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Inthisarticle, theauthorsdraw upon over 50
years collectiveexperienceasadministrators, manag-
ers, policy makers, advocates, activists, and service
providersto peoplewith psychiatricdisabilities. Their
workisinformed by valuesand principlesarisngfrom
their personal experiencesof beingtreatedinpublic
and privatepsychiatric hospitals, their ownrecovery
journeys, andtheir ongoingwork inself-helpand
empowerment with peoplewith psychiatricdisabilities.

Theauthorsexploretherel ationship between
thelarger disability rightsmovement and themovement
for therightsof peoplewith psychiatricdisabilities, as
well asthelargely unrealized potential for |ndependent
Living Centers(ILCs) toassist peoplewith psychiatric
disabilities. Independent Living Centersarelocal
non-profit, consumer-controlled, community-based
organizationsthat provideinformation, servicesand
advocacy by andfor peoplewithdisabilities, withthe
god of helping peoplewithdisabilitiestoachieve
maxi mumindependenceand self-determination
(Independent Living CentersUSA, 2003). ILCsoffer
aclear dternativetoimpai rment-based treatment
systemsfor peoplewitharangeof disabilities, and
would seemlikeanideal resourcefor peoplewith
psychiatricdisabilitieswhoaretryingtothrow off their
“mental patient” rolesandintegrateback intotheir
communities. Whiledataarenot collectedinamanner
that providespreciseinformation about how many
peoplewith psychiatricdisabilitiescurrently uselLC
services, theauthors work to bridgethe gap between
thesetwo movements, described bel ow, leadsthemto
believethat peoplewith psychiatricdisabilitiesare
serioudy under-served by ILCs. Thisarticlewill
addressthepossiblereasonsfor thissituation, andwill
makerecommendationsto help both L Csand people
withpsychiatricdisabilitieswork together more
successfully.

Peoplewithpsychiatricdisabilitiesarethe
singlelargest disability groupintheUnited States
(WHO, 1999), yet they lag behind other disability
groupsinbecoming aneffectiveforceinthepolitica

arena. Althoughactivistsinthepsychiatricdisability
movement sharesimilar agendaswith peoplewith
cognitive, sensory and physical disabilities, they have
only recently started to becomeinvolvedincross-
disability aliancesand coditionsworking oncommon
goas. Evenwithinthelarger disability rightsmove-
ment, attitudesabout peoplewith psychiatric disabili-
tiescontinueto remain miredinmisconceptionsand
mythsperpetuated by themediaand drivenby a
paternalisticmedical model. Andalthough peoplewith
psychiatric disabilitieshavethesamedesireaspeople
withother disabilitiestofully participateinthecommu-
nitiesinwhichthey choosetolive, thelack of signifi-
cant public contact with thisgroup alowsthemythsto
continue, and the potential for societal changetobe
unrealized. A meta-analysisof theresearchonstigma
(Corrigan & Penn, 1999), showsthat of threeinter-
ventionsusedtotry toreducestigma, (1) challenging
mis-information and stereotypes, (2) education, and
(3) contact with membersof thestigmatized group, the
thirdisclearly themost effective. Y et peoplewith
psychiatricdisabilities, eventhoselivingoutsideof
ingtitutions, remainaninvisbleminority tomost
Americans.

Inthisarticle, theauthorsdescribewhat they
havelearnedfrom conductinginterviewswithexecu-
tivedirectorsand staff of Independent Living Centers,
fromfacilitating day-long dial oguesbetween | L C staff
and peoplewith psychiatricdisabilitiesinwhichboth
groupsdiscussed their needs, goal's, experiencesand
thoughtsabout how they might moreeffectively work
together, and fromtheresponseto apresentation of
their work at theNational Independent Living Council
annual conferencein 2002. Theworkshop, which
wastargetedto | L C administratorsand staff, was
enthusiastically received by participantswho signed up
toreceiveinformation updatesonfurther educational
andtrainingopportunities.

History of Disability ActivismintheUnited States
Whilemoderndisability rightsmovementsin

theUnited Statesaregenerally understoodto have

startedinthe 1960sand 70s, ( Pfeiffer, 2003;




McDonad & Oxford, 1998), thehistory of disability
activism can betraced back to the 1850s, when deaf
peopleorganizedlocal groupsto advocatefor their
interests(M ountain State Centersfor I ndependent
Living, 2000). Duringthe1930s, aneraof social
activismonmany fronts, peoplewith physica disabili-
ties, including disabled WorldWar | veterans, were
among thosewho organizedto demandtheir rights.
Historian Paul Longmore (2000) citestheestablish-
ment of the L eagueof thePhysically Handicapped in
New Y ork City in 1935, and asit-down strike by
blind empl oyeesof aPittsburgh sheltered workshopin
1937, asforgotten examplesof early disability activ-
ism.

ThelL eagueof the Physically Handicapped,
which had several hundred membersat itspeak, held
agt-inat thelocal officeof theEmergency Relief
Bureauto protest theBureau’ srefusal torefer people
withdisabilitiestotheWorksProgressAdministration
for employment. Accordingto L ongmore(2000), the
group’s “...actionsincluded picket linesand demon-
strationsand league membersspoketolabor unions
and progressiveorgani zationsin an attempt to educate
thesegroupsondisability issues. Likemany groups
struggling for economicandsocial justicetheL eague
of thePhysically Handi capped wasaccused of being
“reds.” Blindworkersat sheltered workshopsmade
several unsuccessful attemptstowin collectivebar-
gaining rightsduringthe 1930s; thesit-downstrikein
Pittsburgh wasoneof anumber of local actions.
Longmore (2000) notesthat “thelocal pressseemed
moreimpressedwiththe* oddity’ of theevent than
withthefact that agroup of disabled workerswere
angry enoughto organizeamilitant rank andfilejob
actionintheir placeof employment.”

Whilemilitancy ended withthestart of World
Wear 11, disability organizing continued. TheNational
Federation of the Blind and the American Federation
of thePhysically Handi capped wereorganizedinthe
early 1940s. Inaftermath of World War 11, returning
disabled veteransfounded the Paralyzed V eterans of
America. (Mountain State Centersfor ndependent
Living, 2000).

Thenext phaseof physical disability activism
haditsrootsonuniversity campuses. David Pfeiffer
(2003) citestheearly exampleof Ted Nugent, who

had dormitoriesat theUniversity of lllinoisat
Champai gn-Urbanamadeaccessiblefor mobility-
impairedveteransin 1946. In1962, theUniversity’s
disabled studentsprogram becameapioneer in
facilitating community livingfor peoplewithphysica
disabilities, whenfour severely disabled studentswere
transferred fromanursinghometoamodified home
closer tocampus(DeJong, 1979). Edward Roberts, a
wheelchair user, becamethefirst severely physicaly
disabled student toliveon campusat theUniversity of
Californiaat Berkeley; the Berkeley Gazettean-
nounced hisarriva in 1963 withtheheadline” Helpless
crippleattendsclassesat UC” (O’ Hara, 2000).
Roberts, whowent onto becomethefirst personwith
adisability to serveasDirector of theCalifornia
Department of Rehabilitation, organized other students
who used wheel chairsonthe Berkeley campus; the
grouptook thename* TheRolling Quads’ (Mountain
State Centersfor Independent Living, 2000). In
1972, hewasafounder of the Center for Indepen-
dence(CIL) inBerkeley, thefirst suchorganizationin
thecountry, andisseen asthe primary mover behind
what cameto beknown asthelndependent Living
Movement (McDonad & Oxford, 1998). TheBerke-
ley CIL wasbased onthreeprinciplesgroundedinthe
daily experienceof peoplewithdisabilities:

1. Thosewho best understand the needs of

disabled peopleand how to meet those needs

aredisabled peoplethemsdlves,

2. Disabled peopl € sneedscan be met most

effectively by programswhichprovidea

variety of services, rather thanhavingtogoto

severd different agenciesfor services,

3. Disabled peopleshould beasintegrated as

possibleintothecommunity. (Zukas, 1979).

| ndependent Living: A Philosophy andaM ovement
Theindependent living paradigm, asdescribed
by Gerben DeJong (1979), seesproblemsor
“deficiencies’ insociety’ sresponseto peoplewith
disabilities, rather thanintheindividua witha
disability. ThelL philosophy emergedinresponseto
therehabilitationmodd , whichdisability rightsactivists
saw asdependency-inducing, aswell asto other
barriersinthephysical and social environment. To
copewithsocia andenvironmental barriers, thelL
philosophy holdsthat the disabled person must shed




thepatient rolein order to achieveindependence.
Advocacy, peer counseling, self-help, consumer
control, and barrier removal arethetrademarksof the
IL paradigm. (Brown, 2000; McDonald & Oxford,
1998).

ThelL movement stressesthat social and attitudinal
barriers, not disabling conditions, aretheprimary
problemsfacing peoplewithdisabilities.

Beginninginthelate 1960s, several piecesof
federd legidationwerepassed which had apositive
impact onthelivesof peoplewith disabilitiesand on
thelL movement. In1968, the Architectural Barriers
Actwaspassed, requiring theeliminationarchitectural
barriersinal federally owned or leased buildings. The
1970 Urban MassTransit Actrequiredthat all new
purchasesof masstransit vehiclesbeequippedwith
wheelchair lifts(Shreve,1982). In 1973, Congress
passed the Rehabilitation Act, alandmark pieceof
legidationwhichgaverisetoaseriesof new initiatives
tobenefit thenation’ smost severely disabled citizens.
A key provisionof the ActisSection 504, which
prohibitsdiscriminationagaingt“ otherwisequdified
handi capped individua sunder any programor activity
receiving Federa financial assistance.” Section504
suddenly opened awidearray of opportunitiesfor
peoplewithdisabilitiesinemployment, housing, and
education (DeJong, 1979). The 1973 Rehabilitation
Actincluded several other important provisions: it
mandated that peoplewiththemost seriousdisabilities
receivethehighest priority for servicesunder the Act,
and created affirmativeaction programsfor
employment of peoplewithdisabilitiesinthefederal
government and by organi zationsrecelvingfederal
contracts.

Federa fundingfor IL servicesbeganin 1978,
authorized by amendmentsto the Rehabilitation Act of
1973 whichcreated TitleVII -“ Comprehensive
Servicesfor Independent Living.” Thelaw established
afour-part program: (1) anIL servicesprogramto be
administered by thestatevocationa rehabilitation
agencies; (2) agrant programfor IL centers; (3) anlL
programfor older blind persons; and (4) aprotection
and advocacy programtoguardtherightsof severely
disabled persons(DeJong, 1979). Thislegidation
wasinstrumental intheestablishment of funded IL
Centersinevery state. 1n 1986, further amendments

totheRehabilitation Actrequired IL Centerstohavea
majority of peoplewithdisabilitiesontheir boardsof
directors, aprovisonwhichensuredthat IL Centers
wereconsumer-run (Shreve, 1982). Inthe 1990s, this
provisonwasexpandedtoincludelL Center
management aswell (Brown, 2000).

Duringthe1980s, thel L movement continued
toexpand. TheNational Council onIndependent
Living (NCIL), wasfoundedin 1982 by Independent
Living Center directorswhofeltthat thefedera
government wasnot paying sufficient attentiontothe
viewsof peoplewithdisabilities. (NCIL website,
undated). Duringthelate 1980s, MarcaBristo,
executivedirector of AccessLivinginChicago, was
elected president of NCIL. Sheledthefight against
President Ronald Reagan’ sunsuccessful attempt to
overturn Section 504 of the Rehabilitation Act of 1973
Ironically, Reagana soappointed disability activist
Justin Dart asCommissioner of theRehabilitation
ServicesAdminigtration (RSA) (Brown, 2000). Dart
waslater fired by theReagan Administration after
testifying before Congressthat theRSA was*“ avadt,
inflexiblefedera systemwhich, likethesociety it
represents, still containsasignificant portion of
individualswho havenot yet overcomeobsol ete,
paterndisticattitudesabout disability.” Dart continued
tobeakey |leader inthenational disability rights
movement, and spearheaded thefight to passthe
Americanswith DisabilitiesAct. In 1998, President
Bill Clintonawarded himthePresidential Medal of
Freedom, thenation’ shighest civilianaward (Fay &
Pelka, 2002).

Themostimportant modernlegidation
affecting peoplewithdisabilities, the Americanswith
DisabilitiesAct of 1990 (ADA), waspassed largely
by theeffortsof disability rightsorganizationsacross
thecountry. AccordingtotheUnited States
Department of Justice (2003), “ The Americanswith
DisabilitiesAct givescivil rightsprotectionsto
individua swithdisabilitiessmilar tothoseprovidedto
individualsonthebasisof race, color, sex, national
origin, age, andreligion. It guaranteesequa
opportunity forindividuaswithdisabilitiesinpublic
accommodations, employment, transportation, State
andlocal government services, and
telecommunications.” Disability rightsorganizations
lobbied hardfor passageof the ADA, anditspassage



resultedin cel ebration and rai sed expectationsinthe
IL Movement.

Whiletherehavebeen many successesin
implementingthe ADA , anumber of SupremeCourt
rulingsover thel3yearssincethelaw’ spassagehave
weakened many of itsprovisions. In 2001, for
example, theCourt held that stateand municipal
governmentsarenot bound by al of theemployment
provisionsof theADA (Ward, 2003). Lower court
decisonshavea soworkedtounderminetheADA. A
study by the American Bar Associationfoundthat
employersprevailedinmorethan 94 percent of the
ADA employment-related casesdecidedin2003in
federal courts; thestudy concludedthat ADA
standardsareinterpreted by the courtsinwaysthat
" dtill createobstaclesfor plaintiffstoovercome’
(Ward, 2003). A codlitionof disability rights
organizations, believingthat thelaw’ sprotectionsare
under seriousthreat, formed ADA Watchin2002to
monitor implementation of theADA andto
disseminateinformationabut threatstotheAct. The
ADA coverspeoplewith psychiatricdisabilities, too,
soandliancebetweenthephysical and psychiatric
disability movementsto protect the ADA would be
beneficia tobothgroups.

Thelndependent Living M ovement andthe Ex-
patients Movement: Smilaritiesand Differences
Thelndependent LivingMovement and the
rightsmovement of peoplewithpsychiatricdisabilities
havemuchincommon; they arebasedonsimilar
gods, suchastheright to self-definition and self-
determination, removing barrierstosocia integration,
andgainingandretainingrights. Bothmovements
operateontheprinciplethat theproblemliesnotin
individual swithdisabling conditions, but withasystem
whichhasmadethem dependent on medical
professionalsand denied them full accessto
employment, housing, and other opportunities. Both
seesolutionstotheir group’ sconcernsinpolitical
activism, self-help, and equality under thelaw ( De
Jong, 1979; Chamberlin, 1990). Both movements
drew inspirationfromthecivil rightsmovement of
black peopleinthe 1960s(McDonald & Oxford,
1998; Kolinowksi & Penney, 1998). But these
movementsevolved separately intheUnited States,
havetaken somewhat different paths, and havehad

differinglevelsof success.

Therightsmovement of peoplewith
psychiatricdisabilities, d soknown astheex-patients
movement, hasrootsin 19th century socia reform
movementsand thework of individual ex-patients
strugglingfor justiceinthat era. Themodernex-
patients movement beganinearnestinthe 1970swith
littleawarenessof thosehistorical roots. What was
then oftentermedtheMental Patients' Liberation
Movement took itsingpirationfrom other
contemporary collectivemovementsof disenfranchised
peoples, includingtheAfrican-Americancivil rights
movement and thewomen’ smovement. Likethese
movements, theex-patients movement was
concernedwithhumanandcivil rights, with prejudice
and discriminationfaced by itsmembers, andwith
developingafutureinwhichthelarger society would
recognizetheir full humanity (Blanch, Penney &
Knight, 1994).

Theearly ex-patients movement washeavily
influenced by feminist thinking; themovement
developed anandysisof themental health service
ddlivery systemasatop-down, patriarchal systemthat
isolated diagnosed individual sand deprived them of
power. Women haveplayed apivotal roleinthe
growth and devel opment of theex-patients movement
over thelast 30years. Many of theearly leaders,
theorists, writersand activistswerewomen, many of
theminfluenced by feminist thinking. Sincewomenare
morelikely thanmentobepsychiatrically diagnosed
andtreated with psychotropicdrugs(Eichler &
Parron, 1987), itisperhapsnot surprising that women
haveawaysbeenactiveinthemovement. What is
somewhat surprisingisthat, unlikethecivil rights
movement or theanti-war movement, women havenot
been only theworkhorsesof theex-patients
movement, but prominent leadersaswell.

Pioneering activistsrecognizedthat the
medical model of mental illness, amodel based onthe
patriarcha view that professiona “ experts’ should
control thetreatment of peoplewith psychiatriclabels,
wasaprimary sourceof their disenfranchisement. As
Susan Stefan (1996) haspointed out, “ adisease
model for emotional distressmay carry hidden
problemsfor women and minoritiesand otherswhose
distressand discontent may beduetotheir social
circumstances, but which thediseasemodel places



squarely ondeficitsintheir biological makeup.”

Inan attempt to cometo termswith theeffect
of themedical model onthelir lives, ex-patient activists
embraced theprocessof consciousness-raisingasa
tool for helpingtounderstand their experiencesina
socia and political context (Chamberlin, 1990).
Consciousness-raisingisagroup processinwhich
peoplewith someform of commonality shareand
exploretheir experiencesinorder to draw connections
between thepersonal andthepolitical. Aspracticed
withinthewomen’ smovement, consciousness-raising
hel ped women recogni zethat problemsaroundissues
suchasrelationships, sexuality, andfedlingsof
inadequacy werenot somuchindividua problemsas
they weremanifestationsof society’ ssystemic
oppression of women.

Inaparallel way, thepracticeof
consciousness-raisingwithintheex-patients
movement hel pedindividua srealizethat many of the
difficultiesthey encounteredinthementa health
systemwerenotindividual problemsrelatedtotheir
diagnoses, but theresult of patternsof discrimination
and oppression. Ex-patientscametolearnthat their
fedlingsof isolation, inadequacy, and powerlessness
weretheresult of real practiceswithinthemental
hedlthsystemandred discriminationinthecommunity,
not by-productsof their “illnesses.” They cametosee
that thepublicatlargeheld aset of negative
assumptionsabout mental patients: “that they were
incompetent, unableto dothingsfor themselves,
constantly inneed of supervisionandassistance,
unpredictable, likely tobeviolentorirrational”
(Chamberlin, 1990). Consciousness-raisngwasalso
instrumental in hel ping ex-patientsrecognizetheir own
internaized stigma, their unconsciousagreement with
society’ snegativestereotypesof mental patients, and
indevel oping new, moreempowering beliefsabout
their abilities.

Asthemovement developed, it maintained
many of thevaluesand principlesof other collective
movementsof disenfranchised groups. Themovement
worked (and continuestowork) for social, political
andlegal equality withother citizens, for therightto
self-definition and sel f-determination, and for person-
centered dternativestothedisempoweringclinica
practicesencounteredinthementa healthsystem. As
Judi Chamberlin (1991) recounts:

groups were united by certain rules and principles:
mental health terminology was considered suspect;
attitudesthat limited opportunitiesfor mental patients
were to be discouraged and changed; and members’
feelings - particularly feelings of anger toward the
mental health system - were considered real and
legitimate, not “ symptomsof illness.”

Over thepast threedecades, the ex-patients
movement hasgonethrough cyclesinwhichits
influenceon mental hedth policy haswaxedand
waned. Oncea generally discounted fringegroup, the
movement gradually gained acceptancewithinthe
mental healthfield duringthemid-1980s- throughthe
mid-1990s, only tofinditself onceagainmarginaized
asthepolitical climategrew moreconservative. The
literatureof themovement refl ectsthe processof
growth and development of acoherent philosophy
based on humanisticvalues. Judi Chamberlin (1994)
arguesthat themental health systemisdrivenby
paternalism, which shedefinesas* theideathat one
group (theonein power) “knows” what isbest for
another group (whichlackspower). Thehistory of
our civilizationis, inpart, thestruggleagainst
paternalismandfor self-determination.”

Amongtheconceptsfrequently identified as
valuableand desirableintheex-patient literatureare
empowerment, choice, healingandrecovery
(Fisher,1994; Bassman, 2000); theseconceptsare
seenasclosealy linked to oneanother. Self-helpand
mutual support areseen askey ingredientsof a
processby which people may promotetheir own
healing (Chamberlin, 1984; Fisher, 1994).

Fromthe 1970sthroughthe 1990s, theex-
patients movement andthel L movement devel oped
separately, despitetheir similaritiesin philosophy and
purpose. Thereasonsfor thisarecomplex. A maor
factorisinvoluntary commitment laws, whichare
appliedonly to peoplewith psychiatricdisabilities,
whichlegally alow peopletoberemovedfromtheir
communitiesandincarcerated against their will in
psychiatricingtitutions. Involuntary commitment laws
arestill onthebooksin every state; during the 1990s,
many statespassed lawsa lowingforinvoluntary
outpatient commitment aswell. Sowhilethephysical
disabilitiescommunity wonmany lega rights(rights
that should a so have appliedto peoplewith
psychiatricdisabilities) duringthisperiod, peoplewith



psychiatricdisabilitiesactualy saw their rightseroded.

Another factor inthedevel opment of two
separate movementsmay also bethefact that the
mental health system haskept itsusersisolated from
thecommunity atlarge. Whilefewer peoplespend
their entireadultlivesinpsychiatricingtitutionsthana
generationago, they
continueto besegregatedinadult homes, community
residences, and day treatment programs, rarely
interactingwiththegeneral community or with people
withother disabilities. Thisisolationhashel ped
develop asubcultureinwhichmany peoplewith
psychiatric disabilitiesaccept themselvesaspart of a
marginalized group of second-classcitizens. Peoplein
thissituationtendtothink of themselvesas® mental
patients,” withall theemotiona baggagethat implies,
rather than ascitizenswith psychiatricdisabilities.

Thefedera fundingfor ILCswhichbeganin
1978 cannot bediscounted asanimportant reasonfor
thedisparatelevel sof successbetweenthephysical
disabilitiesmovement andthepsychiatric ex-patient
movement. |L Csprovided abasefor peoplewith
physical disabilitiesinmany communities, providing not
only services, but aplacewhere people could become
involvedinissue-oriented activism. Whilesomestates
andlocalitieshavefunded peer support centersfor
peoplewith psychiatricdisabilities, thereisnota
nation-wide, federally funded base of such programs
for theex-patient community. AndwhilelLCswho
recelvefedera fundingaremandatedto provide
servicestoall disability groups, peoplewith psychiatric
disabilitieswerelargely absentfromILCsfromthe
beginning.

Another potential reasonfor theseparation
between thetwo movementsmay something that
Nicolas Steenhout (2003), aformer IL Center
director, hasobservedinhiswork:
Whileall Centersfor Independent Living claimto be
cross-disability, too often | see problemswith the
application of that concept... | think part of the problem
isthat we lack sufficient awareness of other disabilities.
I’ ve heard peopl e in theindependent living movement
make light of the needs of folkswith multiple chemical
sengitivities, dismissingitas‘all intheir heads.” Westill
use expressions such as ‘it’'s crazy,’ or ‘she must be off
her meds today’... Perhaps part of the problem is that
wetoo easily buy into the ranking of disabilitiesthat
society seemsto impose on us. Cognitive disabilitiesare

‘worse’ than physical disabilities; having cerebral palsy
is‘worse’ than having aspinal cord injury; having
quadriplegiais‘worse’ than having paraplegia; using a
cane or acrutch is better than using a wheelchair, and
SO on.

Steenhout goesonto suggest serioudly that

I ndependent Living Center staff need disability
awarenesstraining.

Thelndependent Living Movement hasmostly
consisted of peoplewith physical or sensory
disabilities. Theliteratureonthehistory of thelL
Movement rarely mentionspeoplewith psychiatric
disabilities; infact, it often speaksspecificaly and
exclusively of peoplewith physicd disabilities,and
peoplewithout disabilitiesareusudly referredtoas
“able-bodied” (O’ Hara, 2000; Shreve, 1982). De
Jong (1979) notesthat “themovement has
concentrated itsenergiesonarel atively few major
disability groups: thosewith spind cordinjury,
muscular dystrophy, cerebra palsy, multiplesclerosis,
and post-polio disablement,” and pointsout that
elderly peopleandracia minoritiesareunder-
represented inthelL movement; hedoesnot address
thefact that peoplewith psychiatricdisabilitiesarea so
under-represented. WhenthelL literaturedoes
mention peoplewith psychiatricdisabilities, itis
ironically ofteninthelanguageof themedica model
(i.e,“thementdlyill”), whichthelL movement
vehemently objectstowhenitisusedtodescribe
peoplewith physicd disabilities(McDonald &

Oxford, 1998). Peoplewith psychiatricdisabilitiesdo
not holdleadershippositionsinIL Centers,inthe
authors' experience, andvery few areonstaff at IL
Centers.

WhilethelL Movement often overlooks
peoplewith psychiatricdisabilitieswhendefiningits
congtituency, peoplewith psychiatriclabel shavenot
traditionally defined themselvesas* disabled,” and
haveonly recently begunto understandthat thereisa
natural aliancebetweenthetwogroups. Andex-
patientsarenot immuneto cultural stereotypesof
peoplewith psychical disabilities, and donot always
taketheneedsof peoplewith physica disabilitiesinto
account; theauthorshave sometimesheard ex-patients
guestionwhy weneedto havemeetingsinwhee -chair
accessiblefacilities, or why weneedtopay for sign
languageinterpreters. Clearly, bothgroupshavemuch
tolearn about each other.



Discusson

Whilepeoplewith physical and sensory
disabilitieshavehistorically beendiscouraged from
tryingtobreak throughexternally imposed limitations,
thestereotypesand paternalistic attitudesthat have
margindized themarebeginningtosuccumbtothe
power andinfluenceof daily exposure. Sincethe
1970s, federd legidation hasmademany moreplaces
accessi bleto peoplewith physical disabilities, sothe
public hasbecomeusedto seeing disabled people
wherethey work, wherethey shop, onbusses, in
movietheaters, andinahost of daily situations.
Unfortunately, peoplewith psychiatricdisabilities
continueto facedaunting obstacl esto community
inclusion, and havenot received much benefit from
disability rightslegidation.

Peoplewith psychiatricdisabilitiesaretill
fightingmany of thefightsthat peoplewith physical
disabilitieswonyearsago, includingtheright toself-
definitionand self-determination. For example, menta
health professionasstill routinely refer to peopleby
their diagnoses, (i.e.,“ TheborderlineonWard5"),
rather than using people-first language. A personwith
apsychiatricdisability oftenfindsthat othersinterpret
her behavior through thelensof symptomatology; soa
personwithapsychiatricdisability isn'tjust sad, or
upset, or havingabad day - sheis frequently viewed
as“symptomatic” for expressing thenormal rangeof
humanemotions. Too often, mentd health
professiona sandfamily membersclaimtospeak on
behalf onpeoplewithpsychiatricdisabilities; while
peopleinthesegroupsmay bestrongandvalued
allies, they cannot speak on behal f of peoplewith
disabilities

Who hasapsychiatricdisability,and howisit
defined? Therearemany hypothesesand unproven
theorieswhich purport to givedefinitiveanswersabout
thecausesand natureof “mental illness.” Themedical
model, whichisembraced by most mental health
professiona sand systems, statesthat thecausesare
biochemical, eventhoughthereisno physical marker
for any psychiatricdiagnosis. Inrecent years, there
hasbeen much research ontherol ethat childhood
sexual assault, physical abuse, and other traumasplay
inthedevel opment of extrememental and emotional
states(Beck and VanderKolk,1987; Breyer, etd,
1987; Crane, et al, 1988). Sometheoristssee

causationinpoverty, poor living environments, stress,
and other living conditionsfaced by poor peopleona
daily basis(Rosenhan,1973; Sarbinand
Mancuso,1980; Zinman, Harpand Budd, 1981
Mancuso, 1996;) Recovery fromadiagnosisof
schizophrenia, longbdlievedimpossibleby the
psychiatric establishment, hasbeen documentedina
number of replicableresearch studies(Harrison,
Hopper, etal, 2001; Harding, et al, 1987; Tsuang, et
al, 1979.

But do peoplewith psychiatricdiagnoseshave
“disabilities’ inthesenseunderstood by peoplewith
physical disabilities? The Americanswith Disabilities
Actof 1990defines” disability” as“aphysicd or
mental impairment that substantially limitsoneor more
of themajor lifeactivitiesof suchindividud, arecord
of suchanimpairment, or beingregarded ashaving
suchanimparment.” Thisdefinitionisexplicitly
inclusiveof peoplewithpsychiatricdisabilities.
Confusion may ariseinsomepeople smindsbecause
many peoplewith psychiatrichistoriesareonly
periodicaly disabled by their condition. Another
sourceof confusionisthat thetwo movementsdo not
usethesameterminology. Languageabout “ recovery”
(atermborrowed fromthe substanceabusefield) is
rifewithinthementa hedlthfield, dthoughitisaterm
many ex-patientsarenot comfortablewith.
“Recovery” isnot atermused by peoplewithphysica
disabilities,whodon't seetheir conditionsas
somethingto“recover” from. Rather, they arelooking
for society to adapt to their needsby establishing
accessihility, theremoval of physical, social, andlega
barriers, and providing support. Differencesin
terminol ogy and culture between peoplewith physica
disabilitiesand peoplewith psychiatricdisabilitiesneed
tobeexplored, discussed, and understood, sothat the
twogroup’ sjoint goalsand objectiveswill not be
confounded by alack of clarity.

Astheauthorsdiscoveredintheir work with
I ndependent Living Centers, even peoplewith physical
disabilitiesseemtol ook at peoplewith psychiatric
disabilitiesalmost exclusvely throughamedical model
lens. Inour day-long dialoguesinwhich Independent
Living Center staff and peoplewith psychiatric
disabilitiesdiscussed their experiencesand knowledge
of each other, significant gapsininformationand
strategieswereapparent. SomelL Cssaidthey



provided servicesto many peoplewith psychiatric
disabilities; otherssaid they did not know how to
respond to peoplewith psychiatricdisabilitieswho
wanted | L C services, or wereuncomfortableserving
them. Whilelndependent Living Center staff varied
widely intheir familiarity with peer-runaternativesfor
peoplewith psychiatricdisabilities, mostrelied
exclusively onmedical modd explanationsand
interventionswhen apersonwithapsychiatriclabel
sought help or appearedtobeincrisis.
Somecommon questionsand concernsfrom
ILCadministratorsand staff included: What if
someoneweare seeingwantsusto helphim stop
taking psychiatricdrugs? What if apersonwitha
psychiatricdisability comesinandisangry and upset
andlookslikeheisabout tolosecontrol? When| am
having problems, | recognizethephysical Signs; doesa
personwithapsychiatricdisability know whensheis
getting symptomatic and needsmoremedication?
How dowe communicatewith someonewhowe
know isout of touchwithreality?
Thesequestionreflect not only alack of
familiarity withthewiderangeof peoplewith
psychiatricdisabilitiesand with thecultureof theex-
patientsmovement, but al sotheprofoundinfluence
that themedical model exertson society’ sperception
of peoplewithpsychiatrichistories. Eventhough
peopleactiveinthelndependent Living movement
havergjectedthemedical model’ sstereotypesof
themselves, many havenot appliedthisprincipleto
peoplewithpsychiatrichistories. Liketheproverbial
manwhoseonly tool isahammer, thosewho see
peoplewith psychiatriclabel sonly throughthemedical
modé lensbelievethat al problemscan besolved
withtheright nails: psychiatricdrugs. Many IL C staff
toldtheauthorsthat if apersonwithapsychiatric
disability wasangry or upset, they saw themas
unpredictableand perhapsviolent, withtheonly
possibleintervention beingto call thepoliceor the
crissunit. Just asfamiliarity withgroupsof
marginalized peopl ediminishesstereotypesand
discrimination, thelack of contact with peoplewith
psychiatricdisabilitiessustainssociety’ sfearful images
of madness. If peoplewith psychiatricdisabilitiesare
tofeel welcomeandincluded at Independent Living
Centers, thoseinthel L movement will need to spend
timeexploring their commonalitieswith peoplewith

psychiatricdissbilities.

A truly cross-disability Independent Living
Center would learnto see peoplewith psychiatric
disabilitiesnot as”thementdlyill,” but asfellow
individual swithdisabilitieswho haveawiderangeof
experiences, abilities, strengthsand personal
resources. Aninclusivedisability community would
develop strategiesfor hel ping all disabled peoplereach
their full potential. Peoplewith psychiatricdisabilities
would bewelcomedinleadershiprolesat IL Centers,
andtheir perspectivesand experienceswould be
vaued.

InJuly 2003, The President’ sNew Freedom
CommissiononMental Healthreleaseditsfinal report,
“AchievingthePromise: TransformingtheMenta
Hedth Systemin America” Thereportidentifies
psychiatric problemsasthesingleleading causeof
disability, citinga1999World Health Organization
report finding that mental illnessesaccount for over
25%of al disabilitiesacrossmgjor industrialized
nations. Thereport goesonto statethat peoplewith
psychiatricdisabilitieshavethelowest employment
rateof any disability groupintheUnited State, 33%.
Clearly, thislargegroup of peoplewithdisabilities
couldbenefit fromthecommunity-integration
orientationof Independent Living Center services.
TheNew Freedom Commissionrecommends
“Increasing education, employment andindependent
livinggoas,” sothat peoplewith psychiatricdisabilities
may “liveindependently andliveproductivelives.”
Thisgoa owesmuchtothephilosophy and
accomplishmentsof thelndependent Living
movement. Thedevel opment of mutual understanding
and astrongworking alliancebetweenthelL
movement and peoplewith psychiatricdisabilities
would help makethe Commission’ sgod aredlity.
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