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& psychiatric disability

The following is a speech given by Judi
Chamberlin at the World Mental Health
Dayv Conference in Stockholm, S weden, on
October 10, 1996.

On the occasion of World Mentai
Health Day, I would like to talk to you
about rights and rights’ protection for
people labeled “mentally ill”. All too
otten. this subject is approached as “the
rights of the mentally ill”, as if being
“mentallyill”, or carrying thatlabel, means
that this group has special. or different
rights than other people. Documents con-
ceming the “rights™ of “the mentally il}”
usuaily begin (and often end) with *“treat-
ment rights”: the “right” to treatment thag
isdecent, respectful, adequate, and so forth.
[ submit to you that this is the wIong way
to think about rights.

By rights, I mean those funda-
mental expectations that govern the rela-
donship between individuals and societ-
es. Inmodern, western societies, rights of
individuals are conceptualized as protec-
tions against arbitrary so that individuals
retain personal choice and decision-mak-
ing.

Autonomy is a key underlying
value; the adult individual is free to make
choices that differ from social norms or
expectations, so long as those choices do
not bring the individual into conflict with
established civil or criminal law. Rights
can only be abridged. in theory, when
individuals come into contlict with scciety
according to established laws. and then
only after certain procedurat sateguards
have been met.

These practices evolved overiong
periods of time. and mark an advancement
in social relations from absolute rule by a
monarch or by the state (which. of course.
Still continue in many parts of the world).

Che right of the individual to be tres from
rbirary exercise of state power is perhaps
whe key difference between the democratic
nations of the world and those that operate
under other sysiems. Their cross-cultural

value is recognized by documents such as
the Universal Declarationof Human Rights,
which hold that all adults, anywhere in the
world, shouild be free to make basic life
choices for themselves.

Why, then, does the supposedly
medical diagnosisof “mental iilness” carry
with it such a profound etfect on the rights
of those so labeled? Peopie with psychiat-
ric labels can. in almost every country of
the world. regardless of its political and
social system, be deprived of their liberty
and put into mental institutions against
their will. often indefinitely. They can be
required to take psychiatric drugs, be given
electroshock treatments, even be loboto-
mized. They can lose their civil rights,
such as the right to marry, the right to enter
into contracts, the ability to work in their
chosen professions, and the right to cus-
tody of their children. Often. they are
socially ostracized, and such stigma may
extend to their relatives. Such things don’t
happenonlyinso-called “backward” coun-
tries. Last year in the U.S.A.. for exampie,
it was revealed that leading medical organ
transplant centers maintained “blacklists”
of people deemed “not suitable for trans-
plantation™; these lists included people who
had been diagnosed with mental illness,
and people with mental illness in their
family history,

Involuniary commitment. torced
treament. and psychiatric conmol over
decision-making are really not complicated
tssues. despite the efforts to make them
seemso. The fundamental question is this:
why do we take one group of people. those
labeled “mentallyill”. and deny them basic
rights? Weheartalk about “special needs.”
“vulnerabilities.” “at-risk populations.” and
lots of other terms designed to cbscure this
fundamental question: itis ethically justifi-
able to coruine people against their will, 1o
subject them o procedures 2gainst their
will, or to overrule their life choices on the
basis of an ustensibly medical diagnosis? [
believe that until we frame :Nis guestion

properly. as a human rights question, w
will continue to make the simple compl:
cated. [believethat my views about choic.
and voluntaries are applicable to all peopl:
deemed incompetent by psychiatrists, Fyr
ther. I think that any person, regardless o
labe! (oruniabeled) whocan expresshiso
nher own wishes and desires, no marter hov
irrational they may appear to others, de
serves to have those wishes respected
People who are genuinely incapable o:
such expression probably fall beyond the
scope of my argument. By genuine:
incapable. [ mean people who are coma
lose or otherwise unable to communicate
not those who are clearly communicating
what others may not want to hear.

Supposedly, we live under the rul-
of law. Just because we believe that some
one is likely to commit a crime. we cannc
putthatpersoninjail. Thereasons wihy we
believe that someone is a likely crimina
often have to do with that person’s mem-
bership in a class. Nearly every societ:
has its minority groups. whether they ar:
racial. ethnic. or otherwise defined. the
are often believed by the dominant culrure
to be dangerous and deviant. It's all righ
10 abridge theirrights, in this way of think-
ing, since left to their own devices, the:
will undoubtedly commit crimes or other
wise upset the social order. I believe thi:
is a basic injustice.

Let us look at the mental healt:
system in the same way. We are toid tha
cerainindividuals are vulnerableto “men
tal lllness.” We are also toid that psychi
atric interventions are what they “need”
[s it justifiable. therefore. to ignore their
expressed wishes and proceed on the basi:
ofthe supposedly superior wisdom of thos«
who have the power to make the defini
tions. and 2nforce the consequences?
believe that this, t0o. is a basic injustice.

According 1o psychiatrisis, mos
pevple at sume point show some “symp-
toms” of "menad ilness,” and large
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numbers of people are seriously “ill,” yet
most of them mange quite will without
psychiarric interventions. Most psychia-
trists seem (o think that a little psychiatry
would be good for everyone, and that not
knowing that you are “ill” is one of the
“symptoms” ofthe “illness,” and so people
need o be coerced. Butthisis not the way
things are supposed to work in a free
society.

The ethical system (if I can call it
that) that drives the involuntary treatment
system is paternalism, the idea that one
group (the one in power, notoddly) knows
what is best for another group (which
lacks power). The history of civilization

.inpart, the struggle against paternalism

d for self-determination. People in
Jower are always saying that they know
whatis best for those they rnule over. even
-Fthose poorunfortunate individuals think
hey know best what they want. The
Jowerful seldom cast theirownmotivesin
mything but benevolent terms. Rulers
1nd slave masters like to think (or pretend)
‘hat their subjects love them and are grate-
“ul to them, often having to ignore much
svidence to the contrary. The struggle for
Teedom has always been seen by the
yowerful as a denial of the obvious truth of
he superiority of the ruiers.

All of us should be free to follow
urowndreams. The U.S. Declaration of
ndependence states that basic tghts in-
‘lude “life, liberty. and the pursuit of
1appiness.” As we each pursue happi-
£S5, MOst of us segk economic stability,
:00d and comfortable piaces to live,
-hoices of daily activities, and sausfying

companions for friendshipandlove. Asthe
irrational, fallible human beings we are,
our lives are an endless series of steps and
missteps in pursuit of those dreams. Those
who would overrule. on the basis of “in-
competence.” the dreams of others. are
usually concerned with safety issues, with
lile regard to happiness. If we are muly
concerned with protecting people we may
deem to be incompetent. surely we must
zealously protect their right to pursue hap-
piness as well as their right to be safe.
Otherwise, we are prescribing one standard
for so-called normals. which allows (and
even celebrates) the primacy of the pursuit
of happiness, and another. more sober and
more severe standard for those whom we
presume to decide their “best interest.”
This historic confusion of medi-
cine and power skews ourianguage and our
thinking. We heararguments forthe “medi-
cal model”” that so-called “mental illness”
is an illness like any other. If psychiatrists

toward so-cailed “incompetents.
tect them from their gwn shoncomings
But I believe thar tompetence, like bcau?v
lies very much in the eve of the beholdc.r.

1o pro-

Take. for example. teenagers why choose.

osmoke cigareties. Almost by definition,
teenagers are unable o judge long-term
tonsequences. ortosee themselves s oid,
and s0 many discount anu-smoking edy-
caton that focuses on the development ot

the disease twenty or thirty years down the-

line. Are these teenagers incompetent, or
are they simply showing some very hu-
man traits, putting current gratification

above future considerations? | believe”

that most so-called incompetent decision-
making is this same process ar work,

viewed through the lens. however. of 3.

person’s label.

Adults. 100, often act against their

own best interests, with the fuil legalrght
to do so (providing they have not been
labeled “mentally il1™). Overeating, not

""People in power are always saying that they know what -
Is best for those they rule over, even if those poor unfor- -
tunate individuals think they know best what they want."’

want to be like other doctors. I believe they
should doasother doctors: wait for patients
to come to them, and treat those patients as
free agents. Noone “chooses” 1o get cancer
or heart disease. or diabetes. But a person
with one of these illnesses remains a free
moral agent. who can choose 1o seek medi-
cal treatment. to enter a hospital. to un-
dergo surgery or other medical procedures.
or. equally important. can choose not to do
so. The ractthata person has cancer (areal
iliness) does not give us. as a society, the
right to tock that person up and treat him or
her if that person’s choice is 1o go to a faith-
heaier. or (o ignore the situation.
Supposedly, thedifference is “com-
petence”. We allow people we deem com-
petent (¢ make irratonal or wrong devi-
sions, while assuming ;) paternalistic stance

exercising, taking up dangerous hobbies
(such a skydiving), driving too fast. and
getting drunk are all commeon behaviors

that are certainly not in the best interests of ¢

the individual. or of society as'a whole.
Yet we respect people’s individual choices
to engage in these activities. as { believe
we should. If vou are considered normal.
you have the righr 1o be wrong,
Therefore, whether or not there is

or is not an underlving genetic or bio-
chemical cause of *mental illness” is irel- £

evant. Despite 1l the research and ail the
theorizing, the schizophrenia gene or the
schizophrenia germ has never begn dem-

onstrated. [ believe that it never will: we .

can no more find the "cause™ of compiex

human behavior in brain chemusiey than -
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we can find the “cause” of poetry. But
even if there were real. biological dis-
eases. psychiatrists wouldn’t therefore
derive the power to lock people up and
treat them against their will, or to overrule
their personal life decisions. These are
legal, and ultimately moral decisions, not
medical ones.

What. then. is the best way to help
people who are confused. who are behav-
ing in non-ordinary ways, who seem to be

then can people approach one another as
equals. face diftficultics. and search for so-
lutions.

Defining a person’s difficulties as
psyctuatric is a rejection of the reality of
people’s experiences. Psychiatric diagno-
sis is. in part. a process of decon-
textualization. of denying the real meaning
thatsupposedly dysfunctional behavior has
to the individual. A person may behave in
ways that other people can't understand,
but ways which have meaning and value
for that person in the contest of their lives.
Turning behavior, thoughts. and feelings
into “symptoms” actually getsin the way of
understanding and helping. What is really
helpful is contextualization, helping the

""We allow people we deem competent to make
irrational or wrong decisions, while assuming a
paternalistic stance toward so-called “incompe-
tents,” to protect them from their own shortcom-
ings. But I believe that competence, like beauty,

lies very much in the eye of the beholder."

out of contact with the ordinary world and
society’s expectations? This is another
point where discussion usually gets
muddled; opponents of involuntary psy-
chiatric interventions are supposed to pro-
pose “alternatives.” as if a better way to
deal with these problems was the solution
to the problem. It's like asking what the
- alternative is toslavery. Are opponents of
slavery supposed to suggest “better” ways
of “dealing with” a troublesome popula-
tion? The ethical position toward slavery
is to see it as a moral wrong, and freedom
not as a “treatment” or an “alternative,”
but as a moral imperative. Similarly, the
“alternative” to psychiatric domination is
also freedom. Freedom does not mean
that the problems of the former slave, or
the former patient. disappear, but it does
mean that the power over the individual
that was formerly held by the slave master
or the psychiaurist does disappear. Oniy

person to understand that thoughts, feel-
ings. andemotions. dohave meaning within
the context of that person’s own life and
experiences. Unlike involuntary psychiat-
ric treatment, this kind of real, individual-
ized help is impossible without the active
participation ofthe individual being helped.

However. I am not going to talk
today at any length about the self-help
alternatives that have been developed by
the psychiatric survivor movement as a
way of heiping peopie to deal with the pain
that is often a significant part of life. That
is another topic for another time. 1t is not
the job of the psychiatric survivor move-
ment to solve social probiems that have led
o the present unjust system. Instead. itis
our job to serve as the moral focus of this
debate. to represent the powerless in our
struggie for fundamental justice. Itisclear
Lhat we cannot leave our fate inthe hands of
lawyers. judges. and psychiatrists. who

seem quite willing to sacrifice our free
dom in the name of benevolent paternal
isn.

The struggles against slavery
against the subjugation of women. anc
against racial and ethnic discriminatior
are. ultimately. moral issues. Psychiatric
survivors. also, are fighting for our rights
We cannot wait for the law vers and judge:
to decide when or if we are “ready” fo:
freedom. Wanting to be free is not :
delusion.

In many countries of the worlg.
people who have experienced psychiatric
reatment are speaking out about thesc
issues. Ourorganizations represent people
who are refusing to remain voiceless anc
powerless. We are nolonger willingtole
others speak for us. whether those other:
are psychiatrists, lawyers, relatives, or poli
ticians. We are citizens of our countries
and we want to be treated as equal to othe:
citizens. We have joined together because
we recognize our own humanity wher
others have denied it. We have founc
support and friendship from others whe
have shared our experiences. Often, w-
have been lone voices speaking out abou
problems other people don’t want to thin:
about. It’s easy for others to assume thz
the issues of mental illness and its treat
ment are being dealt with by experts. Bu-
the experts have not experienced our pair
and our determination to change the con
ditions we have experienced. Our exper
tise comes from our lives.

In my years of activism in th
patients’ movement. ['ve seen man
changes. Not too many years ago. forme
patents were not invited to speak at cor.
ferences like these. Today, our participz
tion is welcomed. our opinions are solic
ited. our voices being heard. Bur th
continued existence of involuntary com
mitment, of prison-like menta instituton:
of discrimination and segregation, show
how far we still have 10 go to reach cu
goals: tull vitizenship. equality. and hy
man dignity. 7




