The expertise gleancd from being a patient in a
psychiatric hospital is used to train hospital staff in what
is helpful to patients and what hurts. The trainers are
consumers/survivorsfex-patients in different stages of
FECovery.

Consumers/Survivors/Ex-Patients
as Change Facilitators .

Ronald Bassman

Alter twenty-two years of living within the acceptable range of normality,
my passage inte schizophrenia was bewildering (0 my family. Psychiatrists
looking back at my childhood history could perform a psychological
autopsy and lind warning signs of future mental iliness, but those predic-
tions could be made only after the label was aleady in place. My introduc-
tion to madness-{ollowed the norm for my diagnosis; | was lwenty-two

‘when 1 was first hospitalized, right in line with the median age lor the onset

ol the first psychotic episode of schizophrenia. T was hospitalized 1wice for
a total thirteen-month inpatient treatment: six months in a private hospial
and, ialer, seven months in a public hospital, o .
When I was admitted to rhe haspital 1 was exhausted, fearful, suspi-
cious, at times paranoid, and emotionally quite labile, Inidally T was able to
set aside those problems 1o pursue my most important goal: discharge. Actu-
ally right then, with that strong moftivation, [ was much clearer than the sev-
eral days preceding my entrance into the hospital. 1 had pulled mnysel{
together for one last-stand battle 1o prove my sanity. But without help §
could not sustain my effort at rationality. Society’s sokliers, the guardians
and keepers of chronic normaley, would not allow e to move in and out
of reality at my own discretion. The hospital workers spoke with one voice:
“You will return the way we tell you ar not at all .
The first weekend passed without my getting the opportunity to sce a
psychiatrist. All my yelling about heing a voluntary patient and demancdling
to sign myself out was 10 no avail, Monday came and went without me. |
got word that a psychiatrist was an the ward, but T was not given the chance
to speak with him. He conlerred with the uursing stalf at their office, and
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they went over patient files. He saw no patients :::. day; F. was too busy
spending his half-hours on each ward making notes in patients charts and
approving medication orders. 1 requested an interview, I pleaded for an
interview. | demanded an interview. T banged on the office door. The resulis:
seclusion and more Thorazine, Monday drifted away.

-1 think it was a couple of days later thai I again heard that the doctor
was on the ward. There was also talk that he was seeing some patients. Tt was
just medication review and questions for a few selected patients. When 1 saw
that the door Lo his office was open, 1stood there trying to make contact, 1

. caught his attention and asked him if he would talk with e, .;,m aides
began to usher me away, but he stopped them and asked who 1 was. Then he
flashed a magnanimous smile and said, “Yow'll have the opportunity (o talk
with me the next time I'm on the ward.” 1 asked when that would be. “We'll
see " . . maybe Friday.” My stomach sank—nore days and a maybe,

Slipping mere and sliding dewn as if the floor was mnnmmma_. I had no
place Lo secure a grip. My ability 1o stay focused on my goal, discharge, Tma
allowed me to mobilize some degree of clarily, but it was no longer working,
Confusion grew daily, fed by my anger and exacerbated by the drugs. I was
alone, isolated, and unable to communicate or understand what was poing
on around me. Staff treated me as if I was crazy and saw only the behavior
that reintorced their belief syster. 1 [ell as if T was in a dream, another kind
ol reality or dimension, separated by some invisible harrier. T was in a _u_mnn
where only cerlain messages or interactions could pass through the vm:,._nq,
None of the things | wanted 10 communicate could penetrate the barrier;
only the mistakes, negatives, and nonaffirmations of me could get through.

The hospital experience [osters regression. You are there wmnm:.ﬁn you are
perceived (o be unable 10 see to your needs or because you are believed 10 be
a threat to others. You cannot be trusted and must Ise monitored. How can
such a negatively defined role make a person leel more m%ﬁ_zmﬁw I wcémﬁ_ not
to regress. “Lam not a child,” t repeated to myself and anyone within earshot.

Only four months after T was admitted, lack of choice forced me to
accept the only role that was available to me in this hospital drama: m:.___uszm-
sive patient. 1 said the right things and did nothing to draw attention Lo
mysell. Lacking the energy to do otherwise, my responses were “appropri-
ate,” T becamie self-protective, selfish, and interested only in meeting my own
needs. Earlier my energy had centered on discharge, but now even :Em.m
requests lacked force. 1 spoke little, responding only il required. E_rn: visi-
tors came, [ half listened, my requests focused on material itelms—cigarettes,
money, food. My soul, my I'fan vital, had taken a sabbatical. An nE?%.mrm:
was left to deal with physical needs. In brief moments of clarity, 1 panicked
at the thought of never having my vitality return. .

Thin skin has been 2 mixed blessing [or me, What helps me now as a
therapist, | hated as a child. When practicing psychotherapy, I am respected
for my ability to understand and empathize with feelings that go beyond
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what is consciously expressed. The child receives no reward for fecling the
denied pain of others. As a therapist, T call up experiences from Ny past to
connect with the experience of-an other Needs for acceptance, belonging,
and recognition, so prominent during my childhood, are easy for me o
recall. :

I worked hard io gel to where I am, and 1 give credit to myself and 1o
the people who helped and supported me. But I have 1o believe that some
other component was operating—luck or a spiritual, mystical quality. For
years I thought 1 was alone and had defied the odds, slipping through the
cracks and escaping the diagnosis that was promised to follow me all wy
life. T believed that T was an anomaly in my ability to leave my ussigned
mental patient role, to blend in, get married, be a father, and have a suc-
cessful career as a psychologist. No more “symptoms,” uo more medication,
no more thetapy. Why were there not more people out there like me? To my
delight T discovered my peers and found community. There are many of us
who have walked through the fire. We who have survived are available 1o
help our brothers and sisters develop their own unique maps for navigating
not only their confusing and frightening internal struggles, bul the cven
more damaging spirit-breaking Lreatments forced on them tn uneniightened
treatment facilities.

An Intensive Bottom-to-Top Training of Psychiatric
Hospital Stafl by Former Patients .

At the start of the twenty-first century, we have witnessed lirst Uhe sleep
growth and then the rapid decline of the number of publicly run state psy-
chiatric hospilals. Yet despite the smaller number of people being confined -
to inpatient psychiatric facilities 1oday, these institations continue o be used
as & last-resort salety net for the mental health system. Regardless of one’s
beliefs concerning the benefits or necessity ol treating people in a psychi-
atric hospital, it is essenitial 10 determine what is harmful and what is help-
ful 1o people during their stays as inpatients and to implement practices that
reflect this knowledge. . .
 How to train all hospital stall (o provide the besi possible services 1o
palients was the charge given to the designers of the New York State Office
of Mental Health’s (NYSOMH) Core Curriculum: Direct Staff Training. Ta
accomplish this (ask, the following guidelines were established:
The core curriculum training would be a mandatory, three-day training evenl.
All ward staff would be trained together as a group and would include all
workers who had any direct contact with inpaticnts: therapy aides, nurses,
physicians, psychologists, social workers, housekeepers, administrative
staff, and security. .
Consumers/survivors/ex-patients (¢/s/x) would patticipate fully in the devel-
opment and itnplemeniation of 1he core curriculum.
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In 1997 the NYSOMII initiated a two-year core C.QF:.__E: _:,m_:.__”r
T N 1 g - 1 pere -]
program for its nineteen state-operated psychiatric centers, The three-day
training was divided inte six modules:

Module A: Team Training, NYSOMH, and the Changing Nature of Mental
Iealth Services o

Module B: Working in a Changing Enviromnent

Module C: Recovery and Mental Health

Module D: Selected Clinical Issues in Mental Healih

Module E: Cultural Compelence o

Module F: Salc and Therapeutic Environment

This Z.E?mw cites the results mm:._ﬂmn_ as of January ._._ .wwco,%..o_m MMM
queéstionnaires completed by 3,732 staff members and a wm:“__v m,o .N”ms 1
inpatients from three facilities who completed both _:.mu and Hucimn_ mnmm#m A
questionnaire, the Ward Atmosphere mn.»_n.. msa the .dco_ k _umﬁnu,:g #., o A-

As a ¢/s/x and a psychologist 1 participated in the v_m:M::qm. m.ﬁ.ﬂm z_ﬂuc
ment, and implementarion of all the modules. _.mo.s.mw_nr uﬂ.ﬁ:wo .ﬂ_u__m:oo
innovative qualities of the recovery ECL:_P nost w_m:_mmm:_ﬂ w.wpw_”_p_un :3.
on ¢/s/x to develop and provide the training 1o staif, EE module wi :
central [ocus here.

Development of the Recovery Module

From the beginning, the NYSOMH recognized :H,mz expertise Mncn_wwm.ﬁ“oq__.dww“ﬂ”
the lived experience of persons who had been a_mﬂm:_.umwﬁ_ an :nO._ 7Mw._ , HE,,,.__w.wa
mental illness would be a valuable assel for mE: training, 7,3.& r co ~ :.:u.
sioner James Stone solidified his office’s nc::uz.amz,m in r,a introdg E‘FE Q Oﬁ.
first statewide train-the-trainer meeting by stating, “During your tra _M:Hm Mm?
will have an opportunity to hear from d.:&ﬁ.ﬁfam who use or have :mnwnw _HM g
vices we provide. In participating in this training as your :ﬁ_mﬁﬂm.#moq e h_
icnts are demonstrating the hope gained from new EEEE:O.: ] ﬂoéﬂr. .:M
individuals with severe psychiauric .hzmugmzmm. ae able to regain wau_w ives a
become productive membets of our comnmunities ﬁwm_mmﬂ,m:.rwoo. ﬂ‘ —__—
To develop the recovery module, ¢/s/x leaders across the sia M.. ve E.m -
veyed and asked what they considered the Eoﬂ.ﬂ%o:ﬂ:ﬁ MM.E_MS,:UQ
recovery. A review of published writings hy .Qm\x (Campbe mw, w..\,,n. m”pmwo_
1989 Chamberlin, 1997; Grobe, 1945; Hirsh and cthers, ; 974, o :“
1991} demonstrated a consistent emphasis on the same ,_mmwm_ :B,:m.w ”MM:-
lied by our survey. The following key themes were ._&msﬂ:m as instr
Hm_ o TECOVELY m—.—ﬁ— —ﬂuw.—mﬁﬁ...:ﬂmaﬁ:“

" There must be real choices. When people are Hc.:,.mﬂ. o ?:...:n:umﬁm in pro-
grams and services not of their choosing, motivation suffers and passiv
ity and learned helplessness develop.
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Hope must be nurtured and cultivated.

People must be able 10 speak lor themselves.

People want 10 be seen as a many-faceted whole person with a variety of
strengths and weaknesses. They are individuals, not categories, labels or
diagnoses. .

Sell-help, empowerment, and mutual support are impartant,

Services need te be provided in a respectful collaberation,

Communication must be two way. .

Anger can be a positive force.

The next step was the development of a flexible guide for ¢/s/x trainers
that would allow them to use their unique skills and experience, while also
enabling them 1o cover the key concepts and themes. We had the (henes
and concepts that we wanred 1o convey, but wondered how we could get
mental hospital staff (o listen and learn from people whom they had seen
only at their wors(, when they were deemed 10 be so out of control that they
needed to be in the strictly structured setting of a menial hospital. In add;-
Ltion, we wanted staff to gel more than a few cold intellectual [acts; we
wanted them to be moved by what they saw and heard.

The solution hecame obvious: have people teil their stories of recovery
Based on their personal experience, they would talk about what was help-
ful and what was harmful. C/$/X trainers were encouraged to cover all of
the key concepts and to illustrate them with anecdotes {rom their lives.
Those who were unable to draw an example from their own life were
encouraged Lo do a dramatic reading of another o/s/xs story that connected
to their experience. People wére encouraged to use art, music, ganes, or
other creative medium for making a peint. One trainer de
lraining covered by a white sheet to demonsirate th
know a person until you really see that person fully.

Another part of (he tecavery presentations focused on wants and needs,
The andience was asked to call out the things they want and need 10 live a
good life. After the exercise, a discussion ensued of the similaritics of
patienis’ wants and needs to those of stail (amon g them were personal goals,
choice, social integration, relationships, constitutional and human rights,
dignity and respect, health, a decent environment, security, personal satis-
[action, and hope),

The three-hour presentation concluded with a discussion of people’s
beiiefs about mental illness, dilferent theoties of mental itlness, and some
discussion of why people find psychiatric drugs problematic.

any
cided 1o begin the
al you canaol get Lo

Recruiting and Training C/S/X Presenters
for the Recovery Moduie

From the start we wanted 10 do all we could to make it possible for ¢/s/x (o

IPtesent in a safe, supportive environment where their participation would



08 PSYCHOIOGY IN TREATMENT OF TRE SERIOUSLY MENTALLY 111

be growih enhuncing and that its value would be ﬂn:wmﬁﬁ_ ,w:. mann_ﬁm_ﬂm __MMMM
cial remuneration [or their time and unique expertise. (/5/X So% _ .:. e
he aslied to present alone and were advised (o present in m._dcm”. NH :_HMMFT
mutual support. Facilities staff-were asked to have a room availa P_ _x fer
ably with heverages and light refreshments, for presenters 1o relax :

debrief with each other after presentations. A stalf member at each facility .

was assigned 1o be the contact and support person m.r,o:_& ‘EQ Ew:mc”_h
needs arise. Periodically presenters from different facilities met Em,ﬁ mna.
share their experiences ol presenting, exchange helpflul Enrzwﬂcmww ﬂ:mw
senting, and network and suppart each oqrmﬂ Such m:-a_m,% mm._.p rerings were
centered around a discussion of questions like the following:

« WHat were some ol the highlights of presenting the recovery module?

. id staff respond 10 the training?

. WMWMM“_Q frel that Mrn core curticulum staft were supportive of your eff; %_,me

+ What kind ol supports did you use after presenting the Enoéjwacﬁ ule?

= How did the training alfect your own growth and Lmﬁ.._ctﬁm_:. .

* What were some of the negative aspects for you during Em _.nnoam@.w__w train-
ing? What would you have liked to :mﬁ,..moﬁ._ happen n:m,mmwﬁﬂ” w

* Whal advice or suggestions would you give future ¢/s/x trainers?

Reactions of C/$/X Trainers to their Experiences as
Presenters

Just about alt of the ¢/s/x Lrainers were positive about their nx_uo.:n:no% o”
,anmn:nm their stories to staff, For many, this was an opportunity to “E

. . 3 - . Ly 4 NEd ¥ 5,
value and give meaning to their intense and often dehumanizing sir :mr m.,.#
Following are examples of feedback from the ¢/s/x trainers that were shared
during our group retreal:

¢+ “Made people think. They seemed to look at things in a a.m.:nnmzﬂ light.

* “Doctors and social workers came up to presenters and cried.

= “Great; seeing oneself as equal to professionals.”

+ “Feel 1 have a lot to ofter.” )

* “Brought back a lot of feelings 1 hadn't thought mcoﬂr

» “Felt the depth of pain for me and my copresenters.

» “Self-esteem and confidence improved.” - .

* “Speaking about personal experiences makes them E.mm painlu ”: )

+ “Breaking stigma by looking different than people think %on will. .
* “Learning that there is something more than what we have been taught,

" Evaluation of the Impact of the Recovery Module

indi indi Aini 1] received and viewed
Overall findings indicated that the training was we \ :
_uhmﬂ?nq by m_m_umcx:ﬁmﬁm@ 80 percent of the stall, Many of the staff, includ
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ing the velerans, commented that this
attended.

The exit questionnaires rate
modules in h

was the best training they had ever

d the recovery module highest of the six
aving the most ellect on change. More than half of the staff
thought that the recovery training would

result in the loHowing improve-
ments;

* Greater stall acceplance of palients’ spe

* Asubstantial improvement in the respe

* See people as individuals rather than
patient.

* A substantial effect on ward environment an
recovery.

* Improvement in patients’ Ieing able
ting into rrouble.

* Patients are being allowed to tell theic whole
their mind.

aking up for their rights.
¢l given to patient privacy.
just as a diagnosis or a mental

procedures to enhance

to express their {eelings without gel-

-

story before stall makes up

The quarterly reports completed by facility directors confirmed that
the recovery module contained the wost powerlul message. The reports
indicated that staff were making positive changes in their relationships to
patients, and in commitlee meetings they were paying more attention to
issues of patient respect and privacy. Staff were more willing to accept
palient input as relevant and see the value of batients’ expressing their con-
Ccerns.

Results of the more intensive evaluations conducted at three selected

facilities confirmed the positive impact ¢f the recovery module. Pre- and

postiraining comparisons that staff.made indicated statistically significant

imprevement in the following areas:

* Asignificani increase in stalf’s beliel that w

a difference n treatment

A significant increase in staff’s willingness to attempt to make improve-

ments on the ward in order to enhance recovery possibilities

* Asignilicant increase in s1afl’s belief (hat people can vecover, get oul of
the hospital, and never come back

hat recipients say should make

Patients residing on the. hospital wards completed questionnaires before
stalf participated in the aining and responded again 10 those questions twelve
to fifteen weeks afier staff training was completed. Three questions showed sta-
tistically significant improvement from (le patients’ perspectives;

* Staff would allow them frecr expression witho
* Staff saw patients more as individuals
patient or diagnosis.

ut their geliing inte trouble.
aud nol just as a mental health
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* More patienis wanted Lo increase the frequency of their interaction with
stall.

Puncturing Stereotypes: Seeing Real People

How well can we understand someone else’s internal experience? The old
adage said that you do not have to be a woman who has given birth 1o he
qgualified to deliver a baby. Bul can someone who has not gone :.._nc:mr the
labor of birthing a baby truly comprehend the magnitude of this process?
When a woman talks with another woman about their labor and birthing
experiences, there is an immediate understanding and ._uc.:m::m. Can there
he empathy wirhout having had a commonality of experience? Of course,
empathic understanding is not an all-or-nothing, you-have-it-or-you-do-not
proposition. Yetitis difficult to deny that all other things being mn_:m,ﬁ those
who have been th rough an experience will have a beuter understanding of a
similar experience than those who have not, . o

The absence of genuine ¢mpathy in the treatment of people diagnosed
with serious mental illness arises from a long history of [ear, misunder-
standing, and exclusion. Treatments have olten been illogical, :c:.mmsmmnm_.
and downright cruel, Lobotomies, cold packs, insulin comas, cr_xm_n& beat-
ings, and other forms of torture have been foisted on people as if they were
objects that could not think, feel, or express their own wanlts and needs.
Such magical thinking about what constitutes eflective treatment was con-
sidered science, while the attribution of magical thinking to a potential
patient is a key element in the diagnosis ol mn_:nomrﬂmim. Often unproven
assumplions about mental illness are regarded as facts and strung Smﬂ.rﬁ
to make theories that treatment teams use to ignore or make short shrift of
what people say is going on within themselves .

How do those who have never heen a patient in a mental hospital
develop the understanding that is helpful in treating people who have expe-
rienced the kinds of thinking, feelings, and behavior that would get them
commitled 1o a mental hospital? Through personal experience, ¢/s/x know
the importance of having stall listen and try to understand and accept the
validily of their experiences. Afier a person is hospitalized, it is easy and nat-
ural for him or her to spiral downward. The unfamiliar surroundings, the
uncertainiy as to what will happen next, the prahing n_:mm:o:m‘ and the cold
and impersonal interactions with stall intensify (ear and panic. ZEQ.O@?
are brought (o tbe hospital a1 night and processed through procedures with
no explanation or hint of warmth or human contact.

If someone had sat and talked with us, told us what to expect the next
day, would there have been more cooperation? Could 1 have s<cEmQ the
forced drugging and disorientation? Would | have been able to avoid sechu-
ston and restraint and the hostile adversarial reactions I felt toward stall?

Staff of inpatient psychiatric hospitals rarely have :ﬂ 0,35255:% to
see peaple who have recovered and have gone on with their lives. They see
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people at their-worst, and in artilicial micromanaged settings. They do not
get the chance to benefit from learning how much vajue people place on the
stall acts of kindness and respect that are shown to them, N or do they learn
ol the negative impact of thoughtless words and deeds.
Repeatedly staff members approached o/s/x after their presentations
to thank them for letting them know that patients really appreciated i
when they were related o in a warm and personal way. Particularly effec-
live was the presentation of one ¢/s/x who told about lying immobile on
her bed in (the ward staring at the ceiling, She was unable o look at any-
one or respond in any way. Yet she fondly remembers one nurse who daily
came into rhe room and ask her if she wanted a blanket or wanled the
light turned on or off. And although she did not respond, she has always
remembered that nurse’s kindness and cites it as an uplifting huinan con-
nection that helped her recover. Stalf were extremely interested and sur-
prised to lind out that even people who fooked completely unrésponsive
remained aware, and no matier how disoriented they seemed, they did not
lose all of their capabilities. "
Mental health therapy aides were especially pleased to learn that so
many people were gratelul for the very small acts of kinduess extended 1o
them. Many c/s/x cited those acts of caring, intevest, and respectlul listen-
ing as the initial building block of (heir recovery, The feeling that someone
believed in them and thought that they could do better enltivated hope,
Another powerful anecdole was told by a o/s/x who was working in a
psychiatric hospital as a peer advocate alter her own discharge. Her story
demonstrated the negative impact of invalidating a person’s feclings. She
was listening to a woman angrily complain to her about the laifure of her
advocacy ellorts to get what was requested. Since these advocacy efforts
were inclfective, she knew that the patient’s complaints were justified, and
she was willing to listen 10 her express her disappointment, At that time, a
psychiatrist was on the ward, aud knowing both the advocate and the
patient, he decided to intervene. He faced the advocate and with his back to
the patient said condescendingly, “You know some people need 1o learn that
you never get what you want i you get angry at people.who are trying 1o
help you.” And then he walked away. Immediately this patient began haliu-
cinating and responding 1o her inner voices, whereas belore, although she
was angry, she had rationally expressed her displeasure. Now, alter being -
treated as il she was not there by a powerful doctor who had contol of her
future, she was larced to suppress her feelings and withdraw into her men.-
tal patient role. Coremunication had ended between her and her advocate.

Conclusion

Those ol us who have been through cataclysmic, life-altering experiences
are able to provide empathic understanding and serve as models 1o
inspire hope. The capacity 1o offer meaninglul help is not limited 1o the



consumer/survivor/ex-patient. H:n examined life is enlered into in many
ways. Any form of illness or viclation of what we have come to expect
our minds and bodies to be has the potential 1o alter the way we construe our
experiences and atlempt to integrate them into meaningful narratives.

As observers, we are always outside and therefore can only see, mea-
sure, and evaluate a particular person through the lens of the most recent
snapshot photo that we are encountering now. You are not able to know the
unique personal history that an individual construes for himself or herself
ot predict thal person’s future. However, your influence on a person’s vision
of his past and future can open possibilities in the present.

Note

1. See Corc Curriculum Final Evaluation Report, Bruce Way & Barbara Stone,
NYSOMH Bureau ol Performance Measurement, 44 Holland 4ve., Athany, NY 12229,
December |, 1999, .
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