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I. THE CONSUMER PERSPECTIVE: WHAT IS IT?

I have in my hand a response to a letter from the president of the
National Mental Health Association, who is objecting to this confer-
ence on the grounds that "the consumer perspective" is not being for-
mally represented. This is not true for, as I will amply demonstrate in
my formal presentation - I am a consumer.

I will make three points. First, I will establish that a consumer
perspective is most definitely being represented, but that in the mental
health advocacy community, there appears to be great confusion to
define exactly what too often is glibly referred to as the "consumer
perspective." Indeed, I seriously question whether such a monolithic
characterization of the diverse views of various consumer/survivor
activists is at all appropriate or fundamentally fair. There should be
room under the "consumer tent" for various points of view and cer-
tainly for a vastly wealth of experiences - undoubtedly some that
were good and some that were bad.

Second, I plan to provide overviews and explanations underlying
some of the consumer perspectives on mental health care. I also want
to share my experiences and perspectives which are no more, and cer-
tainly no less, valid than any other consumer's.

Third and finally, I will suggest a new focus for mental health
consumer advocates that perhaps may better capture the spirit of what
we have most in common and hopefully we can universally agree on,
namely, improving conditions for persons with serious mental illnesses
and where possible, ameliorating the illness itself.

To establish that a consumer viewpoint is being presented here
today by me, the two most salient credentials to mention are that I am
both a psychologist and a person who has been diagnosed with para-
noid schizophrenia. I usually do not have too much difficulty with
credibility as a psychologist because I am a member of the American
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Psychological Association and have a psychology license, number
2870, in the state of Ohio. Thus, my status as a psychologist can easily
be verified by means of official state records. However, establishing
my credentials as a person with schizophrenia is a little more difficult
due to professional traditions of confidentiality and somewhat exclu-
sionary definitions imposed by some consumer groups on whether
one's personal views qualify. Of course, the latter should not matter
and should in no way disqualify a person from having and expressing
opinions on what happened to them in dealing with their mental
illness.

Nevertheless, because of the message I hope to deliver, I feel that
it is particularly important that I clarify and verify my status as a long-
term consumer of psychiatric services. Therefore, I will take a little
time to establish my credentials as a consumer, as well as one who has
functioned in various capacities as an advocate for others who have
conditions similar to my own. With modesty, I also will note that my
doctoral studies in psychology allow me to bring an understanding of
the professional and technical issues of mental illness, and that my
employment largely has been in a psychiatric hospital setting; that is
yet another facet to my background in the arena of treating and caring
for persons with mental illness.

You may notice that while I am talking that my mouth tends to
move without my wanting it to. This is because I have been taking
psychotropic medications for schizophrenia for the last thirty-three
years. Until about ten years ago all the psychotropic medications for
schizophrenia tended to engender a serious side effect called tardive
dyskinesia. One of the common early effects of this affliction is the
development of buccal activity. "Buccal" is derived from the Greek
word for cheek. One early sign of tardive dyskinesia is the involun-
tary movement of the mouth, an activity that you may observe me
engaging in from time to time. I am suggesting that my observable
buccal activity is one item of evidence of my disorder. You may be
thinking, "Well, those pills are given for other things," and you would
be correct. For instance, I just discovered that haloperidol can be
given for severe cases of hiccups.

So let me offer some additional evidence relating to my having a
disorder that qualifies me as a consumer. Whenever I go to my psy-
chiatrist at the Veterans' Administration Hospital, where I have been
treated during the past three decades, after a brief chat, I receive a
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folder to take to the pharmacy to obtain my medication. On the
folder is printed very clearly in black magic marker, "Fred Frese -
Paranoid Schizophrenic." Now, I do not know about you, but I do not
argue with the federal government.

Regarding the seriousness of my condition, I have been hospital-
ized because of it some nine or ten times. Indeed, under the laws of
the State of Ohio, a court committed me as an "insane person."
Although I have continued my status as an outpatient, I have not had
to be re-hospitalized as an inpatient for some time now.

Regarding my advocacy activities, I have regularly gone to vari-
ous state, local, and national consumer conferences, held positions for
a variety of consumer organizations, and have made recent appear-
ances on national television, including a feature segment on the ABC
Nightly News with Peter Jennings. The above has included attending
every "Alternatives Conference" since the first one was held some
fifteen years ago. The Alternatives Conference is underwritten by a
federal agency called the Center for Mental Health Services. I am a
past president of the National Mental Health Consumers' Association,
and I am currently the First Vice President of the Board of Directors
of the National Alliance for the Mentally Ill (NAMI), and a consumer
member of the Board of Directors of the Treatment Advocacy Center.

I am hopeful that my "consumer" curriculum vitae dispels the
impression that anyone has that there is not substantive consumer-
advocacy input into these proceedings. Surely to any reasonable per-
son these facts establish that I am a person who has a legitimate
mental disability, namely schizophrenia, and that I have a lengthy his-
tory of advocating from a consumer perspective.

II. A BRIEF HISTORICAL PERSPECTIVE ON PSYCHIATRIC
HOSPITALS: I HAVE SEEN THEM FROM BOTH SIDES

As we look back generally on the history of psychiatric treatment
in this country, we see there was a tremendous growth in the number
of persons in state hospitals beginning back before the Civil War.
Indeed, by 1950 we had well over one-half million persons in our psy-
chiatric hospitals.' The largest building housing psychiatric patients
was the Asylum for the Insane in Columbus, Ohio. In fact, it was the

1 E. Fuller Torrey, Editorial: Jails and Prisons - America's New Mental Hospitals, 85 J.
PUB. HEALTH 1611, 1611-13 (1995).
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biggest building of any kind, measured by perimeter, in the entire
country until it was eclipsed in 1943 with the building of the Pentagon.

All of these large psychiatric facilities were very similar in design
because one of the original founders of what became the American
Psychiatric Association also was an architect. His name was Dr. Kirk-
bride and these large institutions frequently were referred to as Kirk-
bride facilities.2 The large Columbus hospital happens to have a
special place in my heart, because just over thirty years ago I was
picked up on the streets of Columbus and I became an involuntary
"guest" in the back wards of that hospital. I particularly remember the
time I spent in the seclusion room there. The hospital authorities also
went to the trouble of taking me before a court and having me com-
mitted. I still remember the declaration of the judicial magistrate at
my commitment hearing. He determined that I was "an insane person
under the laws of the State of Ohio." He therefore committed me to
the hospital for care - indefinitely.

Thirty years ago the pervasive belief was still that schizophrenia
was a disease from which one did not recover. Accordingly, when I
was committed, I was told I had schizophrenia, a disorder that in all
likelihood would get worse as I became older. Their prognosis was
that I probably would spend the rest of my life being cared for in
those state hospitals.

I spent a rather short while in the Columbus hospital, later being
sent to a Veterans' Hospital about an hour away in Chillicothe. After
my eventual release somehow I was able to find employment working
in the back wards in a public security hospital, as a bachelor's level
"psychologist." I spent three years there before returning to Ohio
University, where I had been accepted to graduate school in
psychology.

Despite additional breakdowns and hospitalizations, I was able to
earn both a master's degree and a doctorate in psychology. I returned
to work in a hospital operated by the Ohio Department of Mental
Health. About a year after completing the work for my Ph.D., I was
awarded a license to practice psychology. Shortly thereafter, almost
exactly twelve years after I had been committed, I was promoted to
Director of Psychology in what was then the largest psychiatric hospi-
tal in the state of Ohio. That is where I spent most of my professional

2 G.N. GROB, THE MAD AMONG Us: A HISTORY OF THE CARE OF AMERICA'S MENTALLY

ILL 71-74 (1994).
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career. In retrospective and somewhat humorous irony, I suppose the
psychiatrists who testified at my commitment hearing were right. I
did spend most of the rest of my life being "cared for" as an employee
of the state hospital system as Director of Psychology. But I seriously
doubt that the psychiatrists at my commitment hearing had this in
mind when they testified at my hearing.

Now, one of the most important things in a state hospital, is the
absolutely ironclad law that: "The staff cannot allow the insane to take
over the asylum." As a result, when I told my superiors that I had
schizophrenia, or to put it another way, that I was one of the insane,
they were very insistent that I not tell anybody. It would not be good
for the image of the hospital if it became known that someone with
schizophrenia was in a responsible position. So, I developed cover
stories for when I would have breakdowns and would have to take off
from work.

III. FAULTY MYTHS AND CURES

About a dozen years ago, I decided that one of the most difficult
aspects of this disorder is that: "once one of us recover, nobody knows
about it." The myth is perpetuated that, relatively speaking, no one
recovers from these disorders. I began to realize that the silence, to a
great degree, perpetuates the stigma. One day I decided, quite
abruptly, to be open about my condition.

At first I spoke openly to a group of graduate level counseling
students. Thereafter, I began receiving invitations to give other talks.
In the past twelve years I have delivered about seven hundred talks in
forty-three states. I also have had quite a bit of media coverage. Gen-
erally - at least so far - people have been very nice to me. Early in
my campaign I would receive messages regarding my courageous
openness about this disorder. My own reaction to these messages was:
"there is a very fine line between courage and stupidity."

Notwithstanding whether it is folly or fortitude, for the past
dozen or so years my message has been that people can and do
recover from schizophrenia and other forms of serious mental illness.
Much to my joy, we now are seeing others who have recovered and
are identifying themselves, thus showing a willingness to openly come
forth as living proof that recovery is possible. This is powerful evi-
dence that despite having these disorders people can return to society,
start or resume careers, and lead dignified, contributing lives. Now,
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most consumer advocates agree that recovery is possible and certainly
all must agree that it is desirable.

Regrettably, however, there are other issues on which many
advocates differ significantly.

IV. DISCORDANCE AMONG CONSUMERS

To address this discordance, I would like to begin by telling you
of a recent experience I had with another recovered person. As far as
we are aware, Dr. John Nash is the first and only person with schizo-
phrenia to be awarded the Nobel Prize - he won the Nobel in eco-
nomics in 1994.' He was given the award primarily for his work in
game theory. Early in his career he had taken the ideas in John von
Neumann's 1928 paper on game theory that dealt to a large degree
with non-competitive games, and restructured them so that they
became a mathematical underpinning for competitive games. It is said
that his work virtually has revolutionized the modern understanding
of economics.

After receiving his doctorate from Princeton at age twenty-two,
John Nash went on to teach at the Massachusetts Institute of Technol-
ogy. After a few years as a faculty member there, he had a schizo-
phrenic breakdown. He then spent about thirty years living with
various delusions and without employment. We are now learning that
many of us with schizophrenia tend to improve a bit in our 40s and
50s. John Nash improved well enough that many began to think that
he could probably deliver an appropriate Nobel acceptance speech
before the King and Queen of Sweden. He finally was awarded the
Nobel Prize and I understand gave an acceptance presentation that
was quite impressive.

One reason I am mentioning Dr. Nash is that I had the honor of
spending about three hours with him and his family this summer. He
was the featured speaker at our national NAMI conference, and I
introduced him. After his talk I escorted him up to the top level of
hotel where we were meeting. The top four floors in the building hap-
pened to be designated, T-1, T-2, T-3, and T-4, and we were going to
T-4. When I casually mentioned to him that we were going to go to T-
4 to meet various reporters and other dignitaries, he said quite clearly
and firmly that he did not want to go to T-4. He preferred to go to the

3 S. Nasr, The Lost Years of a Nobel Laureate, N.Y. TIMES, Nov. 13, 1994, at 1 § 3.
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T-1 level. At first I was surprised and responded: "Well, you know we
have all the reporters and other persons being honored gathering on
T-4. It is very important that we go there, since there is nothing of
particular interest on T-1." But Dr. Nash was very insistent that he
wanted to go to T -1 and not to T-4. At first I thought this was some-
what bizarre, but then I started thinking, "You know, one of us has
won the Nobel Prize, and it is not I."

This was a perplexing situation because he continued to insist that
we should not go to T-4. As we were entering the elevators something
dawned on me. I remembered that the mentally ill were the first per-
sons to be identified for extermination by the Nazis back in the 1930s.
Somewhere between 70,000 and 300,000 persons labeled as "deranged
useless eaters" had been diagnosed with mental illnesses and killed in
psychiatric hospitals.4 The Germans code-named that program after
the address of the Chancellery in Berlin which was "Tiergarten Strasse
Four." The operation came to be called simply: "T-4." As most of us
in the consumer advocacy movement know, "T-4" was the term the
Nazis used to identify those with serious mental illness who would be
exterminated during the Holocaust. Suddenly, it dawned on me that
that might be what was bothering Dr. Nash.

So just as my finger was approaching the elevator button that
would have taken us to T-1, I said: "Dr. Nash, could it possibly be that
T-4 brings up in your mind the Nazi effort against the mentally ill that
began in 1933?" I could tell by the look in his eyes that he took that
as an apology and I thought it might then be okay to push the T-4
button, which I did. We proceeded up to T-4 and a fine celebration at
the top of the hotel.

The way I suspected that Dr. Nash's mind was working during
this episode is as follows: He is clearly a brilliant mathematician, but
those of us with schizophrenia often experience a form of over-con-
necting, or over-including in our thought processes. We have what is
sometimes referred to as an "expanded horizon of meaningfulness."
We go from normality and common sense into a sort of
"hypermetaphorical" mode, where we associate concepts and symbols
more broadly that do our chronically normal friends.

I am certainly not a brilliant mathematician, but having exper-
ienced schizophrenic psychosis numerous times, I could perceive and

4 R.J. LIFrON, THE NAZI DOCrORS: MEDICAL KILLING AND THE PSYCHOLOGY OF GENO-

CIDE 62-79 (1986).
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appreciate Dr. Nash's apprehension. Yet I fully realize that it was
very possible that making the connection between the top of the hotel
and the German execution program may have been only my over-
connecting mental mechanisms at work, not his.

Dr. Nash, as far as I know, is still here on earth with us as we
leave this century, but as we entered the twentieth century there was
another notable figure that turned out to be of great importance to
those of us with serious mental illnesses. This gentleman was the psy-
chiatrist Emil Kraepelin.

Dr. Kraepelin is important, particularly because he was the physi-
cian who worked in a hospital that essentially was similar to the state
mental hospitals that we had in this country. There he established a
classification system for serious mental illnesses.' He is the person
who first identified schizophrenia and psychosis and differentiated
two types of psychosis: (1) functional psychosis, for which one could
not find an organic basis, and (2) organic psychosis, causally related to
a stroke, an accident, or some other organically engendered disorder.6

As Dr. Kraepelin saw it, for the functional psychosis he could not
identify a physiological correlate for either of the two types. One was
the mood disorder, which is now referred to as "bipolar" or "manic-
depressive disorder." The other type was the thought disorder, later
to be called "schizophrenia," which he referred to as "dementia prae-
cox." 7 He said one thing about these conditions that had an enormous
impact on the lives of mentally ill persons. Indeed, its impact was so
great because it became dogma among psychiatrists during the follow-
ing three-quarters of the century or more. This statement was that if
one had the mood disorder type of functional psychosis, you could get
better, at least for a period of time.

If your functional psychosis was schizophrenia, however, you
could not get better, you only would get worse. Indeed, not only
would the individual with the disorder deteriorate, but because schizo-
phrenia was seen as a hereditary disease, every succeeding generation
of the family that had this condition in their gene pool would be seen
as probably becoming even more disabled. Each generation would
have an increasing probability of susceptibility to "insanity." Obvi-

5 E. SHORTER, A HISTORY OF PSYCHIATRY FROM THE ERA OF THE ASYLUM TO THE AGE
OF PROZAC 100-09 (1997).

6 See id.
7 Id.
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ously such a medical prognosis and clinical posture, as it became
adopted by organized psychiatry, did not act as an incentive for fami-
lies to readily share the fact that they had schizophrenic relatives.
Increasingly, affected families became more guarded and secretive
about the fact their family members might carry the genes for insanity.
This was not good for the consumer or his or her family and, as it
turns out, not particularly good for psychiatry.

Although Dr. Kraepelin was an eminent and influential psychia-
trist, unlike Dr. Nash he did not win the Nobel Prize. Because Nobel
Prizes, particularly those in physiology and medicine, tend to signal to
the profession and to all of society what procedures and break-
throughs are important as being among the best new approaches to
treatment, a look at the Nobel Prizes awarded to persons working
with the mentally ill during the first half of the twentieth century is
most revealing.

The first Nobel Prize of the century was given in 1927 to the Aus-
trian, Julius Wagner-Jauregg.8 Dr. Wagner-Jauregg won the award for
developing a technique that was popular in the 1920s and 1930s called
"malarial therapy." He used this technique for patients with general
paresis. In this form of treatment one would take blood from some-
one with malaria and would inject it into the paretic or other mentally
ill person. Wagner-Jauregg claimed a forty percent cure rate. This
procedure was copied widely. Tuberculosis and other diseases some-
times were employed with this procedure as well. Of course, to the
best of my knowledge, Wagner-Jauregg's technique no longer is used,
despite his claims of remarkably high cure rates.

The other Nobel Prize awarded in the mental illness arena during
the first half of the twentieth century was to Egas Moniz, who devel-
oped the frontal lobotomy, topectomy, or leucotomy.9 We are told
that these operations were sometimes very successful. There are
reports that airline pilots, psychiatrists, and many other professionals
who had them and were able to return to work. In many cases they
apparently were effective. But if you have spent much time in state
hospitals, you know that the most seriously damaged patients in those
hospitals are often those who have had these forms of brain surgery.

8 E.S. VALENSTEIN, GREAT AND DESPERATE CURES: THE RISE AND DECLINE OF PSYCHO-

SURGERY AND OTHER RADICAL TREATMENTS FOR MENTAL ILLNESS 29-32 (1986).
9 Id. at 62-100.
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Overall if we look at the first half of the twentieth century and
examine psychiatry's most celebrated contributions, we see that they
were premised on extremely pessimistic declarations about the possi-
bility of recovery from schizophrenia. Purposely infecting the men-
tally ill with life-threatening diseases or engaging in rather grotesque
carving activity on parts of our brains, in retrospect, certainly should
not be considered celebrated "contributions" or the most salutary
advances in approaches to treatment. Regrettably, until the last three
decades or so, psychiatric breakthroughs have been based more on
serendipity than science. The brain is the most complex and mysteri-
ous thing on the planet, but now we are gaining the ability to look into
the brain and are learning more of its secrets faster than ever before.

V. THE FUTURE FOR CONSUMERS

Fortunately, during the second half of the twentieth century we
have had marked changes in our approaches to the care of persons
with serious mental illness. One of these changes has been in the loca-
tion of where treatment is delivered. In the United States we hit a
high-point in the population of public psychiatric hospitals in 1955, at
which time we had over one-half million patients in them. The de-
institutionalization movement, which began shortly thereafter, now
has brought us to the point where we currently have less than sixty
thousand persons in these hospitals. Many of those who had been in
those hospitals, perhaps as many as 200,000, now are found homeless
on the streets and in shelters. Even more, almost 300,000, can be
found in jails and prisons. But many others found that we had recov-
ered to a great degree. For those of us who did recover, we faced a
major barrier. In those days persons who had been committed lost
their rights.

The sixties were the years of major changes in this country for
groups of people who traditionally had been left out of the main-
stream. The Civil Rights movement was beginning for African-Amer-
icans and Hispanic-Americans, and later for women, gays, and
lesbians. Groups of former mental patients began to organize in order
to have our needs recognized and to gain acknowledgment and better
acceptance by the government, professionals, and society.

We organized for the same reasons as other minority and
deprived groups, namely because our basic rights were being denied.
Under law and in fact, once a person had been hospitalized it became
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very difficult to secure employment, particularly if you had been judi-
cially committed. In many states there were additional legal disabili-
ties that automatically followed being involuntarily hospitalized, such
as revocation of the right to obtain licenses, including driver's licenses
and professional licenses. Persons with mental illness were referred to
by the cruelest of terms, such as "nut case," "schizo," and "lunatic."
We began to think that if we could have ourselves identified by our
own appellations, like other traditionally oppressed and excluded per-
sons were doing, our rights and respect would be enhanced in the
process.

These early activists should be given great credit for standing up
and publicly acknowledging that they had been treated for psychiatric
disorders. Their demands focused primarily on obtaining the rights
enjoyed by other citizens. It is important to realize that these groups
usually did not focus on the right to obtain treatment, but rather on
the right to refuse treatment. They viewed treatment as the problem
in too many cases and personal autonomy as the solution. Thus, the
right to say no became a fundamental goal for the early movement
and this fit in very well with the growing number of so-called "public
interest" attorneys, who were devoting their early careers to civil
rights rather than earning high wages. As a result, they were able to
forge alliances with these public interest law groups, and many of
these alliances continue to this day. One of the principal groups
sprung from the American Civil Liberties Union "Mental Health Law
Project" and eventually became known as the Bazelon Center in
Washington D.C. Another was a more recent establishment of feder-
ally funded public interest law groups generally known as "Protection
and Advocacy for the Mentally Ill Individual."

One of the early champions of the ex-patients' advocacy move-
ment was Judi Chamberlin. She recently won a Presidential award for
her advocacy work. As a sign of her antipathy toward the psychiatric
establishment, she often wears a T-shirt with the term "Shrink Resis-
tant" emblazoned across the front.10 Judi is the author of book "On
Our Own,"'" which sometimes is referred to as the "Bible of the
Movement." A common refrain of the group the National Associa-
tion for Rights Protection and Advocacy (NARPA), of which she is

10 F. Pelka, Shrink Rap, MAINSTREAM, June/July 1998, at 1, 22-27.
11 See generally, J. CHAMBERLIN, ON OUR OWN: PATIENT-CONTROLLED ALTERNATIVES TO

THE MENTAL HEALTH SYSTEM (1978).
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one of the prominent leaders, is: "No Forced Treatment." Ron Bass-
man is another leader of this group. He is a Ph.D. Psychologist who
has been diagnosed with paranoid schizophrenia. Currently, he serves
as the president of NARPA, which is one of several organized entities
that has developed as an outgrowth of the political efforts of these
activists.

VI. THE NATIONAL ALLIANCE FOR THE MENTALLY ILL

In addition to these consumer advocacy activities, there also
emerged during the past quarter century another highly effective
advocacy group dedicated to improving conditions for mentally ill per-
sons. This was NAMI, a group of families, consumers, and profession-
als that formed in 1979. Initially this group consisted primarily of
family members of very disabled mentally ill persons. NAMI focused
more on finding better treatments through research and advocacy
than it did on rights of patients to refuse treatment.

NAMI grew much faster than did other groups. Within twenty
years of its founding, the organization was claiming more than 210,000
members with over 1,200 affiliates in every state. Gradually NAMI's
membership composition began to include more persons with mental
illness. Many of these persons with mental illness were very much
aware of the value of the treatments they had received, even if they
had not understood their value at the time of their illness.

Today, the voices of recovering persons heard within NAMI are
increasing. Currently over 15,000 recovering persons are members of
NAMI, and one-quarter of NAMI's Board of Directors are primary
consumers. Many of these individuals feel strongly, as do I, that the
time has come for the consumer advocacy movement to abandon its
blind adherence to the "No Forced Treatment" mantra of the early
consumer movement. In its place consumers and family members
alike should adopt a slogan similar to the one that was so effective in
tearing down the apartheid system in South Africa: "Nothing About
Us Without Us." In my judgment, this slogan gives us dignity, and it is
one that all advocates can rally behind. Interestingly, this slogan is
one that is being emphasized by some of the original and vociferous
consumer/advocates, such as Judi Chamberlin.12

12 Pelka, supra note 10, at 1, 22-27.
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VII. FORCED TREATMENT - REALIZING THE BENEFITS

The point is well worth re-emphasizing, despite loud denials
largely based more on ideology than fact. There are many consumers
who have been the recipients of forced or assisted treatment that gen-
uinely feel they have benefited from it, and indeed have. How can I
be so certain of this? I happen to be such a person. In fact it is highly
likely that I would not be here if I had not been picked up by the
police and given treatment against my wishes when I was in a
psychotic state. Research indicates that some sixty to seventy percent
of mentally ill persons who receive forced treatment eventually realize
that they have benefited from it, particularly after they begin to
respond and recover. Their awareness of the illness and the need for
treatment often is a function of the amelioration of the mental illness.

It is important to understand that to a great degree most mentally
ill persons who come to realize that they can benefit from assisted
treatment tend to be those of us who are the most disabled. The other
one-third who say they oppose assisted treatment under any condition
tend to be those who are more articulate, organized and, in many
states, currently more connected with the government entities respon-
sible for operating departments of mental health. It is a curiosity
beyond the scope of my presentation here that there is this strange
alliance between the government, which is responsible for helping
people and providing services, and certain consumers who oppose
treatment.

The essence of the problem concerning assisted treatment is that
the most disabled with major mental illness suffer from delusions or
other cognitive impairments that make it impossible for them to
appreciate the fact that they are seriously ill.13 As a result, many
thousands of mentally ill persons become abandoned because other-
wise well-meaning consumers (and especially their lawyers) have used
civil rights rationales to erect legal and political barriers to effective
and timely treatment. Many judicial decisions based on the excep-

13 Xavier F. Amador et al., Assessment of Insight in Psychosis, 150 AM. J. PSYCHIATRY 873
(1993); Xavier F. Amador et al., Awareness of Illness in Schizophrenia, 17 SCHIZOPHRENIA
BULL. 113 (1991); Xavier F. Amador, et al., Awareness of Illness: Schizophrenia and Schizoaffec-
tive Mood Disorders, 51 ARCHIVE GEN. PSYCHIATRY 826, 836 (1994); Roisin A. Kemp &
Timothy J.R. Lambert, Insight in Schizophrenia and its Relationship to Psychopathology, 18
SCHIZOPHRENIA RES. 21, 27 (1995); Robert C. Schwartz, The Relationship Between Insight, Ill-
ness and Treatment Outcome in Schizophrenia, 69 PSYCHIATRIC Q. 1 (1998) (citing two studies:
90 percent poor insight; 67 percent moderate to severe lack of insight).
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tional case have the regrettable effect of barring efforts to deliver
what are becoming increasingly effective treatments to those in most
dire need of them.

As a result, increasing numbers of the most disabled mentally ill
persons can be found on the streets, in shelters, or in jails and state
prisons in record numbers, where currently up to sixteen percent of
the populations are seriously mentally ill.14 These unfortunate per-
sons are those who become victims of "no forced treatment" ideolo-
gies. Too many mentally ill people are reduced by their illness, and by
the failure of government to intervene, to eating from garbage cans.
Too many serve time in jails and prisons for offenses committed when
they are floridly psychotic, with up to twenty-nine percent being sen-
tenced for minor offenses.15 Too many are victimized by predators in
the streets, jails, and elsewhere. These vulnerable persons are those
human beings who are most harmed by society's focus on the rights of
those who are too disabled to understand that they are ill and in need
of care. 6

VIII. CONCLUSION

A couple of years ago I had the opportunity to testify before the
United States Senate on the issue of the homeless mentally ill. When
I talked about the homeless it was fairly easy to get the attention of
legislators. It was easy because, by and large, they had stepped over
the same homeless people in Washington, D.C. that I had when I
came into the testimony room. Over 150,000 homeless mentally ill
persons remain on our streets.

How long will America continue to abandon those who are so
impaired that they cannot understand that they are in need of treat-
ment? Now that scientific and medical research has given us reasona-
bly safe and effective medications to treat serious mental illness,
should society be allowed to deliver them to those who have been

14 Paula M. Ditton, "Mental Health and Treatment of Inmates and Probationers," Bureau
of Justice Statistics Special Rep., U.S. Dep't. Justice (July 1999); see also U.S. Dep't Justice, Rep.
NCJ 175087, "Prisoners in 1998, Bureau of Statistics Bulletin" (Aug. 1998); Richard L. Elliot,
Evaluating The Quality Of Correctional Mental Health Services: An Approach to Surveying a
Correctional Mental Health System, 15 BEHAVIORAL Sci. L. 427, 427-39 (1997).

15 E. Fuller Torrey, et al., Criminalizing the Seriously Mentally Ill, The Abuse of Jails as
Mental Hospitals, A Joint Report, Public Citizen's Health Research Group 44-54 (1992); see
also, Torrey, supra note 1, at 1611-13.

16 E. Fuller Torrey, Out of the Shadows: Confronting America's Mental Illness Crisis
(1997).
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neglected, abandoned, and are so disabled that they are unable to
realize they are in desperate need of help?

Should we continue to sacrifice on a largely illusory altar of civil
rights and Protean court processes those individuals who most need
treatment by invoking legal proceedings that consumers rarely win
while the delay, expense, and trauma of litigation often interferes with
these persons' ability to recover? Are we to continue to honor the
ideal of rights, to the point of physically harming - and too fre-
quently causing - the early death of persons suffering from what, in
all probability, are treatable disorders?

I started this presentation by responding to a letter written by the
president of the National Mental Health Association who was
objecting because he felt that this forum would not address the con-
sumer perspective. I will end this presentation by answering unequiv-
ocally that this forum does have real and substantive consumer input.
As a primary bearer of that input to this forum I am speaking with a
strident consumer voice. It is my considered belief, and that of many
of my fellow consumer advocates, that our brothers and sisters who
suffer the most from mental illness do so to a great degree because
long established advocacy groups in this country continue to cling to
an outmoded ideology. While it might have been justified at the time
by the abuses that were well documented thirty years ago, these atti-
tudes, restrictive case law decisions, and an intransigent bureaucracy,
which has aligned itself with the strident consumers, is anachronistic
today.

Those most strident advocacy groups portray themselves as rep-
resenting the voice of all consumers, when in fact they advocate for
policies that are seriously deleterious to the well being of the most
impaired among those whom they purport to speak for. Unfortu-
nately, the misguided actions of these rights-oriented organizations'
increasingly have forced society to abandon the most disabled of the
mentally ill. The obscene irony is that many persons with serious
mental illness are suffering even more from neglect than the few who
were victims of abuse in years gone by. Our jails and prisons never
have had more of the seriously mentally ill. Too often they die in the
streets or become hopelessly confused victims of the predatory class
that prowls this nation's streets, jails, and prisons."

17 Id.
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As we reflect on the history of psychiatric treatment during the
past century, if one focuses on the first half of the century, perhaps we
can find good reason to be on guard against possible excesses of the
mental health establishment. Those of us who have been on the
receiving end of treatment approaches that grew out of this era cer-
tainly cannot be too vigilant in guarding against those sorts of abusive,
careless, or impersonal measures being employed again. Prior to the
1950s and often into the 1960s, there were valid arguments made
against assisted treatment with some measure of due process and the
assistance of a lawyer. Many of us who are in recovery today are very
sensitive and circumspect as we think about T-4, malarial therapy,
lobotomies, and other unfortunate psychiatric initiatives employed in
the not-too-distant past.

But we cannot forever go on having past memories dominate our
actions. We must begin to take better advantage of the scientific
breakthroughs and other victories that we have won. Indeed, the last
half of the twentieth century has brought vast improvements in our
understanding of mental illness and how the brain functions. Clearly,
we must recognize this reality and move on to the future more effec-
tively meeting the needs of the most disabled mentally ill persons to
access, rather than refuse, treatment.

As a new century and new millennium dawn, the time is arriving
to break away from mental health policies based on a now-outdated,
single-minded focus on abstract rights and "liberty." Nearly thirty
years ago, the United States Supreme Court declared that civil com-
mitment always is a "massive curtailment of liberty,"18 and there are
many times when it is nothing other than a miraculous restoration of
liberty, family, and community. The Court and many other courts
have not recognized that the times "are a-chang'in" - to quote Bob
Dylan. The courts, as well as the bureaucracies, must be educated to
look carefully at the consequences of continuing ideologically based
approaches that inhibit and sometimes economically prohibit deliver-
ing mental health services.

It often has been said that we have learned more about how the
brain functions during the last "Decade of the Brain" than we had in
all our previous history. Based on what scientific researchers recently
have discovered, and realizing the value of many recently introduced
treatments, increasing numbers of persons who have recovered from

18 Humphrey v. Cady, 405 U.S. 504, 508 (1972).
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mental illness - enough to realize the truth - are demanding that we
throw off the ignorance-based policies of the recent past. Moreover,
we also demand that we reach out aggressively to help those who con-
tinue to be as much victims of misguided ideologies as they are of
their own disorders. I am proud to be able to say that I am one of
these recovering persons.


