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History of Consumer/Survivor/ Professional Relationships:


In the very beginning, there was darkness.  Persons experiencing mental illness were called “mental patients”, “mentals”, “clients”, “chronic mental patients”, or simply “chronics”.  All aspects of a patient’s life were considered a “treatment modality”.  Therefore, there was no privacy in the “patient’s” life and professionals exerted total control.
Conditions impacting Consumer/Survivors were forced treatment, over medication, strong adverse medication side effects, restraints, prolonged seclusion, prolonged hospitalizations (months and sometimes years), and barbaric “treatments” such as insulin shock, electroshock, sheeting, wet packs, and lobotomy.  To be sure, there were a few of us who sought to break free; but the cost of doing so was often harsh punishment and most times we could not escape for long before being dragged back to “treatment”.


Consumer/Survivors began to rebel against this inhumane “treatment”.  At first, we gathered in small groups locally to gain support from each other and later to develop political action against an extremely oppressive psychiatric system.  Organizations which come to mind are MPLF (the Mental Patient’s Liberation Front) of Boston, Massachusetts, MPLP (the Mental Patient Liberation Project) of New York, New York, MPA (the Mental Patient’s Association) of Florida, NAPA (the Network against Psychiatric Assault) of San Francisco, California, and the Social Club of New Haven, Connecticut.

In 1972, Dr. Thomas Hertzberg of Northville State Hospital in Detroit, Michigan went to a radical caucus of the American Psychological Association, where psychologists were talking about why it was that psychologists could hold national conferences to talk about Consumer/Survivors yet Consumer/Survivors were not going to national conferences to talk about psychiatric professionals.  That radical caucus knew that there were many abuses in the mental health system to be talked about.  They also had heard that there were a few Consumer/Survivor groups organizing on the local level.  

So, Tom set about to find these groups and to invite them to a planning meeting to be held in Detroit to develop a national Consumer/Survivor conference.  Tom located me, Howie the Harp of New York, New York, Dr. Louis Frydman of Lawrence, Kansas, and others.  We had a meeting in Detroit at a very nice hotel to plan what was to become the first Conference on Human Rights and Psychiatric Oppression.  That conference was held a year later in Detroit.


Tom was fired for bringing us together.  It was a long time before he could get another job in his field.  In the interim, he sold gliders for a living.  Psychiatric oppression was alive and well, even for the professionals who believed in us – especially for the professionals who believed in us.


The conference that Tom Hertzberg started evolved into the Conference on Human Rights and Psychiatric Oppression and was held yearly for 13 years between 1972 and 1985.  During that time, it went through four name changes ending as the International Conference for Human Rights and Against Psychiatric Oppression.  This conference attracted people from Canada, the Netherlands, and Britain.  Throughout its history, this conference held yearly demonstrations at hospitals.  Some of these demonstrations held vigils for our friends and neighbors who died in such places.


During the life of the Conference on Human Rights and Psychiatric Oppression, Consumer/Survivors had no money to organize nationally.  Yet the drive for the companionship and support of peers drove us to hitchhike and otherwise to beg, borrow, and pool resources to get to our national conferences.  These conferences drew from 50 to 100 people a year.  The expense of the conference itself was often funded by donations from those few Consumer/Survivors who had a little money to spare.  Many of these early conferences ran in the red.  


Professionals, during the life of the Conference on Human Rights and Psychiatric Oppression, debated the ethics of assisting Consumer/Survivors to organize.  And many professionals were punished severely for aiding us.  Consumer/Survivor literature announcing Consumer/Survivor conferences and concerns was openly censored by provider agencies.


With the help of Dr. Louis Frydman, the Advocates for Freedom in Mental Health was formed in Lawrence, Kansas to advocate for mental patient’s rights.  This resulted in a bill of rights, which passed the state legislature in 1974.  The professional community was very upset about this phenomenon.  They felt that their work would be made impossible to do unless legal force could be used against the patient.  For his effort, Dr. Frydman was sued for interfering with the doctor/patient relationship.  Also, as a result of this, Dr. Frydman was threatened with loss of his tenure at the University where he worked.  The consensus among professionals was that professional ethics prevented endorsement of the Consumer/Survivor movement, which was considered dangerous for clients because of perceived misinformation in movement publications and perceived unskilled techniques used in self-help and mutual support Consumer/Survivor run organizations.  


Around this time, there was growing disenchantment within American society with the old state hospital “lock them up and throw away the key” mentality.  The state hospital system was not working and people did not get better in them.  Mental health services were moved away from distant state hospitals to community mental health centers by congressional mandate.

Moreover, at this time, the professional community was still penalizing professionals who were supportive of the movement.  Many brave professionals helped Consumer/Survivors to make contact with supportive persons or to independently manage Consumer/Survivor groups.  Many of these people simply disappeared from provider agencies.  We Consumer/Survivors were very suspicious that they were fired.


In 1977, Consumer/Survivors begin to participate on mental health planning boards in local settings.  Some professionals in positions of power begin to recognize that Consumer/Survivors have program development and policy ideas that might be helpful in planning innovative mental health services.  

In 1972, Consumer/Survivors began to publish articles in their own self-funded publications like Madness Network News.   Later in 1979, these self-published articles and stories came to the attention of avant-garde professional journals, which then began to publish Consumer/Survivor literature.  Advocacy journals were particularly interested

In 1982, the National Institute of Mental Health asked for the first Consumer/Survivor consultants.  Consumer/Survivor consultants participated in the National Community Support Advocacy Network and in the planning of the 1982 and 1983 National Community Support Program Learning Community Conference in Washington, D.C. both sponsored by the National Institute of Mental Health (NIMH).  Comments by Consumer/Survivors invited to these Learning Community Conferences were then published in the resulting monograph.  Professionals at the federal level noticed the courage and skill of the Consumer/Survivor movement.  They, with Consumer/Survivor input, proposed changes in mental health law bringing into being the Community Support Model of mental health services.   Along with this, congressional law mandated Consumer/Survivor/Family representation on mental health planning boards.

Also in the early 1980’s the annual International Conference on Human Rights and Against Psychiatric Oppression followed the annual American Psychiatric Association Convention around the country, picketing and demonstrating.  Some of these demonstrations were very dramatic.  Some even involved civil disobedience.
In response to this pressure, I was invited to participate in the National Conference on the Chronic Mental Patient in 1984 sponsored by the American Psychiatric Association Committee on the Chronically Mentally Ill, the Menninger Foundation, the National Association of State Mental Health Program Directors Support Services Committee, and the National Institute of Mental Health.  In 1985, I was invited to speak at the American Psychiatric Association’s National Convention in Dallas, Texas by special invitation of the President of the American Psychiatric Association.  This presentation was entitled “A Journey through Madness” and was given as part of the President’s Symposium.  I was the first Consumer/Survivor ever invited in such a capacity to that convention.  There were two interesting responses to my participation.  In the first case, that of the National Conference on the Chronic Mental Patient, a well known Kansas Psychiatrist, Dr. Walter Menninger of Menninger Foundation fame, sought to study me to see if and why I  “recovered”.  In the second case, (That is the presentation of the President’s Symposium at the American Psychiatric Association annual convention), several psychiatrists walked out during the presentation.  It was clear that they were not ready to take Consumer/Survivors seriously. 

1985 was the last year that the International Conference on Human Rights and against Psychiatric Oppression was held.  1985 was also the first year that the National Institute of Mental Health funded the first Alternatives Conference in Baltimore, Maryland.  It was extremely difficult for us to accept government funding and many of us thought that doing so would co-opt the movement.  The movement lost many good people as a result.  Leonard Roy Frank, for instance, left.  He was the author of the book, The History of Shock Treatment.  He was very concerned about the damage that electroshock treatment causes people.

Participants in the Alternatives Conference defined their identity with regard to mental illness in many ways.  The term “Consumer” was chosen as a compromise to cover everyone. Over 200 Consumer/Survivors came to the Alternatives Conference.  One of the stipulations of the funder was that the Alternatives Conference attract broad based Consumer/Survivor representation, including Consumer/Survivors that felt that they benefited from the mental health system, as well, as those that felt that the mental health system was stigmatizing and oppressive.  With the increase in funding, Consumer/Survivors no longer had to hitchhike to the conference and no longer had to go bankrupt to fund it.  On scholarship, Consumer/Survivors could fly to the conference and could meet in high-priced hotels like the professionals do.

Two short lived national consumer organizations grew out of the networking after the first Alternatives Conference.  Consumers that were satisfied with their treatment by the mental health system went on to form a national organization called the National Mental Health Consumer Association.   In 1986, the Consumers that were dissatisfied with their treatment by the mental health system formed a national organization called the National Association of Psychiatric Survivors.  They felt that they had “survived the system” and the term Consumer/Survivor was coined as a compromise to describe all people who had experienced a psychiatric diagnosis in their lives regardless of their point of view.

In 1986, some of the founding members of the International Conference for Human Rights and against Psychiatric Oppression got a grant from the Community Support Program Branch of NIMH to publish Reaching Across, a technical assistance manual written by Consumer/Survivors for Consumer/Survivors wishing to organize for advocacy and/or for peer support.  This grant is awarded to the California Network of Mental Health Clients and Boston University.  Non-founding members of the movement also got a grant from Community Support Program Branch of NIMH to write another technical assistance manual from their point of view.  This grant was awarded to Project Share and the National Consumer Self-Help Clearinghouse, both of Philadelphia, Pennsylvania.

Early Alternatives Conferences were in West Virginia and Ohio.  The tone of our early conferences was highly political, where as today, 24 years later, our conferences are more about skills development, training, concepts such as wellness, inclusion, the arts, recovery, trauma informed care, etc. and less about political organizing.

In the late 1980s and the 1990s, Consumer/Survivors in various states formed and managed the first statewide Consumer/Survivor organizations.  With the help of government and other grants several technical assistance centers were set up to help Consumer/Survivors organize.    Some of these technical assistance centers were run by Consumer/Survivors with expertise in organizing and some are run by non-Consumer/Survivors. 


In the late 1990s to the present, Consumer/Survivors began to seek jobs working along side of professionals in the mental health system.  Some universities set up Consumers as Providers Programs to teach Consumer/Survivors the skills to work within the mental health system.  The mental health centers and hospitals participated with caution.
By 1998, Consumer/Survivors demonstrated strength in helping mental health agencies, hospitals, and state departments of mental health in program development and policy making by serving on boards of directors, advisory councils, mental health planning boards, and in paid and unpaid consultant roles.   Today, this remains so, as our consultant work is extended to the federal mental health system in Washington, D.C.  For instance, many committees at the local, state, and federal levels have Consumer/Survivor representation, including CMHS/SAMHSA, which has a Consumer/Survivor Subcommittee.  This subcommittee serves to advise the advisory group to SAMHSA.  There is now an emphasis in these bodies on developing more Consumer/Survivor friendly community based programs and services, so that we can live normal lives out in the community of our choice.

At that time, the University of Kansas launched a Consumer Satisfaction Survey whereby Consumer/Survivors in Consumer/Survivor run organizations were paid to survey their peers in mental health centers about the quality and accessibility of the services that they received. 


In addition, in the 1990s, the concept of recovery in mental health was born.  Several Consumer/Survivor leaders publish protocols for achieving recovery such as Mary Ellen Copeland’s Wellness Recovery Action Plan (WRAP), Pat Deegan’s work, and the University of Kansas’s Pathways to Recovery study guide. 

Where we are today:


Consumer/Survivors are getting graduate degrees from well known universities and are becoming known as recognized authorities in the field of mental health.  Consumer/Survivors are working along side of professionals in the service delivery system and are publishing protocols for achieving recovery and hope in mental health.


Peer Support Specialist training and certification programs are more widespread.  Peer Support Specialists work in community and inpatient settings.  However, one point of concern is that the concept of friendship which is so important to the healing process in mental health will be trained out of today’s Certified Peer Support Specialists just like it has been trained out of professionals because of ethical concerns regarding dual relationships.


Professionals who support the Consumer/Survivor movement are now in the majority.  No longer are these wonderful professionals threatened with sanctions and loss of employment because of the support they give to our movement.  Many professionals are delighted to give technical assistance to Consumer/Survivors attempting to organize and professionals rarely censure Consumer/Survivor literature.

Today, there are five technical assistance centers.  I do not remember the names of all of them, but the National Empowerment Center, the National Mental Health Clearinghouse, The Star Center, and one run by National Mental Health America, formally the National Mental Health Association, are those that stand out in my mind.  These centers provide structured technical assistance to Consumer/Survivors wishing to organize.  Among these initiatives were a growing number of Leadership Academies formed to teach leadership skills to Consumer/Survivors of mental health services.

  
Consumer/Survivors can now get funding to organize Consumer/Survivor organizations and initiatives, such as peer run wellness centers, peer run crisis centers and a variety of other specialized programs operated by Consumer/Survivors.  There is also funding to get to a variety of national conferences.  The number of Consumer/Survivor run organizations is exploding in this country and they are developing coalitions with other mental health Consumer/Survivor organizations and with other disability advocacy groups.  Consumer/Survivor organizations have succeeded in acquiring expertise and credibility.


Today, most professionals are talking about hope and recovery to their clients.

Issues that remain:


Many Consumer/Survivors experience involuntary treatment, out patient treatment orders, and mental health courts as traumatic.  Seclusion and restraint have not been eliminated and are also traumatic.  We are just now beginning to address the issue of trauma and it is hoped that the Trauma Informed Care Initiative will go a long way in recognizing, understanding, and addressing this problem.  


Too many people with mental health problems still end up in jails, prisons, and on the streets.

Today’s economy, which is resulting in drastic funding cutbacks, is threatening access to traditional and non-traditional care and service opportunities.

  
There is still some stigma in the mental health system against the Consumer/Survivors who work within the system.  Sometimes, their input is not taken as seriously as that of other mental health professionals.  They are often not paid at the same rate as other providers at an equal grade level, and they are often not allowed to work full time.

It is appalling that so many Consumer/Survivors are living nearly 25 years less than the normal population.  Our people are dying young due to diabetes, heart attacks, breathing problems, over weight, and stress.  Research needs to be done to find out why.

ECT is still used with mild to severe memory loss and is considered by many to be traumatic.  

Where to from Here:

 
It is clear to me that that our work as a movement is not yet finished but that we have moved mountains in the years of our existence.  Keep up the good work folks!  You will carry the movement forward into the next generation.  My parting advice to you is to not forget those of us, who are deeply entrenched in treatment, who are still very angry,  who do not know about the movement, who may believe that everything is all right and that it is all right to be traumatized by the system.  Listen to their voices.  Bring them into the movement.  Let them light the way to even greater successes and an even brighter future.  And, remember our professional friends are counting on the input of dissent to make the changes that will make their jobs more worth doing!!   
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Many thanks go to the Kansas Consumer Advisory Council for Adult Mental Health for giving me the time to write this presentation.
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