to the individual doctor to decide what
patients should be told about cognitive impairment. In addition, NICE also
noted that there is no evidence of the usefulness of ECT in schizophrenia, or
as a maintenance treatment, and that its usefulness in depression is limited to
the short term.

The industry was furious. In the United States, Richard Weiner’s protégé
W. Vaughn McCall, in specific protest against what he called NICE’s “sharp
restrictions,” churned out a quick study (using NIMH money) designed to
show that ECT improves “quality of life.” But he had to set the bar so low to
ensure the results he wanted—for instance, asking whether patients could go
to the toilet by themselves as a measure of life quality—that the results were
unintentionally comical and likely unavailing.® Royal College psychiatrist
Chris Freeman led an appeal of the NICE decision, claiming it was
“perverse.” The report was upheld.

The Royal College, bound by the findings of an agency of the British
government, decided to delay and rewrite its own forthcoming ECT guide-
lines. In Britain, the previously unthinkable had happened: hundreds of ECT
survivors, speaking as one about severe and permanent shock damage, had
forced the government and the industry to hear us.

However, it is premature to say the industry is listening. When the Royal

College of Psychiatrists issued a revised edition of its ECT handbook for
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practitioners in 2005, its recommendations were contradictory and confus-
ing."® The chapter on “Adverse Effects of ECT” assured readers (without any
supporting evidence whatsoever) that “ability to learn new information and
non-memory cognitive functions (intelligence, judgment, abstraction, etc.)
are not affected.” It also warranted that ECT amnesia is “reversible,” though
“a small proportion of people complain of persisting memory difficulty.” The
author of this chapter left out all the new British survivor research; of her
sixteen citations, all but three were to financially conflicted American shock
doctors.

Yet in other places the new ECT handbook advises psychiatrists “to be
particularly careful to discuss the topic of retrograde amnesia” and strongly
recommends that “the possibility of both short-term and long-term cognitive
impairment” be discussed with the patient and family. And the suggested
consent form—much less chatty than the APA’'s—tells patients that memory
loss, “possibly permanent,” is one of ECT’s “serious/frequently occurring
risks.”

In the face of the new reports, when it issued an updated information
leaflet for patients in 2007 the Royal College simply gave up on trying to sell
ECT as a treatment based on science. Instead, it seemed to be saying, what’s
true about ECT depends on whom you choose to believe. Different “opinions”
or “views” are presented in a way that seems, at least in spots, more honest
about the adverse effects: “People against ECT say it ‘works’ by concussing and
damaging the brain. . . . Those in favour of ECT say it is an effective treatment,
especially for severe depression.” But no evidence is given in support of these
claims. Instead, ECT is presented as a topic on which people simply disagree
strongly, and the prospective patient given no basis for deciding what to
believe: “There are many areas of disagreement about ECT, including whether
it should even be used at all. The main areas of disagreement are over whether
it works, how it works and what the side effects are.” The permanence of

memory loss, the leaflet says, is one of many areas that are “not clear.”

Beyond Denial

There are signs that it is becoming possible for professionals to move beyond

denial of ECT’s permanent adverse effects, toward not only acknowledgment
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of damage but help for ECT survivors. In 2006 and 2007, the British journal
Advances in Psychiatric Treatment (put out by the Royal College of
Psychiatrists) published two groundbreaking articles on ECT. The first, by
Americans Harold Robertson and Robin Pryor, incorporates the voices of
survivors (from the FDA files and the British studies) into a discussion of the
different types of memory and cognitive disability caused by shock.”
The authors further discuss how best to assess these deficits with the type of
neuropsychological tests used on persons who have experienced other types
of brain injury. They criticize the tests commonly used by ECT proponents
as much too simple and not relevant to ECT. Finally, they propose a model of

informed consent that describes rather than denies what we know.

Patients can be told that permanent amnesia is one of the “common”
(Sackeim, 2000) or “serious/frequently occurring” (Royal College of
Psychiatrists, 2005) effects of ECT and that it affects at least one-third of
patients (SURE, 2002; Rose et al., 2003). Such amnesia may be presented
as having multiple dimensions: the amount of life lost, the temporal
gradient, the nature of what is lost, and the effect of memory erasure on
the individual’s life. The amount of life lost to amnesia cannot be
predicted; patients should be warned that it has been known to extend to
1020 years (Pedler, 2001; SURE, 2002). It should be made clear that
amnesia is not limited to information about discrete events or to facts
that are easily regained, such as dates and telephone numbers, but that it
encompasses all thoughts, feelings, personal interactions and relation-
ships, learning and skills associated with the erased time period, and thus
there is no simple or easy way to recapture what is lost. Since the tem-
poral gradient of ECT amnesia is the opposite of normal forgetting,
patients should be warned that the most recent months or years will be

most affected.

The authors say that true informed consent must include warnings
about permanent cognitive disability as well. “Patients should be clearly told
that ECT may have serious and permanent effects on both memory ability
and non-memory cognition. These are best described in everyday terms:

‘the ability to plan and organise and get things done’ rather than ‘executive
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function.” Intact memory and intelligence are highly prized in our culture.
The more valuable a possession, the more important it is to know about even
a small chance that it may be permanently lost.”

The next year, Maeve Mangaoang and Jim Lucey (a psychologist and
psychiatrist from Ireland) built on Robertson and Pryor’s work in the first
article ever published to address the issue of how best to help rehabilitate
those who suffer memory and cognitive disability: “Cognitive rehabilitation
techniques that are used with brain-injured patients should also be considered
for use with patients experiencing memory and/or cognitive disability follow-
ing ECT.”* I've described in Chapter Eleven the efforts of myself and other
survivors to access neuropsychological testing and the type of rehabilitation
they describe. These authors propose that ECT providers should be the ones
to initiate such referrals; Robertson and Pryor say this is unlikely to happen
due to their fears of being held personally liable for damages. It is not clear
that the very real unmet need of ECT survivors for assessment and treat-
ment of brain injury will ever take precedence over these concerns.
Mangaoang and Lucey’s article seems destined for the oblivion that has
befallen virtually every published article critical of ECT. Nevertheless, their

conclusions deserve to be widely disseminated.

What is striking from the literature in this area is the lack of routine, for-
mal assessment of patients’ neuropsychological performance following a
course of ECT, despite the long-known risk to memory function. . . . All
patients should undergo cognitive assessment before their first ECT ses-
sion. . . . Reassessment should be scheduled after a sufficiently long inter-
val (more than 6 months after treatment) so that persistent cognitive and
memory deficits can be identified. . . . It should now be clear that docu-
menting neuropsychological deficits is not enough; a specific programme
of cognitive rehabilitation should be designed and made available to all
patients following ECT, and details about this treatment should be
included with the information that patients receive prior to treatment. . . .
Cognitive rehabilitation following ECT offers a constructive way of treat-
ing and managing the most common side-effect, which is currently left

untreated. Over time, this acknowledgment of the presence and impact of
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cognitive disability in ECT-treated patients, together with the education of
patients, families and mental health professionals about ways to deal with
these difficulties, would lead to better overall adjustment by patients and

the development of a new sense of self.

Denial of, and withholding help for, injuries caused by ECT is not only
bad for patients, they argue, but ironically ends up subverting industry PR as
well. “Failure to attempt to rehabilitate patients may reinforce the negative

public image of ECT specifically and psychiatry in general.”

The Search for the Holy Grail Continues

Although there is absolutely no suggestion from the SURE work or other
reports that anyone’s ECT was done improperly, or that any adverse
effect corresponds in any way to how or when ECT was done, and
although persons who had ECT with all types of techniques and in all
eras report the same damages, the Royal College is grasping at the only
straw left to it.

Rather than draw the obvious logical conclusion—permanent memory
loss and cognitive disability happens when you put electricity through the
brain and it cannot be prevented—they borrowed a page from the American
PR book. The problem, they decided, must be that ECT just wasn’t done
right. The solution was to raise the standards, and teach everyone to do it
correctly, and check up on them to see if they were doing so. It wasn’t that
ECT causes damage, only that poorly performed ECT might do so.

The counterargument is quite simple. It’s this book; it’s history. As we
have seen, such a claim has been made over and over since the very early days
of ECT. And each so-called refinement or modification of the shock box or
the electrode placement or the accompanying drugs and anesthesia has
failed to eradicate the serious, permanent adverse effects. The simple reality
of biology and neuroanatomy won’t be fooled.

What is the Royal College’s solution? Unilateral ECT, invented back in
the 1940s and abandoned: “The balance between immediate benefit and
longer term risk of distressing retrograde amnesia can be moved in favor of
benefit by the use of unilateral ECT.” It noted that “many practitioners in

the UK were sceptical about unilateral treatment because of earlier
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experiences of limited efficacy,” but went on to suggest, citing Sackeim, that
this only meant the electricity hadn’t been turned up high enough before.”

It also set up a new program to audit and monitor ECT, called the ECT
Accreditation Service (ECTAS), and invited hospitals to sign up (for a fee).
ECTAS, a project of the Royal College’s Research Unit, has its own ECT
guidelines. Compliance is entirely voluntary, but the idea is that the guide-
lines are supposed to ensure good outcomes. A brochure for the service
asserts, “If ECT is ever legislated against or falls into disuse it will not be
because it is an ineffective or dangerous treatment, it will be because [of a
failure] to supervise and monitor it correctly.”* The guidelines provide no
clues as to what patients are to be told about the nature and frequency of
ECT’s risks, other than that “consent is to be obtained by a psychiatrist with
adequate knowledge of the nature and effects of ECT.”

After generations of denial of these effects and their nature by organized
psychiatry on both sides of the Atlantic, where would that psychiatrist be

found?

The Inevitable Conclusion

Perhaps the most important lesson is that we do not have enough of the
right kind of evidence to resolve the debate over the appropriate con-
temporary use of ECT. One desirable outcome would be the instigation
of relevant collaborative research between patients and prescribers into
the short-and medium-term benefits and risks of ECT in depressive ill-
ness. This would be in everyone’s best interests, but only time will tell

whether it happens.

—Dr. A.LLE Scott*

This statement by the editor of the latest Royal College ECT Handbook,
while admirable in its call for collaborative research, leaves the reader
wondering: What is enough information? What is the right kind? Who is this
we who gets to decide these things?

If history tells us anything, it is that answers to these questions cannot be
left to those with a financial, professional, or career stake in the procedure.

Those of us who had everything—our brains, memories, intellects, and
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lives—at stake, and lost, say that seventy years is enough and that the “right
kind of evidence” is and always has been all around us.

If any other medical treatment had admittedly been done incorrectly for
seventy years (while, at periodic junctures, the manufacturers and users of
the equipment had proclaimed “Now we know how to do it!” and been
proven wrong) . . .

If the manufacturers and users had admitted, after seven decades, that
they still didn’t know how to do it, and meanwhile seven decades of accu-
mulated evidence showed that large numbers of patients had been harmed,
permanently disabled, or killed . . .

What would we, as a society, do?

Would we say to the doctors, “OK, keep trying everything that hasn’t
worked in the past. We’ll be your guinea pigs”?

Would we say nothing and look away, betting our lives that the treatment
will never be used on us but only on people who don’t matter quite so much?

Would we let it be used for another lifetime?



Epilogue

The challenge [in writing history] is to get the reader beyond thinking
that things had to be the way they turned out and to see the range of pos-

sibilities of how it could have been otherwise.

—David McCullough

Even in a book this long, so much has had to be left out. For this I apologize
to those whose stories got told only in passing or not at all. I had difficult
choices to make. Two of the most important stories left out were those of
the citywide ban on shock in Berkeley, California, in 1982, and the period
from 1991 to 1993 when shock was nearly banned in Texas. I chose to focus on
Vermont instead of Texas because I had more primary source material avail-
able to me, and had been more directly involved in the legislative process in
Vermont. My choice throughout the book was to focus on one typical
example in great depth (such as the Thomas case) as a way of better under-
standing a great big important issue (forced shock).

One might reasonably conclude from this book that there is little hope of
protecting persons who end up one way or another at the wrong end of a shock
machine from the tragedy of permanent brain damage and disability. After all,
a theme in the history of electroshock is that it repeats itself over and over. The
same lines, the same actors, the same plot; shock is “new” in 1945 and in 1985 and
in 2005; the New York legislature becomes Texas becomes Vermont.

And yet, another theme is the central and unpredictable role played by
individual personalities, personalities drawn into the shock issue either by
personal proclivity or horribly bad luck. Anne Donahue couldn’t have been
made up or foreseen. And as the industry czars age and pass on—in the trans-
fer of power from Fink to Fochtmann, Sackeim to Lisanby—the ground will
shift slightly, or not so slightly.

The ground trembled in 2007, with the publication of Sackeim’s article

finally admitting that ECT routinely causes substantial permanent memory
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deficits. Meanwhile, the “comeback of ECT” campaign has entered its thirtieth
year. The first comeback article of 2008 contained one sentence obliquely
referring to the article: “Cognitive problems from ECT may be more problem-
atic than was recognized even 10 years ago.”" But nothing else in the PR script
has changed. Sackeim’s admission may be too little, too late to make a differ-
ence for patients.

The prestigious journal that published his article, Neuropsychopharmacology,
did not reveal that Sackeim had been paid by Mecta while conducting this
research. That wouldn't be surprising, except that the editor of the journal had
just been forced to resign after a firestorm of publicity over his and other
authors’ undisclosed financial conflicts.* That firestorm had been building for
years.

Since about 2001, I and so many others have watched in amazement as
a few dedicated individuals took the psychiatric drug industry, and much of
medicine as we know it, to task. Slowly but steadily, they've exposed the
fraud and deception that looks so much like that of the shock industry: the
financial dirty dealings of those pretending to be objective researchers,
including those we trust with our taxpayer dollars at NIMH; scientists skew-
ing their research any way they like through fraudulent design and with-
holding data without, until now, anyone ever knowing about it; respected
medical journals publishing articles without revealing that authors had
financial interests in the companies whose products they researched; peer
review that was supposed to ensure the scientific integrity of published
research but in reality was often little more than an old boys” network. The
Food and Drug Administration, supposedly the watchdog of public health,
was revealed to be as corrupt and pro-industry as all the other stakeholders
in the enterprise. In short, none of the safeguards we assumed were protect-
ing the public from shoddy science and deadly products were working, and
people were being needlessly hurt and killed as a result.

At first there were just a few voices, most notably those of Vera Sharav and
David Healy, then others joined until there was such a groundswell that the
media got hold of it and didn’t let go. There was so much dirty laundry; it
made a great big juicy story because the pharmaceutical industry is so big and

so powerful, and almost everybody knows someone on psychiatric drugs.
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I would never have believed this could happen, but in the UK., their
equivalent of the FDA banned most psychiatric drugs for children, citing the
lack of evidence that the drugs work, combined with research—previously
suppressed by the drug makers—showing they increase the risk of suicide
and violent behavior. And in the United States on October 15, 2004, the FDA
ruled that antidepressant drugs must be labeled with a “black box™ warning
that they have been shown to increase the risk of suicide in children and
adolescents. (Three years later, after examining more data, it extended that
warning to young adults up to age twenty-five.)?

After a spate of bad publicity about financially conflicted researchers, the
National Institutes of Health (which includes NIMH) instituted new rules for-
bidding its employees from taking money from drug or biotech companies.
Although at this time the prohibition applies only to those working directly
for NIH, and not those like Sackeim who contract with it through grants,
there is no logical or ethical reason why grantees should be allowed to be
compromised by industry money. And in fact, in 2007 the U.S. Department of
Health and Human Services began a review of NIH’s conflict-of-interest poli-
cies for extramural scientists.*

The message of this book that NIMH and the FDA (and much of what
passes for scientific research) are rotten to the core has been borne out time
and time again, yet the spotlight has been only on drugs, rarely devices, and
certainly not on shock.

The parallels to the shock industry are obvious. As will be the differ-
ences: shock is “only” a five billion dollar industry compared to the thirty
billion drug industry; nearly all the research is funded by NIMH or a couple
of private foundations, not by the shock machine companies themselves
directly, so it’s harder to see how it is financially conflicted; and most
importantly, though psychiatric drug use has been normalized to some
extent over the years—as long as it’s outpatient and is “only” for depression
or anxiety—those of us who’ve had shock are still the pariahs of the mental
patient world, thought to have deserved or needed what we got, incapable of
being damaged since we had nothing to lose anyway.

Calls for reforms to alleviate the “unprecedented crisis of credibility”

caused by financial conflicts in medicine, and in particular in psychiatry, are
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now unstoppable.’ Many of these reforms, if implemented—such as giving
priority to independent researchers for federal grant money, for medical
journal editorship positions, and in practice guidelines groups such as the
APA Task Force on ECT—could make it impossible for the shock industry to
continue business as usual.

What happened with drugs could happen with shock, following the same
script—this is obvious. Whether it will depends on a hundred unpredictable
variables such as luck, timing, quirks of place and personality. (For instance,
David Healy, who led the crusade against drug industry deceit, is a staunch
ally of Max Fink’s. The book that Healy co-wrote with Edward Shorter and
Fink denies that ECT has ever caused any permanent adverse effects, and
doesn’t reveal the financial conflicts of any of the ECT promoters.) What'’s
needed, as always, are just a few individuals who care enough to put what’s
right before everything else, who are willing to make personal sacrifices of
time and resources, and who won't give up.

For those individuals, five years from now or fifty, this book will be an
invaluable resource. Now that we know this history, now that what mostly
hadn’t been written is written down in one place, maybe—just maybe—we
can keep from repeating it. One thing is for certain: there will continue to be
opportunities for the history of electroshock to take a new turn. And though
it won’t happen in my lifetime, the history will one day be only that—a
history and not a present or future; a past our grandchildren will look back

on in shame and horror.



Appendix: Letters from
FDA Docket No. 82P-0316

The following is a small representative selection from the hundreds of letters sent to
the FDA by former ECT patients to assist the agency in assessing the procedure’s risks
and benefits. FDA Docket No. 82P-0316 is the largest and most detailed public database
on ECT’s effects.

I was a patient at University Hospital, Denver, Colorado, from early January to March
22, 1989. I was given 12 treatments and allowed to come home. A few days later, I was
so desperate to get relief from anxiety and depression that I nearly died by a suicide
attempt. I was asked to sign permission for further ECT. . . . Thad 20 electroshock treat-
ments and I regret very much my decision to have any of the treatments.

I had to retire from part-time work as a paraprofessional in a local high school and
I doubt I will ever be able to work again. I have forgotten how to weave, could not con-
centrate on anything, felt very little pleasure in life and still feel suicidal. I often don’t
remember people who speak to me, much of my past life is gone from my memory,
I have cognitive thinking problems, fear being in any social situation, cannot spell, can-
not remember factual information, and lead a rather hermit-like existence.

I believe I have permanent brain damage as a result of ECT and I do not think I will
ever again be as intelligent a person as I was before the electroshock treatments. . . .

Sincerely,

Theresa G. Blumen

C450, June 14, 1990

As a former recipient of ECT, I have ongoingly suffered from memory loss. In addition
to destruction of entire blocks of pre-ECT memories, I have continued to have consid-
erable difficulty in memory recall with regard to academic pursuits.

To date, of embarrassing necessity, I have been forced to tape-record all education
materials that require memorization. This has included basic classes in accounting and
word processing materials. . . .

Currently, I am finding it extremely embarrassing and hurtful when fellow classmates
(however innocent) refer to my struggles in grasping my study materials, thusly: “You
are an AIR-BRAIN!” How can I explain that my struggles are due to ECT?

As far as the loss of my childhood memories, I often feel as though a very vital part of
my life “died” as a result of these treatments. In particular, when my family refers to
specific earlier experiences, I feel a great sense of loss and grief because I cannot share
their memories.

Felicia McCarty Winter

May 23, 1988
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Nearly twenty years ago, I underwent 30 shock treatments at the Institute of Living in
Hartford, Connecticut. As a result I lost two full years of memory. I have one child,
a daughter, and the two years that were wiped out in my memory were the years when
she was two and three years old; those memories are irreplaceable. . . . My memories
are clear and detailed back to age 2 %. But when it comes to those two critical years
before I received shock treatments, my mind remains a blank. . . .

As an advocate for over 8ooo mental health clients in Maine, I do have contact with
many former ECT recipients. I have met many others who have lost over 20 years’
worth of memory; I have talked with others who, after shock treatments, were unable
to resume their former work and lifestyles because of short term memory damage.
I am convinced that brain damage from ECT treatments is not only common, but that
it is the rule rather than the exception.

Sincerely,

Sally Clay

November 9, 1987

I had 19 shock treatments. I found out later that they were probably unnecessary and
that I had severe thyroid and female hormone deficiencies. Needless to say the electric
shocks didn’t help my hormone deficiencies!

They did wreck my life however! I suffer severe memory loss which has never
returned. It covers 8 to 10 years!

I also have a very deep inability to learn and comprehend things and this has led to
problems with my own self understanding. It also has affected my relations with my
own family and other people too.

Sincerely,

Dorothy Oimette

C230, January 29, 1988

The 2 years of college I had before the shocks was gone. All I had was a vague
memory of my art professor when I looked at the painting I'd done hanging
on my wall. So the shock doctors were not only barbaric—they were thieves, robbing
me of the one thing in life that brought me the most satisfaction. From day 1
I had dreamed and fantasized of being a teacher—they were my role models. . . .
I've been fired and asked to leave job after job in my profession due directly or indirectly
to what was forced on me against my will ... misdiagnosed, mistreated and now
unable to perform I exist on less than $300.00 a mo. SS disability. If it weren’t for the
ECTs I'd have my master’s or PhD and still be teaching. ECTs raped and robbed my
brain. I'll go to my grave with this—the worst thing that ever happened to me in my
whole life.

Betty Scoleri

May 1, 1986
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I received over 20 ECTs when I was 17 years old . . . I was told the memories would
come back in 6 weeks. I was told the shock treatments were no more powerful than the
batteries in a flashlight. . . .

I lost 95% of all my memories before the treatment. They never came back. I went
back to high school. I did not remember my fellow students. I could not find my
classes. It was awful. To this day Ilook at the school year books hoping some of the pic-
tures will spark a memory. I used to play the violin. I had won 2nd place in duets in the
city of Cleveland. (The only reason I know this is because I have the medal in my
drawer.) I could not remember how to play my violin after the first series of treatments.
I was devastated. . .. My doctor kept saying that one more series would make me
well. . ..

I have trouble with my memory today. I have been told I have permanent brain dam-
age due to the ECT treatment. My IQ was 120 before treatments and it is not anywhere
near that now. I have trouble just trying to cook a meal. I do not work. I make lists so
that I can try to remember what I need to do.

ECTs changed my life forever—and not for the better. I wish no one would be given
ECTs.

Sue Ann Kulcsar

November 9, 2000

Permanent memory loss for the time of the treatments and some time before is usual,
not unusual. If a person, even one feeling awful, realizes what this does is to divide life
into a present and a past which cannot ever be reconciled psychologically, he or she will
realize that ECT is unnatural and wrong.

Yours truly

Mark Fenton

C802, February 1, 1994

I am one of those many people who have been subjected to shock treatments in an
attempt to alleviate a severe depression. Had I foreseen the damaging effect that these
24 treatments were to have on my brain, I never would have agreed to undergo them.
Because of the subsequent difficulties I have encountered as a result of ECT (including
a recurrence of the depression and a suicide attempt), I consider these treatments to
have been a setback rather than a help in my recovery.

I was fortunate in that I was able to return to my job but the process of relearning my
job and retaining what I learn has been an arduous process. It is extremely stressful for
me to cope in many areas of life because of my altered mental capacity. In addition,
I have suffered embarrassment because I am unable to remember many people that I had
met before the treatment as well as many important events in my life. In school, I have
tremendous difficulty recalling what I have read, and, as a consequence, do poorly on

essay-type exams. This has limited my coursework in recent years to those subjects that
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do not use essay exams. I certainly can imagine that unless one has very supportive
friends and co-workers, as I do, the effects of ECT would be devastating.

It is most frustrating to experience these changes in my capacity that affect almost
everything I do and then listen to a psychiatrist say that it is all in my head.

Sincerely,

Lucinda H. Frend

February 8, 1988

It’s been 7-8 years since I had them [shock treatments], the long term damage is there
and it’s not coming back. At one time I never minded filling out job applications, I loved
to read, my goal was to finish high school G.E.D. and become somebody.

I can no longer fill out applications. I'm not able to retain anything I might learn, I read
and the next minute it’s gone. I can’t follow written instructions, I become confused. Just
the other day I had to fill out an application for Food Stamps. I couldn’t do it. I started to
cry Something so simple and it deals with current things, I just couldn’t handle it.

At one time I tried to file for Social Security. I could not remember places I worked or
years, my mother tells me I was always good with dates, years, etc, not no more. I can’t
do any math, I've been tutored and helped and it won’t sink in. I can read a page in a
book and look up and not have any recollection of what I read. I have lost my ability to
learn and better myself.

I feel doctors should tell people that are about to have ECT that sometimes, some of
the brain is damaged and not all memory might come back. If I had thought for one
min. I might of lost any of my memory forever, I would not of went through with it!

I'd also like to tell you that since the ECT I lost my first husband, I have hardly any
memory of him, we were married 10 years.

I can no longer remember from day to day. When I'm lucky enough to find work, it’s
mass confusion and I usually don’t last too long.

Doris Heikila

C140, February 25, 1987

I am one of many ECT patients who cannot help but suspect that ECT caused brain
damage. . ..

I am constantly reminded of whatIcan’tdo. . . althoughI could do it once. And what
is “it”? I can’t remember new information with the ease I could before ECT.
Distractions and interruptions seriously interfere with information retention . . . any
new bit of information may “cancel out” the bit that preceded it. My auditory and
visual memory seem to function episodically . . . enough so I know they exist and how
well they functioned before ECT.

How have these deficits, which developed immediately after ECT, affected my life?

1. When I returned to my é6th grade teaching job after ECT I could not remember
how to teach. Therefore, 5 months after ECT, I attempted suicide.
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2. For two and a half years I worked in a kitchen. The loss in income was
dramatic but worse was the total loss of confidence and the perception that
I was a complete failure.

3. When I dared to take a college course, even multiple readings of the same
material yielded next to nothing.

4. In September of 1987, I matriculated. However, because the information was
complex and largely theoretical, and because I found it hard to remember
instructions, I withdrew from school. I am very fortunate that I survived the
subsequent depression.

5. Why am I not making the $40,000 I would be making if I'd remained in
teaching. Why am I praying that I'll find a job that pays me $16,000. Why am
I likely to settle for less if it will make few demands on my memory. I'm sure

I need not answer “why.”

I had a high “B” average in college. I remembered ideas better than facts. I was not
a slave to my studies. One year six months later functioning like that was just a bitter
memory. If ECT must be used in spite of its damaging effects, can we not develop
cognitive retraining programs to help people adapt to their new deficits.

Sincerely,

Pam Maccabee

C323, January 20, 1987

It took me five years of hard work and frustration to restore my reading comprehension
to the college level. And I had been a Reading Specialist. For some twenty years I could
not play the piano. I doubt I'll ever reach the level I had been before I was subjected
to ECT.

It has taken me the past twenty years, and will take me the rest of my life to approxi-
mate the education I lost. My career as an Intelligence Officer for the Federal
Government was lost forever.

The effects of ECT not only ruined my life, but it nearly destroyed my family and
my marriage. . . . My personal belief is that an investigation is in order to prove that
ECT is indeed beneficial and not brain damaging. How can I feel differently when that
so-called therapy has wrecked a major portion of my life?

Respectfully yours,

Marjorie E. Faeder

C314, January 21, 1988

When I was 19 years old my folks had me in the Hartford Retreat or the Institute of
Living to get a series of about 18 shocks. Because of their complete trust in the psychi-
atrist who recommended I go to that place for my health, I was forced to submit to the
hospital’s best judgment. It was the hope of my parents that I would be able to resume

college and study chemical engineering which I didn’t do. . . . Do you believe that I had
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a fair chance to compete with other college students? Is it not reasonable for our great
country to provide that people should be informed of the brain damaging side reaction
to ECT before they sign to approve of it as therapy?

Very truly yours,

Monroe Prussack

C2o1, January 20, 1988

After I'd signed all the papers, including the “formality” of one giving the doctor
permission to treat me (the admittance clerk’s words), I was taken to the psychiatric
ward, given a bed and a sleeping pill. I slept soundly, knowing I was going to get help.

When I awoke the next morning, I met my room-mate. . . . She said, “You know they
give you shock treatments, don’t you?” Dear God, No! . . .

I tried to run. They caught me and forced me onto the table. I don’t remember ever
fighting after that. . . .

My family came to see me. I remember none of them, but my oldest son. I will
remember that, from what I later learned, till the day I die. At that time, I was so “happy
and excited.” They had a gift wagon that came by and I had bought four gifts for the
kids. Since my oldest son’s birthday was Nov. sixteenth, I decided to let him have his
pick of the gifts. He turned 13.

He came into the room with his father. He stopped and looked at me, then came in and
kissed me. I got out the “gifts” and told him to take his pick and give the other kids the
rest. He chose one and said he was going down to the waiting room for a few minutes.
I didn’t know for some years that he had gone down there to cry, holding the cheap
plastic toy that would have been better suited for a five or six year old. He cried for me.

He said he had never been so terrified. I had also not known that he’d been there before.
He said I had been very lethargic, eyes vacant. This day, I had seemed happy, but I had acted
as though he had been five or six years old. What a hell to put a young boy through. . . .

Soon after that, I was pronounced “well.” I could go home. My youngest aunt lived at
home, and I asked her a million questions. Where do I live; in a house or an apartment;
upstairs or down; what kind of car does my brother-in-law drive; where were the kids,
on and on.

I knew nothing of where I kept anything, which bedroom or bed was mine, where did
this or that come from.

But the heartbreaking part was my children. They were thirteen, eleven, ten and
barely eight. They brought friends in and I would say, “What a nice boy, who is he?”
They would look embarrassed and tell me I had known him since we’d moved there.

I don’t really remember a lot of what went on in that time, either. I do remember
deciding I was going to get a job. I went to a clothing store. They said they didn’t need
any help then, but would take my number and call me if they needed help. Where had
I worked? I told them a dress shop and the town. Name of the shop? Nothing. Who did
I work for? Nothing. Who owned the shop? Nothing. I went home, embarrassed and

not so enthusiastic.
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I remember my sons. They just looked sad or upset, most of the time. I couldn’t
figure it out. I felt so good, why weren’t they happy?

Then, I came down. My problems? Right there, as they had been before the treat-
ments. Only now, the kids were hurting. I couldn’t remember things, my family was
upset and worried about me. . . .

I felt resentful and so terribly frustrated, and helpless. Because I'd found out the dan-
gers after the fact. I couldn’t go back and “un-do” the treatments.

I believe my body, my brain, was violated. By not telling me the type of treatments
I would receive; by not telling me of the dangers and the unknown elements involved;
by not even telling me of the short term effects, I feel not only myself but my innocent
children and family suffered with me.

Cora Lee Ritchey

Ci124, August 11, 1986

It is 5 and one-half years since my horrifying experience of awaking in a hospital after
ECT, not knowing who I was, where I was, who my husband and children were, what
were my likes and dislikes, what my family was all about, what classes my children
excelled in, what the family liked and disliked, and where I stood in the life I was
supposed to be living. . . .

The damage from ECT can be extreme and completely disabling, to a degree
inconceivable except by those who have undergone this horror. A diagnosis of organic
brain syndrome or senile dementia after ECT through neuropsychological testing
is not taken lightly by a person who had once been an intelligent and fully functioning
being.

... The heartache and striving for health following brain damage is an illness itself
after the damage from ECT.

Pat Gabel

C345, January 25, 1990

My doctor informed me that I would experience some short term memory loss, but
reassured me that my memory would return to normal within six weeks following the
end of the treatments. He pronounced me “cured” and urged me to return to college.
I had to drop out of school when I realized I could not remember what I had studied
before entering the hospital, and I was totally unable to absorb new material. I suffered
for many months from a complete inability to concentrate, and was not even able to
read a newspaper or magazine. I have been left with permanent memory loss of events
that preceded the ECT by several months. I continue to have difficulty concentrating
for extended periods of time, which I believe is the result of ECT. . . .

In my case, it could hardly have been called “informed consent” because I wasn’t well
informed of the risks involved.

Sharon Heim

November 2, 1990
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I had a bunch of them [shock treatments] many years ago and I'm still having problems
with my senses and the brain damage it did. . . .

When you come out of this hellish treatment—you sometimes don’t know your
name—you've forgotten a lot of important events in your life. I forget my children year
they were born—I forgot addresses and how to contact people etc.

And years later I'm having the same problems. When I finally got out of the hospital
I had to be hand led around on buses, and when I went out.

I have watched many cases of people who had shock treatments and yet am waiting,
so far no good results.

Jean Culligan

C420, May 9, 1990

I had no after-care followup in the community. The experience of going back to work
was horrendous. I could not remember names of fellow employees, code numbers for
the computer department was wiped out of my mind.

Before this hospitalization, I was going to business school for accounting. All that I
learned was wiped out of my mind. My vocal studies were brought to an abrupt halt.
My repertoire of music was wiped out of my mind.

Followups of each and every patient who have had shock treatment should be a
matter of necessity. . . . Rehabilitation should be included after shock treatment.

Elizabeth Plasick

Cs4, May 20, 1983

Before ECT, I studied math up through calculus. After ECT, I can just barely make
change in a store. ECT gives a person a different brain from the one a person had. One
never feels sure about this strange new head. Some things come back. A great deal of
memory never returns. And one cannot retain new information, so one’s future is
DEAD.

June Bassett

Cs1, May 2, 1983

ECT was given to me against my will. . . . Before the ECT I was a college student studying
art and a springboard diver in training for the Olympics. After the treatments I tried to
resume these things, but I could not remember people who knew me at school and lost
my nerve for diving. I feel the shock treatment was responsible.

My parents never would have consented to the treatment if they had been informed
it might hurt my memory and damage my brain. . . .

One last thing I want to mention is an example of the effect ECT had on me. I was a
young girl, intelligent, athletic, diving, attending college making good grades. I took
a trip with my parents after leaving the hospital and I can remember going in the

bathroom, coming out carrying a roll of toilet paper. I didn’t even realize I had it. I was
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very embarrassed when I realized I had it and left it sitting in a drinking fountain.
That is an example of how I was affected.

Sincerely,

Suza Gaudino

C180, January 24, 1988

I was hospitalized, voluntarily, from January 30 to February 20, 1991, during which I had
eight electroshock treatments. The second treatment was with bilateral . . . the others
were all unilateral. . . .

ECT did work; it unquestionably saved my life . . .

The ECT got rid of my depression completely for three weeks. After that, my depres-
sion began returning intermittently, and by six weeks post-treatment, it was constant
again.

The confusion I experienced immediately after each ECT treatment was different
enough from routine confusion that it should probably have a different name. I'm not
talking about not knowing whether it was morning or afternoon—I'm talking about
not even knowing what I was, let alone who or where I was. . . .

The “confusion” I continued to experience for about six weeks after my last
treatment was another matter. I was unable to organize or conceptualize thoughts
and feelings. . . . Everything I thought, said, or wrote was an incoherent stream of
consciousness with the result that I was utterly unable to communicate appropriately
or effectively. This amounted to a severe occupational and social disability. . . .

“Memory” isn’t just a data bank of pieces of information that we might or might not
care to use at any given moment. Memory pretty much covers everything we know and
feel, and need to know and feel, to function—on every level. I lost knowledge, skills,
abilities, and feelings of all kinds, and these losses made it impossible to function in
work, routine activities, self-care, relationships, etc.

My memory loss included, at various times for about six weeks following my ECT,
not knowing who people were, let alone what their names were; not being able to fig-
ure out how to put on my clothes; not having even the most basic job skills necessary
to perform my usual work; not being able to drive my car, let alone figure out where
I was going; not knowing where anything was in my home; etc.

I found myself wondering such things as: What is that thing (the machine I later rec-
ognized as my vacuum cleaner), and what is it for? I wonder if there’s any way I can get
my floor clean? Is cleaning floors something that normal people do, or am I being
strange to want to clean my floor? Who lives in that house across the street? Did I used
to know who lives there? Am I the kind of person who would have known who lives
there? What kind of person am I anyway? What did I used to believe, and would
I believe the same things now?

At least a couple of times every day, I found myself screaming and writhing uncon-
trollably. When there was verbal content to my screams, it consisted of such things as:

“What have they done to me??” “They’ve destroyed me!” “My self'is gone!”
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I am now living with the deadly depression and the debilitating residual effects of the
ECT. After the first six weeks post-treatment, my progress in recovering from the
adverse effects came to a standstill.

In the six months since my ECT, I have been able to work only a few days altogether.
There are still significant gaps in my memory of the past, and I am still often unable to
learn and remember in the present. . . .

The content of the information given to me, on the basis of which I was to consent
to ECT, was woefully inadequate. ... I wasn't informed that the debilitating effects
I have experienced from ECT were possible outcomes. . . .

I especially wish that I had been forewarned that recuperation from the treatment can
be a very difficult and time-consuming process. [ wasn't prepared for the possibility that
I might be disabled for months by the residual effects of the ECT. . . .

Whenever I reported any of the adverse effects to my attending physician in the hos-
pital, his response was to categorize all my experiences as manifestations of the pre-
dictable “memory loss and confusion,” and to assure me that they would be of short
duration. However, the worst of these effects didn’t even become manifest until I left
the hospital and tried to return to my life. Since my physician never did any followup on
my progress after I left the hospital, he has no way of knowing what the longer-term
effects of my ECT have been or how severely they have disabled me. . . .

No one, under any circumstances, should ever be subjected to ECT without his/her
fully informed consent. . . . ECT should not be administered without one’s consent
even if it is known with certainty that suicide will otherwise result. Having been myself
in the position of suicide or ECT as the only options available to me, I feel entitled to
make that argument. And if I were faced with the choice today, I would unhesitatingly
prefer death to ECT.

Karen Rian, Ph.D

Let. 24, September 6, 1991

[Dr. Rian later chose to commit suicide rather than undergo more ECT. This letter has

been edited for length from the original seven pages.]
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Resources

If you have had ECT, are considering it, or just want to know more about it,
far and away the most comprehensive and unbiased source of information is
www.ect.org. The site has been in operation since 1995. You will find, among
other things, journal articles, legal information, updates on forced shock
cases, and the opportunity to interact with others in the forums pages.

The Committee for Truth in Psychiatry (CTIP), a nonprofit organization
made up entirely of persons who have received ECT, has advocated for truth-
ful informed consent since 1984. A newsletter, Shockwaves, is available on
request. CTIP can be reached at P.O. Box 1214, New York, NY 10003 and (917)
642—4625. Membership forms and other information are also available via
link from the www.ect.org site.

The Web site of the Law Project for Psychiatric Rights (www.
psychrights.org), whose mission is “bring fairness and reason into the adminis-
tration of legal aspects of the mental health system, particularly unwarranted
court ordered psychiatric drugging and electroshock,” maintains a bibliogra-
phy on ECT and is currently the only place on the Web where you can obtain
important hard-to-find, full-text journal articles on ECT free of charge, includ-

ing many articles cited in this book.
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