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 In the area of mental illness, advocacy has been 
neither a unitary concept nor a simple activity. The 
methods by which individuals and groups advocate 
in general are many and have been largely consis-
tent through American history (after accounting for 
changes in technology). Methods of advocacy by 
those treating, suffering from, or caring about men-
tal illness show a distinct evolution:

  If the insane are sick people, and the asylum a judi-
cial hospital, make it more and more possible for 
the insane patient to have early treatment and early 
discharge (Stephen Smith, M.D., NY State, 
Commissioner in Lunacy  1883  ) .  

  A national mental health program should recog-
nize that major mental illness is the core problem 
and un fi nished business of the mental health move-
ment (Joint Commission on Mental Illness and 
Health  1961  ) .  

  There is not one institutional psychiatrist alive 
who … could not be arraigned and convicted of 
extortion, mayhem and murder (   L. Ron Hubbard 
1969).  

  After 200 years of working to improve conditions 
for the mentally ill, American psychiatrists must not 
abandon their advocate role either to the legal pro-
fession or to consumer groups, nor renounce their 
obligation as physicians to treat the whole patient 
within the context of his clinical and legal rights 
(Louis E. Kopolow, MD, NIMH  1977    ).  

  Legal advocates for the mentally ill have not been 
willing to consider seriously the needs of the mentally 

ill and to formulate those needs as legal rights. 
Instead, they have done the reverse. They have treated 
rights as if they constituted the needs of the mentally 
ill (Alan A. Stone, MD, President of APA  1979  ) .  

  [In the 1970s, ex-patients] began to recognize a 
pattern they referred to as “mentalism” and “sane 
chauvinism” a set of assumptions which most 
people seemed to hold about mental patients: that 
they were incompetent, unable to do things for 
themselves, constantly in need of supervision and 
assistance, unpredictable, likely to be violent or 
irrational and so forth (Judy Chamberlain, National 
Empowerment Center  1990  ) .  

  Propelled by consumerism, the once marginalized 
ex-patient self-help alternatives, developed as 
 political opposition to  the mental health system, 
became institutionalized as consumer options 
within that system (Althena Helen McLean  2000  ) .  

  Advocacy is not just calling on others to do what we 
want; it is shining a light for others to follow (Steven 
S. Sharfstein, MD, President of APA  2006  ) .   

 This chapter will examine who advocates, 
what they advocate for, the methods they use, and 
what the outcome has been across the history of 
psychiatry in the USA. Advocacy in Canada that 
has particularly interacted with or in fl uenced the 
USA is included. Following this is a discussion 
of some current practices that are the subject of 
contemporary advocacy. 

   Who Advocates? 

 Since the  fi rst asylum in America was opened 
about 240 years ago, there have been three distinct 
cohorts of advocates: professionals, persons with 
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mental illnesses, and families of patients with 
mental illnesses. Each of their voices has been of 
different strengths at different times, as has been 
the respect for and responsiveness to their advo-
cacy. Thus, in 1881, Orpheu Everts wrote:

  Men and women of intellectual and social distinc-
tion who may have themselves (unhappily) suf-
fered the humiliation, and possibly some errors, of 
hospital treatment, after apparently recovering the 
use of their faculties, have given tone and color of 
veracity to stories of ill-usage, and vigorous 
expression to mental concepts of hospital adminis-
tration, tinged by memories and imaginations, the 
morbid parentage of which may be unsuspected by 
others or even by themselves (Everts  1881  ) .   

 And in 1883, John Chapin opined:

  It is a common occurrence that managers of sensa-
tional newspapers, pandering to a morbid appetite 
for wretched personalities, admit to their columns 
without hesitation the most improbable statements 
of persons who have been inmates of asylums for 
insane… Discharged patients and employees, per-
sons with real or supposed grievances, or disaf-
fected from various causes have been ready to join 
together or act singly to bring about legislative 
investigations of asylums (Chapin  1883a  ) .   

 Today, the voice of the former or current 
patient is heard quite differently. 

 The three cohorts of advocates might have 
included a fourth, namely attorneys. Attorneys as 
a force were actually organized and funded by 
the US Department of Health and Human Services 
on a state-by-state basis as of 1986 (Sundram 
 1995  ) . This was a culmination of efforts born in 
the 1960s (Freddolino and Appelbaum  1984  ) . 
But attorneys, while potent forces of advocacy in 
these matters, represent one or more of the other 
three cohorts and so are not considered a separate 
cohort in this chapter. 

 The major impediments to effective advocacy 
for improved care, treatment, community oppor-
tunities (work, housing, social integration), and 
interpretation of rights have been:

   The lack of cooperation, which can deteriorate • 
to antagonism and hostility, between the cohorts 
of advocates, i.e., professional, patient, family.  
  The in fi ghting within a cohort, e.g., between • 
psychiatrist and psychologist, between patient 
for and against psychotropic medication, and 
among family members for and against invol-
untary medications for outpatients.    

 Table  6.1  delineates who the advocates are 
and what they advocate for. Unless, and until, 
various cohorts can advocate with a unitary voice, 
and different cohorts can join forces to rally 

   Table 6.1    Who advocates and what do they advocate for?   

 Psychiatrist 
 Advocacy for profession 

 Scope of practice 
 Licensing and professional description 
  Work conditions: Environment (safety, support 
services), caseload, productivity, supervision 
 Remuneration 

 Advocacy for patients 
 Rights 
  Entitlements (monthly check, housing, health insurance) 
 Disability criteria 
 Employment 
  Adequate treatment (available, accessible, evidence-
based, best practice) 

 Persons with mental illnesses 
  Self-advocacy on individual basis for individual rights 
 Advocacy as a group/movement for class rights 
 Advocacy around treatment 

 Receive treatment 
 Refuse treatment 

 Advocacy for nondiscrimination 
 Services 
 Housing 
 Employment 
 Citizen rights 

 Family members 
 Advocacy for treatment 

 With consent 
 Over objection 

 Advocacy for access to information 
 Patient and psychiatrist and family 

 Adequacy of services 
 Protection of rights 
 Equitable health insurance 
 Societal integration 
 End stigma 

 Government 
 Municipal/county 

 Mayor (or other city/town/county executive) 
 Sheriff 
 Police 
 State 

 State mental health authority 
  Other state agencies: Department of corrections, 
department of children services 
 Judiciary: judges, attorneys 
  Law enforcement: probation, state troopers, 
corrections of fi cers 

 Federal 
 Congress 
  Executive Branch: President; Department of Justice; 
SAMHSA, NIMH, NIDA 
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together around speci fi c issues, advocacy for 
mental health matters will be signi fi cantly ham-
pered. When different groups speak at cross- 
purposes, this provides cover for those who don’t 
want to address the matter, like some legislators 
who can take no position by indicating, 
“I couldn’t  fi gure out what ‘they’ wanted” or 
“nothing I could do would please them.”   

   Methods of Advocacy 

 The three cohorts of advocates—professional, 
patient, family—use a variety of advocacy meth-
ods. All groups use all methods, but the mainstay 
of each group’s armamentarium of advocacy 

tools is different. Professions emphasize lobbying 
through professional organizations which often 
have a paid lobbyist. Consumer groups utilize 
rallies and protests, even disrupting professional 
meetings—a move often directed at the wrong 
decision makers since healthcare professionals 
do not make laws. Families organize to educate 
and lobby policymakers themselves. 

 The methods of advocacy are outlined in 
Table  6.2 . Worthy of emphasis is that joint advo-
cacy is the most effective advocacy. An excellent 
example of the results of joint advocacy is the 
inclusion of persons with mental illness into 
higher-level positions within state mental health 
authorities (Geller et al.  1998  ) .  

 The use of different methods of advocacy has 
tended to exaggerate the differences in agendas. 
That is, they make differences in opinion seem 
much greater than they may be. For example, the 
street protests to ban all “shock treatment” 
(  http://www.mindfreedom.org/kb/mental-health-
abuse/electroshock    ) and the APA’s efforts to 
produce guidelines for ef fi cacious use of 
electroconvulsive treatment (ECT) (Weiner  2001  )  
meant the two groups could not sit down to talk.  

   History of Advocacy for, by, and 
about Persons with Mental Illness 

 It is not possible to understand contemporary 
advocacy by, for, and about persons with mental 
illness without being knowledgeable about the his-
tory of these endeavors. The Appendix at the end 
of this chapter provides key points. In reviewing the 
Appendix, note how often the agendas of the three 
cohorts of advocates have overlapped, and how 
much of the time the outcomes pleased all or none 
of the cohorts. There are clear points where the 
methods and/or outcomes were not uniformly 
endorsed, but the surprise is how often they were.  

   Advocacy at the Beginning of the 
Twenty-First Century 

 This section examines issues around which there 
is strong advocacy in the  fi rst decade of the 
twenty- fi rst century. Topics to be covered are

   Table 6.2    Methods of advocacy   

  Psychiatry  
 Professional organization, e.g., APA, AACP 
 Lobbying, e.g., political action committee, paid 
lobbyist, advocacy day 
 Constituent contact, e.g., letters to individual’s Senators 
 Education, e.g., publication (hard copy, electronic) 
 Electronic list serve 
 Phone bank 
 Professional meeting 
 Survey 
  Persons with mental illness  
 Consumer movements 
 Protests 
 Legislative change, e.g., letter writing/e-mail campaign 
 Publications, e.g., Newsletter 
 Paid positions, e.g., consumer advocate, peer specialist 
 Surveys 
 Self-help groups 
 Testimonials 
  Family  
 Family organizations 
 Rallies, marches 
 Constituent pressure 
 Testimonials 
  Psychiatry, persons with mental illness, family  
 Join committee in another group’s organization 
 Educate each other 
 Joint education of public 
 Joint lobbying 
 Colocation for shared work 
 Voices of individuals with membership in more than 
one group, e.g., prosumer 
 Joint testimonial 

http://www.mindfreedom.org/kb/mental-health-abuse/electroshock
http://www.mindfreedom.org/kb/mental-health-abuse/electroshock
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   Recovery  • 
  Empowerment  • 
  Treatment and treatment resources  • 
  Involuntary or coercive treatment  • 
  Employment  • 
  Housing    • 
 A question might be posed as to why “stigma” 

is not a topic in its own right in this chapter. The 
reason is that stigma permeates through all the 
topics, and advocacy that results in fundamental, 
sustainable change in each of these topics will 
signi fi cantly decrease stigma. Stigma will wane to 
the point of being imperceptible, not when persons 
with serious mental illness are just like people 
without serious mental illness, but when both 
groups have the same opportunities to participate 
in every facet of the society in which they live. 
Paolo del Vecchio describes “hegemonic stigma 
and discrimination.” He proclaims, “stigma and 
discrimination and recovery are inexorably linked: 
no justice, no recovery” (del Vecchio  2006a  ) .  

   Recovery 

 Recovery, probably the fundamental concept in 
contemporary advocacy, is not a new principle in 
American psychiatry. The American “lunatic asy-
lums” were founded on the principle of recovery. 
Psychiatrists (then called “alienists”) did not run 
these asylums to provide lifelong care, and 
Dorothea Dix did not advocate to state legislative 
bodies and the US Congress for domiciliary 
care for the insane. Rather, all were focused on 
the removal of the suffering individual from the 
sources of stress (families, work) to healing envi-
ronment (asylum) where the knowledgeable, 
bene fi cent superintendent could cure the 
individual and return him/her back to his/her 
community. The earlier the treatment occurred, 
the greater the likelihood of recovery. It was 
Pliny Earle, Superintendent of the asylum in 
Northampton, Massachusetts, who burst this 
bubble by documenting the fallacies in the super-
intendent’s statistics (Earle  1887  ) . As late as the 
1880s, superintendents and commissioners were 
still talking about recovery (Smith  1883 ; Chapin 
 1883a  ) . 

 The principle of recovery was lost to American 
psychiatry from the end of the 1880s to the end of 
World War II as the size of state hospital popula-
tions—made up of people with mental illnesses, 
with neurosyphilis, who were elderly, or who 
simply had nowhere else to go—exploded. 
Recovery efforts made a brief appearance in the 
1950s as evidenced by scores of articles in the 
pages of the journal  Hospital and Community 
Psychiatry  of that era. The focus on hospital-
based recovery was quickly lost, however, as just 
getting patients out of the hospital became the 
clarion call of an era retrospectively labeled 
“deinstitutionalization.” 

 The rebirth of recovery is largely due to a few 
consumers, a few prosumers (advocates who are 
mental health professionals and have serious 
mental illness), and a professional or two. These 
individuals advocated for recovery to become the 
guiding principle of mental health reform pre-
dominantly through education, publications, 
speeches, mentoring, and modeling. Those in the 
vanguard include Judy Chamberlin of the 
National Empowerment Center (Chamberlin 
 1995  ) , Dan Fisher, MD, PhD of the 
National Empowerment Center (Fisher  1994  ) , 
Pat Deegan, PhD of the Institute for the Study of 
Human Resilience (Deegan  1988  ) , Fred Frese, 
PhD of the Northeastern Ohio Universities 
College of Medicines (Frese et al.  2001  ) , and 
William Anthony, PhD, of the Center for 
Psychiatric Rehabilitation. Anthony’s was the 
most stentorian voice coming from someone not 
self- identi fi ed as being or having been a person 
with serious mental illness (Anthony  2000  ) . 

 Professionals who were not past or present 
users of psychiatric services for serious mental 
illnesses (SMI) followed. Larry Davidson, PhD 
and his colleagues at Yale write proli fi cally 
about recovery (Davidson et al.  2006  ) . The 
American Psychiatric Association adopted a 
position statement on recovery in July 2005 
(American Psychiatric Association  2005  ) , and 
the American Association of Community 
Psychiatrists had one in 2001 (AACP Guidelines 
for Recovery Oriented Services  2001  ) . Recovery 
started to become integrated into psychiatric 
training, initially in public sector fellowships 
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(Ranz and Mancini  2008  ) . And recovery became 
the focus of research with investigators starting to 
study speci fi c methods of recovery (Cook et al. 
 2009  ) . 

 Recovery, then, is an example where advo-
cacy, initiated largely by those with psychiatric 
histories along with a few maverick professionals, 
and directed at professionals and policymakers, 
has both transformed the contemporary practice 
of psychiatry and returned the practice of psy-
chiatry to its roots.  

   Empowerment 

 There is no recovery without empowerment, but 
the goal of empowerment is more complicated 
and fractious than simply a component of 
recovery. Advocacy for empowerment has meant 
different things to different people and has been 
the keystone in the consumer movement. 

 For some, empowerment means freeing one-
self from all the shackles of psychiatry—with 
shackles being all there is in organized psychia-
try. Thus, Leonard Frank wrote,

  We of the psychiatric inmate’s liberation move-
ment af fi rm the statement that the policies and 
practices of American psychiatry are oppressive… 
[we are] human beings whose lives psychiatry has 
damaged, whose lives psychiatry has ruined, 
whose lives psychiatry has shortened, and whose 
lives psychiatry has taken… The roots of psychiat-
ric authority are fraud, fear and force, psychiatry’s 
unholy trinity (Frank  1986  ) .   

 For some, the effort is not so much directed 
 against  psychiatry, as it is  towards  freedom. As 
Chamberlin said, “Wanting to be free is not a 
delusion”—nor is not wanting to be  de fi ned  by a 
psychiatric diagnosis (Chamberlin  1997a  ) . 

 Chamberlin  (  1997b  )  and Fisher  (  1994  )  have 
each de fi ned empowerment, in highly useful 
terms. In Fisher’s de fi nition, empowerment 
embodies hope, personhood, achievement of self-
de fi ned goals, choices, the opportunity to speak 
for ourselves, peer support, an end to discrimina-
tion, self-control of symptoms, well-being, lib-
erty and freedom, healing from within (Fisher 
 1994  ) . To actualize empowerment, Fisher 
advocates for (1) facilitating recovery through 

education and inspiration of hope, (2) developing 
alternatives to hospitalization, (3) providing state 
funding of involuntary admission under the pub-
lic safety budget rather than the healthcare bud-
get, (4) maximizing survivor and consumer 
involvement in all aspects of treatment, (5) estab-
lishing self-help and consumer-run services, 
(6) ensuring that survivors and consumers are 
genuinely and effectively involved in the protec-
tion of human rights and the improvement of 
quality of services, (7) favoring the role of per-
sonal care attendants rather than case managers, 
(8) viewing the life experiences of recovery from 
a serious psychiatric disability as an asset in hir-
ing, not a liability, (9) promoting consumer 
control and choice of access to housing and 
 fi nancial, educational, vocational, and social ser-
vices, (10) providing staff training based on the 
needs of survivors and consumers, and (11) bas-
ing total quality improvement of mental health 
services on outcome measures designed by survi-
vors and consumers (Fisher  1994  ) . 

 That doesn’t sound all that radical. In fact, del 
Vecchio makes the point that “today’s consumer 
movement is not ‘radical’” (del Vecchio  2006b  ) . 
He points out that “rather than  fi ghting against 
pharmacological treatment the movement 
supports the consumer’s choice of treatments—
including medications—and is often active in 
promoting increased funding for mental health 
funding…” (del Vecchio  2006b  ) . 

 While the patients’/ex-patients’ voices for 
empowerment have been loud, organized psy-
chiatry has consistently advocated for patients’ 
empowerment, although neither as unambiva-
lently nor as articulately as some with SMI. For 
example, in 1896, John Chapin, MD, of the 
Pennsylvania Hospital stressed that “patients lose 
none of their civil rights when they enter the door 
of his institution” (Chapin  1896  ) . In 1981, 
Richard Lamb strenuously advocated for “secur-
ing patients’ rights responsibly” (Lamb  1981  ) . 
And lest we not forget, it was George Brooks, 
superintendent of Vermont State Hospital, who 
started the work (subsequently picked up by 
Courtenay Harding (Brooks and Deane  1965 ; 
Harding et al.  1987  )  to show that schizophrenia 
was not, of its absolute nature, a progressively 
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disabling condition leaving the person a power-
less victim. 

 For the psychiatrist practicing in the commu-
nity, advocacy for empowerment of the patients 
one sees is not so much done on a soap box as it 
is every day in one’s of fi ce, in an apartment, on a 
street corner, or wherever one provides services 
to a patient. The psychiatrist has the capacity to 
empower the patient by the very nature of shared 
decision-making in doctor–patient interactions. 
That is grassroots advocacy. In working with the 
patient as partner, psychiatrists and psychiatric 
patients will lead the rest of medicine, as we 
appear to be doing. Medicine is just now coming 
to patient empowerment in what the American 
Medical Association is calling “participatory 
medicine” (Moyer  2010  ) .  

   Treatment and Treatment Resources 

 Advocacy concerning treatment has two facets: 
advocacy for the right to treatment and advocacy 
for the right to refuse treatment. Ironically, there 
has been greater success with the right to refuse 
than the right to get treatment. 

 Repeatedly, the US Supreme Court has failed 
to  fi nd a constitutional right to treatment. 
However, for inpatients, various entities such as 
the federal Center for Medicare and Medicaid 
Services, The Joint Commission, and the US 
Department of Justice have set minimal standards 
for treatment. On the outpatient side, there appears 
to be more attention to increasing productivity: 
more patients per hour, rather than the quality of 
the treatment a patient receives. Police are becom-
ing providers of psychiatric services as resources 
dwindle at community mental health centers 
(Zezima  2010  ) . No matter where one is on the 
advocacy spectrum, all should advocate for good 
quality services that are accessible and afford-
able, accountable and respectful, and delivered in 
a partnership between patient and practitioner. 

 The health reforms that have addressed parity 
(Paul Wellstone and Pete Domenici Mental 
Health Parity and Addiction Equity Act of  2008  )  
and insurability (The Patient Protection and 

Affordable Care Act  2010  )  set a platform, but do 
not guarantee any aspect of quality mental health 
services. It is here that advocacy needs to be 
strong and continuous. It can be disheartening to 
realize that one is hard-pressed to  fi nd any mental 
health reform that was clearly acknowledged, at 
its outset, to improve treatment and cost more 
money. At a time when mental health services 
were quite poorly funded, the President’s New 
Freedom Commission’s mandate was to be cost 
neutral (Hogan  2003  ) . 

 The right to refuse treatment has really been a 
movement for the right to refuse treatment when 
one has the capacity to refuse and the right to 
have some procedure to override refusal after a 
procedure to determine the individual is not com-
petent to consent or refuse. At this point in time, 
both psychiatrists and patients endorse this prin-
ciple. These practices vary state to state, with the 
trend towards court involvement. 

 Another issue requiring the advocacy of 
patients, former patients, families, and practitio-
ner is that of manpower. The need to train a 
workforce to meet the needs of those with SMI 
is long-standing. In 1947, Harris and Otto 
observed: It has been our conviction for a great 
many years that there existed a critical need for 
more undergraduate training in psychiatry 
designed primarily to equip the general practi-
tioner to deal more adequately with the very 
types of psychiatric disorders that ordinarily do 
not require care in a psychopathic hospital 
(Harris and Otto  1947  ) . 

 Little has changed. Coordinated advocacy 
among all interested parties is what is needed. On 
a basic level, one avenue of advocacy for effec-
tive treatment interventions is informed by the 
 fi nding that greater involvement of patients in 
their own treatment (Freddolino et al.  1989  )  
produces better outcomes. Through greater 
involvement, there is con fl uence of treatment, 
empowerment, employment, and recovery. 
Finally, an area of new collaborative advocacy is 
the integration of psychiatry and medicine. The 
morbidity and mortality of SMI, compounded by 
psychotropic medication (Felker et al.  1996  ) , 
needs to drive the advocacy in this arena.  
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   Involuntary/Coercive Treatment 

 Perhaps the most devise issue among the 
three cohorts of advocates is that of involuntary/
coercive treatment. Advocacy and “counter-
 advocacy” have played out in the areas of

   Hospitalization  • 
  Medication  • 
  Seclusion and restraint  • 
  Community treatment    • 
 While these issues all sound quite contempo-

rary, many are long-standing quandaries. 
 On the matter of involuntary hospitalization, 

Kraepelin wrote at the turn of the twentieth cen-
tury, “Does the general attempt to bring about 
better care of our insane by placing them in insti-
tutions represent a practical philanthropy and is it 
a healthy sign of our social life? In other words, 
should one aid or oppose this movement?” 
(Kraepelin  1900  ) . 

 The matter of seclusion and restraint was con-
sidered at the  fi rst meeting of the Association of 
Medical Superintendents of American Institutions 
for the Insane (AMSAII) (forerunner of the APA): 
“At its  fi rst meeting, the Association, by resolu-
tions expressing its unanimous sense, declared its 
position manfully regarding a question which has 
perhaps provoked more animated and sometimes 
acrimonious controversy, than any other con-
nected with the management of the insane, hold-
ing as it did, that the true interests of the insane 
forbade the abandonment of all means of per-
sonal restraint in the treatment” (Callender 
 1883  ) . 

 The members of the AMSAII were quite 
aware that this position was not going to be popu-
lar with restraint abolitionists. They rather poeti-
cally indicated, “The clamor for the institution of 
so-called reform in the total abolition of restraint, 
incited in mingled ignorance and malevolence, 
has vented much objurgation against this position 
of the Association” (Callender  1883  ) . 

 In most cases where the chemical restraints 
are now used in American hospitals, I have no 
hesitation in saying that they are far preferable to 
the vigilance or force of attendants. The object is 
gained more surely, more effectually, and with 

far less annoyance to the patient. A mechanical 
contrivance performs its of fi ce steadily, uni-
formly, and thoroughly and is submitted to as 
something inevitable. The will and strength of an 
attendant are capricious and variable in their 
operation. It is objected to mechanical restraints 
that they leave disagreeable impressions on the 
mind of the patient who regards them, even after 
recovery, as marks of degradation and kindness. 
That such feelings may have been observed in 
patients whose recovery was quite imperfect, and 
who consequently regarded restraints, as they 
might a thousand other things, in a very false 
light, is very probable, but not a single instance 
of such feeling has come to my knowledge, in 
patients who had attained healthy views on every 
other subject.    It is also objected to them that they 
are liable to be abused; that they are often applied 
to save trouble, and even to gratify the light of 
attendants… It is our rule to use no more, and 
continue it no longer, than is necessary to affect 
the object in view, and in all cases, it is the com-
fort of the patient, not the attendant, which is 
consulted (Anonymous  1845  ) . 

 The modern resurrection of the seclusion and 
restraint debate owes a great deal to the efforts of 
the federal Substance Abuse and Mental Health 
Services Administration (SAMHSA). SAMHSA 
has called for the elimination of seclusion and 
restraint (Curie  2005  ) . It should be noted that 
seclusion and restraint are two distinct proce-
dures, used separately and never simultaneously. 
SAMHSA advocates for a “transformation of the 
system of care” and for recovery and posits that 
the elimination of seclusion and restraint is fun-
damental to a culture shift. But even SAMHSA 
equivocates: “seclusion and restraint must be 
used only when the potential exists for imminent 
physical danger to the patient or others” (Curie 
 2005  ) . SAMHSA then offers guidelines for the 
use of seclusion and restraint that many view as 
unworkable, e.g., “physical restraint may not 
exceed 10 min.” 

 Advocacy against involuntary medication has 
been conducted under the banners of “the right 
to refuse treatment” and “nothing about us with-
out us” (see section “Treatment and Treatment 
Resources”). Advocacy for involuntary treatment 
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has long argued against, “rotting with their 
rights on.” 

 Perhaps the hottest subject for advocacy on 
both sides of the treatment issue over the past 
decade has been the use of involuntary treatment in 
the community, otherwise known as outpatient 
commitment or assisted outpatient treatment 
(AOT). While there is a history of involuntary or 
coercive community-based treatment throughout 
the twentieth century when hundreds and hundreds 
of individuals were placed on “visit status” from 
state hospitals (still legally patients of the hospital, 
but allowed to live in the community), the modern 
era of advocacy, for and against involuntary outpa-
tient treatment really began in the 1980s (Geller 
 1986  ) . The most potent advocacy organization in 
favor of involuntary community treatment has been 
the Treatment Advocacy Center (  http://www. 
treatmentadvocacycenter.org    ) led by E. Fuller 
Torrey (  http://www.treatmentadvocacycenter.org/
index.php?option =com_content&task=view&id=
16&Itemid=45    ). Opponents of involuntary com-
munity treatment have been led by attorney-advo-
cates, e.g., Bazelon Center (  http://www.bazelon.
org    ), Center for Public Representation (  http://
www.centerforpublicrep.org    ). Both sides have 
used studies to bolster their arguments (Honig and 
Stefan  2005 ; Geller and Stanley  2005  ) . 

 Issues under the heading of voluntary only vs. 
involuntary only when necessary have not only 
divided the three cohorts of advocates, but also 
have split each group. Psychiatrists against 
any involuntary treatments are exempli fi ed 
by Thomas Szasz (  http://www.szasz.com    ). The 
Board of the Treatment Advocacy Center counts 
consumers among its members (  http://www. 
treatmentadvocacycenter.org    ). To effectively take 
a position on the issues of involuntary vs. volun-
tary interventions, one must thoroughly review 
the data and form one’s own conclusions. Do you 
believe anosognosia is a valid and signi fi cant 
symptom? (Gilleen et al.  2010  ) . Does the AOT 
law in New York State (Kendra’s Law) work due 
to the coercive components, or simply because 
patients under AOT get more community 
resources? (Phelan et al.  2010  ) . Will outpatient 

commitment widen the net of involuntariness? 
(Geller et al.  2006  ) . 

 Once informed, one is then in a position to 
advocate, for or against.  

   Housing 

 It is hard to imagine anyone is going to be against 
housing for persons with SMI. Who would be in 
favor of homelessness? Should be a simple mat-
ter and we can all advocate together, right? Turns 
out it is not so simple. 

 Advocating to end homelessness was gener-
ally straightforward and was the predominant 
housing issue of the 1980s (Lamb  1992  ) . Providing 
better housing for persons who already had room 
and board in psychiatric facilities proved to be 
more complex. In order to advocate for appropri-
ate housing, one needs to understand “supportive 
housing,” “supported housing,” “assertive com-
munity treatment” (ACT), “housing  fi rst,” “per-
manent vs. transitional housing,” etc. One needs 
to be familiar with requirements of the ADA, the 
 Olmstead  case, Medicaid, etc. Then one needs to 
apply this knowledge to questions like,

   Are the assumptions made by the US Supreme • 
Court in the  Olmstead  case clinically valid?  
  Does Housing First, designed for homeless, • 
substance-abusing individuals work equally 
well for a person with SMI?  
  What models of housing in a state would be a • 
“fundamental alteration” of services as de fi ned 
by ADA?  
  Is it true that all (or most) individuals with • 
SMI in institutions, if provided information 
they understood about housing options, would 
choose supported housing and actually move 
forward with relocating?  
  When are the costs of relocating and support-• 
ing one speci fi c individual in the community 
so high that they interfere with actually per-
forming the same tasks for several other 
individuals?    
 With answers, one is prepared to advocate 

for the housing options one endorses. Being 
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prepared, there needs to be actual advocacy using 
the methods described earlier in this chapter.  

   Employment 

 Employment is another area where there is gen-
eral agreement among the three cohorts of advo-
cacy: employment is an important part of 
recovery and highly bene fi cial for the individu-
al’s sense of well-being. Employment of persons 
with mental illness has a long and evolutionary 
history. In the nineteenth century, asylum 
patients worked for two basic reasons: work was 
bene fi cial to patient’s recovery and the asylum 
could not function without patient labor. Through 
the  fi rst half of the twentieth century, patients 
worked simply to keep the state hospital, with 
its 1,000–15,000 patients, operational. In the 
1950s, state hospitals established programs 
aimed at equipping patients for work in the com-
munity (see  Hospital and Community Psychiatry  
throughout the 1950s). This focus was lost with 
“deinstitutionalization”(see above). 

 The agenda voiced by advocates since the late 
1980s has been that of getting persons into the 
mainstream work force. (There were isolated 
efforts to this end earlier such as Fountain House 
and the clubhouse movement). This agenda has 
been augmented by advocacy efforts initially 
coming from patients and ex-patients to achieve 
employment in the mental health  fi eld (i.e., peer 
support/peer survivor positions). 

 About 75–85% of those aged 18- to 65-year-
old in the USA are employed, while the percent-
age of those with mental illness who are 
employed is 50–60% of that. About 20% of those 
with schizophrenia/schizoaffective disorders 
work. Further, about 60% of those without men-
tal illness work full-time, while only 33% of 
those with mental illness do (Mechanic et al. 
 2002  ) . There is considerable room for improve-
ment and this area is ripe for advocacy directed 
at creating adequately funded programs to get 
those with SMI into the workforce. Advocacy 
aimed at competitive work for those with 
mental illness has been bolstered by studies 

demonstrating the effectiveness of efforts to 
achieve this objective, such as studies of sup-
ported employment (Drake et al.  1999  ) . 
Advocacy efforts are almost always assisted by 
evidence-based  fi ndings.  

   Peer Support 

 Peer support can be described as consisting of six 
categories: peer-delivered services, peer employ-
ees, peer-run and operated services, peer partner-
ships, self-help groups, and Internet support 
groups (Solomon  2004  ) . Those that are directed 
at work have been shown to be bene fi cial in many 
ways. For example, peer-provided services have 
been found to be as effective as nonpeer-provided 
services (Solomon  2004  ) . Peer services have 
bene fi ted the mental health system in many ways: 
direct labor cost-savings, decreased hospitaliza-
tion, shorter hospital stays, getting outpatient ser-
vices to those who would not avail themselves of 
traditional services, and wellness bene fi ts to both 
the giver and the receiver of the services (Geller 
et al.  1998  ) . 

 Peer services are an example of where dif-
ferent groups may advocate for the same end, 
but for very different reasons. Patients/ex-
patients may advocate for peer services as a 
keystone to recovery. Mental health administra-
tors may advocate for peer services as a 
signi fi cant labor force cost reduction paying lip 
service to recovery. One way to keep the two 
groups on the same track is to have patients/ex-
patients working in state mental health authori-
ties (Solomon  2004  ) . 

 An important lesson from this area of advo-
cacy is that advocacy by different subgroups for 
the same outcome may be motivated by very dif-
ferent considerations, e.g., wellness vs. cost sav-
ing. While the outcome may be achieved, the 
differences concerning ultimate goals will even-
tually lead to the deterioration of joint advocacy 
and the potential loss of any gains. The ultimate 
purpose of any advocacy effort needs to be clear 
to all parties involved in that effort (Geller et al. 
 1998  ) .  
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   Conclusion 

 The state of advocacy for causes related to mental 
illness at the beginning of the twenty- fi rst century 
is well articulated by David Mechanic: 

 Too often I’ve seen excellent scientists and 
well-informed clinicians undermine the value of 
their knowledge and their positive in fl uence with 
patients through inattention to the power of 
empathic communication.    Second, I’ve learned 
that popular ideas that seem intuitively correct 
and seductive are often wrong and sometimes are 
harmful… I am impressed that mental health 
advocates too often talk primarily to one another 
and to those already committed to their posi-
tions… Too often, enthusiastic hype far exceeds 
real advances or the likelihood of tangible help in 
the foreseeable future, a problem that character-
izes advocacy for biomedical science—and 
indeed all science—in the American political 
context. We would be well served by being more 
humble in our claims and accepting that we still 
know relatively little about causes, processes, 
cures, or even good management of the major 
mental illnesses (Mechanic et al.  2002  ) . 

 In advocacy on behalf of persons with SMI, 
we perpetually revisit issues as if they had never 
been considered before. Note these nineteenth 
century comments:

  The asylums, instead of being regarded as hospitals 
and asylums for the medical treatment of a disor-
dered condition, have come to be regarded as 
objects of suspicion; as convenient places for the 
“incarceration” of persons by designing relatives, 
and lunatic prisons, proper only for the detention of 
the criminal and dangerous insane (Chapin  1883b  ) .  

  As to the laws relating to the commitment of the 
insane, it must be borne in mind the asylum man-
agement does not make them, although a contrary 
impression sometimes seems to prevail, but is 
mainly concerned in carefully executing those that 
may be enacted by competent authority (Chapin 
 1883b  ) .  

  We need have no fears of public sentiment if we 
take the pains of educating the public. The public 
will trust us if we trust it, show it what we are 

doing—and why we do so. There are a great many 
things that take place in our hospitals that have no 
parallel in institutions, the population of which are 
sane. Yet the public holds us responsible for con-
duct, and results, based upon estimates, leaving 
insanity, as an element, entirely out. If the whole 
truth were known about our institutions, we would 
have no trouble at all (Anonymous  1885  ) .  

  We desire to say here, and in behalf of the insane 
themselves to impress upon all  doctrinaires  and 
public agitators upon this subject, that the most 
obvious right of the insane in any state of society 
where private life is respected, and the peace of the 
domestic  fi reside is held sacred, is the right not to 
be meddled with and annoyed one jot more than is 
necessary (italics in original) (Rights of the Insane 
 1883  ) .   

 If advocacy is going to be both different from, 
and more effective than, in the past, disparate 
interest groups are going to have to work together. 
There are obvious challenges in doing so, as dif-
ferent groups of advocates work primarily from 
different ethical perspectives: patient autonomy, 
medical paternalism, and role integrity (Eth et al. 
 1984  ) . Even among groups often considered 
aligned, sprouts of difference can uproot  fi elds of 
agreement. 

 Disagreements among mental health advocacy 
groups facilitate nonaction by people advocates 
need to act on their interests. Thus, when differ-
ent advocacy groups visit a Congressman’s of fi ce 
and advocate at cross-purposes, it becomes easy 
for the Congressman to say he has no position on 
the issue (personal experience, Robert Wood 
Johnson Health Policy Fellow 1994). 

 As we join together in the partnerships of col-
laborative advocacy, we need to remember our 
task is of yeomen proportion:

  Adopting an advocacy role means vigorously chal-
lenging the status quo. It means not accepting the 
unrealistic limitations that government agencies 
place on resources for the poor and other vulnera-
ble segments of society. It means rejecting political 
expediency that might lead to short-term  fi nancial 
gain. It means convincing the power establishment 
that preventive services are cost-effective. And it 
means challenging quiescent peers to join in advo-
cacy efforts (DeFries  1993  ) .         
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   Appendix: Historical appendix    

 Advocacy 
timeline 

 1842  Elizabeth T. Stone publishes,  A Sketch of the Life of Elizabeth T. Stone  describing the deprivation of her 
liberty when hospitalized at McLean Asylum 

 1844  Thirteen superintendents (from the then existing 24 public and private mental hospitals) meet in 
Philadelphia and form The Association of Medical Superintendents of American Institutions for the 
Insane. In 1921, the association changed its name to The American Psychiatric Association (APA) 

 1849  Dorothea Dix visits the East Cambridge, Massachusetts jail and  fi nds insane prisoners con fi ned under 
inhumane conditions 

 1851–1860  Patients of Utica State Lunatic Asylum publish a periodical,  OPAL  
 1866  Elizabeth Packard publishes her  fi rst book  Martial Power Exempli fi ed ; 3 years earlier, she founded the 

Anti-Insane Asylum Society (Illinois) 
 1880  Formation of the National Association for the Protection of the Insane. The reasons for this Association 

included: increase in the types of diseases of the nervous system; increase in the incidence of insanity; 
“the peculiar helplessness of the insane”; help bring about central government supervision in all states; 
raising the standard of treatment in and out of asylums; and obtain and diffuse knowledge about insanity 

 1892  Charlotte Perkins Gilman publishes  The Yellow Wallpaper , a  fi ctionalized account of her treatment by 
S. Weir Mitchell’s rest cure 

 1908  Clifford Beers publishes his autobiography,  A Mind That Found Itself . In 1919, with funding from the 
Commonwealth Fund and the Rockefeller Foundation, Beers forms the International Committee for 
Mental Hygiene (ICMH), the forerunner of the World Federation for Mental Health (WFMH) (1948) 

 1909  Beers founds the National Committee for Mental Hygiene, renamed Mental Health Association in 1976, 
National Mental Health Association in 1980, and Mental Health America in 2006 

 1930  May 5–10. First International Congress on Mental Hygiene (Washington, DC) 
 1935  June 10 is considered the founding date of Alcoholics Anonymous (AA) 
 1937  Recovery, Inc. is founded by Neuropsychiatrist, Abraham Low (Chicago) 
 Mid 1940s  Patients at Rockland State Hospital (NY) form We Are Not Alone which morphs into Fountain House 
 1946  Mary Jane Ward publishes  The Snake Pit  
 1948  Albert Deutsch publishes  The Shame of the States (Mental illness and social policy: the American 

experience)  describing conditions in state mental hospitals 
 1949  Passage of the National Mental Health Act (PL 79-87) leads to the establishment of the National 

Institute of Mental Health (NIMH) as one component of the National Institute of Health 
 1951  NIMH publishes  The Draft Act Governing Hospitalization of the Mentally Ill  
 1952  The APA publishes its  fi rst  Diagnostic and Statistical Manual of Mental Diseases (DSM I)  
 1955  Formation of the Joint Commission on Mental Illness and Health 
 1956  Inception of the Social Security Disability Insurance (SSDI) program 

 Passage of the Health Amendments Act of 1956 (PL 84-911) paves the way for the passage of 
comprehensive community mental health center legislation 

 1960  Thomas Szasz publishes “The Myth of Mental Illness” in the  American Psychologist . A year later he 
publishes a book with the same title 

 1961  Erving Goffman publishes  Asylums: Essays on the Social Situation of Mental Patients and Other Inmates  
 A US Senate investigates and publishes its  fi ndings on Constitutional Rights of the Mentally Ill 

 1962  Ken Kesey publishes  One Flew Over the Cuckoo’s Nest  
 1963  Mental Retardation Facilities and Community Mental Health Centers Construction Act of 1963 (PL 

88-164). Bill contains funding for constructing community mental health center (CMHCs), but no funds 
for staf fi ng them 

 1964   Dixon v. Weinberger  (District Court of the District of Columbia)  fi nds patients at St. Elizabeth’s 
Hospital have a statutory right to treatment and that those involuntarily committed must be placed in the 
least restrictive setting consistent with suitable treatment 

 1965  Medicare legislation is passed. It includes limited coverage for patients receiving active treatment in 
state hospitals in addition to those in general hospitals 

(continued)



72 J. Geller

 Advocacy 
timeline 

 1966  The Social Security Amendments of 1965 (PL 89-97) adds Title XIX, Medicaid, to the Social Security Act 
  Lake v. Cameron.  An individual cannot be committed until hospital of fi cials determined there is no less 
restrictive facility available to care for that individual 
  Rouse v. Cameron . Criminal defendant who is acquitted by reason of insanity and involuntarily 
committed to a psychiatric hospital has a legally enforceable right to adequate and suitable treatment 

 1970  Insane Liberation Front is formed by Dorothy Weiner, Tom Wittick, and others (OR) 
 April. The  fi rst issue of  The Radical Therapist  is published 

  Wyatt v. Stickney.  Three fundamental conditions are necessary for adequate and effective treatment in 
public psychiatric hospitals: a humane psychological and physical environment, enough quali fi ed staff 
to administer adequate treatment and individualized treatment plans 

 1971  Mental Patient Liberation Project (New York) is founded with one of its creators being well known 
advocate, Howie the Harp (Howard Geld). The Mental Patients Liberation Front is founded in Boston 
 Mental Patients’ Association is founded in Vancouver, Canada. Almost immediately MPA begins 
operating a drop-in center and community residence. The USA lagged beyond the Canadian consumer-run 
services model by 5–10 years 
 Soteria Research Project, founded by psychiatrist Loren Mosher opens its  fi rst house. Soteria is an early 
model of client-centered, recovery-based treatment with minimal use of antipsychotic medications 

 1972  A group of former mental patients circulate a newsletter,  Madness Network News  
 Bruce Ennis, a staff attorney with the ACLU (NY) publishes,  Prisoners of Psychiatry  exposing 
extralegal uses of psychiatry 
 Founding of the Mental Health Law Project, subsequently known as of 1993 as the Judge David L. 
Bazelon Center for Mental Health Law, aka Bazelon Center 
  Lessard v. Schmidt.  Persons facing involuntary civil commitment are guaranteed the full array of 
procedural safeguards formerly guaranteed only to individuals charged with a crime 
 A US district court judge in the District of Columbia orders an outpatient commitment 

 1973  An APA Committee passes a resolution that homosexuality per se should not be considered a psychiatric 
disorder 
 First conference on Human Rights and Psychiatric Oppression 
 The North American Conference for Human Rights and Against Psychiatric Oppression holds its  fi rst 
Annual Meeting 
  Souder v. Brennan.  Patient-workers are entitled to minimum wages and overtime compensation, thus 
ending most state hospital work programs 

 1974  The book  The Madness Network News Reader  is published by former mental patients and anti-psychiatry 
activists 

 1975   Donaldson v. O’Connor.  A person who is involuntarily civilly committed to a psychiatric hospital has a 
constitutional right “to such treatment as will help him be cured or to improve his mental condition” 
  Roger v. Okin . The  fi rst class-action suit on the right to refuse treatment 

 1977  Mental Patients’ Rights Association founded by Sally Zinman (Florida) 
 NIMH initiates the Community Support Programs (CSP) to address problems created by poorly 
executed removal of long-term state hospital patients from their institutions. NIMH awards contracts to 
16 states under CSP 
 President Carter signs an executive order creating the President’s Commission on Mental Health 
 The General Accounting Of fi ce publishes the  fi rst governmental study of the problems of deinstitution-
alization, called  Returning the Mentally Disabled to the Community: Government Needs to Do More  

 1978  Judy Chamberlin publishes  On Our Own: Patient Controlled Alternatives to the Mental Health System  
 President Carter’s Commission on Mental Health publishes  Report to the President  
 Leonard Roy Frank edits and publishes  The History of Shock Treatment  
 First CSP Learning Conference 

(continued)
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 Advocacy 
timeline 

 1979  September. Almost 300 people attended a conference on advocacy for persons with chronic mental illness 
sponsored by the Dane County Alliance for the Mentally Ill and the University of Wisconsin-Extension in 
Madison, WI. This conference spurns the birth of the National Alliance on Mental Illness (NAMI) 

 Community Support System (CSS) is formed growing out of a series of meetings at NIMH. 
Components of a CSS were identi fi ed as treatment, rehabilitation, case management, basic support, 
enrichment, crisis intervention, self-help, and rights protection 

  Addington v. Texas . The minimum standard of proof to be met in civil commitment hearings is “clear 
and convincing evidence” 

 1980  “Phoenix Rising: The Voice of the Psychiatrized” began publication by former psychiatric inpatients 
(Canada) 
  Suzuki v. Yuen.  Involuntary civil commitment solely on the grounds of danger to property is 
unconstitutional 
 The Civil Rights of Institutionalized Persons Act allows the federal government to initiate actions 
against states whose public institutions-such as hospitals, prisons, nursing homes and jails-deny 
residents their constitutional rights 
 The Social Security Amendments of 1980 (PL 96-265) mandate review of all Social Security Disability 
Insurance (SSDI) bene fi ciaries, except those determined to be permanently disabled, once every 3 years 
 The Mental Health Systems Act, the major accomplishment in mental health of the Carter administration, 
creates a comprehensive federal-state effort to care for persons with mental illness 
 Surgeon General Julius B. Richmond, M.D., releases  Toward a National Plan for the Chronically 
Mentally Ill  

 1981   Pennhurst State School and Hospital v. Halderman.  Court denies that a federal statute had established a 
right to treatment for persons with developmental disabilities 
 US Supreme Court rules inpatients of public psychiatric institutions are not eligible for Supplemental 
Security Income (SSI) payments granted to persons with mental illness 
 The Omnibus Budget Reconciliation Act (OBRA) of 1981 eviscerates the Mental Health Systems Act. 
The Act lumps together all remaining categorical mental health programs into a huge block grant 

 1982  Founding of the Carter Center 
  Mills v. Rogers . US Supreme Court does not decide on a constitutional right to treatment 
  Youngberg v. Romeo . A person in an institution has a constitutionally guaranteed “right to personal 
security,” “a right to freedom from bodily restraint,” and the right to receive “such training as an appropri-
ate professional would consider reasonable to ensure his safety and to facilitate his ability to function free 
from bodily restraints.” The effect is to narrowly de fi ne any constitutional “right to treatment” 
 May 14–18. At the tenth annual International Conference on Human Rights and Psychiatric Oppression 
(Toronto, Canada) participants promulgated a set of 30 principles 
 November 2. Berkeley, CA voters pass a referendum banning electroconvulsive therapy within the city 

 1983  May. The California Department of Mental Health, through its Community Support System Project, 
funds the development of the Consumer Steering Committee 
 Academic Consortium is founded to advocate for expanded federal research dollars for mental illness 

 1984  The Disability Bene fi t Reform Act of 1984 requires the Social Security Administration to develop new 
health criteria for disability determination 

(continued)
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 Advocacy 
timeline 

 1985  NAMI forms a subgroup called NAMI Client Council, renamed NAMI Consumer Council 
 April. A consent decree is signed in a Maryland case,  Coe v. Hughes  that establishes that indigent 
patients in the 12 public inpatient psychiatric facilities have a right to access to the judicial system 
 June. The First National Mental Health Consumers’ Conference is held in Baltimore, MD 
 Formation of the National Depressive and Manic Depressive Association (NDMDA), subsequently the 
Depressive and Bipolar Support Alliance (DBSA), a patient-directed national organization focused on 
advocacy, outreach, and education 
 American Association of Community Psychiatrists (AACP) is founded. The mission of AACP is to 
encourage, equip, and empower community and public psychiatrists to develop and implement policies 
and high-quality practices that promote individuals, family, and community resilience and recovery 
 US Senate Subcommittee on the Handicapped issues a report of its investigation of conditions in 
psychiatric institutions, documenting lack of treatment, abuse, neglect, exploitation, deplorable living 
conditions throughout the USA. The Subcommittee chair proclaims, “Protection for these frailest of our 
society exists largely on paper” 

 1986  National Mental Health Consumers’ Self-Help Clearing House is founded by Joseph Rogers 
 Public Law 99-319 creates a protection and advocacy system for persons with mental illness 
 The State Comprehensive Mental Health Services Plan Act (PL99-660) calls on each state to prepare a 
detailed plan for the care of persons with severe mental illnesses. The plan’s development was to include 
participation by consumers, families, and advocates 

 1987   Board of Nassau County v. Arline.  “Society’s accumulated myths and fears about disease are as 
handicapping as the physical limitations” 

 1988  Formation of Support Coalition International, which subsequently became Mind Freedom 
  Shrink-Resistant: The Struggle Against Psychiatry in Canada , edited by Don Weitz and Bonnie Burstow, 
is published 

 1989  November 23–26. Canada’s  fi rst national conference for survivors of psychiatric “services” is attended 
by about 200 psychiatric survivors 

 1990  Spring/Summer.  The Journal of Mind and Behavior  publishes an issue, “Challenging the therapeutic 
state; critical perspectives on psychiatry and the mental health system” with contributor including 
Phyllis Chesler, Andrew Scull, Peter Breggin, Leonard Frank, Judi Chamberlin, and Thomas Szasz 
 Medicaid expands to include a case management option and rede fi nes rehabilitation to include 
psychiatric rehabilitation services 
 The Americans with Disabilities Act (ADA) is enacted to eliminate discrimination against disabled 
persons. Title II says, “No quali fi ed individual with a disability, shall, by reason of such disability, be 
excluded from participation in or be denied the bene fi ts of the services, programs, or activities of a 
public entity, or be subjected to discrimination by any such entity” 

 1991  Formation of the World Federation of Psychiatric Users (WFPU), later to become the World Network of 
Users and Survivors of Psychiatry (WNUSP) (International), now a consultant organization to the 
United Nations 
 United Nations adopts Principles for the Protection of Persons with Mental Illness and the Improvement 
of Mental Health Care 
 The Inspector General of the General Accounting Of fi ce concludes that NIMH needs to address the 
 fi ndings of “blatant” noncompliance among a fourth of the CMHCs reviewed in the scope and volume 
of services provided to those unable to pay for them 
 The Patient Self-Determination Act, part of the Omnibus Budget and Reconciliation Act of 1990, 
requires healthcare facilities that receive Medicare and Medicaid funding to provide information to adult 
patients about their right to make their own healthcare decisions, including the right to accept or refuse 
treatment and to execute advance directives about medical care 

(continued)
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 Advocacy 
timeline 

 1992  Center for Mental Health Services (CMHS) is formed within the Substance Abuse and Mental Health 
Services Administration (SAMHSA) 
 National Empowerment Center is formed by cofounders Daniel B. Fisher, M.D., Ph.D. and Patricia E. 
Deegan, Ph.D., both of whom were diagnosed with schizophrenia 
 A group of consumers, who are also researchers, initiate the Consumer/Survivor Research and Policy 
Workgroup. This group works to rede fi ne the national mental health agenda through collaboration with 
mental health professionals and policy makers 

 1996  The Domenici-Wellstone Illness Parity Amendment means that businesses with more than 50 employees 
will have to offer health insurance plans with equal annual and lifetime limits for mental and physical 
illnesses 
 Public Law 104-21 prohibits payment of SSDI and SSI bene fi ts to persons whose disability is based on 
drug addiction or alcoholism 

 1997   Kansas v. Hendricks.  Sex offenders can be civilly committed 
  Charles Q. v. Houston  (Pennsylvania). State psychiatric hospital patients with the dual diagnoses of 
mental illness and mental retardation can be served in the community 

 1988   Kathleen S. v. Department of Public Welfare  (Pennsylvania). Under the ADA, former patients of the 
former Haverford State Hospital have a right to placement in the most integrated setting appropriate for 
their needs 

 1999  December. Release of the  fi rst Surgeon General’s report on mental health 
  Olmstead v. L.C. and E.W.  The ADA requires states to provide community placement for persons with 
mental disabilities if the state’s treatment professionals have determined it is appropriate, if it is not 
opposed by the individuals affected, and if it can reasonably be provided considering state resources and 
the needs of other disabled persons 
 First White House Conference on Mental Health 

 2000  Ticket to Work and Work Improvement Act increases level of income disabled persons can earn before 
losing Medicaid and extends period of time an individual can work and continue to receive Medicare 
 President Clinton signs a bill authorizing $10 million for mental health courts over four years 

 2001  February 1. President George W. Bush announces the New Freedom Initiative, a broad plan to provide 
$5 billion over  fi ve years to help Americans with disabilities become better integrated into communities 
and workplaces 
 Released as a supplement to the 1999 report, the Surgeon General’s report,  Mental Health: Culture, 
Race and Ethnicity  documents a disproportionately high burden of disability from mental illness among 
African Americans, American Indians, Asian Americans, and Hispanic Americans 

 2002   Toyota Motor Manufacturing, Kentucky, Inc. v. Williams.  ADA must be strictly interpreted to limit the 
number of people who can qualify as disabled 
 November. Release of  the Interim Report of the President’s New Freedom Commission on Mental 
Health . Report highlights  fi ve areas 
 1. Fragmentation and gaps in care for children 
 2. Same for adults 
 3. High unemployment and disability for people with mental illness 
 4. Older adults with mental illness are not receiving treatment 
 5. Mental health and suicide prevention are not national priorities 

(continued)
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 Advocacy 
timeline 

 2003  Formation of the Coalition Against Psychiatric Assault (CAPA), a Toronto (Canada)-based organization 
whose members are “committed to dismantling the psychiatric system”, “see the very concept of mental 
illness as  fl awed,” and “oppose the violation of human rights which is endemic to psychiatry” 
 May: President’s New Freedom Commission submits  Achieving the Promise: Transforming Mental 
Health Care . Released by the White House in July, the report suggests six goals and recommendations 
for a transformed mental health system 
 1. Americans understand that mental health is essential to overall health 
 2. Mental health care is consumer- and family-driven 
 3. Disparities in mental health services are eliminated 
 4. Early mental health screening, assessment, and referral are common practice 
 5. Excellent mental health care is delivered and research is accelerated, and 
 6. Technology is used to access mental health care and information 
 Passage of Medicare Prescription Drug, Improvement and Modernization Act of 2003 introduces 
Medicare Part D with an implementation date of 2006 

 2005  APA honors Dorothea Dix with its  fi rst Posthumous Fellowship 
 APA launches HealthyMinds.org, a consumer-oriented website to educate the public about mental 
health resources and treatment 
 Institute of Medicine (IOM) publishes,  Improving the Quality of Health Care for Mental and Substance-
Use Conditions: Quality Chasm Series  

 2006  NAMI publishes,  Grading the States: A Report Card on America’s Health Care System for Seniors 
Mental Illness . Nationally, the grade was D. No state received an A and only  fi ve states obtained a B 
  From Study to Action: A Strategic Plan for Transformation of Mental Health Care  sets out  models  for 
understanding and organizing transformative systems change 
  Roadmap to Seclusion and Restraint Free Mental Health Services  emphasizes culture change within 
organizations as the fundamental change to reducing restrictive interventions 
 DBSA publishes a workbook to help individuals set goals for their recovery:  Next Steps: Getting the 
Treatment You Need to Reach Real Recovery  
 Mental health consumer-survivors form a national coalition of organizations run by consumers, 
representing 28 states and the District of Columbia, to ensure they have a major role in the development 
and implementation of national and state policies 

 2008  March 5. US House of Representatives passes H.R. 1424, the Paul Wellstone Mental Health and 
Addiction Equity Act. This legislation expands the 1996 Mental Health Parity Act. The Senate had 
previously passed S.558, Mental Health Parity Act of 2007 

 May 3. Enactment by the United Nations of “The Convention of the Rights of Persons with Disabilities” 

 July 9. US Senate joins US House of Representatives in voting to end discriminatory copay for 
psychiatric outpatient visits by passing the Medicare Improvements for Patients and Providers Act. 
Coinsurance differential to be phased out by 2014 

 October 3. President Obama signs the Paul Wellstone and Pete Domenici Mental Health and Addiction 
Equity Act of 2008. The effective date of the law is January 1, 2010 

 US Congress overturns Supreme Court decisions that narrowed the applicability of the ADA by the 
ADA Amendments Act 

 President Bush signs the Genetic Information Nondiscrimination Act of 2008 which prohibits discrimi-
nation by insurers and employers due to genetic makeup or family history 
 SAMHSA publishes,  Self Disclosure and Its Impact on People Who Receive Mental Health Services  

 2010  March 1. The decision in  DAI v. Patterson  means that the 4,000 residents of New York State adult homes 
of 120 or more beds are quali fi ed to live in supported housing. NYS is ordered to create 1500 supported 
housing units per year for 3 years. The state must employ peer bridgers to assist in the process 
 March 23. President Obama signs the Patient Protection and Affordable Care Act with an implementa-
tion time line from 2010 to 2014 
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