
NOTE TO USERS 

This reproduction is the best copy available. 

UMI 





Being Ili with the Disease of Sehizophrenia 

Mark Paulse 

A Thesis 

in 

The Depanment 

of 

Sociology and Anthropology 

Presented in Partial Fulfilment of the Requiremen ts 
for the Degee of Master of Arts at 

Concordia Uni venity 
Montreal. Quebec. Canada 

December 1999 

Cl Mark Paulse, 1999 



National Librarj 141 of Canada 
Bibliothèque nationale 
du Canada 

Acquisitions and Acquisitions et 
Bibliographie Services services bibliographiques 

395 Wellington Street 395, rue Wellington 
Ottawa ON KI A ON4 Ottawa ON K1A ON4 
Canada Canada 

Your bb Votre rebrenca 

Our fi& Noire relerence 

The author has granted a non- L'auteur a accordé une licence non 
exclusive licence allowing the exclusive permettant à la 
National Library of Canada to Bibliothèque nationale du Canada de 
reproduce, loan, distribute or sel1 reproduire, prêter, distribuer ou 
copies of this thesis in microform, vendre des copies de cette thèse sous 
paper or electronic formats. la forme de microfiche/fih, de 

reproduction sur papier ou sur format 
électronique. 

The author retains ownershp of the L'auteur conserve la propriété du 
copyright in this thesis. Neither the droit d'auteur qui protège cette thèse. 
thesis nor substantial extracts fiom it Ni la thèse ni des extraits substantiels 
may be printed or othewise de celle-ci ne doivent être imprimés 
reproduced without the author's ou autrement reproduits sans son 
permission. autorisation. 



duFalua 
Being Ill with the Disease of Schizophrenia 

Mark Paulse 

This study is an ethnographie exploration of deinstitutionalised schizophrenics in Montreal. 

The focus of this paper is how schizophrenics and their primary caregivers have corne to 

understand and reinterpret schizophrenia in an era of pst-institutionalisation. The emphasis 

of this paper is on how Quebec's virage ornhuIa~ocre has seen the shift in responsibility for 

the psychiatrical l y i Il from psychiatrists to community care workea and the schizophrenics 

themseives. In addition to the historical development of institutionalisation and 

deinsti tutionaiisation this work incl udes a description of the places schizophrenics have corne 

to rely upon in the wake of closed asylum beds. Other issues to be addressed are; the conflict 

between objective disease and subjective illness; agency, psychiatric non-cornpliance and 

social non-conformity: concepts of wellness and chronic illness: and the utility of a 

psychiatric diagnosis in augrnenting benefits and accessing services. Because of the 

exploratory nature of the study. conclusions are formuiated in t e n s  of further work to be 

accomplished and di fferent epistemological tools to be developed to better understand the 

situation. 
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from the schzophrenic's chmcter. n-ith schizophnia demands rhat the 

schizophrenic xizes certain oppominities and accepts c e d n  restrictions 3s part of a valid 

effort to participate in a socid system. Cirned pnctitioners. psychiah-ists. ps~.cholopists 

and social worken are a few of the people in charge of m o n i t o ~ g  the vdidity of this effort. 

Deinstitutionalisation conironts the schizophrenic ivith 1 s a  of problems of   hi ch 

instihitionalisation had f o d l y  taken c m .  Maintalliing cornpliance with the medical 

treatment. linding housing. employnent md müking soad contacts ;ire some ol these 

problems. These same issues are ones that espand the possibility for participation. Hom 

schirophrenics participate in die community alier deinstinitionalislition becomes cui 

espression of the sick role ris schizophnics themselres make choices in an effort to mlike 

do. Seytiriting the web of socid services lell in the wake al' deinstituti»nülis;ition involves 

many choices. I'his thesis is interested in how schizophrenics understand their own disese. 

the role parameters (si& roles, wi thn  rf hich thry iunction luid hou- schi~ophrenics use 

thse to explain and impmve their situations and to negotiate the w b  of socid services. 

I'hese understandings howerer are deriwd tis much l iom the persona1 experiences 

of being schizophrenic as from oihers' undersiandings of schizophrenia. Kelyinp on either 

dinicd J e h i  tioris of schiroplirenia lis a psychiiitnç disorder or on sel f descriptions b!. 

schizophrenics (themseives often poweriess and occasiondy seen only as psychotics. who 

ma! hr esample. pwh waiting transit passengers onto the tncks in the Toronto subtvq)  

diston my understanding of the iilness not l e s t  of d l  by juxhposing two extremes. 

Situating this Work i anthropologically i 

This section was intended m d y  as 3 mview of the litenture pertinent tu ths work 

in an effort to situate this diesis within a bod!. of (specificdly anthropolo$cai) rvork. It is 

not surprising however that the topic of schizophrenia would enjoy n p a t e r  popularity 

mon, other disciplines (p sych i a~ .  psycholog. and social aork) than withh mthropolozv CI 

making my task somewhat difficult. For esampie. a search for '-schizophrenia" and 

'schizophrenic" of the .-brierri:m ;trr!hrepolo grsi yielded one bit for the nineties. The 



s m e  search on the "*.\nthropological Indes to Current Penodicds in the hluseum of 

blanliind" yielded twenty-nine hits. most from journals dealing with human heredis. 

human senetics and human biolo~y. Khat then is an mthropolog~ of schrophrenia and 

how would one make cross-cultunl c o m p ~ s o n s ?  

.\lthough ihere is a large body of work drdicated ta labellino theoc ( Scheff 1966: 

Shur 1980) and stipahsation (Cioffman 1 %%. diere has been little donr deding wi-ith such 

things üs subjective beliefs about being mentiilly il1 and the affect o f  inshhi~ona~isahon (and 

deinstitutiondisation) on patients ideas about self (Lally. 198% 2 3 ) .  

.\Lm- tests use patients' accounts to relate sympioms of schimphrenia and or 

a n i s e  case studies. .-Uthough this may blur the line between case snidy and ethnomphy - . 

as Lu LS the'. use prot~ession;ils as p r i r n q  int'ormants iuid as the interprvrers o f  

schizophrenics they fdl shon of gmpplinp with schirophrenia from a subjective view point 

( l ime) .  i W>: Bateson 1972: Devereux i %O). In addition thesr tests. simillir io other 

inlortnatiw tests such as those bp H d t h  Canada. seem to use schizophrenics as a unit of 

m d  the medical modei infonning cornmunity cue. Social science concems centre around 

rnugiridisation and stigmatisation (Iinoiv1t.s 199 1. 19%. 1997: . \ h p h y  CJ! (i l .  1988: Leivis 

et cil. 19%: Sarbin and Slancuso 1980) and on community care including: ihe pnctice and 

goals of ç o m m u n i ~  psychiatry ( Kasylenki ~ J Z  (zi 19%: 1 l m o r  and Ml 1989. S lacdonaid 

1997. 1'198). cnticism and support for community m e  (Brichnch 1994: Lamb 1988. 1993: 

Boyle 1990: S a z  l97C). 1974) and the treatment and follow-up studies of communi~~-care 

p r o - m e s  (Brown 1985. Corrigm and Liberman 1989: Conway et c d .  1994: Good~in  

1997). 



Despite eariy interest in the psychotic patient's insight in informing cornmunit\. care 

pro-grammes (Herz and Xlelville. 1980) and die diverse ways by mhich patients d u e n c e  the 

course of their disorders (Strauss z? (ri.. 1973,. in ~?hr:ophrmtr Brr ik f z i s  rdition on 

subjectivity and schizophrenia in 1989. Stephen Lally noted: 

In gened,  there has been a neglect of the patient's perspectives. and there is 
verv little i d o m t i o n  about how people ~ 4 t h  mental disordes cope rvith the 
chdienees their hospitalizlition and symptorns present iL;ill~.. 1989: 2 5 4 ) .  

Elsewhere in this eciition of the ~'i:<:hi:ophrenrc &hdkhn. Stnuss and EstrotT wrote: 

I'here is somethmg seriously missing in the field of mental illness that dors 
not attend closely and brolidy to patients ' subjective experiences and sense 
of self ( S trmss and Estrotf'. 1 989: 1 77 ). 

They seemed to be etching out a spot for ethnopphy as a useful rool to rev e d  the subject 

as opposed to a psycliiatriç objecr. 

The subjective experiences of schizophrenia and reiated riisorders provide 
the pr imm b a i s  bath tOr understanding thac  disorders and Ior 
understanding the individurils who have them (rbiii. ). 

Sue Esrrotf in h c t  belieres thnr schmphrenia is an important iopic tor  

anthropologists. Chronic schizophenia. c w  and relapse pose questions about who sets il1 

(Estroff. 1993: 2-17). Here not only cm mthropologists offrr insight and interpretation that 

i d  in the heÿlin~ prwess. but in  these questions. there is dso the possibriz~ to licçount for 

culture (ihii .  1. Schizopknia. a disease occuming cross cultunlly and genenllv with 

unirieci treatment. is not o d y  accepted diffrrently between cultures but indicates rhat therr 

may be socio-cultunl factors that affect cwbility. 

C"tunl antluopologists have employed ecologic. systems-theot-y points of ~ i e w  in 

examuiing disease (Kovel 1987: Fabrega 1989: Estroff 1993). SIedicd anthropolog. 

being concemed with "siclmess and healing." approaches the topic of schizophrenia as a 

phenomenon subject to different foms of culturd expression (Young 1982: Corin 1990). 

There seerns to be no neat. specific place betiveen these two that deploys ethnoanphic 

accounts of the menMy iil to confront medicd 3ssumptions in a historicd period. .-Vthough 



rhis tbesis does not rd' on mintain that schizophrenics are their own cultural group. it does 

use e sense of cultutal tempodie to m o u n t  for rhifts in cultunl. This project then. is not 

necessari-. a cross-cultural account. but nther d l  uses hisroncd and politicd culturd 

influences to account for what is happerin? ro and about schizophrenics amid changing 

approxhes to matment ciod m e .  

Psychosis has allowrd for the assurnption rht those diaenosed rvith a psychotic 

disorder lack liwareness. If it was tnie thnt the ~ ' p s y c h o p h m a c o l o g d  e n "  hüs memt 

'rhertl h a  been linle attention to whether 1 patierit's insight into psychosis p l q u i  more 

than r\ modest role in treritrneni or outcorne" Greenîkld er trl.. I9Y9 245) then it is dmost 

ten yexs Acr the speciül d i  hon of the Sf.Yri:opilrt~rirc~ iht iL~riir thiit thttre begm ;in 

iuiderstmdias that namtive mdysis of the "psychotic esperience" is ahle to join 'rhe 

aesrhetics of story~elling. with it's rntitaphoric quality iuid capacity tu ewke r d  and 

irnngined worlds through sesensory images and senuie feeling. and die luialytic hiit dynamic 

trt';ttment of' socid action iis test'' ( Loveil. 1997: 355). 

Nuch of the work dealin: with schirophrenics continues to he subsumixi into other 

works on rmirgin;ilisation includuis -nerai mental iilness ( \loris 1WY: Bürhm 1997: 

C o m d  1987: Castell 1988; Sliçs 1992: Iogeby 1982) and homelesmess (Dem and Kolch 

1987: 5now iuid ,inderson 1987: LowU 1997). This thesis in~dwrtcndy is likewisri 

subsumed as it d d s  specificrilly with deinstitutioorilised schizophrenics found rit mrious 

dropin centres. 

Methodology 

To understand how schizophrenics Live is an important endeavour f o r  anthropolo~y 

becriuse it shows the famili;inp in the uofathomableness of the other. Psychosis. cr;i2iness 

mdor mdness ÿre oot somrthing we see in ourselws. but nther somethiog we readily 

cross the Street to avoid It is however. myone's potentid. The s i ~ t i o n  of schizophrenics 

is dso one of our rnaliiog etchrd out with our social. cdnir;il and politicd tools. 



Schizophrenia is one form of madness rvhose explontion is as much one of revcding 

othemess as it is one of reflecting self. 

IIridness becausr it marginalises. dso silences. In this regard cinthropology is able 

to provide a voice for people who are m l y  heard. .-\nthropology can also legitimise and 

authenticrite the ioice of madness and d l o w  for insi& into the espenrncrs of those who. 

bernuse of their disease. may not have that insight themselves. 

h r u i l y  concerneci only with ihose living outside of sylums. the undertiiking for 

this thesis was limited in scope. SLadness mriintained it's f o r e ig~es s  throughout the Iield 

n.ork and as suçh I \vas n e w  entirel' siibmerçed in the field. much less in danger of 

'$oing native." Some of rnp infonnants I c m e  to h o w  as fiends but it W ~ S  not possible 

for me to tain an empathic or raci t understanding of schzophrenia as rnadness. I'his thesis 

then. relies on a different way of "being in the field.' and of gathering information. 'l'his 

iiork is bascd on iilmost tn o )*tm of fieldn ork in a vluirh. o f  drap-in centre?; m d  missions 

rvhere gened observations on a diversity of users ruid specific observations on 

sclurophrenics were made. Hundrrds of hours m&no observation n-ere broken into short 

periods of s w i n g  coffee. breakfasts and lunches in &op-ins. ~kcasionally 1 "hung out" 

iit missions n-here people rr-ere able to s p n d  the ni-ht and either made generd obsenations. 

conducted interviews or sat in on sessions with caregjvers assessina individuai users. For 

the purpose of this work. the tïeldrvork presented here is Iimited to t ire such places where 

workers and schizophrenic users of the tàcilities were interviewed. I dso developed 

relationships with the schirophrenics presented in ths thesis. For some rhis meant sirnpiy 

having - coffee outside of the centres while not conduchng an interview. For some it nieant 

ni-ts out at bus. shruing d r i b  and still for others. ths  encompassed visiting them at 

home to share a med. 

Missions (places offenno a bed for the ni@) and residences (similx to 

donnitones) were regularly staffed and did not seem to need the occ;isiond volunteer. 

Hangin: out in these spaces was conspicuous. -ilthou& 1 attempted to hang out in two 



such places. this \vas rnainly to set a feel for the space. These places afforded grrat 

oppominities for interviews. There were dwqs a lot of people there and staff iuere mger to 

help out in selechno prospective interviewes. In addition 1 Nas able to chat mith staffs. 

Once. while out mahing the rounds with an outreacb pro_gmme's social worker I spent m 

evering simng in on consultations betneen the usrrs and the socid worker. 

ï h e  b u k  of my resmch occurred durino - the da? and typicdly involved aniring nt 

one centre at seren o'dock in the morning to prepm peanut butter sandn-iclies md cofke. 

For the hour before the doors opened I was able to chat infonnaily rvith stdf. There was 

;dways a line up tuid büsed on a system of tüst-corne. fust-served. i t  took abour an hour 

before the sandwiches were pne. I was able to ux this cime on& for the briefest smdl trilk. 

'ieniiig brcddfast mliinly dlowed me bme io make obsenations. Betwern breakfast and 

lunch. I usudy chatted rvith staff. ran srnall e rmds  or spoke with the users. Because of 

spacc. I wris unable to conducr interviews at this centre so my t h e  there \ï*iis used mainly to 

set up appointments for interviews later on in the day. MF presrnce at this hop-in and the 

t x r  diat 1 \vas ivorking helping to s e r w  the meals made me risible and approaihable. 

Because I would be çeeing the s m e  peopie in different places throyhout the d v  this sort 

of risibilih~ and Ïiuniliürity was essentid. 

.-\fier helpino, to clean up before this drop-in ciosed at one. I rvould move on to 

another centre a fen- blocb away. I took e l e s  active role h m .  Isudly I wouid sperid 

about two hours ârinking tea and talking cvith the staff ruid usen. I ûied to be present for 

plut of dimer at four o'clock. Hefore that time I was able 10 visit other centres to check up 

on a few. spetific individuals. Often during this time I had interilews to conduct. Imtidiy I 

inteniemed schizophrenic infommts in a room at the second drop-in but I mon ridopted a 

less formal space in a coffee shop. .As part of the reqinmnents of the larger reseîrch 

project. uifomants not part of the regular staffs (Le. users) were given a ~ 2 0 . "  honorarium. 



Staff could be interviewed before or durine ivork ("on the go"). over a breakfast or 

whde we set things up for the day. Occasiondiy. office hours were set aside for a more 

formai interview. Sornetimes we conducted the interview oover rui ritter nork bwr. 

For die interviews. it was important to me that the intwiewee be relaxed md to this 

end I embr~ced ;in infornid interrien- style in m informai setting. Vuestions during the 

interviews rvere open-ended. ui the course of setting up the interview. I had c l d i e d  that I 

n x  neither a psychiatrist nor a psychologist. 

ïypical fint interview questions starteci out re ry  simply. Xlthough the 

schirophrenic int'omÿnts had been red led  by stlit't'as sciuzophreuenic. because I nmted the 

informant to ralk about his: her illness. the first question \vas usudly about w h  they come 

the centre iuid what the! do there. If speciîic diseases were mentioned. I hied to have the 

informant esplin what th- were. how the diagrmis m e  about and what the treamient 

involred. 5imiIxl~ for the rrorliers. 1 üsked such things ils what t h q  thoughr schirophrenia 

was. how dicy distinguished schizophrenics. how effective the! thought treatment was and 

w h ~  the! \vert. doing the work the\ were doin?. 

Of course a lot of information was gathcred outside of an interviews. As I got to 

know the informants better. regular conversations » w r  rhe breM;\st counter and dvoughout 

rny time at the centres wre increasingly meluiin$ui. Eventudly 1 started to set invitcd out 

to clubs ruid bars and sornerimes over to apÿmnents and rooms just to chat. ()ne na! in 

which I knew 1 w;ts succeeding in becoming an "insider" waç that pmhandlers recopised 

me ruid stopped askinz for money. (Prefemnp instead to nlk for a feiv minutes.) 

C'hm anthropolog~ poses sevenl interesting situations. This research rewds buge 

aspects of rn? home ~ i t y  to which r n q  that live here m utteriy oblirious. It dso presents a 

need to come to terms with one's own sense of taljng tbings for _gmted. For me. hlontreal 

is üo extremdv well connected city mith its tiansportation network putting everythinp easily 

at band. 1 have never had to rely on a hospital for my owm hedth. Xlmy idormants 

however spoh  of hmowing esperiences ri'ith the police. the hospitais and other institutions 



as isvell iis haring difficulties rnovinz - through the ci'. As much as this mas ri studv at home 

of the unfamiliar. schizophrenia as other. it was also the reconfiountion of h e  Familiar as 

unf'runih sir. 

.\ [eihodologicdly. urban ünthropolog!. in one's home c i 5  also dloaed me iin 

unespectedly different esplontion of the informants. -1s much as I seemed to fit in as ü 

collrügue mong  most ot' the morkers. users have becorne m inescapable part of my lift.. 

ïhey  rire stiii r e g d m  at bars and dl night coffee shops I frequent. I shll meet many on the 

bus. ( )ne drop-in centre user is a street ivorker in my neighbwrhood and is dwws e l i j e r  to 

keep me up to date. The research did not keep regdm hours and in man! iwys is still 

oiigoing. 

I'hmugliout this w r k .  inf'orrrunts are geiierally divided into tn o zroups. cxe givers 

and users. In &op-in centres. ruid missions this distinction is less stable than it rippcars. 

Sot al1 the users rt.here schimphrenic or rven mentail' il(. Several harl dru: problems: 

some where prostitutes: dl ivere poor. .-\lthou$~ i focussed on scliizophrenics in these 

places. the other users also iiiumulated ter me many things ~ b o u t  rhrse places and told 

stones about the schizophrenics. In thex w q s  non-schuophrenic users were dso 

infomimts about schitophrenia. .\mon$ the staffs. it \ras not uncornmon to find users a-ho 

were cvorliing at the centres to augment their social assistance as part of a pro_pm.me 

designed to pmvide them w-ith es tn  money . ( )t~risionaily rhere ivould be a cxeziver whose 

own Iife afforded him a rare empathy uith the users. Some caresivers had pasts involving 

dru2 problems. prostitution and, or homelrssness. Che caregirer that siaiids out wiis 

epiieptic. I rernember hun reteiiiq a story of horv he was treated rvhile having a seizure in a 

submay station. Securie and the police thought he \vas on d m ~ s  and his mediciil c m  \vas 

inadequate. Such stories dso seemed to collabonte ihose of the users. Lnteniews with the 

raiet).. of infamants often overlapped on topics ruid subjects. As informants spoke about 

theniselves and others they not only helped to complete the stones of others but also 

inadvertendy rereded their relationships with other infamants. 



Diagnoses of schizophrenia were either confmed by the informant or by staff and 

permission to conduct the interviews was given by the idonnant althou& staff inihated any 

npproach to them. In this i v q .  staff ensured that the informant wlis rel~xed and not 

threatened by the interview. Although this ivas to rnsure my d e t y  as the interviewer as 

iveil as rhe well being of the informant. it dso memt that selection of the interviewees was 

lirnited (for the most part) to iucid. non-psychotic schizophrenics. 

In my case. intomütion in t h s  thesis 1s based on tonna1 and ini~orrnlil interviews 

with ten schizophrenic informants. sis centre workers and observations made nhile çerving 

meds. "hanping out" in the centres md one night our n ith an oiitreach team that toured the 

city's network of centres and missions. Ihe intemrt wüs also a nch source of data. 

Uost ot' the intbrmmts presented here prorided more thm one intervierr-. which 

embled me to go over unclear parts of the first interview. L'suiilly the informant hüd had an 

opportunity ro read the trms~npts of the !"nt interrien and offered clarificatio~is of their 

own. iVorkers particularly uolunteertul elabontions of \\ha[ the? hüd said preriously. 

\nalysinp nanatives md using liic histories to rereril the storyteller \vert central to t h k  

work 

I t  is irnpnünt t'or the reader to h o w  that this thesis is not soncemed nith what I 

term 'institutional inith.' that is the ûuth about informants ;is presened in records such as 

rhose of the police. the courts. the hospi td or my other institution n hich couid be used to 

chronologically map out events in a person's Me. -1s far as the schizophnic informmts 

are concemrd. this thesis relies on the retelling of their stories ;is the- reteli them. as tmth as 

they understand it to be. 

.\Lost schirophrenic respondents in this rhesis used a n m t i r e  style that presented 

diffiiculties pertaining to what we often take for p n t e d  in story-teiling and namtion. 

nmely a smse of continuity md cogencp. Crenediy. n e  'rake for +grmted that every 

namtive hlies place wivithin an uncriticized tempod h;imework. within 3 time that 



corresponds to the ordinary reprsentations of hme as a h e a r  succession of instants" 

(ficoeur. 1981: 166). 

States of psychosis are not easily recounted ntionally. During intemie ws hori-errr. 

few of the infonnants were in a psychotic state. Uhough mmy infomants where clear and 

coynt when speaking about the present. their sense of past often lacked a sense 

chronolog. Sot  oniy rvere events out of order. but the duntion of the events thernselves 

were often out ot sync mth the y ; i ~ i t y  of the erent. Bureüucrxy done would makr brin? 

arrested. diagnosed and treated in one d;- unfeasible. 'The informant often seemed to be 

.'breezing orei '  ~hese incidents to corer up a sense of shame ;tt being mested or eren 

diagnosed - with a mental iliness. The integrity of a time line malies ri story erisier to follow: 

honwrr .  3 distorttul time line dws not neccessarily undermine the fxts  of the sfoq. fhe 

hcrs of an m s t .  a diapnosis and a treamient. even if they are not necessani? in that order. 

rernain essentid sites for enquiry and understanding. 

As dluded to in the opening quote by Eddie. the difficulty of roice. test and 

namtion lies in their drgree of (in)çommensurability. Sot oniy n-il1 i t  be dit'fiçult to 

interpret and understand much of the çchizophrrnin' aarrations. but dso as an 

anthropoiogst. the same problerns may occur rvirh unîamiliar styles in ciit'ficult prolt.ssiond 

and academic texts relating to psychiap and psycholopy particululy. Hoivever. in 

seürciung for meaning in whiit is said. rve must not torget what isn't said. Rernember 

Foucault: there is no b h r y  opposition betweén what is said and what isn't said 

Ineshicable from the different ways of saying and not saying things. are the strateoies that 

underlie and permeate discourses (Foucault. 1978: 27). Stigmatisation of mental illness. 

abuse of the system b~ the mentdly il1 ruid abuse or harassrnent of the mendly il1 by the 

police and caregivers are all piut of these sintegic silences. 

Stoptellhg will be seen as story-making and understood as lui integai part of 

forging an identity. Athough tfiis will be true for ail infomants. schizophreoics' narntions. 

often disjointecl and lacking a sense of continuous tirne. dlow oot only the s top  to forge an 



idrntity. but the process of namtion as rvell will create a space for alteri- not oniy betiveen 

individuais. but between ways of being individual. specificdly noncootinuous and without 

rernponl limits. How the professional trxts lire rvorked into nruntioos bu the adoption of 

jargon is m indicator of the de- to which the schizophrenic accepts their diagnosis while 

dso displaying a certain m o u n t  of smry the' possess reonrding their situation. 

Identity wdl d so  be understood by reference to -nerai tests on schizophrenia as 

n-el[ as to nmtions  on schizophrenia in seneid iuid specific schirophrenics by doçtors and 

other crue pivers. 

s'chizophrenic story-tellhg niaking relies heaviiy on a nonchronolo~çd dimension 

of u i o n  in whch scattered events rire construed into significmt wholes by the plot 

(Ricoeur. 198 1 : 174). Schi~ophrenia is its omn plot rmd the esperiences of it are the 

scattered rvents construed into the whoie. IZicottur contnsts this to the episodic dimension 

(çhronolopiç;il) n.hich "chmçterires the ston* iis made out of erents" ( rbd ). Ln rither 

case. hadequacies causeci by constmcting a rvhole when scattered events m y  be rnissins or 

miqhced indicaie problems with the nmtive  that done r twd  rupture. shame. conthsion 

mdar fdure. Such upsets are indicative of the inconsistencirs of current understandings 

of schi~ophrttnia m d  the ramifications of deinsthutiondisation~s shortcorninss. 

Rehiming to Ricoeur. f wish to adopt his notion that îhe plot is 'ihe intelligible 

whole that gorems a succession of events in a sto-" (%coeur. I9Y 1: 167) because 1 

believe that rny infamants used schizophrenia as their plot in a way that not only made 

sense out of the erents of their story. but guides. md esplains paths of their lives towrds a 

climax. The events diat mark schizophrenia are relatively short in duration. the psychotic 

episode. diagnosis. treatrnent. etc.. ?et as events th-. chart schirophrenia as is plot. If a s top 

is indeed "'made out of events to the estent that the plot malres events into a story" (ibui. ). 

then these dscrete rrents tell not only the stoq of schizophrenia. but as a stoqr. illuminate 

the process by which events are reconfigured. told and read as a chronic ihess -- a situation 

(Estroff. 1993: 25 1 ). Schizophrenic life histories rered more sharply thui other Me 



his~ories the p s t  and the future. or at l e s t  a reiatirelv limited r n ~  of aitematives to the 

perpehiation of their current (chronic) situation. 

For a wiety of reasons. schzophrenia presents the academic with a chdengins 

topic and in sevenl wys.  a topic in need of its own epistemological tools. 

Theoreticdly 

'I'here fiw main reins of thought that have informecf the theory behind this paper 

md in an effort to der elop that theo. I beojn with them. 

'l'he first line of rhought relies on the mumption that schizophntniü is a biologicd 

b n i n  disorder. As a disease. schizophrenia is indishminate meaning thrit my Homo 

r~lpizris is susceptible to the disease. Scliizophrrnia ma? be myone's bio lo+d  potentid. 

Mowever. the symptorns of the disease are manifest in a pxticular c d h l n l  vrilrnr. How the 

person ncts out ( insisting on crossui~ on red lishts for esample ) o r  the r oiçes th- hear 

(Chi's voice). are cdtunlly and not biolo~ically signifiant. 

( ;rorse Dcvr reus notes that it  is die differentiation. indir. idunlisatiori. piastki- mil 

vluiability of behaviour that provides humans with the unique ability to cmaie distinctive 

cultures that is inherent in our biologicai potentid (Devereus. 1980: 289). .\s 3 biologicai 

brin dysfunction however. schizophrenia is equdly part of our biologîcd potentid and the 

naninl rxiability betwecn indiriduds. .-\s a set of pruticular behariom schi~ophrenia is 

dso irnpiicated in that unique abiiity of humans to create distinctive cultures. cwent 

trritrnents. srnino, to çont-rool schizophrenic episodes. suppress symptoms ruid ultimately 

cure ruid endicate the disese. are in some ways attacks on culture. Biology is denied a 

sultunl expression. ïhr assesment of schizophrenia as dysfunction then becomes itself a 

partial realisation of cultunl dysfunction: an inability to accept certain biological deviations 

cuitunlly espressed. Hm- a socieiy treats schizophrenics is a windorv into a n n g e  of other 

social problerns so far as the sti_gmatisation and mmpalisation of schizophrenics is a 

denid of sociep's own dysfunction. 



Similady. by being labelleci. singied out for speciiil treatment and stigmatised people 

Mth schizophrenia corne to represent a tcpe of person. nmely a schizophrenic. Th- then 

corne to stand in contnst to 'ordinaq'  people (~iorrrds)  and their self is mersed rr-ith 

disease. In this sense being schizophrenic is a social role and not necessail- the 

obser~ation of a ran- of symptoms indicatino_ schizophreiua md culminnting in a 

diagnosis. 

B a r h m  illuminates my rhird theomrid perçpectire as he relates 3 stoc. about a 

researcher interviewing m informant with a severe mental illness. During one interview the 

informant cisked. "Wh:. don't you rrer ask me whüt I do to help rnyselt'?" The researcher. 

reflechng on ths. wrote: 

What she ünd others s u g ~  is that the person as an active agent intençts 
with mental disorder in a cnicilil way thiit influences the course of that 
disorder. Thus. in contrast to some models of mental illness . . . nVt 
hypothesis is that the role of the person in mental disorder is not periphed. 
merrly as ;i passive viçtirn or' the disease ro be Iïsed by medicine ( Sinuss in 
Barham. 1997: 95). 

I'he point brought out in tliis retlection that the dia~nosed person nirinages the course o f  

their illness rekrs to the egency of the schizophrenics. It is dso one aspect of the croding 

psychiainsts frorn front-line c m .  as expiored later. is piut of this erosion. 

Founhlq. there is another point that underlies the taiiacy of a purel! medicd 

treamient. the intrusion of public policy into hedth care. h s t  obviousiy this is realised in 

the push to deinstitutiondise as a m m s  to reduce hedth c m  espenditures. 5 [ore ~eneriill>. 

howvrr. it is what Foucault saw as the "deeply rooted convergence betweenpoilticd 

convergence means the deployment of tectuo'cal fixes. such as mti-schizophrenic dnigs. to 

üssuage a nurnber of societal iils md suppress a vwiety of "cdelinquent" behmiours. 

Firisilly. 1 believe that the fundameneil understanding of what it is to be 

schizophrenic lies not with the esperience of psychosis. Instead it is in the persistence of a 

vuiw factors. such as the diagnostic label. a phmaceuticd regiment and hedth cire's 



revolving door that ultimately makes the esperience of relatire welhess (non-psyhosis~ 

part of the continuity of the disease. It is the inevitability of relapse and psychosis that 

maites schizophrrnic chronic in nature md links the iife one iires ;is a schirophrenic with 

the disease of schizophrenia itseif. 

II'- main theory begins with the understmding that the dia~nosis and course of 

schizophrenia is neither a neutnl nor an ineritable process in which the schizophrenic is 

created. .\ loreover. the treatmeni is one less dnven by effective bioiogid treatments thm 

political idmiogy. technoIo3 and personal motives. Fundamentaliy it is the proccss 

through which the schirophrrnic is jiagnosed - lnbeiled - md the rneans of his her 

treatment that defines what schizophrenia is and hence w h t  it is to br schizophrtnic. 

.\bout the Writtcn N'orl i  

I *sed in this thesis lut. man!. n-ords in need of detinitions. .-\ithough thesr 

definitions ;ire given throu$out the thesis. r n q  are riabonted laie in the work dter the 

r e m  themselvej have dready been introduced. 1 -am therelore inçluding a shon list nt' 

rvords and brief definitions as the? pertain to this thesis. 

Schrophreniti is the diagnosis of a prirticular menrd disorder. I'he schirophrenis is 

the person d i q o s e d  with tlus disorder. More thm a clinical e n t i ~ .  k i n g  schizophrenic 

intimates the endurance of the mental illness luid the persistrnce of a situation. .-\Ithouoh 

this situation is m;irked most obviousiy by continued treatment. it is dso one ciosel? linked 

to ii rarie~r of social issues such ;is unempioyrnent and horneit?jsness. 

Situations. side effects and stereotypes mate a negative impression of what 

schizophrenia is. l"hs impression is the stigma associateci with schizophrenix It is this 

s t i p a  nther thm the diagosis against which the "normal" is contmted. '-Yomi;il" is a 

t e m  used in s t i s a  theory md shouid not be codused with "non-schizophrenic." 

Because a large part of this research toob: place in drop-in centres and other community- 

based centres. "norrnds" have to be identified as those gutside of a situation that wodd 

require ieliance on such services and not just those ~ i t h o u t  schizoptueaia. 



Chronicity mticipates the porential for relapse and the prsistence of some 

symptoms associated with schizophrenia. The chrooic nature of schizophrenia is one of the 

w-s in schizophrenia ris a situation is prpetuted. 

Fiond symptoms are synptoms synonyrnous with positive syrnptoms. which ari: 

delusions and hallucinations. Hond however. ivill dso be used to imply that the synptoms 

are severe and that the schizophrenic is unable to hide. ignore or suppres them. Florid 

syrnptorns rered schzophrenia. in as much as their prt'scncr m g m  rididate the notion of 

chronicity . 

Deinstituhondisation is the clos in^ of stiite. psychiatrie hospitais (uylunis) in which 

people ivith mentai disorders were forrnally maintained. It is dso the process through 

which care for the ionndly institutiondised is shifted to commun@- based çenires as a 

m e m  of reintepting them into the cornmunip. 

Functio~idity is often used in this thesis and is 3 rnmsure of seh~ophrenics' 

abiiities to çope with and function in socien. -4s a scde it coven a range of possibilities. In 

ihs paper it should genediy be understood as marginrilly functiond md messes 

schizophrenics as non-threatening. stable ( k i r  symptorns are not deterionting) - and as able 

to keep up ivith their own treûtment regimes. Functiondity means l e s  hterrention is 

nccessq.  This in tum is part of what makes deinstitutiondisation possible. 

()ne of the sbrillenges for me in producing this ivnnen rvork was to müke it 

accessible. Throughout the resmrch. ûmscripts of interviews were given to dl the 

informants. Only one of the schizophrenic iniomants. Shctlly. r e ~ e d  to lolloiv-up 

interviews with the tnoscnpt of the previous interview. hlarked in red. they had speliing 

corrections. clarifications in the margins and questions throughout. I kept Sheliy in mind 

throughout the ~ n t i n g  of tbk thesis md it is what it is (reads Wie it does) in large part 

because she is one of my audiences. 

The rest of this thesis is divided into nine chapters and a bnef conclusion. The fust 

to follorv this one sets the tone for this thesis by using a sioc placed on the internet by a 



schizophrenic in Ontario detailin? his life and strwgle with the disease. The thrd chapter 

provides an overvierv of the histoq of deinstitutionalisation be-gimbg with 

institutiondisaiion. ïhe fourth chapter introduces schzophrenia 3s a psychiatnc rnentzl 

disorder followed by how tbis disorder may be overlaid ont0 the subjective. life eeperinences 

of scb.izophrenics ris pnsented in the fifth chapter. Chapter six describes the physical 

spaces in which rny fieldrvork took place. The seventh chapter explores. throqh some life 

histories. mhar it  is to be schizophrrnic particulariy ;ifter dein~titutiofi;ilisahon. c'hiipter 

eight - is another life history but one that dnws li-t on the ~mi lx i ty  between psychiatrie 

and social conforrnity. C'hapttrr nine dnms out the tension b e ~ e e n  achering to trrritment 

and denqhg its efficacy or acccuncy. Finally. the chapter preceding the conclusion explores 

some n-ays in a h c h  schizophrenia proves irs urility and questions the rriliditv d a  varirp of 

social forces that regdate the rolr of the schizophrenic. 



Chauter 2 - C h o W s  Ston7 - 

Schizophrenia is not a terminal disease. but the poor quai@ of life it affords the 

majorin of scl~izophrenin lielps to esplain strategks schizophrenics eiiiploy as the) nürnte 

their lives and dishnguish between self and illness. Schizophrenia is a disease thlit exacts 3 

pnce finaiicially. socirill!. and personally. in financiai trnns. sciùzoplirenia strains 

resowccs and budgets. Lost productivi~ lias fimicial ramifications ris wrll. .-hy diagnosis 

ot'a mental iilness is likely to have an rissaciatetl stignia. In the case oi'sclü~ophreilla. siicli 

a stigma may involve associations Mie those of homelessness. unemployment 2nd poverty 

tliüt arc iiot linked to the diaonosis itsel f. HOMJ schi~opiireiiiçs eiiiplo\v 1 nuiet. of stntrgies 

to manipulate that stigma m d  their situation reveals the degree to whiçh the disease has 

circiiiiiscribed their idcntip ;md impovrrishecl tlieir sense of  seK. Hoa. iiitimtmts' s top  

m;iking uses time and adopts the professiotid terminology of their cliügnosis al1 rereal lbow. 

aiici \vitfi what tools their identities are tbrged. 

The following is a prcsentation of one s toy  that while providing examples o l  the 

dinical sy mptoms o l  sçliizop lu-eiiia dso sliows Iiow these inteitère IV ith ancl oveiw hcliii the 

life and p a l s  of the individual. The spniptorns and phases of schizophrenia and relapse are 

iIrmn out xid spoken of in teins of dropping out of scliool. job l o s  estr.uigenient tiom 

frünily and friends mci social dienation. 

Tl i is  ston- is taken tCom .\Ir. Cliovil's web site nith pemussion. In e-niail 

correspondences with Mr. Chovil. he wrote. T o u  can use whatever you find useful. 1 feel 

tliat my esperieiice is only iiseful if people c m  l e m  from it so that otherç won't repeat it." 

None the l e s .  because it is a story tailien rrom the intemet. it should not be seen as 

representing my own data biit ntlier as .an articulate narrative tliat I mi iising to set the tone 

for this thesis. More than anything else it may prove revelatory for the reader who has no 

experience of schizophrenia. 



Frorn Ilr .  C'hovil's current perspective. he is able to understand his disese and 

d igos i s .  His s toq  is useful here in illusb-ating the phases of schizophnia. their 

ineritability (esprciülly relapse giwn his refusal to maintain treamient) and horv the part of 

his Life presented here was a schizophrenic experience. T h t  is to toy. îhnt his actions made 

srnse to hm at the time. ;ire ecpressions of hm as an indiridual md cm tind no esplmation 

per se in his clinical dingnosis. 

.-\sked to elabonte one point in h s  sroc.  Mr. C'hovil noted the followirig as a bit of 

a careat. "1 guess rny stoq is d y  as aood as rny mrmory. and there are some thincs 1 

leare out because tliq are either incnrninahng. or Yenr personal. l'o condense 10 >cius onto 

a few pages means a lot of detail gets left out as weli." 

Schirophrcniri c m  conie on rarher suddenly uiround age 18 in men and 25 in 
women or it c m  have an insidjous. meruiing graduai onset. .\[y 
sçhizophrenia seemed to start ahen 1 was about 17- 13 dthouzh 1 tvas not a 
wefl djusted teenager before that. I developed my first major~omantic 
rclationship at 17 which ~ ~ d u d l y  detenonted orer the neat four yem.  
With an insidious onset you 2gadually lose your relationships with fricnds. 
h n d y  and lorers. 3s y ~ u r  symptoms incïpase and y u  end up quite done. 
Sfy mother says now thar she noticed a chanse ;uound 18. that 1 lost dl rny 
ambition to succred. nVhen I i v s  sisteen I scored in the top rhree percentile 
in a province Mde mathematics contest. and mu favorite subjects rvere math 
and physics. B>. the hme I a-as eigh~een I had lost interest in school and onl! 
apptied to universi- because my father wris so insistent 1 go. I \vas quite 
stmnze from 18-25 at high school luid universi5 ruid the-ht 1 needed 
psycfiological thenpy dong the lines of Gestalt thenpy or Roifinu. 1 wiis a 
yen. rebellious teenager who esperienced td lot of emotionai nirma. Che 
sizyificant indication of schizophrenia was my inability to plan rny future. 1 
took courses that sounded interesting. smoked ri lot of marijuana and dnnk 
too much at parties. 1 was notably incapable of and uninterested in long term 
romantic dationshps and in fact mas very msious in liind of socid 
situation. 1 doubt that any psychianist would have been able to diagnose 
schizophrenia ai that point though. I gaduated with an Hon B.% h m  
Trent Lniversity with a double major in biologv and mthropolog,v. 1 applied 
to one graduate school at the 1s t  minute as I redized that mv dqree rvas not 
a cmer and was accepted. 
At onduate school in Nova Scotia in 1978 I kept poing to the universi' 
cli& about my physical hedth. afnid mat my hedth wûs goin? to fdl npm. 
that 1 had piclied up a fom of syphilis thrit couldn't be detected by standard 
lab tests. etc. I was referred to a psychiaûist and before long I was 
hospitalized for a couple of rveeks. 'Khat strirted as hving an mdyst l i k  
woody Alen b a m e  an involuntarq. hospitaûzation. I had some delusions 
that Jim Jones. who was responsible for 500 people committing suicide en 
masse. wûs tqing to force me to commit suicide but 1 never told myone. 1 
was gemng p r e q  confused thou$. Cnfortunatelv no one mentioned 
schizophrema to me or my father. who is a physi8m. and 1 thought I had 



just had some sort of nervous brealidonn. I saw someone after 1 \vas 
dischxged about once a month for a few rnonths. I remernber t a h g  
Chiorpromarine before 1 m s  hospitdized which I didn't Like and some 
Steilazine after 1 ms discharged. My f;ither encounged me to take it but I 
\vas scÿred of it and I only took it for a lirtle rvhile. The medication seemed 
to muse my delusions and 1 believed that for many F e m .  
Ily father convùiced me to try and fuiish mp velu even thouoh 1 wanted to 
drop out. It was a veF misenble year for me. Some courçeç'ivent unfinished 
and I was kicked out of gaduate school. 1 worked for a summer in Ioronto. 
the fdl in London. and then 1 headed out rvest to Vancouver Island. 1 h e w  
someone there in a smdl pulp nuil town called Crofton but he moved up 
isimd and I ~ n t e d  an ap;uûnent in the strip joint tavem. done agüin. 
.As I relapseci I hiid mostly delusions and p m o i a .  I thought the CI--\ \vas 
lif'ter me for awhile ;ifter 1 wrote a letter to the editor of Science maguine 
about hon- the C S  mil i tq  was using dosin as a tieapon in Viemiun. .\ I?. 
delusions had hded for the previous summer but they had never cornplctely 
disappeued. 'Thar is to s q  I believed some prem s m e  things. In Halifax 
I thought 1 had discovered the cause of R-orld R*ar Two. The iduenza 
rpidemic of 19 18 changed peoples' nerrous ?stems so the cause of the wu 
w;is a neurovirus. 1 thought my law professor in Hiilifa,, was veq well 
connecteci Mth intluentid people in world politics md was tellins peopie 
about my iheory Various important people were coming frotn Europe to 
meet the man R ho discowred the cause of i?brld Kar  2. So tor rsmple 
someonr might corne up to me in Crofton and tdk about rnopeds and 1 
\I ould d i i nk i h i s  man a as the president of hlotobecme. the worlû's lupst 
manufacturer of mopeds. People seemed to know me before I introduced 
myself. and the local townspeople seerned to be lauohing at me. 1 remernber 
once the pol i t id  cartoon in the local paper seemedio be about me and 
people rvho piclied me iip hitchhiking seemed to h o w  who I rms. 
In the spring of 1980 I left Crofton forced out by the townspeople who 
Jenianded I get a job. I took the bus wiih no destination in mind until 1 ran 
out of mon-. From then on I usually hitchhked. mmtlv ihrough Chuckü 
and B.C. quittins a job with mjv first pay check bec~useI found n-orkins 
with people so difficult. They rvere plqing % m e s  with me and maliing fun 
of me. I ivould then hitchhike somewhere else. I thought I wris beinp 
followed by a %TV2 veteran eveqwhere 1 went who Gantcd me to shape up 
bu rvorking in construction like he did aller the aar. I kept p i n 3  to escape 
him but he had friends everywhere. 1 slept in city parks. bv the $de of the 
road and in single men's hostels. I \vas homeless and oftei penniless. 
1 remember on& in Calgary staying at the single men's hostel and not 
$ettins to eat very much for s e r e d  weelis. becoming quite w&. I couidn't 
kork because I had dioxin poisonhg and this was dfecting mu cortical 
hormone balance maljnp work too stressfui. Tibetm Buddhisr lamas were 
reading my mind everywhere 1 went in Calgq.  respectful and curious. 
because I had caused the S Lt. St. Helenvs enrption for them mlier that year 
through t*uitric meditahon. 
I don? think I quire understood or belierrd whet ws happenina to me. but I 
was determhed not to admit defeat and return to my parents house. It 
seemed lilie I had powerful friends nho rvmted me to pull myself up by rny 
bootstnps. ûnfy two y ears earlier 1 had been in f a d u t e  school. with a new 
inend. Darid me. discussing world politics rvtule watching the CBC news at 
a local bar. David's brother. Bob Rae. later becme the Premier of Ontario. 
Corne late fdl I was in Victoria. dnven south by the approaching whter. 
There 1 was somehow aMe to pay rent and I stayed there for four years. 1 



started stud>lng Tibetan Buddhism ruid took refuge in the lama mho iived 
them. Tashi Nmjyd. I thought he was capable of al1 kinds of s u p e m a M  
poners of the mind 1 L e  telepathy and telekinesis. It is a îremendous inruion 
of privricy to have someone reading your mind ail the time uninvited. I 
beliered he was controiling mv dreams while I slept as well. He said to me in 
his broken Engîish. '-ou spehaiv and I thought that meant I had a lot of 
riaturd ability to be a wry  powerfui tantric Lilie him. He \vas the quivalent of 
a graduate telicher in the Tibetao monastic system. 
1 bad caused the Mt. St. Helen's eruption with his guidance through tannic 
meditation. I had bad karma so 1 wasn't given controt or access to my power 
but by causing Mt. St. Helen's to erupt the Tibetans rwre taking pressure off 
the California conhnentd plates. we saved San Francisco. 
I had gone to s e v e d  frunily physcians about my p h y d  problems of 
which dioxin poisoniog seemed to be the cause and I thought it was dso 
causing rny adjusmient problerns but the famil' doctors nerer realised what 
\vas happening to me and 1 stopped going to hem and instead thought this 
ï ibetm Buddhist lama iïould be able to help me. because i did redire that 
something was rvrong. 
I was losing cmtact with red.@ o_ndually and biqed in abject pore* and I 
cvas misenble. I remember 1 bought a %W Z rifle to please the R T  2 
re tenn  md I would sit in rny basernent roorn with the barre1 in my mouth 
md wonder if 1 should pull the higoer. 1 started to think Tashi N m j d  was 
cri1 because he was celibate and I>\t messages from Batle songs nhicli I 
thought wwe from the I r f ~ ~ s h i  Mahesh Y ogi to nui away and thai's what 
I ciid. I thought there was 3 wx going on betmeen nivo groups. both with 
supernaturd porvers. that would decide the fate of humanitp. I cdled one the 
5esuds and one the hntisesuds. because these powers came from sesudip. 
1 forget some of my Life out west. I do remember being very misenble and 
yen, done. idenbfying with hlilarepa who is ri f ibe tm saint of sorts. I'he 
f Gtric tndition. which is v e T  interesting. has its roots in India. In the ninth 
çentury these supernomid powers were close to becoming 3 part of sociev. 
Tiktan Buddhism incorpontes n celibate tantricism in its teachings which 
has s w i v e d  I thhk because it is dso wn relioious. 1 was rntranced by the 
erotic temples in India like Kon& and dete&ned to becorne a 
tmtnc and heip the world rediscow the supernormal powers of the mind in 
senuality. 
In ïoronto I mmaped to set a job çhanging iipht bulbs at a large deparmient 
store. I ran away trviçe. to Endand and ~runliiça' exprcting to & wricomed 

.-lsked tvhcrt. hz got th6 mnzy trorn to nrn awa.. . ithcn.11 rssponclecl: 
The mp ro England was imanceci by my iather. He had gwen me 300 shares of Dome 
Frrrolziu-n because i t  was somr SOR c 7 t  -4mencan tas loophole. mci ht: was hoping 1 
woulci start lzarning to play Lhe stock market T h q  sat there for a considerable length o i  
tirne because ir was mors oi a loan [han 3 yf'~ But when I rhought people wsrz rning ro 
kill me. 1 desperately had to get somewhere safe so 1 sold hem and bought rny ucket to 
En_olanci 1 had solil i 00 shares ro rnu1.r back ro Ontano h m  L'icronn. and the last 200 to 

tly to Engiand Formnatzly there was enough rnoncy to rly back as weli. and rhen aii that 
rnoney was gone. 
The trip to Jamaica was f d y  cheap, W0 retuni for two weeks or somethurg Mie tha t 1 
\vas e a m g  mou& a t  -.job [O save rhat m c k  i dicin't take any spznding rnoney for 
the trip thou&. sincr I as& expected io tmd refuge with the Maharishi who would takz 
care of me. I rernembzr vagusly W n g  I wodd  becorne a tsâcher or somrthing lks 
h a  t I never expected to use the r e m  hab- of my ticket but couldn't buy a one way. I 



persondy by the .\Iahaishi. %%en a terrorist bomb blew up a plme orer 
Lockerbie Scotland 1 thought it was an attempt on my Me. which prornpted 
me to fly imrnediately to the .lIaharishi in England but he w m ' t  there and I 
came back the same weekend. I saw a movie cdled "Oedipus Rex" directed 
by Passolini and irnrnediately flew to Jamaica expectinp to meet the 
hliiharishi. I was l o o h g  for Stnwberry Fields mentioned in the Beatles 
song md there are two in iamaica. It was a rnemonble trip. I m out of 
mo&v after one week and mody leamed the importance of money. 
1 R.;LS~US~ a pawn in a secret war. I didn't have my friends. any lorers. and 
very linle contict with my parents betwwn 1980 and 1990. M y  p e n t s  had 
moved to the States w M e  1  vas in l'ictoria and 1 never told anwne what w u  
happening. I lived in a cochoach infested rooming house never ewn 
realizino thar Diamon ni11 eliminate cockroaches. I had a strong sense of 
mission'to help hurnanity instead of rnyself and in rn? povertv I belieued the 
cause of suffering in the world ivas orerpopularion. .\[y solÜbon \vas to 
hvbridize the .UDS virus  with the common coid and eliminate 3 - 4 billion 
people. 
1 p t  a lot of messages from favorite Rock and Roll sones. from movies. 
cartoons and l i b w  books. The libnry n-as mv special &end who could 
show me what I needed to know bv having me open and read exactly the 
information I rr-as looking for. ~oheone  mas Ieading me to the book 1 
needed and that was too much for humans to bt: capable of. I started to 
beiieve I  vas in contact ivith alieos h m  outer çpace. At f i r j t  there were two 
hnds. 1 lemed hummie was going to become extinct from a nucltw 
holocaust that would break up the continental plates. i'he ocems would 
evqonte  with dl the molkn lava and I was soins to live in a box out in 
space with a womm the diens had k e n  breeding since life struted on ths 
planet. She had dark blue skin like the Hindu god Krishna md we were 
ooino to have children rwho wouid be turquoi& in colour. We were going to 
be th; oniy survivors of .hageddon  and we would propapate the species. 
Only girls would br born as identicd trvins and the' rvould be able to 
irnpregnate trich other from a single drop on their f m y  long noses. 1 would 
be the 1st surriviiip male dthough 1 would only live a thousand v e m .  
I believed that to be mu destin? completely and pot a lot of messages 
evenvhere 1 went. I heard voices seved  tirnes but mostly I rspenenced 
t e l ek th~ .  I had what are called "ideas of reference" where thing are thought 
to have a p;UUculx rneaning just for ?ou For esample. a license plate on the 
street could be an important and appropriate message for me from the diliens. 
By the end my fate had chmged a bit. I was goin% to become ;ui dien and 
have &mal life and be capable of time mvel and my cornpanion w;is going 
to be a part time mthropolog professor at the Cniversity of Toronto. 
S e d i t y  was as important as intelligence to the aliens and tbev had evolved 
bryond the use of machinen to doing eve-thing ivith their And. I thoqht 
ihey were Nming on my nervous system with esperiences of pain so that 
rvrrv neuron was active. so that I ivould be able to e.qerience greater 
ple&ure as an ahen. 1 aslied them once if a machine might not m&e the 
process less painPd and 1 remernber them l a u g h g  sa>inp "Machines ... Im. 
we don't have any machines. " 
.\lv cidusions chmged as the diens instnicted me on the red mture of 
redity. Three things happened as my conhct with reality becme v q  

didn't eat the last k w  days in Jamaica not having any money at aii.  and umted two days at 
rhe ailport to catch the plane back  



tenuous. I got in trouble with the Iaw. I becmie dcoholic. and I lost my job. 
One ni@ after convinciag the aliens to ti;uisfer my mind to another body 1 
oot mad at the diens. and started brealiing whdorvs in the rooming house I 
kas Living in. The police came. subdued me and 1 spent a couple of nights in 
jail. The judge r d z e d  1 was a psvchiatnc case because 1 carrieci a pocket- 
knife to defend myself against hokoseauals. The world's most powerful 
man w;is a homosesud and he mas ~ i n g  to make me a homosexual. By 
then the hlabanshi wûs my second worst enemy. I believed they both h e w  
about the end of the wodd and mv destiny with the aliens and the? manted to 
take my place. I didn't mention thh in court though. 
Sobody s k e d  why I did what 1 did. 1 got three y e m  probation nith the 
condition that 1 see a psychiahist for t h e  three vem.  Psychiatns~ are only 
human though. ivhile 1 r u s  almost dien and theykoulmi't have understood 
what was happening so I never told them anything. 1 went to my 
appointments to stap out of jail. 
Jail was such a shock to me. I \vas so msd at the aliens after that expenence 1 
rned to force h e m  to give me a new body by killing the body 1 w;is in. I 
bought wved botties of vodka and guzzled hem like water until I pmed 
out iinowinp that people overdose Gd die from dçohol. 1 sot pneurnonia but 
lived and decided that the diens wouldn't let me die. only expeirnce pain 
until it rvas time for me to p. 
.-\lthough 1 didn't drink anything for awhile 1 eventually started to dnnk md 
heavily because I could afford it. 'l'ou need S 1 i an hour to become an 
iilcoholiç. (->rigjnlilly 1 & i k  for the hops ivhich I thou~ht nere meciication 
for celibacy. 9- behaviour became more ricd more b i i m e  md 1 \vas t3ed 
trom rn:. job. 1 went from unemployment insurance to 'Kelfare. brewing my 
otvn beer in plastic pails and eating in soup kitchens. I thouoht I wris poing 
to becorne m h e n  when I tumed 37 because 1 saw a book &inen by thc 
mcient seer Nostndamus entitled 379 1. I thought that since he codd ser the 
future hc would redire 1 nas not capable of understruiding the Oook and thnt 
dl 1 would need to h o w  could be explauid in the title. I tumed 37 in 199 1 
a year after moring to Guelph but I'm still here unfortunately. 
I expenenced mm? extreme emotions when 1 \vas psychotic with positive 
symptoms. In f'act its a wonder I didn't corne into contact cvith the policc 
before I did. I cm s q  diat 1 never h m e d  myone but 1 realize I came i .ey 
close. althouoh I expnenced more fex  thm mything else. 1 ;un by nanire a 
gentle person who has never fou@ with anyone. F;unily members 1 have 
met in Guelph have usudly had some experiencc of rerbai abuse or physical 
assauit from their il1 relative before diey were treated. I remember 1 thought 1 
w s  dyinp from celibacv md 1 hated women for a couple y e m  even though 
I weni through adolescence riith only feminist friends and was convinced 
women were the superior ses. Schizophrenia c m  force you to feel and do 
things that are not in character for you. Dr. E Fuller Toney says violence in 
schizophrenia is prcdicted by thce factors. 
1. a previous history of violence. 
2. substance abuse. 
3. not on medication 

1 rvould d e s a o  my own possessions f i t  Mie my suitar without hating 
much choice. 1 shied away from people. 1 rernember sitfing on the ledg of a 
\~Uidorv on the sixth floor wantin, to jump but linowing that the aliens 
would have m open ûuck loadeâ with mattresses come by just as I jumped 
and when I actudiy saw such a truck tveeks later it only confmed my 
concl usions. 



I didn't wh the lotte- thouoh after 1 lost my job and the people in mu 
roonring house started r n d h i n g  heroin in the living room. 1 was 
despentely poor by thlit point espwting to become homeless and sleep on ti 
hot air vent and 1 couidn't believe ttnt was necessm in becoming an dien. 1 
was esperiencing quite a few blackouts from the &&ins I was doing and 
o e h o  scared of alcohoi. 1 kept rvaking up in s m c e  places. One f'ellow in 2 

the rooming house had attackrd me with a chVn sGh that 1 needed stitches 
ribore my eye. 1 was too disorganized and too poor to fuid mother place to 
[ive. hly mind seemed to be fiilling apart ùito the left bmin. me. and ü ripht 
bnin  1 hardly knew who rvas in tremendous pain and very demanding. and a 
dinosaur or core br in .  wry powerfui and rery luip iit me. I asreed to 20 to 
the Homewood Hedth Centre in Guelph to be treated for dcoholism. ~ b i n g  
into hospital w;is the easv i v q  to set out of a sitution that rias rrry 
fnghtening. That was at ihe end of my three year probationq period. 
-\s I sobered up my delusions tàded a lot md I rtdired I had no çoncrete 
proof of diliens or my i m a g i n q  wife. I also realized 1 couidn't put rny îaith 
in diens to tdie c m  of m:. I mowd into a basement room in Guelph md 
struted a maintenance dose of antipsychotics. The year \vas 1990. Lt took 
severd !eus to completely believe md understand that I had sclurophrenia 
thowh. 1 was sure I had bwn misdiagnosed. and 1 would much nther have 
hüd 61poiür dsorder so I coiild compare m y i f  to various Fmunous people. 1 
rvanted to p off medication but the psychiütrists were very firm about that. 
Ueûiçation didn't stem to have iuiy effect so here was no reason not to take 
it. It kept my pychiatrist happy. 
I was wry deprrtssed For several ya r s  and vent letiiwgiç. I didn't accomplish 
very much and \vas quiie anxious. I lived in basement rooms. had no friends 
md littlc contact with anyone. .At that time I w u  swing a ps!diimisr at the 
Çommunity Mental Mealth C h i c  once a month or ço. I don't think mp 
period of depression codd have been avoided. .\ntidepressants didn't help 
which suggests I didn't have an actud depression. I rvas vep anrious haring 
nothin: to do and no one to do i t  with and had v e p  low self esttxm. .\l>r 
mood eventually improved a bit and I made a couple of fiends and became 
more active. 1 struted to do a little rolunteer work and 1 eveiitudl met 
Rosemq and courted her. I stmed to wok for some extra cash. delivering 
flyers and then the local newspaper. R o s e m i  and I mored into the 
apYmient building where I delivered newspapers. We shared a two bedroom 
a p m e n t  for l n  months until the Provinciai goremment made that too 
esPensire '. 
The quai@ of my Life has been improvinp a littie mch y r  for the last eight 
y e m  so I can't cornplain too much but every once in awhile 1 r e d y  feel the 
losses 1 ;un enduring. Life is a series of oppominities as o u  grow odder. and 
I missed al1 of rhose oppomuiities. I wonder about my future alone. Living 
on a limited budget could malie myone misemble. Being celibate is a p a t  
loss many people don't mention to anyone. I rvi i i  never get to esperience 
what a lot of people take for pnted. I may never own a car. 1 may never 
m q .  I m y  never have a vacation again let done full time employment. It 
is oniy in the past couple of years that 1 cm say that 1 have k e n  able to 
riccomplish q t b g  productive. Before that I mas prep  unhappy and didn't 

Bszwhzre on hrs site. hlr. Chuvil says ch-mges to the Onfano govzrnment7s rsguiauons on socid 
assistance reduced hlr. CTiovil's and his gdfriend's benetïts by $400 a month bscause they were livülg 
togetha. 



fer1 rery good about mysdf. 
M y  friend Susan s q s  there are two kinds of people. You ;et on a plane that 
is supposed to to Hawaii and instead the plane imds in Siberin. Susan 
prefers to use Arizona as the alternate destination You cm either lm to 
enjoy Siheria or forever fer1 bitter that ?ou didn't land in Hawaii. htely 
Sibena has k e n  faidy p l e m t .  My life does seem a bit "ernpty" cornparrd 
to orciin;- peoples lires. I dso have a lot of unpleasant rnemoties in whch 
Itve done things I now regret. It's difficult to h o w  horv much I'm 
responsible for muid how much schizophrenia is responsible for. I think it's 
important for me to focus on enjoying life as rnuch 3s I c m  and not dwell on 
the pst .  
1 rvent to Schizophrenia '96 a couple of years ago. sponsored bu Eli Lillv. I 
was mistrilied>- booked 11 the hotel as Ur. Choril luid the nest day at di; 
conference in my sports coat and ciras shin I was just another psychiatrist 
and it felt pretty neat. This iras the lik I should have had. But the tint 
keynote address by Dr. R'oinberger. morid-renowned researcher in 
schizophrenia. cornpared thdingthe cause of xhzophrenia to finding the 
Caux of the TW.4 flight explosion that was in the news at that tirne. 'i'here 
was no rvidence th31 it niis a bomb. Finding out what happened mhen al1 
pou have air the twisted pieces of m d  scattered dong the ocem Hoor wüs 
çausing difficultit.;. Orer the three d q  coderence 1 became ven. depressed 
redizing how appropriate that image was for me. 1 could emp;ltiiise with the 
psychiatrists who rvere looliinp iit their patient in front of them md asking 
themselves "why doesn't this person have the s m e  lifcsyle that I enjoy'?" 

Sk. (.:hovil. t'rom the perspective 01'3 schizophrenic in remision is able to interpret 

the ewnts of his life in l id i  -. of his diagnosis. Nonetheless. this remvard eraluation is 

linable to ascount t'or a cause r ~ t '  his schirophrenia. Howrrer. it is cieu liom his description 

that the cause of his schizophrenia occurred long before his diagnosis was to be made: 

symptorns began to iippiu.ar sround the a i e  of 18 when his mother noticed a change iuid he 

hirnself eaperienced unusud behaviour. As hc tells his story. it is easy to see how his 

unusud behiiviour could easily be mociated with benion adolescent esperirnents n-ith 

Cliovil's psychotic phase swms to be çentred betwwn the ages of 18 to 25. Again 

thow. the chmges in school and the stresses of p d u a t e  schoot may have been used ta 

explain his illness. He hirnself understood that he had had some son OC brmkdown. 

In my case. he was hospitdised. and treated. This s e m s  to mark the besjnning of 

prriod chmcterised by residud schizophrenic qmptoms. .-\hhoug.h the persistence of 

delusions makes the effectiveness d bis treatment unclm. it seems that he did regain some 

lrrel of functioodity and recovery. 



Poor understandings of his illncss and the medications Imd him to bccomr non- 

cornpliant. Sonetheiess. he conbniied to be functiond. Even thou$ he vas hcked out of 

pnduate school. he m s  wrll rnotqh ro work and bqan movinp around. Social 

relationships n7ere erodin, howevw and he wound up done. 

'I'he besnning of delusions and p m o i a  mark h s  relapse. 'This p e n d  itlso ses 

hi$ mobility. unemplopent. and hornelessness 3s circumstances inextricable from his 

declinin? situation. lnevitably. Chorif rehpsed into tlond psychosis. He dso becme 

dcoholic. 

Xot More exploring m- of dtermtive esplanations for his life aiid considerin: 

suitide did things be$n to change for him. Il took seved years for him to understmd what 

his diqnosis meant. R e $ u  contact with ri Cbmunip W n t d  bledth C'linic. some 

volunteer work and an improved socid nnetwork seem to have stabilised his situation -mci 

iilloived his life to improve. By sayinp thüt tus life is iscontiriuing to improve y noting thst 

he relies on an (inadequate) mount of social assistance. Chorii indiestes that hhe stiil suffers 

some role unpairment ruid that he is again in a residud phase. 

Ilr. Çhovil feels some sense of toss: he also has a aretumino, sense of nomdit).. 

Poliçy changes, ;rueci at those on social ssistrince. hhrive disruptd Chovil's abili' to forge 

certain rela!ionships and irnplicrite themselves as p;ut of counter productire mesmes. in 

çcnflict with his riuahnent. %hile 1 Ir. chovil continues to improve the qualie of bis life. 

this involves 3 certain vigdmce ou his p;irt and ri resotve to s t q  on his medications and 

remain in contact with professionais. 



Insi-ht - into what it m y  be like 10 experience schizophreniri in a particular place 

cmnnot be dissociated from what it is l k e  to esperience schizophrenia at a particular t h e .  III 

many ways. our curreot t h e  of deinstitutionalisation appears to have bmught us full circle 

tliroiigh a period of institutioii;disatim to a tuiie wlien again the mentrilly il1 live in the 

îonimuni~-. This histoi) of de: lmst-institutiodisation is one involving stlitr intervention. 

the eniergeiice of psyliiatry ruid the niedicd p r e .  the tise of phrtmi:tceiiricd trentinents and 

the deciine oT the welfare state amid shifting social and ciilluxal expectations. This chapter 

explores that histop as part of a process ciirrentl! iinhkiiiig as dcinstihitiondisatioii but 

dso as one that established ille ideological and epistemologic:il space in which this 

iiiifolding is tkitig place. 

I lricliicss h;is esisteci bcforc the ci inical tasonoin! of v 'xi oiis disorcfei-s tws 

established. How madness ruid macimen came to occupy a particular place in thc 

iconogr;ipl~ and tlioiight be~ins. ;~ccorcling fo Fouc.?iilt. at t lit: end of the h Liddle .\:es. 

Leprosy. now dmost endicated from the 'Kestem world had ssrn the ccreation of 

institutions t» tvliich it  could be coiJinecl. Itiliereiit in tiis wiis an approacli to cienling with 

disease that was predicated on the concept or exclusion. The outcast lepeis woulcf by the 

filieenth cenhiry be replace by "poor vagabonds. criniinais ;md dermged niinds" (Foiicault. 

1965: 7). 

Pnor (O the estabiishnient of asyliims 3s tixed locales preîèrretl for denling cvith the 

'lunatic." there was the Renaissance image of 'The Ship of Fools"( ibid. i. Driving the 

niad out of tities and towns ol'ten was ~ccompiished by hancihg hem over to boatmen. 

Forced from place to place the mad were destined '30 float endlessly through the niaiers of 

Europe" ('rhcdonald. 1998: 1). Slaking n prisoner of the passenger. the embarkation of 

the mad. would pave the way for their confinement by the mid-nineteenth century (Foucault. 

1965). The "Great Confinement" (&id ) of the seventeenth century \vas not only a npid 



and extensive contbement of the criminal. mad. poor and sict but w1-3~ a new way of 

organising tbat confinement especidy with regard to morality. In an e n  where work was 

m expression of worth md mor;ilip. mcidness was subsumed Dito the catepon of 

unemployed. Cnlike the unemployed bowever. the mad wouid evenhially be understood as 

unemploy<z61. Treatrnents centrrd on iigorous work regmes were ineffective md it 

became evident ihat mridness çouid not be cured by ph-sicd treatments done. The unitp of 

bod!. uid soul bepan to breülidown. Insanity \vas ernerging 3s needing treümient diffemnt 

than that for poverty. unemployment md ~Tirne. 

. ifter the French Kerolution. the t'ireing of prisoners inüdwrtentlu included the 

freeing of the inme.  ..\lthough the? were to be placed in spmal hospitals. these places did 

not !et esist so the insane were reninied to rheir îirnilia. C'nable to cope. the tamilies sent 

them away asriin. back to the prisons. By now however. madness had its ow-n categoy and 

aris kept sesregated !'rom the criminais ( rbaL ). 

Around the mid- I Y W s  thrre seems to have been 3 recashng of Victorim thouht 

into the discourse of prosess. Just as biolo$xI and determinist interprerritions of history. 

ris weii as doctrines of social evolution and selection were gaining in populxiy risylum 

inmates h d  incrwsed in number whle the percentase of those i m t e s  judged to be çunble 

\vas stedily decllliing. ïhese two factors created a milimt in shich the 'insane' were 
.. 

understood as the "madman". "o,rotesque" or "monstrous. requiring their 

institutiondis;ition to protect socid monlity. The asylum itself became less a place for cure 

and convalescence for the inmates and evolved instead into an instrument ot their welfare 

(Barham. 1984: 15). The confinement of the insane in the nineteenth c e n t q  was largely 

judicial decision intended to protecr society. By ths reasoning. asylums were 

indistinguishable from prisons. Inmates were often chained (Goodwi.n 1997: 7). It is in 

this situation of imprisonrnent. wgregation and rviithoout treatment that the insane would be 

found by the mes of Pinel. 



Usgust with the detenoratmg condition m asylums and ettorts to create alternative 

-stems of treatment started the process of deinstitutiooalisation. With the Liberahon ot  the 

lunatic trom prisons came the et't'on to again provide effective treamirnt most nohçelible 

with the treamient thenpies of Rnel and Tulie. Bringîng them out of the prisons. where 

the! had ken chlned to wdls. hiddrn ruid t'orgotten. ülso meant b a t  the insane gained 

visibiiitv. Parcicular to the new thenpies was in fact a sort of scrutiny. sun.eillance. 

jud-ment and punidment. Kesponsibility to adhere to a mord code \vas thnist upon the 

lunatic. hhîness. now seen as in contrast to ntionality. could be overcome by rationai 

and dissuasion frarn deviance by threat of punishmeni. The esample to be foliowed becmr 

a moral authority also gaining ihe ability to judgr and punish. Specialisation ot'this role 

memt it increasingly tell under the responsibility of doctors. Gndudly the role of the 

monl tiuthori~ as noble and wise gare way io the scirntific authon' of doçtos (1:oucault. 

1905. 1977). 

l'hr French Rrwlution with its organisation of doctors m d  the god of a perkclrd 

socid order dso pave rise to the clinic which formed the modem setting for the pnctise of 

medicine and psychatry. It is nithin ths  settinp that the body becornes a site ol'howledge 

and disease patholop becornes a biologicd phenornenon. Increrisin& the patient is 

incidental to the diseue and the docror's perception of the disease g i n s  suprernacy 

(Foucault. f 977). 

ïhis \vas the history that Canada uihrritrd. Bu the mid- 19ffi's had I I 

asylums and over the ntxt 60 y e m  would sain nine more many with capridies of 

approximateiy 6000 beds (CNodwin L997:+7). Asylum b d s  reach their pz& in Cmada in 

1 962 wi th 55.000 beds ( ibd. : 86). 

Schizophr enia and P s y  biatry 

Schizophrenia has close associations with social and histoncal propss.  the ability 

of medicine to intervene in the b n i n  and the rise of p s y c h i a ~ .  By the end of the nineteenth 



centun.. major efforts were made to understand the world of diserise and patholosy. In th is 

sense. the history of schizophrenia closely resembles the bistory of psychiap rvhich itself 

is inextricable from the scientism of the epoch. Couched in modemim and the rubric of 

"the àvilised mind." psychiatq like rnodeniity itself "is profoundiy ideolodcd and 

profoundy historical" (comaroff. 1993: xi). 

In the 1940's the accidentai discovery of the utility of mtihistamine drugs in 

reducinp amie'. t k t  in pre-surgicd patients then on schizophrrnics begün the 

phmacologid treatment of schimphrenia. Cknedy .  physicÿl treatments for mental 

iliness swrned to becomin- more effective. Insulin trriitments. transorbital lobotomies and 

electorconvulsive thenpy brought psychiatnc ç x e  closer to that of g n e d  medicine 

( &hm. 1997: 4). rhis combined with nsinp rolunrq. adidmissions md therqxutic 

inventiveness at the asylums fostered a favounble relationship between the asylum and 

The 1930's saw the intersection of stifting concrptualisations of madness that were 

more accomrnodating md iolemt ivith the confidence that a post-a-ar era wouid ushrr iri a 

bener social order and the development of new mti-psychotic rnedications. 

.\ntischirophrenic dru- have been effective in treating the symptorns of 

schizophrenia but have not shown advmces in cuing schizophenia itself. hleclications 

ma' be used to treat synptorns throughout the disese. but are more ciosel!. asçociated with 

suppressiq symptoms involvinp psychosis. Technicd advances in medicine ris major 

enablers for deinstitutiondisririon rereal the ease with mhich social problerns ma' be dedt 

. . . dmgs hase certainly been a crucial instrument in the disposd of mental 
patienk but the preoccupation with the 'technid fix' has obscmd 
recognition of the web of moral and social relations in which the identities of 
e~-&ental-~atients are either made or brolien. io the CS;\ in p;irbcular. the 
celebntion of dmg treatment hm resdted in the nedect of other fonns of 
service provision. And most si3nificandy. peiheps: the veq nred for dmgs 
has been fueiied by the fdure to taclile îhe social pmbiems of former mental 
patients. [. . . l  In theses circumstances the prescription becomes a document 
in a political process ( S c d  in Brufiam. i997: 88). 



ï h e  morcment to ?et people out of institutions and into the communi~ had yet to 

anticipate the need for cornmunity-cm beyond transitionai services. Pressure to close 

asylums centred around the promise of new drug thenpies md the critiques of asplums as 

making their own lunatics insterid of the possibility of ongoing community-based c m .  

Libenhon from psychiarric confonnity was made possible bv * ps\*chi;imc - progress that 

prornised to r e m  the m e n d  patient to social confonnitv (Buham. 1997: 12). 

Policy initiatives 

Deinstitutionalisation. as part of health c m  p o l i c ~  has corne ro mem cyiical re- 

inshtutiodisiition in what is h o m  as 'the revolving door of mental hd th  c m .  ' Shorter 

hospitd stays to stabilise psychotic s>*rnptoms before release into a neiwork of çommunity 

bÿsed centres until the onset of more serere symptorns r e c ~ ~ g u r e s  deinstinihonalisation as 

chronic reinstinitionrilisation. in t l i s  rvay deinstitutionalisation is iniplimted in the 

conceptualisation of the chronicie of schizophrenia itself (Est-roff. 1993 ). 

I'rxiitional. t'ornai psych i i i~  relied on institutiodisation to effect proper treÿtmed. 

Changes in treatment since about 1955 have dlowed schimphrmics to live rvithin the 

generril population: 

The menully il1 are no longer a distinct and sepruatel!. adminisrered 
population: th- are absorbed into the ranks of a homeless. or tempomrily 
and prec;uiously housed. indisent urban population (Knowles Bted in 
Macdonald. 1 997: 1 2 ). 

CIowrer. the çlosin~ of the üsylums has nat meant the çomplete absencc of institutions. but 

instead shorter hospitd s t y s  of a cyclical nature for the mentail- il1 (hhcdondd. 1998: 

Bachnch. 1994: Lamb. 19% 6t 19%). For mm?. the revolving door of institutiondisation 

and deinstitutionalisation has created points of repeated rupture. Institutiondisation. 

ongindly intended ris curative became a custodid tool of the rveifare state (Barham. 1984: 

23). Deinsbtuhonalisation becme the death heU of institutions as either places for 

çonvdescerice or custody. signallin; the decline of the w K u e  state's instnimeneili~ and 

the rise of 'stop ;a@' treatment centres. 



Psychiap uses diagnostic caregories to mobilise power. -TO judge individual 

competence. to name with diagnostic labels and to 'mamie' - with a pharmacological 

armouqv" (Knowles. 19%: 57). Psychiaûists rhemselres are homerer laroely absent ;is 

immediate or front-line caregivers. 

l'nditionallv. the administration of meriral distress - the diagnosis accuncy 
and the bmbnent effectiveness - was done at the expmse of the users' 
penpectires: formal psychiatrie Iinowle*e does not necessarily entertain the 
lived e.xperience of patients. 
l'he re-diyunent of mental health senices h3s rneant that most psychiamc 
pdtitients are now managed by dnigs via a general pnctitioner and few see a 
psychiatrist on a regulm b a i s  (1 lacdonald. 1997: 30). 

In addition. the past-wu e n  had xen tremendous expendinires on health m e  md 

s p ~ ~ i 1 ï ~ d I y  in Canada. the derelopment o h  social-wrlixe net tkit induded universiil hedth 

c m .  Direct costs in ternis of hedth care is just one among man' hctored into 

ionsidentions about the delivery of services t'or schirophreniçs. 

Schizophrenia is the number one mental illness in Canada espected to afflict 

approsimatel!- 270 000 C'madiiuis in their lifetimes BC'SSb: Doubt. 1990: s ,. ('osts 

asociated with Iwt pmductivity and f m d y  financiai burdens are estimated at %-billion 

hospital st-s for mental disorders ( H d t h  Canada. 1993). estimated costs ru. upmards of 

four billion doIlrus yellrly: S2.3-billion in direct health-care çost: 52-billion in cvelf'ie 

fmdy benefits and cornuni- services (Gadd. 1997). 

Hospital expansion has corne to mem the increüsed institutiondisation of 

professions and hedth care workers while ai the s u e  Sme the release of inmates. As one 

social worker informant observed. 'rhey released the schizophrenics but not the 

professionds." .Uthou& schizophrenics are hcreasiagly found in drop-in centres. 

missions and on the streeis. the professiods. particularly psyhiatrists have rernained 

cloistered in th& institutions. 

Deinstitutioaalisation as a movement shifting long-term pqchiatric cwe s w v  from 

formal. usually state run institutions. to community based organisations and programmes is 



a peneral trend in most Western countries and in accordmce with the policy suggestions of 

the World Hedth Organisation. Cnderstood as an effort to improve services and treahnents 

for the rnentdly ill. deiostinrtionalislition is dso in line rvith most ~oremments' budget 

cutbaclis and zero-deficit targets since it implies the closing of these state fundrd 

institutions. In Quebec. where mentd health problems rire the second Most common reson 

for hospitalisation and have the highest nte of public expendilun: relative to imy other hedth 

probiem. deinstitutionalisatioii îs metrd out in policies iiimed rit more than hdring arenoe 

hospitd s tqs (from 33 &YS to 16) and ciosing hdf  of dl psychiatnc beds (from a hi& of 

h000) by the y u  2002'. 

In C'-mach. jurisdiction orer health is a t 'npented field shlired b!. provincial and 

feded depaitments. Natiodly. there is neither a health insurance p r o b m m e  nor fedenl 

rnentd hedth centres. National standürds are set through Hedth Canada and a fraction of 

provincial hedth budgets do corne from the federd government. which by controlling this 

funding has a roice in pror inciai health-c.e policx It n:as howerer a series ot' fedenl 

initiatives ihat b e y n  the rnovement to community based c m .  In 19-9 I-lealth and Welfare 

cl;in;ida recommended the inte-tion of proriniid mentd hospitds into senerd hospitais 

and the development of community-brisai services (Chodwîn. 1997: 14). This ivaç 

folloived in lWF1 by a recommendation of the Rovd on H d t h  Ser~ices that 

al1 patients in provincial psychianic hospitals be mored to genenl hospihls ('il-asylenlii tJt 

c d . .  1994: 2 1 ). 

Khere policy met prxtice wlis the shifnno of non-acute care paO'en~ to senerd 

hospitals. Provincial psychiauic hospitai beds are maintained for the acute m e  of ohenvise 

ckfficuit to manage patients. nhat  constitutes a difficult to mange patient is howerer also 

In the c i m n t  statz or "hzidth-care cnsis. " these fi.gures are undsr rzvitw and alrzady the govrrnernt has 
dect&d that contrary to prehmtnary report suggzsûons. hospitds stays shouid bc: reduced to 20 days by the 
year 7002. not the 1 5 originally suggested ( DerI'zI. 1 399: Ab 1. 



partly defied by the success of cimg regimcj aimed rit the manageability of the patient and 

not necessdy their illness. 

By the 1970's. the espense of maintainin? two hospitd systems Imd to a more 

concerted effort to close provincial asylum beds while establishing community programmes. 

.\lthough we ;ire stiii caught up in the process of shifting responsibilities. our 

curent situation fin& us wiIith three m a s  of senice: the comrnunity-based centres. the 

psyhiatric wards of genenl hospitals. md the provincial asylurns. More important thou$ 

;ire the wider and more pmfound y p s  bebveen them. %Me both hospitd systems remain 

statkd by professionais witb a high percentage of doctors. iornrnunitybaïed centres lire 

often the major access points to semice but are usudly staffed by voluntwrs and social 

i o r .  fhis scenluio ma! br  the ovenidino. reason why dthough over c)i)'-l, of 

hlontred's schizopheniç popdation live outside hospitals. most provinces" spttnd only 1 O- 

3)'; of their health çarc budgets on c a n m u n i ~ -  services (Cioodwin. 1997: 102). 

.-\lthough institutions are emptyinp. comrnimity-briseci alternatives are behg created 

i i t  a rate unable to meet the neiv cirmands. Even the most ardent supporter ot cornunit \ . -  

bas& mental health programmes is still forced to achorvledge that it is easier for patients to 

use better-funded hospinl-hnsed p rog rmes .  padcularty locrilised ones ol' çrntrÿlised 

authonp. In addition. homelessness as '*a symbol of the deinstitutionalisation process that 

f;uled' ( Dear -md Wolch. 1 937: 195) has increased among the rnendly il!. n'asylenki 

states that 20-30% of homeless people suffers from mental illness ( Wqlenlii t.1 d.. 1994: 

22). Interriewrd workers said that m p h e r e  from 40% to 7 5 4  of theu users eshibited 

vluious degrers of mental Uness. As homelessness indicates. deiostitutiondisation is not in 

ilself a proeess of' socid reintegrahon. concemiag the red cost of deiostitutionalisation. 

John .1Iamn %-rote the foflowing: 

To s q  that deinstitutiondisation increases commun i~  inteption is a mpth. 
It is a basic chmeteristic of those who suîTer from severe psychiatrie illness 
to shun society. They rue not likely to become inte_gated into the 



cornuni '  at large. On their o m .  they will isolate themselres in their 
aparûnents. or th- wiU huddle in mal1 groups of eqdly  psyhiatnc 
patients in donut shops. The sererely ill ne& the protectire and shdtered 
adficial commun@ that c m  be creafed in a hospitd enviroment. They d l  
be worse off living indrpendently in the community ( A  lartin. 19%). 

Loterviewed workers expressed concem about the consequences of a system so 

dnren to deinstitutionalise. 'rlany had stones of people. ivho clrarly still needed 

institutionai cze. iitenlly being release into a cab and s h o ~ u i g  up rit a &op-in centre's 

door. .\[artin does indicate the deinstitution;ilisation is nor universdy pood md done 

cannot richieve reintezption of the mrntdly i l .  Deinstitution;ilisaa'on is n public health-care 

policy shif t  not necessxii\. conwrging W h  the needs of the patient luid h s  illness. 

In Vuebec. deinstitutionalisation has been part of provincial hedth tare policy since 

the 1 962 Uédard Kepon ahçb  "adr ocated deinstitutionai isation. communi ty psyhiatno. the 

definition of wtchment areas. multidisciplinq teams. a better psychiatrie educatiod 

system. aid ün increase in the number of psychiünisrs" (1 Iercier md Wute. 1994: 42 ). 

C'ommunip care in Quebec has erolved from a situation in which religious 

communities owned and ru French services while Engiish services relied on community 

associations and philmthropy. to the present one ndministered l q e l ?  by the systeni of 

('LSCVs . cornrnunity senice centres. Quebec is the oniy province with a socid smiçes 

network system. serving to intemte + ruid often CO-ordinate hospitd c m .  rehabilitation. 

cooralescent centres and social senrices asencies. Co-ordùiated by ihr provincial .\Linistqe 

of Health and Social Services. CLSC's rire autonomous units and are mandated by law 

Nercier and i5hte. 19f-U: 41 ). 

The I ' i w e  

D i m  Gauthier aho is in charse of mental hedth for the Xfontreal Regional Hedth 

Board states: 

né cm s q  there has been a clex improvement in mental-hedth services 
over the p s t  ten years. If we look at the hfootreûl regon. there were a lot of 
people who were hospitdized. R'e have improred the qurilie of sen-ice and 



reduced the lenpth of hospitd s t q s  (in Derfel. L996b: Ah). 

.Advances in medicines and budget cutbaclis are contribuhg factors to deinstitutiooalisation 

that is itself one of the successes that Ciauthier touts. At the same time media reports such 

as the one about a schizophrenic who pushed a woman before an oncominp tnin in the 

Toroiito subwq elicit a strong renction from a public t h t  fears the potenrial disasters of 

deinstitutionalisation. ?et supports the budget cutbacks isving it. Implicitly a plethon of 

social problems (e. o. unemplovment. homelessness. substance abuse) are luilied with thar of 

mental illness. 

.\s I wite  this thesis. Quebec is in the middle or rt hedth clut. crisis. Hospital 

rmergency roorns are openting beyond rheir capcities and the govrrnrnent has announced 

a plan to injrct twenty million dollars into hedth tue. .\lthough 1 thuik thar y w d l y  mosr 

c'mdians believe that there has been a decline in the qudity and avliilability of h d t h  care 

senices duc to budget? çutbaçks. tlüs crisis as the goremment tv«uld have us beliere is 

some sort of q w i n g  pain from the " i w q e  ~irni>iri<z~orre" or the movernent awav îiom 

In an effort to cut $1 90 million h m  it's muril expenditures. the Uontred-Centre 

Regional Board has embnced theambulato~ sluf't as. "the shft to guality iunbulatoryrue 

senices bp providing alternatives to hospitalization or by speeding the pe~jon's r e m  to 
. . 

tus xçustomed surroundings foiiowinp hospitdization or surgery . .. gor .qc (a). 1999). 

Although this shift may be motivated by cutbaclis and directed at health cm. in 

ymd. it needs to be noted qain that the results and inevitable effects of this nim eren as 

the -. government intends them. is the result of a shift in public policy: one ostensiblu memt to 

keep pace with medicd advcuices but neither necessarily dnren by. nor a result of them. 

As this reorgmisation plan effects mental hedth. the govemments web page states: 

The number of clients with inte1lecnia.i i m p a e n t s  Living in the community 
instead of institutions is growing. The Regional Board supports this trend 
and is worliing to develop more alternatives to hospitalisation and to round 
out the regional range of semces now provided. Aithough the Montréd- 
Centre region adopted a regional mentai-health services organisation plm. 
the orp.isatioo of services has remained practicaiiy the same as it was five 



years ago: ;iII services outside the bospitd ;ire underdeveloped. Achierioo ri 

new b a h c e  in this sector therefore requires a red continuum of servicesbY 
itmphasizine the deyelopment of alternatires ?O hospitdization and bu 
completiag the regional m g e  of services through redoc;ition (ilmi.). 

.-\ccordins to this document. S23 million will be spent on impror ing health services. 

Particularly interesthg - is the note that in 905  of the cases. mwtaily il1 paîients in more thm 

200 açute c m  hospitd beds n-ho e.~ceed a s t q  of 120 days could be retumed to 'rheir 

home environment*' if "community-based services" wrre auailable. The document also 

remynises that psyhititnc clut. hospitals have a limited ab i l i i  to r q F  treamient lengths and 

intensity because their role is primwily one of hospitdisation md outpatient clinicx. This 

m m s  thüt new ways of delivering short term ps~çhiatric services nced to be tierelopcd. 

By '?mmmunitybased services." the b m d  appem to be relying on geognphidly 

inî'ormed definitions of cornmunity such iü thosr of the C L S W  catchment r u e s .  

C'ommunity-bûsed services serve members of a commun@ living in a specdïfiç y o p p h y .  

( >ne mission I visittul had seen an inçrease of rnentally i l 1  users t'rom betwtwn ten to tweniy 

percent. to fife percent. The fact that king retumed to a "home environment" ma! 

ultimately lead to homelessness wd ineligibility for cornmunip mcmbmhip is not fi-ured 

into such policy. 

.in "intenctire network" of psychiatrie hospitds. xute-cm hospitals. CLScs. 

intemediate resources and commun@ organisations is intended to provide conhnuous. 

lon~,term support to soçidly reintepte people with mental h d t h  problems. 'i'o this end 

the Regional Board also adopted seven measures rqarding mental-herilth services: 

Socially reintepte patients residing 3t Louis-H. L;ifonteine hospital. providing 
appropriate services: 
Slaintain 1. LX psycbtric acute-care k d s  b r  adiilts: 672 for generd senices mct 452 
for specialised and ultraspecialised services: 
Devclop a greater mg of psychiatrie hospital seriices: 
Messe commun@-based mental-health services: 
Develop mental health services for specific clienteles: the homeless. people with mental- 
liedth problems who comnllt offences and the auristic: 
Set up a .  interactive mental-hedth services network 
Adjust budset cuts to p-chiatric hospitds (ibrïi.). 



uftctn d w  the research. workers spoke of noticing an incrase of young people 

usino. - community services luid the deilining wealth of SLontred. Ln addition. some workers 

spoke of Nonrred as a unique city for athitcting those who need access to such services 

because as a city it offers more resources than the regions. hlontmi is dso thought to be 

the tïrst choice among francophones\vho unlke angophones feel ill at e a x  shifting 

behveen large urbm Engiish-speabng centres throushout - the country. .-\t some junctunt. 

stahsticx ünd fiscd resaaints by way of the policies the) have infoimed. intersect or collide 

with the functionins of these policies. kIe;ilth care policies established how ambulatory m e  

is to be tlelirered. However. under our system of unirersd health c m .  plicies aimed at the 

delivery of senice invol~e creating n m o w  acces points ('Tust-line çare") to thtxje 

services. l'hrse policies also dioçate resources to professionds to meet the esigrncics of 

thrir profession as well 3s the mandate of the poli-. Who delivers the clire. to rvhat extent 

luid for how long are just some of the questions hidden in the "hon:" it is deliwred. Rben 

one social worker i n f o r n t  commented that the schizophrenics. but not the professionals 

( psycharrists) leit the institutions. she su-pested that psychiahic c m  is incrmindv - - iinder 

the purview of non-psychiatrists. 

I'he mbulatory shift has been more rhm a change in the delirery o t  srrrict.~. It is 

predicated on an underlying ssumption that not oniy are there drfferent ways of detirering 

senices. but different people ( providers) to do so. This forces a whole new nenvork on the 

system. a new set of roies and relationships for users and providers &ce and a new set of 

rissurnptions and esprctations. 

'The ~biliry of psychiatry to diagnose md label dso cornes bunded rvith the power 

to institution;tlise and deinstitutionalise and hence maices psyhiatry answenble to fiscal 

.kcording to the Regional Board 70% of dl immigrants to Quebec xnled in the Board's 
jurisdiction. The "ethwliaguistic" brealidown of the population is 5 6 8  with French as 
their mother tongue and 20% with Enoiish as their mother tonsue. Of the remainder. 
appro.xktatt:!y 2 1 4  q c k  &&sh or h n c h  as û non-native i m g q e .  leaving 3 8  of the 
population rvho could cornrnunicate in nei ther langauge ( p ~ q c  (en. 1999). 



restmints and subject to the pursuits of public poli-,. Schirophrenia is the mos  costly 

diseaçe in t e m  of direct spending associated with hospitalisation and indirect costs 

rissociated with lost productivity. Schirophrenia occurs at the nge when investments in 

individuais in tems of education and training are expected to pay off in the f o m  of 

ernployrnent opportunities and the raishg of a t'amily ( FIedth C'ana& LW 1 ). Although 

thertt bave often been serere hospital budget cutbacks and a dnmatic shift to voiuntq 

c o m m u n i ~ ~  orynisations. there have been huge increases in the training and h n g  of 

protèssional hedth c m  workers such as psychiatrists. psyhologists md socid workerç 

parhculluly. In the I-nited 5 tates. trom 19% ro 19%. staffs nith protossional degrees hiire 

increased 100% (fiorn i 00.886 to 202.474) while those workers with Iess than =i B. A. have 

Jeclined Z 15 -  (honi 14.379 to 1 10.760) on average rit mentd health organisations (Withn 

g t  ïii cited in Estroff. 1993: 339). Referring to hlechanic and Aiken. EstroEf concludes t h t  

two-thrds ot' mmjV stairs' mental hedth espenditures iur on inparieni care u hile three- 

Iourths of those using public services do so through cornuni@ orgmisations (Eistroïf 

L993 2hc)). Since the Bédard report of I9h2 the number of psyçhiatnsts has jumped rive- 

fold (Mercier and CUute. 1994: 43). 

I'he reduction of available hospitd beds and shortttr s t q s  in thein is a result of 

hedth cxe  policy shifts. I<I vrnzgt. cznibukzrolrc.. Budget cutbacks h v e  rsulted in closed 

hospital beds while advmcrs in biomedicine and pharmricoio~~, rillorv us to inrest in the 

belief t h t  those beds were empy anyway. Such policy shifts are not directly concemeci 

with the health of the patients but nther that of the economy. 

The creation of the clinicd schizophrenic and the treaûnent mde available to 

him;her is the development of a specific history The "schizophrenic at l ibep" (Burton z~ 

(11.. 1974: 5 )  is the product of our cuirent mental hedth management system geared towards 

the treatment of schizophrenin. Public policu. professional dernands and shifts to 

community-based centres to provide services are the current forces guiding this system. 

This system is itseff something of a disputed tool and is a collage of different histories. 



Some of the intersecting wcton of theses histories are: the confinementimprisonment of 

the mentail- ill: the rise of reason and ntionality especidly in opposition to madness: the 

emergence of the dinicd setting and the body lis a source of both disease and bowledge: 

the emergence of a profession that was able to endow itsell with the abitity to fix diagnostic 

labels: how belirfs in cure and treatment have dl been altercd by trchnologiçal ÿdrmces and 

reconcepnialisations of cure. convalescence and w e h e :  and the dnre by poticy initiatives 

largely to meet tiscd rcjuaints. 



This cliapter focuses on the critena for a diagnosis. the attachent of the label 

"sshizopl~enic." Tlùs ciiagnosis is an important ~ i t i o n  in the lires of schizoptirenics 

who will have to cope with a chronic disease that ma- ovenvhelrn their lives. Barbam 

suggests C C  tliat iuilike ivith other ciinble clixases. wlien one n s b  ivliat the patient \vas before. 

durùig and aftcr the illncss. one discorers tliat for the sclulzopiirenic. tiirrt. is iio alter 

( Baitum. 1997: SY ). Diagimis then does not mark a \viitersliecl sepnnting periods of 

wellness from illness. Diagnosis is m explmation for a paibcular way of being. Hoiv this 

n -q1  of hein- 1s ~IiiUciilly assesseci and clistingiiished lrom othrr ~ raps  of beiiig is the iociis 

of ths chaprer. 

Ps!~clUarry imdeist:uids scluroplireniri as a biological disese. h v i d  .\lorris stntes 

t hat '.contemporary tnedical text book de fine dsznsr as .in objectiv ely verifieci disorder of 

bodily t'iinctions or systems. ch:ir;icterised I>? a recorniisiible cause and by an identiriable 

Zroup of signs md symptoms" (1 lorris. 1998: 37). 

The Dm yiinstir ; ~ t d  >HZ I I S I I ( Y I /  .\ k1111wi O!.\ k t ~ / d  L)~~~rd t ' r s '  1 1 7 1 ~ridud~s 

scliizophrenia with other psychotic clisorders w hich is io sa. tliat psyAiosis is ri (iefining 

feature of schizophrenia (DSII  VI. 1994: 273). Other psychotic disorders includr. 

"Deliisional" mcl "Subs~aiice-lndiicd Psychotic" disorders. In contnst. -'Cognitive" 

and "Mood" disorden do not have psychotic symptoniç as defining features. 

As witli most of the inî0imnts. wlien a scliizophenic says. "1 hm voices." lie or 

she is expressing one of the most comrnon psychoses and a symptom which niedication is 

geared to siippress. The siiccessful suppression of symptonis and lack of a psychoric state - 
does not liowever mean that the person is no longer schizophrenic until such time 

establislies the iiniikefihood of psychotic relapse. The fàct tliat the DSM establishes 

' The DShl for short 



psychosis as essentid to a diagosis of schizophrenia yet acknowledgrs penods of non- 

psychosis as part of schizophrrnia is fundamental to the creation of a chronic schizopknic 

in whom the disease's continuity is maùitained throu@ penods of illness. recoven and 

wellnttss. 

rhe hadequacies of the term "schizophrenia*' were apparent dxnost imrnedidiately 

after the term \vas coined by Eugene Bleuer in 1308 to "refer to a break nith rerility caused 

bu chsoro_ÿnisanon ot the vanous tuncbons ot' the mind. so that rhought md feelings no 

longer worked together nomdly" (Carlson. 1994). Litenlly schirophrenia means. "split 

mind" and is commoni~ confused with a split penondih. In addition. popular 

understandings of the disme are compted through the media as in news reports of violent 

schrophreniçs and movies such as "One Ren ()ver the Cuçkoo Nest." 

It is unclear whether schirophrenia is one disorder or several with diffrrent causes. 

t:ew genedisations hold true for ai1 pop le  diaenoseci with the disease. Schi~ophrrnin is 

thought to be a biologîcd disorder of the brain. with strong inherited factors ;ilthou$ the 

degree to tvhch genetics m q  predispose sorneone to schzophrenia is unlnorvn. Howerer. 

the major@ of work on schizophrenia appears to be moving increasingly towards 

identifying the sene responsible. (Psychiatrîc tests on schzophrenia oRen irlérence tests 

with tities such as. Wapping G e n s  for Psychiatnc Disorders". "Cienetic .-\pproaches to 

Ilenrai Disorders". "Localirarion of ri Susceptivity Locus for Sihi~ophrenia on 

Chromosome 5". etc.). In addition. psychiatrie research on schizophrenics frequently 

inrolres measurements t h t  ;ur sa;iight out of eugemcs theop with the measurinp of head 

circumference. body wei&t. body length. and shoulder circumference. Such research 

dominates much of the psychiatrie discourse iit the espense of alternative work not the l e s r  

of which is environmentai factors. 

Diiposis of schizophrenia relies not on biologicd assessments but nther on 

observation of z varie? of symptoms mith reference to the diagnostic critena established by 



the LIS.\ L. l'he expression ot these svmptoms vanes grtutlu trom one indiriduai to another 

and no one symptorn 1s common to a i i  people. 

Schizophrema is mariltest ui ranous behwiours that in tum rue seen as symptoms 

of the disease. Scmptoms are genenlly orgmised by the DSbl into Mo categones. 

Positive spmptoms me those escess behaviours ivhich the schizophrenic eshbits. 

Genedly they rire intemal thought procrsses and cm be masked or hidden h m  others. 

l'hey inciude hdluanations and delusions. Neytiie symptoms are those behariours that 

the schizophrenic appem to be lacking ruid behaviours that have social si yificance such as 

ni thdnwd.  I'heses includt? doria. affective blunting or tlartenins. mhedonili and attentionai 

impairnent which are defined later. 

I'he lollorving text is raken directly from the DSM (11' ) muid is meant to brietlv 

surnmarise how a diagnosis of schizophrenin ought to be approached (DSM IV. 1994: 285- 

280) 

Diagnostic criteria for Schizophrenia 

Ikznlctrrishc .rvrrtPkvns? TTO (or more) of the followinq. each present for a 
si~gificmi portion of tirne during 3 1 -month period (or less*~ successfully 
treatttd ): 

1. del usions 
II. hrilluci nnti ons 
III. disorganized speech (e.g.. freqwnt denilment or hcoherence) 
K. grossly disorganized or catatonie behürior 
. Ïqative sMiptoms. Le.. affective fl;iueninp. dogia. or avolition 

jocrtil ?~mrp<zrrond tivsfirncnori: For a sipificmt portio<of tirne since the 
onset of the disturbmc;. one or more major areas of functioning such üs work 
interpersond relationships. or self-me ;ire muiiedly below the lewl achered 
pria to the onset (or when the onset is in childhood or adolescence. Mure to 
achiere espected level of interpersond. academic. or occupationai achierement). 
Durïztzon: Continuos si- of the disturbance persist for at l e s t  h months. 
This h-month period must include 3s leaçt 1-month of spp toms  (or less if 
successfull y treated) that meet Criteria .A (Le.. active-phase symptorns ) and m q  
include penods of prodrornd or residud symptoms. DurÎng these prodromd or 
residual periods. the s@s of the disturbance m y  be r ndes t ed  by ody 
nesative symptoms or two or more spp toms  listed in Critena -4 present in an 
attenuated form (e. g.. odd beliefs. unusual perceptd eaperiences). 
Sch ~;o<zflec!rvr :ml . \ food Disonier tdiciion: Schi zoaffectir e Disorder and 
Mood Disorder W7h Psychotic Features bave been niled out because eimer (1) 
no Major Depressive. blanic. or Sfised Episodes have occwed concurrently 

Acmd cizt"mtions ior thzsr qmptoms are prov~dtd IoLlou-ing ths section from the DS?d 

u 



with the active-phase synptorns: or (2)  if mood episodes have occurred during 
active-phase synptoms. dieir total dmtion bas ken bief relative to the duntion 
of the active and residual penods. 
S~rhstczn~:t~/'en~rd nt~dicd rdnsion:  The disturbance is not due to the direct 
physiological effests of ri substance ( c g . .  ;i dmg of abuse. a mediciition) or a 
oeneml rnedicai condition. 
&4inomiirp ?O (1  Penwnw Dcw~ioprntvrr Drsonitr If there is a history of 
.Autistic Disorder or ruiother Pervasive Dewlopmentril Disorder. the additional 
diagosis of dchizophrenia is made only if prominent delusions or 
hdlucinations art? zlso present for at lem a month (or less if successfully 
trmted). 

sorne psyhiamsts q u e  that mm? sjmptoms ~~-1thin rhese two catesories c m  actuail~ 

be used to ~rtiate a t k d  catesory. .Uthou$ the DSXI maintains only tivo çütepories. for 

rny purposes. 1 have adopted the use of three categories as prrsentd bu I'aunz and 

hlcC;ory. Disorgmisation is this h r d  group of s>mpioms. I3sorynisation disnrpts 

thinliing. speech. bchariour and affect. 'I'he fullowino det"mitions are cornpiid from 

.-Inciresen (.indre;isen. 1 98-4 6r 1990 ): 

Positil-e Symptoms 

Iirillucinütions are senson. esperienccs that do not correspond to redin. imd ma' be 

auditory visual. olfaaon or tactile in nature. 

Lklusions m fdse beliet's thar cünnot be epiriined on the bais of the subjeci's 

cuiniral background. The most commun delusions include: thought withdnwd rvhere the 

subject teeis that thou@ are b i n p  pulled out of his rnind: thought insertion ivhere the 

subject feels that thous$ts are being insened into his rnind: thought broadcasting where the 

subject beiieres that others c m  hew hs thoqhts because theu are being broadctist: 

persecutory befiefs where the subject believes he is being persecuted or conspired against: 

amdiose bdiefs that he h a  specid pomers or abiiities. Other delusions may be: religious 2 

in nature: a belief that his body is abnormal or dseased (somritic): overemphasis on 

sigrdicrint comments remrirks or snternents which the subject feels refer to hirn: delusions 

that his feeling andior actions ;ire being controiied by otheis: delusions that others can read 

his mhd: delusions of guilt stemming from the belief that he has committed an unforgivabie 

crime or sin. 



Segatice Symptorns 

Aiogiü is a pore* of speech or content such that there is either a reduced mount  of 

speech or a nomai amount of speech but with a reduced number of ideas. 

.-\ffectiw blunting and flattenine m ternis are used to indicate ;in inabilin ro espress 

emohon fluidlv and lichiy. 

-1rolition is a lack of motivation to inihate and cap* ihrough behnviour. 

.-bhedonism is die l o s  of cspacity tu esperience pleasure or enjoyment. 

.\ttentional Impairment is lui iniibility to focus attention. 

Disorganised Symptoms 

Derilment is when ideas sn-itch io m obliyuely related or torallv urwlated ider 

th- are unclear or confusirtg connections benveen sentences and clauses. 

I'angentidity refers to replies to questions and not to transitions iii spontmeotis 

speech. Specifically it implies replying in a Gstmt or unrelateci w- to a question. 

Incoherence refers to when words and phnses ;ire joined togethttr incohcrentl~ 

mithin ;i sentence or clause. 

(-ÏrcumstanciaLi~. is different lCom derailment in that the speaker erentudy reaches 

the point. Indirect speech and excessive w of detail mark circurnstancialip. 

Pressure of speech means speaker speriks npidly and is difficult to intempt. 

Distmchble speech is when the speaker is easily distncted by nearby stimuli and 

stops speriliing in the rniddle of a sentence or idea and chan-s the subjrct to respond to the 

distmction. 

Çlünzin~ - t means that speech is diffkult to understuid. Redundant words are usrd 

and sounds nther than rneaning govern word choice. 

Illogicaii~ refen to a panem of speech in which conclusions are reached which do 

not foiiow logka&. 

Disorganised Behariour is khaviour seen to be unusual or bizarre and is most 

readily mîiitnessed in clothmg and appearance as well as socid and se-nial behaviom. 



Incongruous or Inappropriate Affect refers to the displq of emotion considered 

inappropriate for the situation. 

Negative symptoms occur earlier on in the illness thm the positive symptoms. Their 

assessrnent however c m  oniy take place when the penon is broqht before a psychiarrist. 

Septive symptoms are difficult to iissess for ri rariety of reûsons. 

.-Uthou$ quite ubiquitous in Schizophrenia. nezative symptorns are difficult 
to evduüte bwüuse they oçcur on a continuum mith nomaiity. ;ire non- 
spedic. and may be due to rc vaietv of other factors (e. J.. as a consequence 
of positive sllmptoms. medication ;de effects. ti IIood hsorder. 
environmenial understimulation. o r  demonlization) (DSM 19%: 277). 

members ris part of a good or bad dq. Delusions ruid hallucinations are often ssociated 

n-ith dmg use nther thm ii schizophrenic diqnosis ruid intenention on die pan oi tjmilies 

ma? therefore be misguided. u s u d y  ending in fdure and the ejection of the person lrom 

the household. Hostile actions involv ing police inter~ention may rake severai mests. tinrs. 

jail time and releases before a diagnosis is $en (Ciausen. 1956: 13- 18). Since dl these 

sJernptorns are or the later occurring positive symptoms. intenention wely  Iiappens at the 

early phases of schizophrenia. It ma? dso seem that the symptoms tden to indicate 

schizophrenia cm onlv be subjectirely ;issessttd. and ewn then wirh grrat diffïcuity since 

rnany of the symptoms may only seem bizarre in tem of eacess. In other words. many of 

the synptorns seem to be part of a r q e  of behwiours that in themselrs ;ire not irregular 

but may be interpreted as irregular if estreme or ovenvhelrning. 

Phmxeutical  research holds several theones such as over rictivity of dopamine 

receptors in die bnin. eievated levels of serotonin and e d v g d  I a ~ n l  ventrida as causes of 

schizophrenia. .llthough the cornples@ and mysteq of the b n i n  prerent a id 

understanding of the implications of these discoveies. they ;ire important for s e v e d  

reasons. Firsdy. the rffectireness of antischizophrenic dmgs is one rerison to argue for 

schizophrenia as m illness since the d r u g  are m;tinly effective on& on schizophrenics and 

not necessdy on non-schizophremc patients rvho nonetheless e-diibit schizophrenic 



symptorns. Secondy. the affects of "recreationd i l g s "  such as LSD and socaine in 

simulahn, some schizophrenic behaviour are knor~n. It follows then rhat medication ivhich 

works in the opposite fahion of these drues. such as ones which reduce dopamine rictir.ity. 

would be effective in treâting schizophrenic qmptoms. Howerer. retunillig to dte list above. 

those "simulüted schizophrenic symptoms'* are classified lis positive. Treetments for 

negative spp toms  are more precarious and rely on medications that are not used solely on 

schizophrenics but nther on a range of people with mental iiinesses. ThircUy. motor 

dysfunction reçembling those ssociated with hkinson's  disease is a cornmon ade eî'fect 

of mtischirophrrnic d-S. rhis in itseif is of major importance since the deielopment of 

new d m ~ s  is facilitated by making cini-  whose molecuiar structure resembles that of 

h o w n  ;uitischzophrenic hg. Uhen testing nen7 dmgs on lab animais. those thai 

produce motor disturbances are investigated further. &np motor disturbance and 

trcamient for schizophrenia inextricable. . \ t  the m e  rime. this fostrrj a need for rr.ore 

drus  to d d  with such side effects (Carlson. 1% 1 : (~70-076). Dmg treatments t r a t  

syrnptoms of schizophenia cvhilt. others treat side effects. juppressinp delusions is not a 

treatment Vmed at cuing the disease that causes the defusions. .-\nti-psvchotic dru-s are 

nonetheless considered one of the most Unportant medicd advances of this centtiry and 

form the backbone of tre-eatment for schi top hrenics. Findly . dthough a bsolute biologicd 

causes of schizophrenia maq be rlusiw. the? malie for the detinina of a disease. 

Schizoplirenia by most accoimts is a biological bnin disorder. 

One uiformant. Laurent. thoughout his interriervs referred to himseif ris 

"psychinm<*nliv ill" and once as bebg 'tnentdy hmdicapped." tIis story dso included 

rnwf refe~aces to dnip rreatments and his persond medicd regime. Psy4iatry and mental 

illness were closely associated with dnig treatments. In fact. the authority to presaibe dmgs 

is one feature of p s y c h i a ~  that distinguishes it from other closely related caregiver 

professions such as psychoiogy and socid work. For Laurent as with other infamants. 

havins n psychiatrist rvho p~scribed dmgs wris already part of the proof of schizophrenia. 



In this rvay. schizophreniû is as much a disease as it is a relûtionsbip with a particular type 

of professional. 

Although linle is h o w n  about the causes of schizophrenia or il's impact on the 

bnin. schizophrenia is thought to be a biologicai brain disorder which manilests itself in 

varie' of behaviours. 'i'hese behaviours are used by psychiatnsts relvino . - on a set of 

diagnostic aiteria to m e s s  and diagnose schizophrenia and to treat psychosis. The 

diiiagnosis ot schuoplirenia occurs riiter the onset of symptorns. making that diasnosis prut 

of a joumey into rnadness and Linking it to a plubculrir wlationship with professionds. 



This chapter explores what it could be to be schizophremc. that S. what 

scliizophreniri is 3s a subiectively experienced illness citlier than as what the clinical tliselise 

may be manifest. '&lems the previous chapter explained the psychiatry behind the 

diagnosis. rlus chapter l o o k  at the psychology of the illiiess. .-in idm of \\;ha( 

schimphrenia could bc 3s a ps~zhopritholog of coiiutioii seiBe ud d i r r c  it could be 

locnted in oiir epistemolo~v -" is ;&O offercd in tliis çliiipter. .\s part of the alternative to the 

list of symptoms from the DSXI. presented here is a projected course of scliizopluenia and 

xi ~rclutecture for the schzophrenic iifestylc. 

The criteria of the DSII dlorv psychiatnsts to verify the prescnce of the clisease of 

schiroplirenia by objectiwly obsenin: - the preseiice of ;I goup of sytiptoms. Eten  il' the 

intersiibjectivity betiveen patient and doctor is denied. the eaperience of schizophrenia itself 

is the siibjectire espeiiencc of wliat the D N  lists as syrnptonis. rhese syinpfoms are 

understood by others (such as the schizophrenic ruid those around iiin~her) as behavioiirs. 

5cliizoplvenia lis ;in ob~mtively veiitiable disorcler seenis io lerive linle room Ior the pre- 

diagnosed schizophrenic's subjectivity in the andysis md asxssment of the disase. ' f i s  

is part ot' tlic exigeiicies of psychiati? ruid iis piiniiit of ob jectivity. But wlinr. if my. 

alternatives are there for diagnosing schizophrenia and siibsequently the expenence of i t? 

Reconcepnidising scliizophrrnin ris a psychopathology of 'coinmon scnsr' presents not 

ody an alternative for underçt'uiding but so far as it m q  require a different profession to 

iissess the "illness." it also siiggests a different way of ciiagnosino. - 

The Psychopatholo~ of Common Sense 

niere are vxiations between underçtnndngs oK schizoplirenia ~oiiglioiit  the world. 

most noticeab. between Anletican and European psychiatrists. These ciifferences are slight 

( v a n  den Bosch. 1995) and in an! case. ths  paper is more concemecl with what hrippens 

dler a diagnosis and how the stigma insinuates itself in repercussions. What is interesting 



is that sschizophreoia should fdl JO urierly under the purview of psychiapi and not (for 

example) witbn die epistemolo_~': of psychology. 

1 miss the naturd way of taking thin= for m t e d  (... ) Che's mannes. 
humani?. sociability. t h s e  a r ~ ~  d e s  of ihe game wliich one should 
follow: for me t h e 7  were not clear (...) I don't ho rv  how to tell (... ) It's not 
knowins (. . . ) M e r  dl. every child knows that ! It goes wi th you n a W l y .  
doesn't 1 t? (in v a n  den Bosch. 1998). 

For van den Bosch. a psychopathology of common sense provides a xpue inio a 

difirent explontion of whet schizophrenia could be. The preceding quote is an example of 

tliis psychopathology of comrnon sense. rvhich van den Bosch elabontes in the foHow%-q 

The disorder affects the pngniatic use of thinps. Cornmon knowledge has 
no precise nieaning and jud~ement of social md emotional situations is 
impair&. --\s a irsult. basic çornmuni~iitive skdls lke socid intuition. 
appreciation of humour. natudness and wtomaticity in social interactions 
Xe lacking. 

manifestations and cyclical phases. v a n  den Bosch offers a shift aiva? t'rom cognitive cisk 

fimctioniny to the sub-jrctivity of the schirophrrnic. 

'The Ciermm concept of 'basic schizophrenic symptoms' encompasses 
elements of the su bjecti velu experiençcd Iack o t' spontaneity ünd 
automaticity. as well as pr imq cognitive disorders. 

\-an den Bosch appeds for neuropsyhologicd approach to schizophrenia. 

Researchers usuûlly describe the basic neuro-intezdve deficit in t e m  of 
labonton. fidines on the cognitive tasb. but it is dso a subjectire 
expenence. The Subjective domain has been neglected in the cognitive 
tradition. but it is tirne for a revivd. W e  need an anal~sis of the espenence 
of the schizophrenic patient to provide refinements that are not mailable in 
the traditional diagnostic approacbes. After di neuro-psyçholop has 
profited from the debiled ideopphic mdysis of subjective expenence ruid 
therr ;ire good reasons for considering schizophnia a cornples 
neuropsy chologicd disorder. 

Pncticdly it needs to be aslied how easy it is to move from psychiahic disorder to 

neuropsychologicd disorder. Schizophreniû seems to be a sort of 'illness foundation' in 

which psychiap is rooted. Treatment relies on prescription dnigs and ihe power to 

prescribe is bestowed on psychiaûîsts. Dehstihitionalisation has brou@ schizophremcs 



doser to social workers. psycholog,ists and other professionds mapping out schizophrenia 

as a disputed epistemologicd tenito.. Added to this is ihe shift in psychiatq to 

hemeneutics. 'ionetheless. the DS.\ I lis the only authoritatiw guide to diqnosing mental 

disorders implies that p s y c h i a ~  is its own complete pandip nithout alternative models 

and it is therefore hard to imagine schizoplueniü coming under the purview of another 

profession. Thornas S s z .  throughout various ir-ntings. suggests that pqchiatry as a 

complete p;u;1dijrn is more likely to undergo reîïnements and offer exemptions nther thm 

to be biindsided by m epistemoloojcd shift. Each of the Dia gnosfzc* c i r d  Skzrisrzc .\ lmrrrtils 

cm in tact be viewttd ris ri retlnement. 

Disease versus Illness 

.\ loms contnsts the medicd definition of A ~ w c t ~ .  si ven mlier ( p.42 1. n-ith that ot' 

rliiress. Illness he defines as indicating. 'rhe patient's subjective expenence. which ma! or 

rnay not indcate the presence ot disrase'* (1 forris. 1998: 37). 60th definitions are (rom a 

biomedical epistemolog,v ruid serve here to underscore once agaùi the different vectors of 

power and çontrol of the psychiafrists and schizophrenics. \\'hile the doçtors manage a 

disese. the schizophrcnics esperience their illness. 

Schizophrenili is both ri modeniist and postmodernist project. The diagnostic 

tools deployed in naming schizophrenia rue the culmination of the mtiondisation of 

psyhiatry (Burton èr d.. 1974). The "technocncy in command of the mental heaith 

establishmenf' (Kovel. 1987: 334) created the modemkt clinicd ssehg. 'Xitlun this 

setiing both the iiisrcgarded intersubjectivity between patients and clinicims. md the 

quantif'ng of reason. aiiowed for the merisurement of madness. Western defïtions of a 

successful self involve 'psychic uni-. autonomy. self-conclinment. full possession of 

thought. and wdled. ntiond. purposeful action" (Barrett cited in Barham. 1992: 89-90). 

Investment in western notions of a u n i t q .  individudist. permanent and authentic self 

(Geertz. 19% Taylor. 1989. 199 1) shed of spiritualil dmies any Iegitimacy to the 

rxpenence of psychosis. This modem self. abandoned of the possibility of psychosis 



leares thrit espeïience to lui 'other' self and d e s  that other self rulnenble to the diagnosis 

of clioicd ilines. Ur. more to the point. the ntiond self m d e s  c1inica.i ilhess die only 

ardable explmation of psychosis as it stands in conflict with rationafin and psychic unifie. 

This understanding of a nomial. ntiond individual is the benchmark for an assessrnent of 

illnrss which in man' rvays is a derirition of ths  indiridual. This prototype of nomalie 

underlies die supposedly ritheoretical classificatory systerns of .-hericm psychiatry (Lovell. 

1991: -35oj. When the modem. miionai self l d t  room for the esperience or ps~dmsis hr 

laid claims on the ability to understand and treat that psychosis for himself bu wrty of the 

rdtiond. r n e û i d  mode1 md ultimately denied the subjectirity of prsons esperiençing 

schirophrenia. 

.\ Iemwhle. the schmphrenic lifeshle 1s itseli a post-modem metriphor. 

Schizophrenia as a mental illness entails both the disordering of psycholo~icd processes 

ünd the deriation o f  behariour fn>m the noms of society (Clausen. 1050: 13). .\lthoiigh 

psychiütricall~. deviûtions from these noms ma? be symptomahc of a mental illness. it is in 

contlict with these noms  that schi~ophrenics are most likely to rsperience themselws as 

schizophrenic (different ). RecooJùsing that diere is more to the experience of illness than 

the mediçd model c-m esplain is the beginning of the post-modern esprnence of illnrss 

(.Wur F d  cited in hloms. 1998: 24). Bnin dysfunchon. delusions and fngmented 

thinlring are escapes from ntionality and c m  be nconfio,ured as the uniettered esperiense 

of the post-modern individual (LoveU. 1997: 353). The post-modern self is reflected - or 

anticipüted - in the muiti-referent collage of frapented delusions of die schizophrenic. 

Schizophrenia. as 3 psychiatrie disease and an esperience of illness. rillows for the 

exploration of the tensions between modem@ and post-modenllty: the rnodemist pnctices 

of traditionai psychiatry md the post-modern espenence of schizophrenia. 

The development and nidespread use of mti-schirophrenic dmgs in the 1950s has 

meant the grnerai deinstitutiondishg of schizophrenics. fundamentdy dtering the m-ay 

schizophrenin lire and are admuiistered to bp their m e  $vers (Bachnch. 1994: Tdbott. 



1994). 'Ws alteration has in tum loosened the reips of psychiatry. leaving psychiritrists 

ptimarily responsible for diagnosis while cornmunity organisations and family rire left with 

the exigencies of c;uing for the mental.& dl (Knoivles. 1997b). 

The emergeoce of patients' rights p u p s  in ihe 1980s has d s o  provided ii powerful 

roice for the patients thernselves bu attempting to question the luithonty of diagnosis as well 

as the effectiveness of care whde chdlenging the stipatisabon that goes dong - with an? 

iiiagnosis or mental illness. 

Schizophrenia as î diayosis is expressive of identic- and howiedgr. Psyha@- is 

its mechanism of construction and reproduction making itself indispensable to the illness 

and oreriding individual ciifferences and similarities b>, fivouring senenlisations of 

organistic pathology. Schizophrenia then. functions ris a catqory: but what essentially does 

this category mean? I-Iow does it Iunction driily in the l i v t r  of those rvho work mci lire 

within its c o n s ~ t s ' ?  What perfonnmces does it require md what relationships does it 

create ( s'edyvick. 1990: 27)' Diagnostic catepries are powttr wcton used to j u d p  and 

manage (Know les 199%): in the case of schizophrenia the power resides 1-el! with 

psychiatrists but like dl porvers that be. they dso face points of resistance. Questions then 

a ise  such as: 'in what f o n  is this resistance stablished'?' 'By mhom and on whose 

behdf'? '  

[ncreasingly a loose netivork of services is king rislied to provide for 

"schizophrenics at large" creatîng non-psychiaûic "experts" from the social worker to the 

shower attendant. In m e n  whwe psychimtry itself is beins questioned. schizophrenis is 

evolvins beyond merely a diagnosis luid is now a h i g y  contentious marker whose meming 

is increasingly nebuious and constmtly negotiated. Asxnions of self. identity secrecy md 

disclosure on the piut of the patient. professional esigencies. scientism and limited resources 

on the part of s varie' of professions are ail rither agitated by rnar_ghality. societal f e m  for 

sdety. police and legai interventions (Boyle. 1990: Clausen. 19%). and a phami;iceuticai 



chtg culture. or mitisnted by mutual understanding. better treatments. social inte-gmtion as 

weii as improved and accessible services. 

One social rvorhr at a drop-in cornrnented thrit di the mentdly il1 users there had 

been in jail. 

I cm2  h d v  think of one person orer at the centre that is mentaIli. il1 md 
thüt has not been in jaii at ieast one time lit the very least. 

Ry l i h g  schizophreniü mith crimintili~~ Beth indcates how some ttictors such as l e p i  

intervention. and f d e d  social integration establish the inevitability of jail time for the 

mentally dl. 'The folding in of crimindip into the sickntss rok provides one esample of 

hoiv a diagnosis. with close ;issociations to an ineritabilip. charts a sort of life course. rk i s  

coime is most l i k e l ~  müpped out with a series of inevitabilities of n: hich homelesmess. 

estrangement and unemployment are but a few. When one informant dternatii'ely stûted 

that shc w u  "*cruy'- imd -'welf' shr \vas struggling to explain both how sçhimphrenia 

persisted in hmrs of non-psychosis and the pemment dtention of her life Ae r  diagnosis. 

.f hüt permanent dter~tion is the inesmpübility of 3 sick role. It is this sick rolc and the 

fusion of self with disease that c m  only becorne the subjective espenence of illncss. 

Diügnosis is the rsposure of subjectiw feelings and thoughts (whiçh since the' are m e  's 

own luid the only ones one rnay experience. seem normd) to the medical p e  and in man? 

rwys is the erosion of what sepmtes secrtxy from disclosure. Full disclosurc in tum is 

part of what expectations are based on and in the case of a schizophrenic diagosis. one part 

of whnt rvill be presented here as fire-phase course. 

This five phase course pulls together what the psyhiaû-ist h o w s  $out the 

schizophrenic (a diagnosis). what the? ma? suspect (causes imd onset) and what th- may 

expect (iecovery. stability and relapse). Not ody does this eapand schizophrenia beyond 

the psychotic s>mptoms. but it cm leave a Lingering sense of disease:ilIness errn when the 

schizophrenic is qymptomatic. It is dso a r n e m  whereby unemplo~ment. homelessness. 

depression and other problms cm be anticipateci in various phases regardless of their 

relevance to schizophrenia or particular schizopbrenics. In dlls way. the M e  of a 



schizophrenic. 3s a subjective rxperience. is dso inevitably the ezperience of dismse and 

iiiness, 

If svmptorns represent schirophrenia as a rnosaic of illnesses. then the course of 

schizophrenia presents a tnjectory leading up to. including and following through the 

symptoms. Breakhg the course of schizophrenia into phases that include what bappenrd 

before diagnosis and is l le ly  to happen ûter. this course is both a projection and a 

backward glance. .-\lthough stritisticaily approximately 5 to 1 .ici- of schizophrenics / i d v  

recover (have no residual symptorns). the vast majonty w41 s m i g k  with schizophrenia for 

the duration of their lires. For this major@ then. not only are ihere espectations conceming 

the effect of schizophrenia on the rest of their liws. a fonvard projection. but thtwries 

abound about the causes luid predispositions ro schizophreniii in the indiriduai as nell as 

the trigzer of the tirsr psychotic episode. 

Phases of Schizophrenia 

fhis section introduces the tiw phases of schirophrenia. Beausr the! are States ot' 

being and include penods before ruid after the onset of florid symptoms. they s p e d  more to 

the psyholos  -- of the schirophrenic thm die psychiatrie synptoms of the disease. 

The premorbid phase begins before the first signs of an illness and is closely related 

to the source of the iflness. Alhough i t  is unclear whüt causes schizophrenia. in keeping 

with medicd and bioloojcal rnodels. the premorbid phase suggests that prenatd or exly 

postnatal bnin developrnent may be the source of the illness (Weinberger. 1995). 

The prodrornd phase is the interval between unusual behaviour and the onset of 

psychotic syrnptoms. 'The prociromal phase is subject to intense clinicd rmearch because 

snidies suggest tint early inten'enticm and treatment dirring prodromes. geatiy increases the 

opportunity to dter or mitigate the c o r n  of schizophreniû. However. this phase dso 

u s d y  coincides with adolescence m a h g  detection of unusual behaviour difficult to 

assess. as the' may be confused for '-growing pains." The following is a list of prodrornd 

features in descendin) order of frequency (Yung and X1cGon-y. 1996). 



Reduceci conceritration 
Sliortened attention 
Reduced drive and motivation 
Depressed mood 
Sleep (listurbance 
.U . .e ty  
Swid withdrmval 
S uspiciousness 
Deteriontion in role hnctioning 
Initability 

-The psychotic pliase is {lie manifestation of xtiv e i llness. cliancteriseci by r lie 

yniptoms descx-ibed as. -*positive." "negative." and "disorganised." It is this phase for 

r\-hicii iieiiroleptic meilicatioii is iiiost ettrctive aiid iised to slon or srop tlie tlise:ise process 

(Loebel et trl.. 1992). 

.\ iesicliial pliasi. iiny Ix iilarketl b!. low levd ps!+cliotic s>mpt»iiis. (;eiienii>. tlie 

negative symptoms of schizoplxenia are more difficult to treat mcl penist rhoiigli the 

residiial pliase. \\hic11 is dso clianctensed by role iiiipiiiniienr. 

The relapse procironid iiidicates the potentid for relapse by the exhibition of  

iiniisiinl belurioiir. Relapsc procliornes are sliorter ii i  tiiicition tliaii the initial prociroine. If' 

a definite diasnosis of schizophrenia has already k e n  made. then rehpse prodromes tnq 

be ensier to spot. Erirly iiiten.en(ioii rn? prevetit relapse < Herz aiid Larnberti. 1996). It is in 

ilus phase that unusiial behaviour is most problematic since not oniy are there no adequate 

nieaslires ngainst rvliich to sauge iisiial behavioiirs agninst iinusud ones. but what iiniisunl 

behaviours could possibly mem after the diagnosis of schizophrenia and between 

scluzophrenin theinselses rernriins eqiiriîiy uncertain. 

The coiuse of schizophrenia cm follow different tnjectories. Each phse differs in 

diintion ciependiiig on the individuai niflicteci. Genenlly howevcr. nule schizoplirenics 

enter the psychotic phase between 17 and 30 years of age and femdes between 20 to U) 

v e m  of age. In 5% r 15% of patients. psychosis is continiious. Problematic in the coiuse 

of schizophrenia is the notion of a cure. More and more it seems that 308 is accepted as 



the percentqe of those cured (appro.ximately hdf of this number still haring some residud 

symptoms). Korkers at drop-in centres regularly cited 5 3 .  It is interesting to note that 

clinically patients mho are no longer se ine  a psyhiatrist are generally repiuded as having 

been successfuliy treated. For the centres' stzffs however. - oening users to corne back dailv 

nas the success and those that did not r e m  at Irast regularly were thought to be 

deteriontino. Aside from a percentage of scliizophrenics who do seem to be çured and have 

no "residud" syptoms.  the residud and relapse prodrornd phases remain unclear as 

concepturilisations of remission versus cure. 

nhat causes schirophrenia is unlinonn. Its rluiability md mos iç  of sr-mptoms 

even lead some to suggest that it is not one diçease but sevenl. Nonetheless. schzophrenia 

is a diaposis with the ciire consequences ot'thr sii:mütisation of mentai illness. .\ccording 

to the Korld Psychiatrie .\ssoaation. hdf of smryed Canadians coduscd schizophrenia 

nith spiit persondity disorder. E1,d.f of those s u v r y i  would neither m q  nor shÿre an 

apartment rvith a schizophrenic and more than one-hird have no idea what causes it (Ciadd. 

1997). .\ s t a q  f o r  Janssen Phnrmaceuacds in the L i i t d  %tes indicated that people 

ssocioted spiit persondity. multiple persondity. Uismity and violence as spptomatic of' 

schirophrenia. I'he s m e  study dso shorved rhat wspondents beliered drus abuse. social 

environment. a nervous breakdown. poor parentino. weak ~*iHpower. luiness andfor idleness 

to be causes of schizophrenia ( in L-5.4 i'oday 5lagazine. Dec. 1997). 

Beyond a diagnosis is schizophrenia as a situation and circumstance involring 

homelessness. underun-rmplo~ment. poverty. mugindip. roicelessness. abuse and negiect. 

Seven percent of horneless people are schizophrenic accordmg to statishcs by the Clarke 

Institute (Clarke Institute. 1998). Onlp approsimately to 25<? of diagnosed 

schizophrenics cm do some sort of work (Nichols et ( I I .  1 995: 72: Rheinstein. 1999) and 

according to IIaclean's Ihpazine. 4 4  of dl imi tes  in Canada m schizophrenic (Nichols 

et al.. 1995: 72). -4s a namtive. schizophrema is infuseci with psychiatrie jargon about the 

rupture of pl.oplests' l ires as the? struggie to hold things to~ether whde d r e m  are being 



eroded luid relationships are fdiing spart. Above al1 howerer. schizophrenia is about people. 

those affliaed. their f d y .  hiends and caregivers. Different ways of mapping out 

schizophrenia illustrate the multiple perspectives from ahich schizophrenia m q  ix rie wed. 

This is not about differences nithin the symptornology or mdetstation of the 

illness. disease nor is it about statisticd (age. sender) differences betmeen schirophrenics. 

hçtead. it is a reconceptualisation of an i1lness:distxse that may d iow for the clinicd 

observations of schizophrenic synptoms to be oreriaid on the life of the individual through 

an understanding of phses. themselves part of the iife of the indiridual. 

Esplaining distf'clse in striciiv biologicd ternis Iàils to account for how the l onoe r i~  

of dysfunction is itxlf part of the disease. How the expenence of beins il1 rnay t ïyre into 

the symptomolog- of the disrase is one point that r n q  d o w  for the intenenticn of other 

(non-medical) disciplines. This dso gants the opportun@ for the schizophrenic as ai 

itidiridud ( a  post-modern subjeçt) to espress the illness nther than merel! being its carrier. 

Schizophrenia is. after dl. manifest differently in each individual. 7'here m alternative w w s  

to ~ i e w  schizophrenia that allon. for intesubjectirity ivithin a medicd modei. .\ patholop 

of comrnon sense is one such understanding of schizophcnia removed from the technid. 

psychiarriç disese model. It is dso possible to re-introduce the schizophrenic back into a 

discussion of schizophrenia dûectly by superimposing his: her Life over that of the c o r n  of 

schizophrenia. rhe tire phases of the course of schizophrenkt show hoa; the symptoms of s 

disease may be overlaid with the experience of schizophrenia as a subjectively espenenccd 

illness. .\lovinp beyond organic bnin dysfimction. disease. c m  be the clinicd miidabon of 

an ihess. Subjetively eapenenced diness is combined with other upsets and problems 

ssociated rvith ctisabilip. marginalisation and dienation m o n g  0 t h  thiop. 



Clia~ter 6 - The Field 

This chapter deals with the field as the site for the work of this thesis. -4qlums are 

not sinipi! cioseci creating a roid. In rlie wake of institutions there exists nehvorb on the 

outside on which the schizophrenic in;. rely. Cornmunity-based centres. drop-ins. bed-sits 

niid missions are the pillars of one mch network. Hoa. scliizophrenics use tlis networli ro 

their adrmtage. constmct a web of social i i r taorh and nieet needs for slielter ;uid focxi is 

par! of ;in oiigoing process iiiediated by tlir staffs at these places. tlirir resources and the 

demmds of other clients. f i s  chapter look at some of thesr places where siich networks 

r u t  created. 

.ifter deinshtiitionnlis;itio~~. inmy ot' the places to whicli scl~~oplirenics m torced to 

nim are. for them. initially only instrumental. Clpening hours. the tirne and type of meais 

5en.ed ruid othrr services piovided are the plimary motivnrion for goiiig to one place ntlier 

than another. Most places however do have their owii mibience and way of doing thngs to 

11 Iiicli the uses  becoiiie ricciistomecl mcl IV luch ewnt id  l y ti -ire into Iiow the! decide 

where to go. in addition. these places are centrai sites for socidising. 

. \s iioted carlier. Qiiebec is the on& pruv ince w ith ri s!.sreiii of c o m i i n i ~ . -  based 

clinics. These clinics are for nmny schizophrenics essenhi for maintairing p o d  mental 

healtli. For others. tlie! are biirdensome and visits to them are chores to be woicfed. Only 

one informant eapressed closeness with her psychiatrist. The others understooci their 

re1;ltionsliips to the staffs üt these clinics 3s cclients (or "consumers of mental liealth 

services") only. These clinics are also intertwined with procedures and protocols thai make 

personai relationships diffïcult. -4s miich as Shelly felt close to lier psychiatnst. she had no 

choice but to accept another when the fomer was sMted to another institution. 

At the other end of the specmni of deinstittitionalised semices. there were drop-in 

centres where the users were members and dl h e w  one another's naine. Members could 



;isk (and then h o p  for) specific meds to be provided and the staff members could. as 

friends. estend farours. Speciai among these ~ 3 s  loaoing money. 

Somewliere betiveen these two imiips. there \vert? the missions and residençies. 

Lots of users coming and -. coing. staying for the ni$. a week. one rnonth or s e v e d  often 

mrant that people moved.just 3s the! seemed to be estabiishing relationships. EXle these 

places were hi#y orsanised with staff working on a tight schedule to amnpe the beds and 

dinners the' were d s o  the places were t'rien& met at the end of the da! and where. 

occasionally. best friends lived just down the hall. 

5helters and residences were gendered spaces. .\[any cornmunity spüces are not 

open tcj both penders: gender determines access to certain spaces services and networks. In 

addition to rhe niised spaccs of soup Iiitchens and &op-ins. women have recourse to 

rvornen's sheiters. which in ~ u r i  are usu;illy geared torvrirds addressing problem of spouse 

The ('entres Locaux pour les Srnices Communautaires 

Services provided by the CLSCs rire referred to iis '*first line c m ' .  (2ov.q~ (d). 

199c)). .-U'ter the i+mStJ and s e r e d  malgamations. therr are ?b CLSCs. (-)ne is private and 

three ;ire run by chronic care hospitais. The gov cmment web page states the follotving 

The mission of ri CLSC is to offer basic hedth ruid socid services of a 
preventive or curative nature and rehabilitation or reintegntion senices to the 
population of the temitory thar it serves. It must see to it that the services 
required are offered. accordin+ to need in its facilities. in the clients 
enrironment. in school. in work or at home or. where necessq.  refer the 
penons to the resources besr suited to assist them. 
.-UI CLSCs have the resources for offerin3 in-home c m  and services to the 
elderly wiih reduced independence and physicians available for patient 
consultations either on a wdk-in or appointment bsis. [... 1 There are dso 
childhood. youth and f d y  prograns as weli as pro-aams focusing on 
specific client nwds such as mentai health and .-\IDS screening. including 
psychosocial suppoit to ensure thût the affected individuals receive semces. 
suited to thek needs in a perspective of prevention. promotion of health and 
weU-being. CLSCs are distinctive in that th. offer a mge  of hedth 
senices and responds to needs oot requiring the specidized treatment or 
equipment that could be found in hospihis or ambulatory care fantities 
(g0r .q~  (d). 1999). 



hlthough linle research uicluded in this thesis involred my C'LSCs this is a useful 

point to be@n descriptions of community-based centres as piysicd placeç. On one hand 

CISCs are important locales for some schizophrenics to gain riccess to senvices and for 

community centre staffs they are an important source of resources. Ch the other hmd 

homrer. as ph!.sid places the CLSCs tvere unimpotrmt for most of  the people inteniewed 

and indeed. places perceived either as too difficuit to get to md too fnught with bureaucmy 

or to be outright avoided for personal 3s well pncticd rmsons. I'here is hon-erer a 

"homeless tearn." consisting of nurses. psychiatrists and a social rvorker opentino - out of 

one C'LSC. Because the? cannot tidequately treat patients in the centres whiçh the! risit. 

they u s U y  offer the best m e  [hep cm provide on the spot md make appointments for 

people durins r e p h  CLSC hours. The social worker on the t e m  informed me that té\\ of 

the users of the outreiich ever show up at the CLSC Nonetheiess. this tm is a major link 

to CLSC services t o r  centre users .md ivorkers dikt.. 

C'LSC's qpem to the user as a regular business. Theu opente dlning regular 

business hours ruid the buildings the! are locared in look Ike ot'ficts. ïhey ;ut. s p e n l l ~ .  

well situated near main transit routes in mixed-use neighbourhoods. Althou& CLScs are 

responsible for a çatchrnent area man) serrices rire increasinpiv centraiised especidly those 

gemd to\vruds mental health services consumes. In addition the cLSCs rup undeqoing 

m d ~ m a t i o n s  inneasin? the 9 ~ e  ot' their çatchrnent lireas and increüsing the worldiload of 

workers. Genenlly. services are meant to tuget a population in a specific p x p p h y .  

Some smÿller CLSCs <ire not adequately able to provide English senices. 

.Accessin- CLSCs often requires going through sevenl  "gate keepers." C - s d y  

one is required to pass by a receptionist at the e n m c e  of the building. before moring on to 

some sort of a triage nurse:receptionist then waiting to see a doctor or other professional. 

'i'here rnq dso be various security memures such as needins adf ((a pmfessiod) to be 

escorted to the offices. through a locked door requving an m e s s  code. 



The St. Thomas 

Contmted to this image is the one of a &op-in centre. particuiruly one knorvn to 

serve food at regular h o m .  In 1985 the Saint Thomas Dropin opened It is located in the 

rear of a church. The conprepation of the çhurch decided to do somrthing about the people 

who were wandering in off the street looking for help. clothing luid food Evennially. the 

dropin adopted a mandate to care for the mentailu ill. Because there iire more demands 

being made on its resources than it cm it meet. the &op-in has devised a son of 

membership for its users. .\lthough they stiU ss is t  people cornin2 in off the street this now 

takes the form of guiding hem to other resources. .-\ social worker at the St. Thomas 

b e n  if it rvas phy'ncdly possible for to :et more people here. to sope with 
more or have more staff. we need to limit the mount of users. People who 
need to corne here need a 1.. . 1 personülised service. The'. need to feel at 
home [. . . ] to have a sensc of lamiliarity 

c ln my tirst visit to thc centre. people wrre çelebntine one of the users havine siren 

birth. Workrs were callin- other centres in an effort to find diapers. babq food and other 

items for the b a h .  

Fundjng is diffiçul t for the centre. Ki th t h e  social rvorkeis md two assistants. the 

centre opentes with a budget of 5 14.000. LTsud.Iy one of the users works a the centre ris 

p;ur of the E A n  p r o g r m x  under which th-. arc able to supplement their welf'are. During 

the academic year there are dso sociai work students fuifilhg intemship ("stages") 

rcquirements. ï'here used to be only two socid workers md one assistant but the others 

were needed and h e d  after the provincial government bmsted funding. At the same time 

however the municipal govenunent cut its ymt in hdf (Dedel. 199ha: Ah). Sorne support 

as char@ is offered by indisidual mernbers of die congegation although there have ken 

clashes with the church. The church hüs a lot of vacant room but the space occupied by the 

centre is also used by other groups. .4icoholics Anonpous for example. &er the centre 

closes. Once the space wris used tu shoot scenes for a television series and the drop-in used 

another spice in the church. Conversations with centre seiff here and in other church 



located centres. left die impression that although the churches were sommined to c h '  

works. they were uoprepared for many of the other 'problems" associated w-ith homeless 

and rnentally il1 people. such as people .'loitering'' on the churches' lasns during the 

summer. 

Success for the centre staff is hard do :auge but one mesure seems to be the 

rapport the? have ~ 5 t h  the users of the &op-in. Haring .- the users corne back is not only an 

oppominity tor the S V & ~  to stay in touch and make sure that thnps rire p o u ~  dright. but 

indiate that the users feel cornfortable and at ease asking for help. One third of the people 

using the S t. rhom;is Drop-in have no fised address. Ulereris in the eariy 1 YWs. staff 

coped 6 t h  an avenge of thirty people daily. they now meet the needs of between 60 and 80 

people during openting hous Vrom 1 1 .-\II to (> P l  L ~Derî'el. 199%: Ab). 

The St. Thomas is located on the top of three floors behind the church. It shms its 

entruces with the çhurch's offices on the second tloor and usudly one of the staff stood 

bv the door during peak (dinner) hours to make sure that no one wandered the hdls or 

enterai the other rooms and offices. I'here is some sort of hdl and kitchen in the basement 

but this area is usmlly locked. accessed by stdf who use the laundry facilities d i m .  

'I'here ;ire severai roorns that the drop-in centre uses for stonge and one office thüt 

is usudly open for anyone to use the phone but which d s o  offers a place for private tdks 

ir-ith stcitf. The main rmm is like a loft at the end of a hdlway. It is mide open. ided for 

keepin; an eye out on evesone. A counter in one corner surrounds the liitchen rirea. There 

are sevenl chairs but most are stacked when not in use. There are couches dong the wrills 

where people sleep during the day. two or three long tables. an upright piano and an old 

floor mode1 television that is the centre of entertainment. 'I'here is also a smdl radio in the 

kitchen and the counter top is invaiably tittered with snacks. There is d w y s  tea either 

made or behg made. For dinner the area is dorninated by tables. as many ris are needed. 

Pnctically. the best features of the room are the windows and the door to the fire escape. 

These offer ventilation and a sepmte entrmceiexit in the summer. There were paintings and 



ctnrvin- on thc ndls by thc uscrs and plaqucs rvith what 1 initidy undcrstood to bc 

Cbristim adagesi but Iater awxiated with more s p e ~ i l i c d y  with uisphtiou for dcoholiçs 

in thc tn-ch-stcp p m g r m c .  hlost stnkiag about thc room hon-cvcr is that feeling of bcing 

in someplace once ma_d~ccn t  as insinutcd by thc hipb. domcd cciling. 

Ths h p - i n  d o w s  smoking + and even with the windorvs and door open. the air is 

thick and seems trapped in the dome. ïhe  main source of food is Montreai Harvest which 

prorides 10 drop-ins and food banks the food that retailers no longer think fit to sell. 

During the surnmrr they seem to have more from f m e r s '  markets. l l eds  then depend on 

what is ;ir*Slable. Somtttimes there \vas a stew. other times cheese m d  macaroni or 

somethuig else. The staff dways attempted to pmduce balmced meds usualhv 

incorponting a srilad. For users. whit the mral would be (as opposed to just ratin? or ewri 

the centre itself) mas 3 key reason to d e  one's way someplace e l x  where. hopefully. the 

med would be more io one's l ihng 

L:nlike the "Tint line c;ue" of the CLSCs. the St. Thomas is initidly srriha as 

çhaotic. I'here was not the sense of order and the regulated flow of' people nor were there 

defiitive roles beino, plqed  The staff at the St. 'ïhomas wore c a s d  clothes m d  were 

diffïcuît to pick out. especially mono the users who çlaimed to be. and actecl as if th-+ werc. 

in charge. ï h e  snoke-heavy air and a feeling of uncleluinrss added to a sense that there 

IWS no contml. There was dso a despente sense of passing tirne. waiting for m ewnt that 

usually tumed out to be dinner. About his visit to the St. Thornas. Derfel m i e .  

.-\ man weaing a black cowboy hat is mopping the floor in a room crowded 
uith the mentdly ill. [. . . ] The man is maliing h i m l f  usefui. but most of the 
people sit listlessly watching the Rosie O'DoneU Show on TV or pace back 
and Forth mumbling to themselves. .A couple of men play a board g m e .  
wMe a woman sleeps in her rvintw çoat on a mûttress in the corner (Dedel. 
199%: -46). 
This description conjures up many of m. feelings from when 1 risited. There ~viis  a 

complacency in 3 circumstance that didn't seem to offer room for complacency and a sort 

Adages such as. "Lord give me the courage to change the thiags 1 m. b e  suengrh to acctpt hose 1 
cannot and the uisciorn to tell the diifsrence. " 



of listiess motion. Peoples' identities were more sirmlar for harino b ken tlirre - watching 

television. eathg - than insimila- for why they were bere - dnig problems. homelessness. 

and psyhiatric illnesses. 

.-Uthough the distirictions berween a CLSc and a plme lke the Sr. Thomas ;ire 

s h q .  in all faimess. they are not meant to proride the same services or 1nr1~r.r. The 

success of the St. L'homas is its relased amiosphere and non-jucigmentil tonr luid for the 

uses. who is in charge and to whom one needs to turn for help is indeed marked by their 

proft.ssiondism iind not their a uniform. Despite this thouoh. it must dso br noted as 

Derfel does that 'Ihe staff me assuming more administrative tasks that used to be hmdled 

b ~ .  the hospitds. like f i l h g  prescriptions" ( Derfel. 1999b). 

'The St. I'hornas drop-in centre closes for the month of August. 

The Blue Barn 

.\nother centre close to the S t. Thornas rind dso run out of a church is the Blue 

B m .  The Blue Barn opens in the moming and semes pemut butter sandwiches for 

breakfast. l'es md coffett rue rivailable unfi ciosin: - time at one o'clock in  the afternaon and 

there is always bread. Lunch is soup ruid usually a desert of doughnuts or some sort of 

pastry. I'he soup is prepared dail? and is made of IV kit is ri\.a.ilable: mttat in the soup is a 

m e  and exciting for the users here. XIeds are served on a first corne. fim serve bais and 

ilespite the long line-ups there is usually enou- for second and third helpings for those 

who Ynved on time. Coffee genedllly is 3 mity  in drop-uis especially "dl-pu-cm 

dnnk." Coffee \vas one of the bipgest budget items for the centre. ïherr is usually some 

pop and juice. Food that doeso't go into the soup (e.g. lettuce. fmits) is set out for users to 

help themselves to. The Montreai Guette d so  donates papers dail?. Most users seerned ro 

find the paper enterrriininp with its comics and crossword Few read the ernploy~~ent pages. 

The Blue Barn h a  f e w r  resowces than the St. Thomas md f e w r  d e s .  No one is 

ever banned from here for more tban a few hours or the da?. If the St. Thomas is non- 

judgementd. then the Blue Barn is no-questions. Intirnating this is the amount of s q a r  



th- use in pre-mising some of the cot'fer. Lots of sugx. as one worker told me. helps 

some users cope as th- corne off their (recreationd) drug hi$. The socid worker here 

said he didn't believe in barring people and expressed a philosoph>- that as a social worker 

was an advocate for socid change and complained that other centres were too bogped with 

administrative tasks to remah tmly dedicated to their clientele. Me wx. tor instance. 

disheartened that the St. Thomas closed for 3 month's vacation in the summer. 

The total number of lunchs served corresponds to the number oi  users Ir this 

centre. Genenlly there are fewer users at the beginning of the month and numbeis build 

studil>. until monthly chequrs are receired wch as cr-elfare. i'n O people strit'f this centre. 

one of whom is a social worker. I'here is dso usually at lest one volunteer dthough this 

centre h3s been less suççessfui in amacting intemees thm other centres. 

Nomber of lunches served for the months 
o l  .tpril and l l a y  t 19971 ut the Blue Born. 

LTnlike the St. 'I'homas. this centre 

iimits its focus to feeciing and providing 

a sak place For wlioerer cornes througli 

the door. This centre closes only on 

the weekends and statutory holidays. 

Because this centre opens rilier thm 

the Si. Thomas. t h e  are a lot of St. 

Tlionias' reguhrs licre wlio would later 

niore on to tlie Si. 'lliomas. Tliere were niore yoiing people at the Bliie Bani than nt the Si. 

Thomas which likely had to do with the membership requirenients of the St. Thomas. 

Sonietinies the iisers at the Blue B,m were visitos to tlie city. on ri budget ancl prhaps 

staying at a hostel. The Blue Bam staff. dthough the? h e w  the vast major@ of users. did 

not seem to have the depth of relationships wirh their iisers that the closed membership of 

the St. Thomas afforded. However. theu few d e s  and no barring principal meant that the? 

were able to reach tliose wlio liad lud otiier contacts severed. 



Space-wise the main area \vas laid out like a cafeteria with tables ninning panllel to 

the entnnce. The Blue Barn had recentiy ken renovated so the place looked new. Again 

there aas an upright piano and television in addition to a stocked bookcase. .-'lthough ihere 

were two washroorns. one had the wiishmg machine and m e r  sharing its space and was 

rcserved for staff'. The other wshroom h;td showers and urids but sometimes one of the 

few rvomen using the centre would use this washroorn. If 3 womm needed to use the 

ivrishroorn. rspecially to shower. men would have to wait imhl she was done. c.)nce w hile I 

was there though. a woman just rvalked in and used the toilet and sidi. Sepmting the 

kirchen and ths washroom is windorv so thrit the staff cm keep lui e y  on e v e ~ o n r  in the 

washroorn. This drop-in dso dispensed toiletries. Disposable mor s  and dollops of 

shaving mm were in hieh demmd. 

The titchen was sepwted from the main room by a sort of wdled-in coiinter rop. 

( )ne çould look ac~oss  die sounter into the main room but there n u  part oi'a il ;dl that made 

the kitchen seem to have a semi-private ürea. Some users cane into the htchen but very few 

and even tkvrr passed fiuther than a meter b e p d  the threshold. .\ lost came to use the 

wdl phone althou$ usually the staff woufd be asked to dial a number and the user would 

pick up a hllndset estension mounted outside the kitchen. Off the ktchen \vas a I q e  

piin- type of m a  and the kitchen itself had new. industricil applimces. There was a ndio 

t'or st3t.f. 

Past the main room there \vas also ;i xrure stonge m a  for users who nreded to 

stow their thing for 3 few h y s .  There were also more paatry areas and a large r o m  where 

sloths rvere neatly ruiyiped. Tmice a rveek for a few hours this area \vas opened by one of 

the volunteers so bat users couid pick out dothes. Socks and shoes were much sought- 

dter items. Occ;isiondly. staff wouid dlow a h o w n  user to do his l a u n e  using the 

machines there. 



Occasiondy the Blue B m  gave out transit tickets. Lsen constantl~ s k e d  for 

them but since they were b o u d t  - (at full price) ntber than donated. tickets were a m e  

commodity 

The ~ i u e  Bani. being one of the first places to open in the mornino, also offered a 

sde refuge for those who had stayed up di ni$. Slmy people did not corne for the med 

but sirnply wmted ri place at lie down for a few hours. 

This centre dso had art classes for its users luid paintings were on the rvdls. Ln 

addition there ivw a display cüse fixed to the h d f - i d 1  sepanbne the kitchen h m  the main 

room in ivhich miniature sculptures made b~ the users !vert: on display. The Blue Roof. 

because of tire codes luid bylaws. c m o t  aiha smoking inside. People smoke either just 

outside the entrance or on the church's front lawn. 

The Old Carling hlissiun 

Different frorn these centres whiçh nach their pe-A during the Ji'. and dran- people 

in primlvily by offering food. missions ruid shelters altract itinemt people in the evenina 

and tilthough the! might offer dinneis. their m i n  attraction is a bed for the night. Places 

such as theçes have larger staffs thtchen md cleming stafo than drap-in centres and more 

;idministmtive taks. In some places. beds have to be resemd early in the day. 'I'wice a 

Feu. those without a perment  address rire eligible for welfare dter spending three nights 

çonsecutively in a mission or shelter. 

The Old CÎrling Mission has sevemi hundred becls split between three locations: 

two for men and one for rvomen". The mission runs a shunle bus to more people to the 

different locations. For the men this mems that overcrowding is eased. Derfel strites. 'The 

staff regululy dispense mti-conrulmts and mti-psychotics. ewn  thou$ diey b o n  v e q  

little about these mectications" (Derfel 1999b: -46). 



The s p c e  is r e n  large with seved floors. It a:= also wry clem. There were 1-e 

dormitones. some private rootns. recreationd areas and a son of detos mom with padded 

wdis md mattresses on the tloor so thrit users couid not h m  thernselves. Staff stressed 

that the? did not t u .  people away althou$ they c m o t  accommodate minors. 

'l'here ivere dways line-ups for meds which were semed in a large cafeteria like 

setting with a fdly  st<iffed cafeteria kitchen. It seemed that at the one location people left 

soon dtiftcr eatino dthough i r  was unçlear if thry left to be on their own or were being 

shuttkd to another location, However. 3t l e s t  once a wwk. a social worker and nurse visit 

lis prirt ot 'm ornerich propmrne and mm' people striyed for a check-up. \-kits with the 

outreach t e m  were held in the mission's ûffice for prhacy. 

I-sers who spend the night are requirtd to shower. In addition to a shower 

attendant. there are also c m m  throughout the building. The Old Carling Ifission stxms 

impressire with its 1-e capaQty. cleanness md secuit\.. In contrat. Jimmy ivho uscd the 

mission while hr w s  d o ~ n  on his luck had a range of complaints. He believed tbat two 

He compliiined that the mission did not provide ;t piiiowcase. that the beds were 

uncomfi>rtabie md that showring was ineffective without a clem change of clothes. Jimrny 

thought the m d s  could be better ruid he hated having uncornfortable sleeps with "stinking 
. - 

people. 

Becxuse shelters rvere pender sensitive spaces. I was on& ably to visit the women's 

mission once. 1 went w-iIiih die outreach tevn and my visit  vas limited to the main room and 

the office. .A description of the place in tight of the h c t  that the facility h a  movrd into a 

new building seems futile. More thm qything else however. m e  thing sticks out in my 

mind and that is the maniing from die outreach t e m  that the ivomen in missions wrre worse 

than the men and had reiatively more severe psychoses. My impression of the people there. 

after has ing b e n  tainted. was nonetheless that the' were more tmubled dian the men in 

missions were. There was a lot of yelling. at each other o r  at no one rit dl. and there were a 



ferv fights. hmd and quick. G e n e d y  . homeless shelters gare insight into mhat other 

personai and socio-political problems where being blended togeiher and in the procrss 

cunfused with mental iilness (e.?.. unemployent). Romen's shelters added to this list of 

intersecting vectors swh b g s  as spouse abuse. npe and assault. 

The White Shield 

Like most other major urban centres. .\.Lontreal has an established Iuik to several. 

large chantable ogmisatiions that opente a network of thnft stores. homes and rrsidences. 

The Khitc Shield is one such orpmisation. During my resexch. the White Shield had 

begun to charge five dollars for a one night's s t q  in the dormitorp. inchdino breakkast. 

There i v s  dso a residence ivhere one couid rent a roorn. haw merils provided m d  share 

common areas md facili ties. Long term residents pcud each month a percentage (75%) of 

their incomr (social assistance payments) for r o m  and board. The one menas  sid den ce I 

speot time observing in was ün older building nther like a school made of cernent painted in 

disnirbinp orange md yllow colours. l ' h m  wüs s e c u r i ~  to pass by and one had to be 

buzzed through a locked door by guards. The White Shield wris uncornfortable with its 

long îomdors. s m d  rooms md single ~ramped elevritor. Ihe rcsidents seldom left the 

W t e  Shield. Despite stating how much diey vdued their freedom. the? spent most of their 

düys in a cornmon roorn. Here there \vas one teler ision rnounred to the ceiling. It \vas 

dwys set to one station for the &y. Residents seemed to have places they dways sat. in 

the cornmon room 1 often saw men who iookd to have been severelv beaten. Some had 

bniises and cuts hedhg while others had long since coped with parts of their faces havinp 

been crushed One of rn!* colleagues would comment that the White Shield physicdly 

resembled a prison. M y  impression was that it iike a warehouse. Space was minimal and 

Spartan with no aesihetic apped but more than that it seemed as thou* people were simply 

being stored there. Despite my impression that few people exercised in and oui privileges 

or other freedoms. one resident. Laurent again. stated: 

The freedom we're &en is SO broad [. . . ] It's the fmt t h e  1 saw a 
senice so open. I &an to the point of respectiiig the liberty of individuals 



[. . . to 1ear.e hem qui te free in fact. 

'Ahen iiçked what he did with his freedom he responded T m  not a p o d  exmple. I sleep 

a lot." 

-4s rvith other missions. staff dispensed medintions. At the nhite Shield. one 

office had its desk and füing cabinets littered with small jars of pills. LIv understanding 

rvas since the nhite Shield controlled the residents' money and meds. that it could ensure 

that they took their medication and followed their r e w e .  But as one informant. C u l o .  who 

went off and on tus mediation slearlv iiiustnted. accepting the dispensed medcations md 

a c h d y  ingeshng them ivere trvo totdly different things. 

I'he residence shares the building n-ith the dormiton as n-el1 as odier wxds on 

different floors meeting differrnt needs. such as the detox w r d .  

t:;iced ivith a limitrd budget the White Shield cmnot ;itTord hizh w g e s  and one 

(seemingiy disbmtled although not vindichve) employee said. pays minimum wage. ;\s a 

curiosit~~ howver. several of the staff were trined. skiiled prot'essiods who hrid 

immigrated ro Canada but not bren rr-licensed to pmctise their skills herr. This wris most 

rridentlv the case ivith n "doctor" who was not 1icenst.d here but hrid k e n  an ivmy doctor 

in the I-SSR. Although the situation of this ex-militq doctor was e.xtraordinq. manu 

residences such as t h s  one rvere mn as though the). were part of the milit-. Personal ivith 

milit- backgrounds were common and some places had adopted a milit? bierarch~ with 

~ e n e n l s  and colonels. 

The employee espressed concttm noi onlv about the level of tare and dedication to 

worli that minimum w q e  inspires. but the rni.xing of different populations as they were 

itllowed to move brtrvern floors. Me told stones of othw users attacking and robbing the 

eldedy residents. Coincidentally. a social worker had observed that sevenl older people in 

residences and in missions were there because the? owed dl their mone: to bookes. l om 

sharlts and other "Shylocks" who regularly beat up thek debtors. The White Shield m s  

moured to be reluctant to inrolve outsiders such as the police. Crgence Santé or even 



outside social workers and psychilitnsts for fear diat the? rvould be able to have some 

(paybg) residents removeci. It mas also rurnoured that the %hite Shield preferred the 

mentallp il1 as residents bec3use since they charged a percenirise of incorne. it \vas more 

profitable to those whose soclal assistance *as aupented. Reludmce to invo1i.r: the police 

[vas one of the eniploye's complaints. Some students of social n - o k  were completing their 

stages there. It dso m k e s  sense that in mmy cases. aupented socid ;issistancr is an 

indicator that àreater c m  is needed ruid adopting a payment based on a percenugr of social 

assistance is a rvay of ch-jng for this needed c m  as the increased socid assistance 

anticipates that need. 

. \ I I  the residents inteniewed from the Rh te  Shield seemed happy to be tliere or 

cornplacent. Since for most this rvas the first stop after cornino out of a hospitd or prison. 

their happiness has to be assessed relritiwly. l ' h m  was though. ;i sense of people mingling 

if not cornrnunity. at l e s t  for some. Beçt friends lived on the same tloor. groups of fnends 

hung out in the cornmon room together at the srune hours and shaing (especidly cigarettes i 

was a sign of cammderie. indeed for many this was the only place where the- spoke of 

livinp out their l ins Others appreciated just the meds *md laun@ facilities. 

While on the rounds with the outreach team. a social worker commented that 

dthough one ivould espect the shelters and missions to be full at the end of the month and 

during the winter. in his rsperience. how full the places were was fickle. At the St. Thomas 

there [vere sercrd people who were known to b o u m  betwwn sta'ing with different fnends 

and usmg the missions: some preferred Living on the Street ail year. Dunliin' Donuts and 

dl Nght coffee shops were also favomite places for the itinerant. There were dso srories of 

w-eelilong drinlruig binpsL3 mithout sleep. 

%%rit this gened description of sprtcific places does not provide is of course any 

description of the spaces between them. Schizophrenia is not iimited to a social geo_gaphy 

: Xnzcdotah. one m n  with o d y  hs thumbs was k n o ~ n  ro bave lost hs fingers aiter passing our in a 
snow bank in the middie oI' wintzr dter a dnnkrng binez. 



and schizophrenics have 10 move through and navi-ate - the ci' well. Not oniy are the!. 

forced to move as part of esercising choice (finding the rnost appealing med) but also just 

to access semices. C X n o _  to the appropriate CLSC is difficult mithout mon- to pay for 

even public transit and making it there during regulw opnting hours may prove impossible 

if one has to negotiate resening a bed for the night and getting meds a the same tirne. The 

logistics of beins somewhere at a certain hme for the best services and then somewhere else 

for the best bed mhle place and hme are non-neptiable in m q  r w y s  made for the rvorst 

possible senario in which to o r p i s e  a day . Services xe scattered throughout the ci- and 

the c i h  itself has a Irirge geognphy. W e r e  winters make e e r e  short a-& difficult and 

unpleaçant. A t  centres that distributed clothing. socks and shoes were çoveted items. The 

most common dments that the nurses on the outreach team dealt with involvecf the feot tuid 

such thinzs as severe blisters and îkostbite. 

'i'his chapter wlis m i n l y  intended to provide a :lance into whrit the spacrs are l i k  

that schizophrenics move in and between: the social networks forged in these spaces and the 

politicai climate that has srriateci ünd maintains these spaces. Holding dl this toorther and 

makuig it somewhnt more tjmiliar are the users that move to and uound these different 

spaces. Some users had more of a circuit than others did .-in example of a circuit could be 

sleeping at the Old Carling Mission. having bre;ikf;ist at the Blue Ban. spending some time 

in a mail or on the Street. rnoring to the St. Thomas for dinner and then back to the Old 

cxiing. 

Ching through this circuit with 0th-  user; ofien formed bonds even if those uses 

only recognised eacb other but nrely spoke. Users of the Si. Thomas usually stayed 

together at tables during breakfast at the Blue Brun. A xnse of solidarity monp  users was 

retofd to me in the story of Bobby as recounted by one user of a dmp-in. 

Bobby's Story as Espressing Solidarity 

Bobby wûs in bis mid thirties and mentally hmdicapped. He functioned Wre "-an 

eight - year old boy." He w;is friendly and loved to Eilk to people. He waçn't reallv n user 



of the drop-ins or the mission becausr he s tqed in an open. specid c m  home. During the 

chy he prefened to wander the streets and wodd often corne to the drop-ins during 

mealtimes to chat with his Street fnends there. Some of the users of a drop-in leamed that a 

taxi dnver had been bribing Bobby with candy to get Bobby to perform o r i  ses on him in 

the back of his cab. 

'Ke got to~ether a few other ;uys from --- and beat the shit out of the abbu. 
He was l$d up in the hospital for a long time man. But that was the end of . * 
it. Yeah we look alter our own.. . 

This story shows that &op-in centre users and the homeless had a sense of community built 

out of a seemingly fngrnented. isolated Lifc of rnrirgindisütion on the strtwr. 

There are of course many more drop-ins. missions and shelters in S lontreai. S o m  

were only ris large as a wÿlk in closet. Some of thrm cater to pruticular cthnicities othcrs to 

age proups. None are rvithout d e s  and dl are highly o r p i s e d  spaces with codes and 

spsterns of sowmina. l'estiges ofreli$ous philantlmpy. the? each have their own 

rehtionship to volunteers. charities and govenunent funding. l h n y  had social workers on 

staff. none hüd their own fd-time psychiatrist and dthowh 1 th& w o r k s  provided 

valuable semices. these were not places for thenpy. 

I.eaming the d e s  of a dorrn centres and usine them during their openting h o m  

requires a c e m i n  mount of savvy. The centres described abore are having their roles 

streiched and reciefined unid the i l rrqz .  .\[ore mentdly il1 users and increrised 

responsibility for managing c h g s  are just the tip of the deinçtitutiondisation iceberg. 

These places. their users and stai'fs are the most erident remit of the retreat of professional 

psychiatrie care and the pre-eminence of public policy. The centres and meir staffs are the 

new netwoik of mental-health m e  providers. rtching out new roles and relationshps with 



Human action creates the stoq for which narrative provides the essentid foml of 

understanding (Barham. 1984: h l ) .  M a t  schizophretiics do is the actions which ivhen 

namted offer a particular insight h to  w lut it is to l iv e with schizophrenia. In the follorvinp 

pages. four iife histories piececi togethes from a series of interviews coiiducted with 

i n f ~ m t s  are presented. The stones they tell explain what the consequences. in t e m s  of 

ilieir liv es. rue of a ciinposis. 

Both the metlicd tlefiiiitioii of scliirophreniii aiid the course of schimplu.enia rire 

concemed with disease pthology and its manifestation in ierms of iliness and syrnptcms. 

l'lie couse  of schizophrenia md its pi-tseniation rue bth. '-char~ctensed by islands of' 

nomlity surrounded by oceans of chaos. with bewildering variability between patients" 

iJ»linsoii. 1992: 98). Tlùs iari;lbility between patients occurs in s~~n~ptoinolo~v C I  as wcll ils 

in different opporhmities lost and gained by the post-diagnosed schizophrenic. For this 

season it is inipoitant noi to torget tlie individiial. 'ro this end liere is a sanipling of various 

lik histones. These life histones have been subject to nuny inte jections but mninly with 

the goal ot' ioiproviiig l'l«w. For the most pn. coiniiwntary and ;isicles have k e n  :iv«itledi '. 
Of the fol1oa.ing biir iiiiormuits tliree are blxk and inuiiignted ?O Cm;& sonie 

time %o. The other is of Greek descent. This thesis is not about ncism md the stories 

presented Iiere were chosen Ior tlieir completenas mci becausc in n m y  rvays the? were 

typical of other stories. But. this research is rather hnited in scde and as such 1 ivould not 

propose tliat tliese stoiies statistically represent a sample froin which a population could be 

extmpolûted. Tbe three black m f o m t s '  stories were particularly nch because when these 

a some infommts were encoiintered the? where vrn approachabie ancl spoke a lot. providin, 

. . 

. 'Thesr: parucular srones werz selcctrd because ot theu re1mve c~rnpieren~ss. H o w s \ ' ~ ~ .  ~ Z C ~ U S Z  contact 
uith my idormanfi was rnedtated by cenues' staffs. few of the interviews (none presented here) mvolved 
;myonz u-ith tlond ~ m p t o m s  - -  that is no one \vas pychotic. Xc.i t only then do hzse parucular Iife 



of the most complete life histones that the research collected. They are dso  mell h o w ~  bu 

other users and;or workers. who dso spoke of them. in addition one informant had a 

brother. IZichard. mho w;is dso schizophrenic and a close friend of imother ont! of the 

Uiformants. Richard's life histoq rvas difficuit to access and remriins incomplete m d y  

because he prcferred to speak about the other users of çommunity centres in gened.  More 

than providing a lot of Uifomation about himself though. he filled in s e v e d  blanks about 

others. In the t e h g  of two ot the Iollowmg s~ories then. there m t h e  mrJtors  with their 

lives overlapping more so thm just in the socid space of the centres providmg m 

opportunity for ûiffmnt persptxtires md insight into ench other's histoq.. 'Ihe thrd black 

participant selected for this section is unknow-n to anyone outside of the residence where he 

lired. His s t o p  is the most complete one obtiiined dunng the reseruch but i t  is üIso the 

most difficult to foilou;. Of course. esch çchizophreric's life story is unique and even in 

ushg these to illustrate the course ol'schirophrenin. thcy are not offtired as a rnetanmtiw.  

but rather 3s offerinp redistic illustrations that althou* c. not çommon. shxe cornmonalties 

with most of the schirophrenics I rncountered. hmrui i \ . .  these n m ~ t i r e s  should be seen as 

"keys io the personai meming of illness [schizophrenial md the historical. cuitunl and 

institutionai shaping o l  thai esperience" c h r e l l  1997: 355). 

Glen 

The first informant. Glen is Cireek Canadian. His s toq  is rclatirely short and yet in 

many ways is typicd of m q  users of 3 &op-in. He hhas spent time in jail where his 

diagnosis occurred and haç a h g  problem (ai beit a severe one). What is interesthg in 

Gien's story is that he has a hi* +. d e p e  of futictionality yet has to r e l ~  on the dropin 

rnriiniy for reasons other than his schizophrenia f i s  dnip addiction problern increûses lus 

rnarginrility and limits his options. 

histones teU the stones of paniculaar people but ot particular schzophrmics a t a spectfic point in their 
clissase. 



Glrn mas 36 at the time of his intenien; in 199'7. For hirn schzophrenia means that 

he h m  voices. .-\rrested for m e d  robbeq in 1987 he wu diagnosed in pnson as 

schzophrenic. Gien said he hah ' t  hea-d an). roiceç until about three yexs before this 

point. He had a normal Me. which made his diagrmis initial- ciifficult to accept. About the 

I didn't kl iere h m  the first hme. ' C'ause I used to work. 1 hlid a sirIfriend. 
I was engaged and erqthing broke loose. -ou know? 

Lpon his release. part of his probation inçluded the rquirement tbat he keep up with 

his medication. Now off probation. he continues wïth his medication for most of the week. 

The drop-in centre lie uses admnisters his mediçations. .Uthouph the? are o n l ~  pills (four 

pills a dv ) .  Glen does not self-rnedicnte. Even though his regime rquircs him to t&e 

medication düily. lie leavrs the centre r-rl? on Fridays beforc medications are disprnsed iüid 

does not t;ike his medications on the weekends when the centre is closed. Glen dici not feel 

that missin2 a kn. &vs CWTV w e k  rffwted hirn since he d w q s  reiurned ro the repime on 

For (-ilen. his diagnosis Iielped him. "1 d o i t  hear roicts. It 's been three yzus. I 

d o i t  hear voices." More reveding of the utili- of the diqnosis however. is thüt Glen. on 

ndfat-e sincc I rning jail rvüs able to ausrnent his benefits brcaiise oihis diripnosis. He has 

had a cocaine problem for several years and he signs over his benefit cheques to the jlinitor 

in his building who then pays his rent and supplies him with cocaine. (ilen pmhmdles for 

money and cigluena. ;Uthou$ he is able to live in a. shared apartment. he nwds the drop-in 

to proride food. He dso showers rit the centre sincc his budoet. spent rntirely on @S.  

doesn't dlow for soap at home. Staff m not equipped to ded with his drug addiction and 

as long as he does not act out in the centre. he is welcome to use its senices. Since the 

centre is the only thing keeping him on his medications. not having him corne would be a 

faif ure. 

Cilen \vas the on& informant who wûs at the &op-in everyd- for most of the d q .  

Not only did Glen not cook or m h  at home. he was unconcemed about where he did eat 



and shower. In this wq. he mas d i l i e  other usm who mored betrvern places in order to 

get the best possible services. Glen was only concerned ~ 5 t h  feeding his dnig addiction. In 

this way. e~ting. showering and sociditinn cvere the spaces betwen rrents (taking dnigs). 

This is in contnst to how grooming. eating and socidising were the main esents of other 

users' da'-S. 

Cilen's drus addiction problem presents one trijrly consistent prnblern mon: drop- 

in centre users. Clne worker at a mission spoke ot medmted users attemptinp to seil their 

drugs. .\lthough this m q  simply be m effort to n ise  money it rerrds hon; b l q .  the line 

between phmaçelmcd and recreationai drugs mû! become. The distinction sepmting 

psychiatrie drue culture treatment t'rorn street cimg çuiture müy brt onl! of leoitirnisation and 

authority. More than likely however. it rvas the populations at drop-ins that perpenirite 

addiction m o n g  users. Dmg users and drus sellers s h m d  a spaçe that dso suhsidised 

their muginai lives. enabling hem to p q  for their dmss and dcohol which furnished their 

escapes. 

. \ t  the end of the ~ s e a r c h  nothing hüd chünged for Cilen. He had not mowd. 

conquered his addiction nor stopped spending his weekdays at the &op-in. 

~licl iacl  

nhen I tïrst met Michael in 1990. he \vas 38 v e m  old. rery tdkatire md easy 

going. -4s we got to b u ;  one other I understood a certain chuisma he had that dlowed 
t 

hm a lot of leeway in his dealinp with other centre users and staff. He liked to kid xound 

nith ereryone and for the women d w y s  tned to keep up a sort of sexual banter. hlichael 

emi=mted frorn the Cÿnbbean throqh Toronto more than twenty years ago. He liwd with 

his mother for a while before attempting to saike out on his own. Al1 he wanted to do wris 

work and eventudy a fnend landed him a job at a fast food restaurant. He lost that job dter 

punchhg a time card for the same friend that got him the job. From here. bis namtive is 

mostly of being homelas. 



For Michel. Toronto mas too busy and ovenvhelmed hm dthouo,h he recognises 

that he had a better chance of gemng a job there. bEchacl learned some French in school 

but nerer achieved flurnq. Xowadqs he says he h a s  bmes rvhen he remembttrs his 

schooling and cm converse in French but othen when he can't understand a word. T m  

p r e p  good at it sometirnes. Sometimes 1 Iose it. l'ou could be talking to me and I d o i t  

h o w  what you're sq ing  no more. in French." 4fichwl seems to bave constant stmggles 

ir iih dnigs. EIr adinils to smoking rnarijuwi but a lot 01' his àirugglrs hro l re  resistinp 

hxder dmps. The preralence of dnigs is indicative of his situation as a poor man who uses 

h o p i n  centres and his ~ s o l r e  ro resist them s h o w  3 dedication ro h is  Iamily. çspeciülly his 

daughter. rvho was just one Fear old at the timc of our fmt meeting in 1996. 

lLiçh;iri was mrs ted  for selling dnios to an undercoret police officer. I ' hs  erent 

marks his diayosis as  schi~ophrenic. Encounters with the iaw are coinmon among 

schrophrenics and 1 Lichael is no exception. He ç l ~ m  a record of 14 iirrests tor serenl 

petty aimes mostly shopliftino, which incidentally he excuseci as hlln ha~ing been 

orenshelrned by the weiilth ofC1mad;i. and wmting some for tuniself. Rrllitire p o w q  has 

followed Xlichael and plapued his life here in Canada rvhere he feels hirnself better off than 

bück home 'et still poor relative to other C'madians. "'Financirilly I'm tnpped ... S o  way I 

cm make a dollar unless 1 @O steal or thieve or do sornething like t h . "  

Uichaçil's Enend. howerer. questionrd 5Lichaei 's ~ s o l v r  to work md çriticised him 

for never really wanting legitimate work. Richvd implied that hlichael's geatest saviour is 

the welfare state. 

In a q  crise Siichael's diaonosis r v s  made rvMe Uica-cented for selling dnigs. 

Another incident however seems to have sharpened his awareness of having schizoptmnia. 

I was binp d o m  in the gmss sleeping. y u  know. and rill of a sudden the 
cops put himdcuffs on me and tell me 1 just snatch a womm's purse. 1 told 
them I didn't do it. I have no money I have nothing ... The? c m y  me to jail 
... 1 end up getting a year in prison. 



For his part lfichael saw he didn't snatch the purse or at the very most. doesn't 

remember. ;Uthough XIichael wodd have prefened to not have been çentenced. he aiso x e s  

this ris the point when he \vas able to get help. Help is multifaceted in this sense. The mat 

solved his problem of homelessness. whiie his diagosis diverted hi21 3awq from other 

inmates into the more tolmble space of the psychiatrie wxd.  

Initiallu. hlichael did not believe his diagnosis because he had never before heard of 

schizophrenia. "1 didn't horv there cvas schizophrrnia until I w;is in Slontrcd." 

Cnderstandinp what schimphrenia is w u  essentid for hirn to accept his diagnosis. 

Particularly. it offered hirn an explanahon for the roices hr hexd in his head. 'I'he voices. 

which Slichael remembers havuig hrid back in the Caribbean indicrite for Ifichael that he 

h;u: had schirophrenia for a long rime. &fore coming to I l o n t r d  Diagnosis back home 

wasn't possible because there "[they ] didn't have the doctors md things to tell me." His 

understanding of what schirophrenia is not as clinid iis it is pngmatic. Soi only does it 

au-ment his welfm benefit. but dso. havins had problrms nith immigration blichael feels 

that his diagnosls helped in his bid to sta!. in Chada. Being on a medicd regme. with 

which he is cornpliant. is a way for him IO prove his responsibiiity. Meeting appointments 

to pet his rnedic;itions evec* trvo weeks. is an esample of rhis responsibility. Days when he 

has appointments for his injections motivate hirn and allori; him to prove his organising 

skills. "Ki.lien I h o w  i t 's  for the shot. mm I'm up at sis o'clock in the morning for that." 

hliclÿiel like most odier schizophrenic infamants did go off his rnrdication for 

periods of hme. Although 1 suspect that he had a varie5 of reûsons for doing so. l i s  most 

compelling was that one of the side effects was impotency . I rissume that this was a skiin 

for his mmiage. Seein- - how rnuch of Michel's personality and c h m  \vas predinted on 

sensu;ilitp. hpotency mut have dso put his bioiogy intolenbly out of s p c  with his 

persondi p. 

When Xlichael \vas on welf'. he b e r n e  familiar with the system of soup kitchens. 

&op-in centres md missions which he continued to use ;ifter his diagnosis. His situation 



was followed by the CLSC. Six years aso. .\fichael miuned a Quebecker md his wcliire 

was cut off. She has a well-pa?ing job. which apparently is stiu insufficieut to support 

Michael ruid iheir dawhter. Without going into the financld details of his mariage. 

Michel indicated that he has had to rely on a clinic to provide his medication since the new 

provinciai dru- insurance proenmme. 

.Clichael has dso spent some time in hdfway houses and goup  homes. --Utho@ 

there is nothing particularly speçtacuiar about this. 1Licharl rrtells a iiisturbing ston ot one 

of his hmes in a group home. In this incident. .Ilichael spoke of seaudly assauitinp ünother 

ttlderly fernale rnember of the goup home. . \s shocking as his story nas the nonchalant 

bnvado mlth which it was related. It sûuck me again as Ilichael spokr of his mests iuid 

placement not in jail but the psyhiatric ward and his ivelfare bmetits. that Uichsrt  vas 

intirnating what his diagosis afforded him in t e m s  of money. access to some semices and 

mitignted punishrnent for his crimes. For 5 fichael. lus mental illness was one way of 

shirliing responsibilip while soliciting sympathy. 

Sex the end ot'the restrrch. .\Lichael was separüted flom hs  ivik and sharinp 

custody of his daughter. Centres' staffs were very womed when th- hadn't h m d  from 

hm for driys. Rmours were abundant often involvin@ ri dninlien binge. 'Ahen he did 

show up. more I think for the Company than the food. he brought his dawte r .  Che of the 

1st  times i interviewecf lim. dter  h s  sepmtion. he sremd to be s t r u g h g  but detennined 

to succeed. He spoke of sometimes just not being able to get up to soothe his daughter and 

stop her cryhg. Despite findins hlmself in the role of a single father ruid in a rut. he 

rem9ned in good spirits and seemed to be commined to s tq ing  on his rnedications. 

.Uthough his smdl bachelor apartment m e  have seemed d-; and unsuitable for a child. 

having an apartment is a succas for him. He was able to be on his own with his own thüigs 

and m e  for his daughter to the best of his abilities. 



S helly 

Shelly r m s  employed ;it the centre where I met hfichael. in the same extra 

proCgmmme diat had once employed hun. She ivas in fact the first penon 1 met ivhen 1 

entered and ;ilthou$ I <vas new to the project then. slie stills seems tu me to have no 

outwud s i y s  of schizophrenia. at l e s t  for long p e n d s  of tirne. She aûs a large ivoman 

and at 35 J Y X S  ol lige. full of ener9l1. 5he anacked her job with vigour and several times 

told me how much she lored clexing. Althou& she was friendly and personable. she 

didn't seem to soçirilise with ewryone luid I had the impression h t  3helly really wmted to 

associate herself more with the staff at the centre hm the users. 

Shelly emigmtted from ~ h e  Ciuibbem when she was 17. Ioiioming her brother iind 

sister. She has been back twice but doesn't consider a permanent move because most of 

her fmilv l i i e s  in Yonh .\merka noiv. She feels that living conditions bück home ;ire 

wone than thev s e  for her here and she is too old to go back to school there and find her 

job of clioice. T h e  depression. the tinmçid problems. econom:. m d  it's going to bc hürd 

and the schooling." She dso found it hard to see the changes in lives of her frierids in the 

C'xibbem: some of them haring dird Sht.11~ associates being 17 with good rimes in her 

life dthough generally she said that between the q e s  of 15 to 25 her life \vas soin: down 

Il iU.  

.At least part ot' the move to C'mach inrolved her Icrving a relationship thlit she nas 

too poung to be in. ;\lthough it seems that ths was her brother's assessrnent and that her 

fmily womed shr wouid becorne pregnant out of wedlock. SheUy haï. adopted this 

assessrnent herself. Her mother had died when she was ten and her hther remmied. 

Shrliy wmted to go to c o o h g  school here but had to support herself ~ v o r h g  

under the table as a housekeeper and baby-sitter for five years before obtYning her 

residency status. --Uter her residency c m e  through. Shelly went to school md besm to 

work two jobs. This was when she got her "nervous illness." Shelly gave up everything 

because she just couldn't concenhate on anything. 



From Sheily's perspitctiire. she was hospitdised because of nithdnwd: 

1 couldn't sleep at night and used to sit di alone in a lonely place thinbring 
and rny f3mily thought that 1 m getting sick beçause people don7 sit bp 
themselves. But 1 don3 ivmt to ialk: I d o i t  rvmt to do nothin?. 

Shefly ~rnerally reflects fiivour~bly on her hrne in the hospicil hast as if it n-ere a 

Spa. She spoke of personal contacts. bachs and king told to relax. But within this story is 

mother one of resisting eating and refusing '~commmds" such as to her medication. 

She spoke of king d k d  io the bed and baving her medication incrrsed. Shell) s e s  she 

wiis hospitalised for only threr ~\eeks md hris k e n  back twice since then. .-ifter her first 

hospitaiislition. SheUy iived with her aunt who took c m  of her and shoivd her horv to live 

;iutonomously ligairi. 

1'0 Shell~. schirophreiiia is "some kind of mentai illness that m k e s  you do str;inge 

th ins  l k e  h&ng voices or se ing things and rnakes )ou think that dus is the last day of 

the world." Havins been hospitalised thouoh. 5heUy now ieels ereat. 5he has ;ui active 

social iife in~ol\ ing poing to the bar once a week and she \vants to take cornputer clrisses. 

'-1 find therc is nothuig to rejcct me anyrvhere or in ;in). field or position that 1 rvmt to 

. - 
becorne. 

SheUy h s s  struggled nith her weiht  and recognises this ;is part of her battie with 

low motiration. It is dso a part of the dropin centre Lifestyle that fosters sedentan; actirities 

luid offers fanening snacks. 5helly herseif seemed dmost addicted ro cnckers md cheese 

spread. Other information dso suggests that her weighi gain is side effect of her 

medication. in my case. she is proud to have lost Y5 pounds. This boosted her spirits. 

Sheiiy also spoke often of baving a boyfriend but once recounted a stop of being hit on b!. 

some man at a bar. "1 havenet had a man in so long. I d o i t  ivant one and don7 need one 

.. mywy.  

Shelly's independence ruid hopefulness is ri direct result of a job at one of the drop- 

in centres and more genenlly. contact with a variety of commimity centres. At a women's 

shelter. Shelly is able to participate in art classes. Shelly tallied about field tnps and how the 



job has dowed her to socialise with people like herseif. She adores the staff ruid the extra 

money does a lot for her. This is in contriut to her 1 s t  job before her latest relapse. -4s her 

story pors. she was succasful as â packer but erentually encountered someone she woriied 

with who was jedous of her success and prejudiced by her schizophrenia. "He ivas jedous 

of me making so much money ewn though I am schizophrenic." 'Through a series of 

events. and in the absence of her supervisor. she was fired. Eventually. someone in 

personnel said shr codd zei her job brick il ;is the' toid her. '*you get a lefter lrom your 

doctor. but d o i t  say on this letter thrit you are sick. ill. because the? rvouldn't employ you 

becriuse p u  have a mental iilness." The stress of this situation erentualll. Ied io 

rehospitrilisation. Cpon her release. Shelly found henelf eligible for unemployment 

insurance ris w l l  as ri sick benet'it. 

In keeping with this episude. dl of Sheily's relapses ;ire çentred on times of stress. 

As her brother tells her stor-y. Shelly 's problems were immediate after her emi~gation. St i l I  

depressed about the death of her mother. and orerwhelmed by the success of others in 

C'=da. she became increasin-lu - obsessed mith accumdating wrdth. She overivorh (hvo 

jobs during school ) to this end. md like most people. never frels as though she's o,ettine 

any further ahead. Ch the odier hand having a job enfurces her feeling of agency and 

productivie. n'orliing is the fulfilment of n childhood ûream ruid the job at the centre is 

what malies her feel like she is. 'bacli again at the age of 17." Cbfominately. worlring as 

rveil ris school pitted Shelly competitirely with other fmily membea who have degees and 

careers. "uot just jobs." 1 aslied her what a relapse is. 

'ilhen you have a relapse. that means that 'ou are thuiking about something 
r edy  redy stressful to m d r  you be sick or ?ou have something. a stressful 
thhg like finuicial problems. no job. no friends. 

Sheliy seerns to indicate that stress precipitates relapse. Athough Shelly wûs 

relatirely successful in managing her schizophrenia. clerirly her rrtiiance on dropins. locv 

income md the label of 'hard to house' were part of a difficdt. stressful situation and her 

schizophrenic lifestyle. In m a q  ways then. this Mestyle ivould seem to predispose her to a 



cycle of relapse. Quoting Lubin. Barhm elabomtes Shelly's understanding of lier 

schizophrenia in terms of a vuinenbdity theon: 

. . . the concept of'schizophrenia does not imply a chronic disorder so much 
as a permanent vulnmbility to develop the disorder. [. .. j C'ulnenbility 
theon* takes the position that negatire symptoms are neither an ineritable 
conshuence of schizophnic disorders [...] nor an intrinsic feature of such 
disorders. It argues instead that negative syrnptoms are 'essentially an 
artefact or a social consequence of havin; k e n  identified. labelled. and 
trmted as schizophrenic by medicd specidists. relatives. close friends. md 
other rnembers of the patient's socid network.' Factors such as sociai 
isoiation. iabeiling and loss of sociai skiils mriy resdt in a deterioration of 
the patient's coping abdi. and senente what hm been termed a 'socid 
breakdown symptorn' mhch may frequently be mistaken for permanent 
p q c h o p a t h o l o ~ ~  In a large proportion of cases [... 1. the oegative symptorns 
of sçhizophrema mny be just a side effect of the 'noxious-niche w hich posr- 
rpisode schizophrenics occupy in life' (Baham. 1 997: 94). 

* .* 

Shell!. does sa!. she is i l l :  "1 am schizoptueniç. iuid rlsewhere. "I am cnzy .  

Horvever. she dso believes herself in control of her illness. 3he s q s  she is fine and nerer 

rhinks about gohg baçk to the hospitd. She dso irtitiûlly said she eut back her medication 

but then clarified herself. "Sometimes 1 take it. sometimes 1 don't. but 1 don't feel like ... 1 

Jm' t  think 1 should be t&ng my medication ;it dl." In ïnother intenien. Shelly clanfied 

further that it  took her a long time to accept schizophrenia as pan of her illness but she still 

doesn't beliew that dl the medication is to rrerit sçhzophrenia. Slie more or Iess selrcts 

medications according to her needs. She blmes the medication for making her feel sleepy 

ai1 the time and thinks it is a cmtch she doesm't need. Shelly dso said the medication 

prevents her from k i n g  happy and losing weighi. She wondertd doud what my 

prosprctiw husbmd wouid t h i d  of h a .  Shelly goes - to church to p q  to overcome her 

illness and get off the medication. 

At the end of this research. Shelly's brother had mored in with her for 3 ivhile but 

was later jailed for assaulting his ex-wife. This of course was another stressful situation for 

Sheily and the drop-in centre staff womed about her. In addition. the limited term for her 

work programme was ninning out. I saw Sheiiy agûin s e v e d  months later. aftrr her 

brother's relese. She didn't have a job but hoped to soon be elisible to work at the centre 

again. She was happy and spolie about rehmhg to school in the winter. 



Carlo 

CarIo is dso from the C'xibbem. I did not meet him at a. drop centre but n t h a  rit a 

long-term residency . Through the director. he approached us to do an inteview. Rien I 

first encountered him. he had difficulty movinp pxticdarly his legs and was agpressivr 

towards the f e d e  interviewer 1 was iviIlth. Nonetheless. over the course of the project. he 

seemrd to i v m  up to us luid he i ~ a s  one of veq few who 1 would oRen see out in çoffee 

shops. Sometimes. he ivould approach me or 1 wouid approach hun to chat. More than any 

other informant. Cllrlo for me illustnted the p d s  imd vdltys uiherent in sçhirophrrnia. 

f i s  moods r q e d  fmm apgessive to charmino and charismatic. Some days he was out 

just enjoyino, the da! while on others. he yerit hours in the recreation room scribbling 

messases. deciphering codes and creating anq~ams out of his m e .  Again. althou$ it {vas 

nerer my intention to discem or exaicate mith from what the u i f o n m t s  understood lis: 

truth. Carlo stands out because his namtive. beyond the confusion. remains so belierable 

despite its unbelierliblr parts. ~'tulo more thm ruiy myone else challengeci rny scepticism 

towud the coherency of psychosis. By rvay of an i l lus~tion.  he olien spolie of his faiher 

who was a renoiined psychologisr md ivho ivorked as a detecti~e for the h i t e d  rations. 

Me dso spolie of his world-renoivned mother who wiis a psychologkt based in England. 

Both nere true. P:ut of his stoq. is ris folloas. 

Crulo's age \vas hard to discern ody  because he gave two ages. One is gieaned 

from him emigntinp at the age of ten in 1970 making hun 36 when we met. But. during our 

first interview. he did ouîright s q  that he w;is 24. Details of his ûge are Iargeiy unimportant 

but this mis-up undermines his time Iine making his life h i s t o ~  difficdt to map. 

m ove ment to C d o  immi~nted to Canada after being approached by the Canadiui , 
study. He lived mith and lookrd dter his ageing. blind father before being placed in a group 

home then into independent Living under the supervision of Social Services. He s q s  he 

managed to save the rnoney he ivas geiting but ment to the hospird where they paid him tu 

test medication. He resisted this but: '%e more I ûied to bacli out of it the deeper they put 



me into it." Although he hied to leave the country. medications were erentudiy tested on 

him. .%fter they were tested on him he wris diagnosed as schizophrenic and W C -  

depressire. Not in the hospitd. he refused to n k e  his medication for three y e m .  when m 

intident wïth his landlady involveâ the police and the re-emerpcr  of his diqnosis. 

5h. landl+ got violent with me orer - orer mu money. iind I g b b e d  her 
and shook her up. They said that because 1 g t  aggressive with the landlady. 
I'm a schizophrenic [...] Even  rime I'd $et agpss ive  with sornebody. the' 
phone the police md tell the police to brin? me to the hospital. 

Interestingly. being iabelled as schizophrenic and riolent reveds the lie being 

But ivhat I h o w .  sctuzophrenic people don't hurt nobody. I h e ~  supposcd 
ro be scared of people. 50 the crime I cornmitteci against my landlady. I're 
no reason: here ivüs no reson for me to $0 to the hospiral. or to trikr 
medication for schizophrenia. or manic-depressive or mxieh. 

In iiny case. Càrlo w ü s  rehospitalisrd. and rnoved around within the hospitd system. 1 [ore 

medications were tested on him. Erentuiilly. 'becaux the lie. the- have to have a coint 

behind their bock." a court order pemincd the doctor to giw C';irlo mtdiçaiions forcefully. 

Five hmes he dmost died. 

C'rirlo's native home p o r e m e n t  dso sot involred and questioned the Cmadm 

goremment about hocv Carlo couid becorne schizophn.nic. 

In 1985. his lithrr was trickeci into s i d n g  a paper to put C'ürlo under the 

trusteeship of the public cuntor. f i s  blind father signed the paper rifter having been told 

that it w-as in fact a document to releÿse Carlo lrom the cusrody of the hospitd to his (the 

Carlo is no longer in charge of h s  own money md not onlp does he feel robbed. but 

also powerless. "I went for cmdy or a soft drinli and 1 m m o t  have it [... 1 because they 

have dl the money." In addition. his atternpts to r e ~ a i n  control owr money. as was the case 

with his lmdlady. inevitably lead to conClict police intervention m d  rehospicilisatioa. 

Carlo sees hmseff as urirairly being an object of' the courts and its judicial powen. 

He feels particularly cheated that court orders forcing medid trentment were handed d o m  



in his absence. .\lthough he has iriends ro assure him thlit he is not sick he feels that the 

system is abusing him because he does not have yip fiundy in klontred. 

"Rhatever they talli. the court the court believes them. But the court nerer 
sees me! I'm never present in the courtroorn for the judge ro sa?. 'is this 
mie'? Do you have an? fa-$' present with '.ou to prore that this is tnie?' I 
have no iamily whatsoever". so they do whntever the? rvmt and even p to 
Ml me," 

Cario's distrust of hospitais increased d'ter l i s  father and two cousins died whle in a 

hospitali". ï h e  deaths and h s  own victimisation by the hospital malce hm question the 

efficacy of the hospitd as a place to ?et better. Flis issues with the public cuntor  combine 

with stories of other abuses to attack admnisûations. power. author i~  and how the. play 

out (and mith) the situation of the sçhirophrenic. 

I remember the staff. one of the staff at the --(names a hospital)--. She. !ou 
know what she did'? She used to bol  around with me md ses. sesudly. 
Norv whatever. look. vou're staff. I'm a patient. 1 canot do what -ou think I 
cm do with wu. So \:ou c m  leüre me done. if p u  don7 Iewe me done 
I'm gonna press ch-es. She says. Oyou thinkyou're gonna press charges. 
I'm sonna tell the doctor a bunçh of lies about you and your riss is goin? to 
go to the --(names a different institution. lu& for the cnminally insane) 
C; 

tor a. long tirne. ' 

< M o  n-3s sent tn the "institution'- tlor three anci a hait months where he unciern-ent an 

invasive strip search. 

Erentually carIo was rcleased first to a p u p  home beiore moring on to where n:e 

met. He said that here dthough things were good. '-ou get three square med a day and 

vou cm do Iiiundn:." his medication doses were too high r n - h g  him constantly 

sleepy and turning his legs nurnb: 

But thesr guys just p a c k  it on. they d o i t  care. The! don? çare about no 
one but themselves. .As long as the? get the kledicare card. they push it or 
the! set paid. that's w hat t h e  do. They just stick it to pou. 

For his part Carlo's biggest drem is to return to his native country where he cm 

.* 

relax and "*ecupentr.  Çarlo suffcrs from man? side rffects md look fonvard to getting 

:' Car10 did speak of family back in hs native country. 
:" CarIo-s iarhsr ciisd smmd years earlisr. Car10 spok of a mis up i\ïth a blooci uanshision in whch hs 
father was $ v a  contaminated btood 



off the medication because as he said. "it messes up my penis. messes up rny lungs. messes 

up my stomach and messes up my head." He would Like to finish his studies and become a 
. * psychologist likr his father. Already he knows "quite a bit about reverse-psycholoov. CI 

Once 1 bumped into Car10 as he was doing laundq at the residence. He had been 

recnllted to do sorne facto- work orer the holiday season ruid had not been talcin2 hs 

medication. He looked hedthy and said he felt great. Spealiing with him for a few minutes 

as he sorted and loaded his laundry into the machines. I wris struçk how qile .  t'ocuscd md 

friendly he wx. Seved  mondis before the research ended 1 was ~nfonned by one of the 

morkers at the residençe thai C'ürlo had been m e s r e d  for beating an YO ? e x  old womm 

nearly to denth. 

Looking back on these life history visnefles none is stdang as a scliizophrenic 

'ideai type'. Horvever. each illuminates rvell at least one of the fïw phases. 

It is. ris espected. impossible to validrite prenritril or emly pasmatal bnin development lis a 

source of schizophrenia dthough Shellv and her brother may superficially su-pest a genetiç 

predisposition. Shelly 's social withdnwd and reduced & i r e  and motivation fit weU the 

expectations of the prodromd phase while LLichael's voices are in line with the psychotic 

phase. 

St3irensured that only those who were not esprriericing tlorid symptoms were 

interviewed. Because of this. being in the residual phase wiis 3 reqwement for the 

interviewes. 

The relapse prodromd as marilfest in the infamants seems less a rrtsult of biolosical 

disequilibnum than of specific situations. It may be easy to pin point stress ris such a 

situation but e q d y  culpable are the good times during rvhich the informants felt '.geat" 

or in control and no longer reliant upoa or in need of their medication. Feeling great. 

rnakes relapse seem unliliely to the schizophrenic. For caregivers however. gohg off 

medicatiou malies relapse seem predictable. 



For the informmts as mil as those arounti hem. the acniai diagnosis of 

schizophrenia serres as an explmation for their situation. For us it explains a variety of odd 

behmriour e-xhbited by the person ranring doud on the smet or the man nho pushed 

another before the subway in Toronto l u t  year. For hlichael. schizophrenia esplained the 

voicrs: for Sheih. the social n.ith&awal and for Ckrio it  vas piut of ri conspincy theory. 

T m  being brought to take somr medication so the. c m  set hold of my mon-." 

By looliinp 31 these intormmts as brinp in some phase ot î cycle. 11 also occurs to 

me that this c y l e  is part of a process in whch the participant is forced to make the best of a 

potentidly deterionring situation. nhat is surprising then is the infamants' own 

perspective. uncluttered by the potentiril pitfail of relapse. Bhereas a diqnosis of 

schizophrenia rvould secm to t r ~ p  schirophrenics in a c y i e  marked b~ the tire phases. 

clearlp for the schizophrenics. such a diagnosis is not only an explmation but dso. despite 

irs setbriciis. ri route to mumphing over ri bad situation. 



n i e  next chapter looks at what deinstitutionalisation ma? mean in ternis of non- 

conipliance aiid tlie ngency whch schzoplirenics are able to esert now tlint tliq m no 

longer restricted by the d e s  of an i n s t i~ ion  and free from constant suwdlance. In 

anticipation of that. ths chaptes presents one lik histon wlùch illusti-ares that dtliougli 

clinicd non-complimce in an institution m q  have a parPcular form. on the outside society 's 

niles ;uc dso deii1:uidiiig nlthough less cle~ir. One hit'omant. C'liuck tells liis ston. in tliis 

chripter. He is able to tell his story of schizophrenia as one of resistance where non- 

cor.ipliance is non-çoni'oni~ty. 

.\ 1edic:illy. non-cornpliance is the Iriiliirr or refusal to follow or otlierw ise abidr by 3 

niedicallv prescnbed regime. Non-conforniity has broader implications luid means a hiliire 

or rrtiiisd to coriforni. ;13 to established ciistoiiis. attitiicles. or ideiis. Once i t  crin be 

established what a fdure may be. questions then aise as to what are the appropriate 

sirictions. 

Cliuck 

Cliiick's -.tory rspruids wliat sclU~oplveiUn is by explorhg the possibility thnt tlie 

disease is a mord judgement. As Chuck contigures the disease non-cornpliance is redly n 

resistance to social noms. 

I tirst niet Chuck in 1397. aliile lie was working at one of the &op in centres doing 

gened duties. but mostly cleaning before closing. It was unclear i l  he was being paid or 

was volunteering since several others aiso carrieci out sunilar duties nltlioiigh not ns 

regularly as Chuck. His position in the centre was distinpishable by the lact that staff 

seenied to a certain. aibeit lirnited ciegree. to rely on h. 

I enquired about his stanis and whether 1 could approach him for an interview: staff 

confirmeci him as schizophrenic. But becaise o l  the ne w health insiirance pro-gamme was 

now requiring that people pay a portion of their prescription bills. Chuck was not taking his 



medications because he couldn't afford them. I was told it rvould be better to approach him 

in a few weeks. 

Errntually. nith a second interviewer. I did conduct m intrrriew in whch Chuck 

spoke almost non-stop for about two hom.  He hnd so much to sa! that at the end of the 

tape h r  s t e d  if me had ÿnother. Despite dl he said. he was l e s  interested in revdin- +. 

himself thm provichy a social commentq. He was tense and evxive about his famiiy. 

l'his may be a result of iimted contact with them in addition to beinz institutionalised tiom 

childhood through adolescence and because of the drugs. having few c h .  cohesive 

mernories. 

I later leruned t h t  C'huck had done two inte~iews in 1995 with two otlier 

interviewers" while the research project was guided by a slighdy difkrent mandate18. His 

ston as presenttul here is a collage of dl these interriews but begins with his first at -e -23. 

'The folioiving is a quote from one of the rarlier inte~ie~vers. asscssing chuck durinp his 

tïrst interview. 

c'huck seems tu bt. a wq eager storyteller. >.et it is obrious that he is rery 
rager to be listened to. His story is not easily reveded. Iravin: one to 
wonder if he actually h a  a story to tell. He seems to wmt to zontrol our 
reactions nith his pauses. mumbling. periodic outburst of lauuhlter] (when 
l e s t  espected) and wide srin. .\t one point I had a sense of \;.itnessing m 
3ct. whereby he would burst OU in rxaggented loud laughter. as if he was 
imitating rnadness or cminess. He is a smohr  and uses the ci garene ris a 
prop from which he tkes  long dnws. to pace his delive-. He would sit 
back. with one le? crossed orer his kner and pose as if in deep reflection. 
one hand cupped under h s  chin. 

Thex observations seemed accurate and expose the t y e  of çontrol that Chuck 

exem. .As his stmce and n m t i v e  tell us. he is in control and won't hesiiate to shiit thuigs 

down if th- don? go his r v q .  Sfore thm any of the other informmts. Chuck belieres 

himself to be fully independent f r m  society. 

Problems with dnigs lead him to be institutionalised where he i v s  dtematirely 

. - 
For these interviews I rhank Fmncinr RobiIlard and Pascale ,-\nnoud. . - 

.' 1 beliçve this mandate looksd more generaiiy at mental dnrss and deinstitutionahsation 



di i iyosed as retardrd and h'.prnctive. From the age of nine to fourteen. he stayed 

institutionalised He was too Young before his hstitutionlllisation to have many memories 

of bis childhood and because of his dnip regime durinp his institutiondisacion. has ferv 

mernories of that time either. The foiiorIing two excerpts illustmte how l oow b CI his memones 

Xe. 

l 'ou knorv. wepthing was a blur. I çouldn't rnke  out faces. 1 don't horv  
if t h e  were black or th- were white or. all I know is th- were light h e d  
and rn?. -es were blurred and I couldn't. rny e y s  cou1dn-t t'oçus to pet a 
clear picture of each face. and that is about the last 1 remember. That was the 
t'irst and 1 s t  time 1 had a visitor. 

1 d o i t  remcmber the p;uticdÿr. but I remember there was rimes when I was 
sitting in some son of classroom. Itf'LUninp sornethina to do with Enpiish or 
something with academics and the brin was out of it. But it was eager to 
l e m  on one side md the other. it rvas just pulling bemuse it wlis too 
&q-,ed (o. maybe. perhaps comprehend eren  thou& the eagemess and 
willingness \vas there. I aied. under extreme ç i r c u ~ s t m c ~ ~ .  to comprehend 
but the dnigs were too powerful to even want my other side of the bnin to 
acçept to at l e s t  try. So. that rias the situation. 

Chuck told only two stories of rrbelliousness. He remembcrs ninning away from 

the institution ivith ri ferv friends. He doesn't remernber rvhere the' went. slept or ate but 

does remember retming md being nifused dinner. .-hother time. at Chnstmas. he 

()ne dm. it ivas Chnstmas time and 1 frtiaked. Ike One H e n  ()ver the 
~ucko6 ' s  Nest. I started nuining in the h d  'ah! ah! ah!' dl over and 
through the tunnel upstriirs and 1 srnashed the door. the Chrismias tree. 

Chuck rnoved at the age of fourteen to some sort halfway house and attended 

school. He has genenl. fond memories of being there. mainly typicd stories of plqing 

wiih other kids. Being out of the institution begins a t h e  of g o n g  awareness. 

n l e n  th- gave me my freedom. what 1. after a couple yem of fredom. I 
started thinliing. I started seeing thllig in front of me and being able to think. 
to evduate and make some. you b o w  jud, oement.. . 

He did have difficulties in school and rnoved from one to another. R'bether or not 

he \vas able to finish school is unclear dthough he did mention attending college in Tomnto 

for a while. In my case. at 18. Chucli started dndihg. 

I \vas about 18. going on 19 and I remmber I had rny first beer as an 



independent person [... J 1 didn't h o w  I had so much anger. 1 slidn't h o w  
I had so much hurt. I ctidn't Linon 1 h d  so mmy unsolved questions. and 
rny first beer m s .  like. 3U of â sudden it came out that I didn't. that 1 was not 
aware of. and couldn't believe in society. 

spoke about tnvelling. visitino - and living in a few different places such as New York. 

ï u c o u w r  and Toronto. He cliUms to have been mested only six tirnes. Chuck has 

nppmntly bren banlino, a drug problem for most of his life. No doubt this and his mental 

herilth have been behind rnmy of his incarcer~tions. Some of his arrests involve other 

incidents such as eithrr bein; beat up by the gwds  or the other inmates and one in which a 

prison guürd told C'huçk to go büçk to the çountqr \rhere he came from. Retelline these 

stories was piut of Chuck's social comrnentq. .-\lthough Chuck's cornmentq was often 

peppered with an interprctation of ncism. his prison storit3 where more concerneci with 

different notions of freedom. particularly the different lirnits on freedom imposed by jail as 

opposrd to thosc of the hospitalhstitution. A t  one point during m interview Chu& drew a 

sharp distinction betwern being m s t e d  and being helpcd. 

1 mcm what the luck gwlive mybody. whoerer in the iucking society gave the 
right to p~mish people 'cause they got a d r y  problem. because they have to 
sted for rheir d r u s .  n'hoerer oave them the right to put these fucking 
people in jail. I mem when I c&e out of hospital 1 had just. this just came 
to me. I t h i d i  about it and it's disgusting. who gves the right to lock a 
f u c h ;  junkie and who. o u  know what I mean'? If they've got a dmg 
problem. gire them the fuçking d q s .  send thrm to sornebody like a 
professiod [... J where they cm have a support systern and try to see. help 
thern to fuid thernselves or rvhüt the? nant to do. 

Another time however. Chuck conûastd being jded with beinp in a psychiatnc 

You s w .  when you lire in a mentd hospitd. it's not like jail. 'i'ou're fine in 
j d .  When p u  live in r mentai hospitd -ou don't corne out fine. 

Ln j d  Chucli problems were physicd. R%ereas in jail he spoke of ncism and being 

beaten up. in the hospital thre3ts were to bis Uidividuality. In the hospital. neither able to 

understand ivhat the medications mere for nor believing in his d igos i s .  he was forced to 

talre medication against his d. Chuck believes that he was institutionalised because 



society n;as not ready to deai mith him luid people tike him. Institutionalisation was a 

process of conditioning. meant to force him to behave within nomd socid pluameters. 

... those mentai patients. p u  linow. thefre like ewmbodv rlse. 
Sornebody's good at someiliin; and somebody's n6t. &mebody cm pick 
up thnps. thines if they ment to school or read book on it and c m  pick it up 
like that (smps his fimgers) and therr: are people that are slow at some ihings 
md fast at some things ruid don't haie a mental problem clrissified in 
society. you h o w .  and so on and so on. So they'rt: no different from 
mvone else but like evepone else thds  rvhat it's about. Ke cannot train 
th& individual like th- 've done with 998  of society . So rve 're idking 
about 2b million people. 28 million in and we're tdhng I~IOUC~Y 
miilion people who've k e n  trvahed to walk in Fdens te in .  Dr. 
Fdens t r i n ' s  footsteps. -and 100.000 refuse [. .. 1 

Chu& often used Fmkenstein as a metaphor for s o c i e ~  and would later explain that rven 

rhough he wtis a product ( Frankenstein) of society (Dr. Frankenstein ) he s hould not be 

obligated to follow dl that society dictated (what Dr. F d e n s t e i n  ordered). He refuses to 

w i k  in Dr. Fdens te in ' s  h ts teps .  

Later he s-S. 'Th- put me in the mental hospital ruid man? other children in die 

mental hospiial just to keep our mouth shut so ive don't unraiel people's min cis..." In 

another intemiew he added: 

... but untominately I'm ûifferent md that's the way thev trined jrou to look 
at me. I was different. intelligent but different. ~ h a t ' s  a problem (lauz@s). 
but we're not ready to ded with that !et. because that would be a big switch 
(chuckles ). 

Chuck. ris w;is the case when Ive met. is sometimes off his medication. Ljke other 

schizophrenics. diere are ii varieh of Rasons for t h .  When I had first rncountered him. 

chmges to Quebec's hedth insurance pro?_ramme a m  still relatively new and Chuck had 

been having difficulties adjusting his m e q e  resources to pay for his dnigs. Eventually the 

&opin centre lomed him some mono. Howerer. Chuck hris dways been suspicious of 

medications and even while institutionalised had often had to be forced to take them. 

I didn't want tot take the medication 'cause I'm altvays hi$ and I r v s  
asking [...] 'why are you giving me these piiis'?' md so 1 said. T m  not 
t h g  them. so two or three anbbed me. and 1 tell you. I nu v q  strong. It 
used to t&e them h d f  an hour to get me doma 

He dso told the story of how ivhile living riith his f d y  his brother took him off 



the medications. 

Well. mhen I lived lit home rny brother took me off them [the h g s J  because 
he found thÿt eve. time 1 rite supper. dter a couple of hours dl 1 would do 
was sleep. 

Sometime while living itith his famil!. C'huck w s  mested for some crime md had a 

social worker assisied + to him. The social worker did not put Chuck back on the 

medicati on. 

~ ' h u c k  also spoke once o i  breükins up 1~1th  a girltnend and being ~ o o  stressed out 

I was r d l y  screwed up  at the tirne. 1 was in a senous relationship muid it as 
just going backwmk. And 1 was r p .  rer-y. very in love. y u  linow. ruid I 
still love her todÿy. (I;iugh) But. I have to get over redity right? 

m a r g j n d i ~  and isolation are centrai sriites of being for the stisnatised schirophrenic. Often 

unfït for long term. permanent or full-time employment m d  termed 'hard to house." 

schirophi-enics remSn on the ma-ins of S O ~ ~ F .  C'huçk is dso one of manp people who 

are termed 'hard to house." This term is elusive in that I am uncertain not only who 

assigns i t  but dso how it seems to stick. People labelleci as hud to house obriously have 

difficulty finding and keepinp homes. In genenl. part of the schizophrrnic liîeçtyle is 

rrprated periods of rupture nhere relapses md reinstitutiondisation often mrm that bills 

and rent go unpaid such that upon release from lui institution. the schizophrenic finds 

himself erictrd and possibly his possessions seized. Rïthout an liddress. it is impossible to 

collect welfare and other benefits. One landlord I h o w  who has had expenences renting to 

people with mental illness indi~ltted that unpaid m t  ivüs a smdl problem conipared to other 

problems the most frequent of nhich involved the renter disturbing other tenants. For 

Chuck hoivever. having a residence is 'mother social conformity rhat he wouid nther do 

I wouid live on the streets ioda? if it wasn't for people's prejudices. their 
jedousy towards people living out on the streets. It 's a good Me and y ou 
don't bave to suck ass [... 1 You have responsibility to yourself. 



Chuck detded two difficulties he Imd a-hich iiluminated probleins gettinp and 

rn;iint- - an apartment. Wie m a t  schizophrenics. Chucli is highiy mobile and otten 

spends several days if not wwks sway from home. Kith a limited budget often unplanned 

bills ;ire hard to meet and usually une-spected. 

I've been out of mv a p m e n t  for four months because Hydra Quttbec's 
trying to con me oht of S5OO [... J '&%en I mas living in Ottawa for sis 
months I was only home for about two driys. un Febn iq l  thev mailed me 
a bill for S 159 and $90 luid 1 cded  them up and asked ' i v h t ' ~  the S 150 
for'?' luid he says. ' weli rhe 58 1 is for your bot writer nnk md the S 150 is 
'cause y u  liwd somewhere eise md foryt  to p q  your bill. - [... ] S« the 
n e t  month set home. 1 get ii bill for S X O .  

This vignette exposes the vuinenbi l i~  of schizophrenics. Ciiven the extnmt. 

iveather dunng the winier. it is not inconceivable that his bills ivould be $200 per month 

rven to heat minimdly so that the pipes ivouldn't freeze. In ths m e  Chucli's budget ÿnd 

at constant risk for homelessness as well as preventing Iiirn from later" being reconnected 

to 1-lyho Quebec since he n-iii likcl~. not be able to pay his aneus. 

The exiunple that Chuck's life history affords is that ivhile the institutional setting 

with its constant monitoring ruid insistence on adhenna to the regme made non-çomplimce 

negiigible it dso rneant that non-complimce \vas a failure of the institution to effectively 

out its mandate md press its authority. L)einstitution;ilisation would seem to mean the 

withQarval of thai author@ and type of rnonitorins. Chuck's sto- questions ihis and 

rereüls that the esiprncitts of living on the ourside dso place one under scrutin>. and 

authority albeit ones more subde and diffuse. if deinstitutiondisrition seems to be paril? 

predicated on voluntqr complimce it is buttressed by the rigours of conformity. 

Once I oritnessed an attempt by one social worker to convince a diagnosed 

schizophrenic. 5Iathew. to have his file at the Douglas Hospitd tmnsferred so that the social 

worker codd assess b more thoroughly. blathew refused and waç threatened with 

institutiondisahon since it ûid stvm that bis situation was detetionting. Later though the 



social worker inf'ormed me that eren without the consent he espected to get the information - 
he neded from Mathem's psychiatrist as part of professionai courtey. This exemplifies 

one of the odd examples of how a conceded power waç used to thwrirt the schizoptvenic 

while teshng to see if somettiing was wonp. hhthew's defiance luid refusais were 

indicators that somt.dung \vas wronp. He mq hare been tnring to hide the serenty of his 

diasosis or he m v  have been suffering p m o i d  deiusions. Ln either case. his refusal \vas 

not interpreted 3s a normal exeibon of pr ivxy .  S h c r  consent w s  dtimritely not needed. 

ths confrontation could have k e n  woided ruid was only the expression of authority This 

ençounter dso esemplifies the dit'fusion of riuthority to the point wherr a socid worker. 

nther than a psychiatrist. invoked institutionalisation (as threat). 

Chuck olfttrs a different understanding ot mhat non-cornpliance is be~ond that of 

adherino to a medicd regime. When Chuck s q p t s  that the o n l ~  thino - krepino hirn from 

choosing to t i r e  on the streets is other peoples' reactions he questions rvhat the 

çonsequences ;ire for non-cornplilince. In diat esample consequences range from ail sorts 

ol'socid sanction. such as no socid ilsistance (\vithout a permanent address) ruid Iikewise. 

loss of access to other community socid services. He is able to collape his compliance 

into mairitriinin? a social svstrm with whch he colludes b ~ .  reason of its inesclipability . 

For Çhuck. compliance and conformin; are the same thing. Both are m m t  to 

restnct alternative wa's of being and maintain the status quo. For many schizophrenics 

however. cyclical institutionalisation. mwgindisation. alienation povery and other problems 

;ire the sranis quo. In  the rideo T m  Stili Hrre." Fred Frese similarly mlilies the point that 

schizophrenics m q  offer some insights into socid problems. 

I think wt've oot something to offer. l'ou nomals. hare you noticed horv 
you've screwid this world up'! 1 m m  have ?ou seen the crime nte4? The 
divorce rate:' I'our families falling apart? You guys need us bad. 1 mean 
you had us in these state hospitais [...] we're di out now. We're ready to 
help you out. 

'' It  is degal for Hydro Quebec to disconnect eustomers during the winter months. 
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For Chuck. fus diagnosis wris memt to brins him in line with socid norms and 

culninl e.xpect;itions. Desipation as a schizophreaic marks him as expressing "nom- 

violahno_ behaviour" (Sarbin and hImcuço. 1980: 10 ). For him. hoiv these norms and 

espectations are encrised by laws. enforced bp sanction and buttressed by a range of 

professionals ie. g. psyshiaûists 1. workers ( c g .  social workers) md institutions (cg. jds .  

hospitds) is the m ~ f e s t a h o n  of a culturd system. Quebec's sinigr czmbrii~z&orre is but 

one esample of rhis systems relew.nce to the state of illnrss: i t 3  ;ietioloa>. and the 

establishment of conditions for successful thenpy. Just as Chuck wems to understand 

how h s  Lxhriviours er enniail? s m e  tu be reconfigmd as symptoms. he dso  impliça~es 

txeamient rus iiinss. 'Iliis was particuiarly tme for his andysis of the inefficacy of locking 

up dcohoiics. ('huck's desire to be homeles. md disdain for a socirp thst jails iilcohoiics. 

more than expressive of a want to withdnw participation. is an attempt ro offer a socio- 

suiturd alternative. I'hr fetisibility of the aitemative is blocked since Cliuck's diqnosis 

with schizophrenia esplains even the offering of an dtemative as plut of his psychosis. 

Indeed. as Far ;ls Chuck ma>* undentand hs esperiences of schirophrenia as an alternative 

to Taylor's rational self. he exemplifies horv the only alternative the ntiond self h a  left 

open (has vacriteci) is that of inadness and psyhosis. 



Yon-cornpliance is the refusal of a schizophrenic to foUow 11is dnig treatment. -4s a 

m e m  of aibrertiiig treatnient. it d o w s  the schizoplirenic to confront his treatrnent and 

ûiagnosis. Non-compliance is the assertion of agency and the denid of the passive role in 

ivliicli the aiitliority of psychiatqr lias cast the schizoplirei~c. Tliis cliapter esnniiies nlinr 

non-cornpliance means to schizophrenics ruid iheir carers. \i. hat op portunitirs it oihmi ;ind 

obstacles it presents. 

Coniplimçe is '-the extent to alicli 11 person's behaviotir coincides iv i th  medical or 

heaith advice" (Hayes. L979: 2). Conceptudly it may seem no more rhm part of a 

patern;ilistic patient-doctor relatioiisliip. but non-coiiipliance h r  ;i v;uiety of c1ise;ises is 

"one of the most vexing challeiipes in psychophamiacology" (Fenton r r d . .  1997: h37). 

Son-conip1i;uice io tliose c ~ n n g  for scli i~oplirenics. is the IRiliire or rehisil ot'n 

schizophrenic to comply with a prescribed medical regime. Non-cornpliance is strongly 

irnplicütecl in dl resenrcli on ntes of relapse. se-admission to iiistitiitioiis aiid cniiiinality . In 

its broader definition it  is the failiire or relùsal to comply with the temis of an agreement. 

Saictioti for non-cornplirince is often swift nntl serere. For the users of the centres i t  

iisually means be iq  banned either indefinitelp ('lot- life"). for the day or uniii such time 

tliar the scliirophreiiic coniplies. Non-coinpliance is Ior social workes and psychintrisrs. s 

waming. precursor to relapse and a sign that stronger intemention is n e c e s y .  This 

iisiidly rnlies the foin1 of forced hospitalisation. Non-cornpliance is n scale representing 

degrees of compiiiuice and noi necessarily an absolute disregard of the medicd regime. 

xon-coinpliance may incliitle errors of omission. mistrAes in dosage 'and timing md the 

inclusion of medications not presaibed (ibd). 

One director of a &op-in centre. Annie. spoke about non-cornpliance diiring an 

interview. She was sympathetic to what may cause non-cornpliance and in some ways 



questions why cornpliance is such an essential part of breamient when thete m no "mincle 

ïhere are people cvho c m  iunction with their iiiness without being 
medicated. And ihey function mxgindiy. but as long as they 're not a threat 
to themselves or to others I don't see a problern nith thm. 1 don't see the 
r e w n  we should force someone like that to take medication if t h q  d o i t  
want to. But [here m people.  ho cannot. ivho keep eetting into trouble. 
Over and over ag3h because they refuse to take medi2ation becaux First of 
41 the medication is nota mirride drup. It dwsn't aileviate dl the svrnptoms 
and it does rery linle for die negative symptoms of the illness. which are the 
svmptorns that cause people to isolate [. . . I  whch is ve- cornmon in 
s&izophenia. The medication does v e q  littfe for that. It does more for the 
positive svrnptoms which cire the hallucinations and the delinous ihoughts. 
[...j ;\ndplus i t  hÿsalotofsideeffects. SOI thinkwecmundentandwhy 
people don't n-mt to take the medication. Side effctcts such a shdin~.  dry 
mouths. somtimes th. feel like their rnwcles are tense. That's dl due to 
the side effecrs of the medication. [... 1 
1 thinii ~ith 32e people wivill understand that thq're better off taking the 
medication thm not t&ng it. \Jhen the' don'i talie it ther cet into trouble. 
Thev're brou& in jriil. They're brou$ to the hospital G&st they'rr: will. 
rhe!'rc rnedrmted against their will. .\nd we Q. to inAe them redise that 
th- have a lot more contrd orer thrir situation if thq iccept the follow up. 
I'hrit n q  they cm deal ni th thc doctors. The!. can sav n, ha1 esactly the 
medication does or doesn't do for them. 

-Annie n i s e s  the irnpofimçe of the tollow up and the role of doçtors. She dso h i n o w  

thou& - that follow ups are difficult for reasons that are not d w q s  the schizophreniç's hult. 

Sornriirnes. doctws are unable to rrnparhisç nith the schizophrtmiç's side etTcçis and hencr 

aven non-cornpliance. Part of what dl rhese complicating f~ctors hint at is tha cornpliance 

is essentid to deinstitutionalisation but not necessruily successful treatment. 

Disease 
Scbizophrenia 

- -  Fenton et ( I I .  potnt out that the srudrss are mconsistent by u m g  a varizty ot dei-muons and detscuon 
methods. ( Diabetes for esample fias a brmd range since non-cornpliance ccluld mean anything from zating 
sugar and sait ro iailrng ro mainuan mnilin injecrions 1 

Non-corn ptiance rate'" 
40-55 

Bipolar affective disorder 20-57 



The positive. cognitive and disorgrüiised s'mptoms of schizophrenia imply that non- 

cornpliance mai be pari of the disease process. Paranoia. grandiosi~ and disordered 

thinking rire thoughr to rstablish 3 "catch-??" situahon in which the schizophreniç. lacking 

insight. refuses medication and either develops more syrnptoms or increases the severih; of 

others. C'iting 0 t h  studies. Fenton i J !  d. compare non-cornpliance nies among diffrrent 

disorders ( s e  preceding c h ? ) .  

Possible Causes of Xon-cornpliance 

Cornpliance may emct a heavy toll in the form of side effects. Choosinp not to comply 

rvith a medical resme is one possible ma! IO seize control owr  a situation md den!, the 

authority of cmgivers. Dnwing on information in Fenton (Fenton cJt d. 1997: Ml -W) 

and information on Dr. Peter Keiden's web site (U'eiden. 1999) the tollowing is a non- 

rxliaustive List of possible causes of non-compliancr. 

Side effects suçh as rikinesia ifcelins like a zombie) m d  rikathjsia (;m internd feeling of' 
restlessness~ittehss) ;ire unpleasant and cm either cause the patient to so  olT 
medication or prerent [hem h m  beginning the regirne. 
Negative symptoms oftcn include low energy md motivation rnlikinz it huder for 
complimce to be adhered to rvithout help and superr ision. 
Cornplex regimes are often difficuît for schizophrenics to foilow. 
Dosee. agent md route rire siatisticdi~~ impliçated. injections cris opposed io oral 
rnedihtions) and low dosages are associated with higher cornpliancy ntes. 
Pnctical bmiers.  piuticdürly the inability to pay for medications increases non- 
cornpliance. 
.\kohol or recreationd dnig use m q  inhibit the schizophrenic's abilin to foilow 
throu* witb a regirne or c w e  them to stop taking prescribed medica6on so as to avoid 
misi- dru~s.  
Family or thmpist opposition to cimg ma? encourage a schizophreniç to not take 
medication. 
Psychologicd meiininp attached to the medcation by schizophrenics infiuenced non- 
cornpliancy ntes. .Author@. control. dependence luid addiction are dl iissociiited with 
dnigs. 

Non-cornpliance. not trikinp medication. differs from non-response where the rnedication 

f d s  to work. In either case the resuit is tikely relapse but the cause of the relapse ma? be 

difficult to ascemin. Whereas non-response is no-fault. non-compliruice is ihe fiult of the 

schizophrenic. (Whose disease indicates n hck of control. of cmpetency. of culpability.) 

Fadt as an exercise of agency is one of the few venues open for the schizophrenic to exert 

conmi. 



Point five seemed to be the most cornrnon reason for being non-cornpliant. 

However. suggesting an inability to p- for medications implies a situation in which the 

sçhizophrenic is without funds. Reîlisticaily diis was not the case since dmost dl the 

schizophRnics interviewed were on social assistance. Social assistance in itself is genenlly 

quite limitecl and requires an established budget within ivhich choices need to be made. 

That man? of the users of dropin centres. h d  h g  addiction pmblems to rvhich a large 

portion ot thrir rtssistmce ivent. is undeniable. Cilen was h o w n  to sign bis social 

assistance cheques over to his janitocdnig deder. Others. lke Richard and kfichael. had 

children and f d l y  and e w n  if the) mmaged reasonably well durina the y e x  sull had to 

fipure out how to financiallp cope ~4th such thing as Chnsûnas gift obligations. supplies 

for back to school and prrjents for -a.mirers-q. events. ()ne informant n ho did not have 

custody oi his chiidren. chose to live on the Street during the summer months in order io 

rii'ford to bu? his children things for school in September. 

Espanding Non-eornplhnce and Eserting Agcncy 

Because there is no cure for schizophrenia and medications therefore c m  onI!. 

dieviate the sqmptorns of schizophrenia and suppress psychosis. non-cornpliance is in 

man! wriys 3 r e f d  to açcept pdliative a r e  and is thereforr liugr thm a breriching of the 

medical reojme. It c m  be expanded to Uiclude breakjng d e s  and social n o m .  'To not 

resist eren the potenhiil for psychosis is to challenge Taylor's modem indiriduril (Tqlor: 

1989). Obviously these social n o m  have a broad ranse and the most basic ones dedino, 

with threrikning brhaviour are not in dispute. Ho~vevrr. &-es of (for esample) 

aggrestivity. agitation. cleanliness and even being uncoopentive are not necesmily 

dangerous. These me howerer dso used as inciintors of non-cornpliance and in cases such 

as these. the medicd regime is used to enforce social noms  not d y  through medicalisation 

but threats of sanction. 

Non-cornpliance for the schizophrenics is one of their venues to esert agency. 

Scbizophrenics have h t e d  choices and evea to arail oneself of the chantable services of 



others requires a subservience that buttresses porver structures tuid the ~alidity of the 

medicd regime. Schizophrenics have no room to dispute their diaposes since to refuse the 

diayosis is to be non-cornpliant. For manp though the airemûtive is collusion with the 

medical re~$me and consequently cornplicity with their situation. 

Prunela Wagner in her web site relates how side effects to mm>* medications made 

her stop taking the dnips. Waaer's - non-complimq was seen as a wilful rejection of 

smity ndier than expressive or' m mtolermt situation. She wüs not initiail- dloaed to be 

involved in her treütment Cnable to be proactive. her non-cornpliancy continued untii she 

\vas plüced on a medication thlit she could tolente. 

For yem.  I \vas maintained on Prolixin. thou* not d l  ihat successfullv. 
sirice I still wound up in the hospitd once or twice a yttar. I hated the d~. 
refused to take it on my own. which was one reason 1 receivrd long-acting 
injections. 5. 'non-complimuice' wüs seen ;is wilful rejeçtion of sanie 
nther than a reaction to the exberne dscomfort of the side effect. the drue 
produçed ( Wagner. 1 W 9 ) .  

In 'Kagner's case. trilljng with her doctor and eren the s e r e r i ~ .  of side effects did 

not facilihte a change in her treatment. Wagner's non-çomplimcc berme  a tool she mas 

able to esercise in m effort to obtain better medication. 'Eqner continues with her s t o ~  

after havinp been switched to mother medication which just seemed. "no worse" until she 
. . 

reached what she terms the '-thenpeutic dose. 

. . . di hhe broke loose. iviith xemingiy every side effect in the book and then 
sorne. Profolmdly sedated. I iv3s rimake maybe eight hours out of erery 
twenty-four. Then me drooling s m e d  ;nid an inabiiity to swallow my saliva 
that came on an hour or so Iifter I took rn? nightly piils. R-orst of dl. 
though. was an agouizing sensation I c d e d  Othe electrocution feeling. ' This 
last - later thought to be result of pre-seizure xtivity in rn? bnui - \vas 
largely ignored. since it didn't seem to rny doctor to fit in with dompine's 
'side effect profile. ' It rvas. she decided. mu old 'wiifuiness': I simply 
didit  want to get better: if 1 did. I'd put up with the side effects. no rnaner 
how bad (rbrd. ). 

During mmy obscmtions. non-complimce was often feared not when the 

schizophrenic ûppeared to be off their medication but any time the? posed a threat to staff. 

users or the socid environment of the &op-in centre. This required the worken to see the 

schizophrenic only as medicated subjects mther than people mith a m g e  of emotions. 



Esprrssin~ anger for instance rvas unacceptable eren if situationdly understandable or 

appropriate. At l e s t  once a week rit one centre or mother someone (not necesmily aayone 

nith 3 mental iliness) was banrd from the centre. It wris clear mhen asking about why the 

schizophrenics were barred that non-cornplimce with the d e s  of the centre \vas behg 

coihpsed mith non-cornpliance of a medical rctsirne. Inroking medicd non-cornpliance 

when in fact the conflia was with centre d e s  legitimated sanction. For anpone other than 

perhaps the doctor. psychiatrist and the phmacist.  i t \vas irnpossi ble to be certain that 

people uiere going oM their medidon.  Some people were confronted who said they hadn't 

q"t their regimes ivhile othrrs confessed tto haring been off rheir medications for weeks. 

Often in the tnrlrtw of the centres with their lack of ptivacy. diverse chmctes.  the noise 

-and limited resources (one television). provofations were frequent. A t'ew users were kncwn 

to delight in ioimenting other users. sometimes reducing them to tears. Other times there 

M ere cont'mntations thdt tumcd violent either because of the sitution itsclf' or iis a sort of 

claifi~;ition of the pecking order. The centres ' environments. tike eisewhere. rvere d w q s  

preyant with potenhal conîlict and confrontations. If it w3s impossible for staff to 

c o r n a n d  the whole environment dl the tirne, then reactions and out bursts wcre controIled 

throu* niles and regdations with which the user iws rxptxted to comply 

Behaviours however. just as they may be taken as sqmptonis of schizophniû are 

dso indicritors of socid ruidor medical cornpliance. . \t  this point. behariours incompatible 

witb the mies of the centre and those indinting clinicd non-cornpliance are for many. 

indis~guis hable. 

Often in the research. users of residençes wouid speak of the thrw meals provided 

for hem only to refuse to eat one. two or al1 of them. As 1 c m e  to understand this refu.. 

it rvas an attempt to dispute control by authonties ruid exert qency. Che man. H ~ M .  stands 

out as a good example because he seemed to always refuse to eat during merilthes yet in 

his interviews cseahiig r outside of the residence wris sipficant in his namtive. Eating outside 

of the residence dwi-ays tooli place at his mother's home on the weekends and one of the 



conditions for his mother allowing his visits m s  that he keep up his medications. Henri 

was tremendously attached to his mother and looked fonu-ard to his visits with her. Her 

restriction howerer cut off one of fem venues open to him to dispute h s  diaznosis ... and 

treatment. Nonetheless. when he refued to eat meals that he admrtedy found appealing. he 

rnaintliined his body as a son of disputed teniton. One of rny colleques wen commented 

that H~M. being s l h .  didn't look iike the other residents on whom the affects of regdar 

teedings md littlr esercise rvere ver' apparent. 

H ~ M  indicates that medicd non-cornpliance as weU as more genenl F o m  of non- 

complimce are ofren about the body. 5chilophrenic.s as n-ith other marginalised groups 

have few tools to deploy to exert agency and one of them is the body. Qhat is ingested. the 

use of d f e i n e  md nicotine. t'om ruid ph>.sicd cornportment wen! tools with ivhich 

circumstances. diagnoses and treatments rvere çonlronted and disputed Schizophenics iike 

FIrmi used the body symbolicdiy to conrry a nnge of other social. politicai md 

psycholog$x.i States of king and in doing so. iimited the intrusion of theu psychiatrie. 

biomedicd diüpnos;is. Non-cornpliance is m important rnethod of distançing oneselt' not 

ody  from the label of schizophrenia but from other schizophrenics and the network of 

institutions and people thtit sue for thern. 

Stigrna -4versioo and Non-cornpliance 

Retming to Sheliy md Cxlo allows other Uisight into diffmnt aspects of 

cornpliance and non-cornpliance and how these are implicated in stigmatisation. 

Sheiiy dso spolie about gainina wei&t mhile on the medication and as a result of 

this association used to go off the medication to lose weight. Shelly was forthright about 

not tliliins her medication dthough once I s h d  httr if she knew what non-compCance \vas 

and she was unable to ruiswer. She is proactive when managing her medications and spoke 

about having them switched around to dieriate side effects. She once told me about being 

on medication thût she felt disagreed nith her muid going h c k  to have it c h q e d .  QïC?th so 

rnmy medications out there for her to choose from. she describeci her choices as. '-the 



difference betwrrn Coke and Pepsi." Somehmes one just prefers one orer the oiher. 

Sheliy is not only active in her treatment but unlike most others maintains constant contact 

with her social worker and psyçhianist. Shelly dso identifies herself as b m  

and c m 2  mther than ilciring schcophrenicz. By doing this. Sbelly is able to espmd the 

meanincl of schizophrenia and offer it is an explmation for other behaviours as well as a 

reason for how she r v s .  

. . . w herein a noun denominahnp a disrase could be rendered into an 
adjective predicating a person. This hluisfomtion from a patient being 
diayosed or sufferin: from sclirzoC>irrm<z into a patient beina 
schcopilrenici. ~enc i~u; i l i t i e s  came to pervade the total identity of the 
patient ... Panents ivho in the firjt instance are describttd as esperiencing the 
onset of an episode of schizophrmia become redefined through this subilc 
but porverful trmsformation into patients who have hüd the seeds of 
schizophrenia in their bio1ogm.i orinns. who corne to express their 
sçhirophrenic identity in d l  aspects%f thrir person. and who remin 
schizophrenic even ;Ifter r ~ o r r r i n g  h m  that initial episode (Buren in 
Barfim. L997: 'do). 

Estroff. similüriy malies a sharp distinction between "1 am" illiiesses (?.S. "1 ;im 

diabetic". "1 am alcoholic*'. "1 am epileptic") and "1 have" illnesses ( r . g  "1 have cancer'. 

"I have mhntis". "1 have cystiç fibrosis"). For her. "1 am" illnesses m u k  the fusion of 

self with sichess and i d en t i~  ivith diagnosis creating the consequence of chronicity. 

Illness becomes inestr5c;ible (rom self and hence cannot be disjoined from the person. 

Chronicity results through the continuity of a self indistinguishable from the illness. She 

continues to illuminate the special role thlit çhronicity ruid disability have to time. Rekmng 

to Klienman and Kaufmm. Estroff States the following: 

F ia .  when pain or dysfunction persists in the face of efforts to hed and 
recover. customary explmations ma? be replaced by oiher catepries of 
response and understanding. Lack of recoreq requires ri h f t  in heding 
tactics and'or explmations for the affliction. Second (and cansequently). 
suspicions n q  increase regarcting the role of i d  or individual 
u n w i m e s s  to become well. especialiy in the where biomedicine 
does not accept defmt -icefully. Findly. profound altentions of self and 
identic are more Wrely because the prolonged presence of sMiptoms and 
imp-ents erodes denial of dysfunction (Estroff. 1993: 257-233). 

Rehiming for a moment to Morris' distinction between iilness and disease or the 

subjective experiences of sickness (an iüness) and the  objective" manifestations: 



symptorns of siçkness (disease) clluifies non-cornpliance as a confrontation of ihess  and 

disease. The patient's subjectivity ( T m  weil"). is pitted against psychiatrie "objectivity" 

and particularly the notion of chronicity. If the post-modem esperience of illness is plutly 

predcated on the rerilisation that the subjective eaperience is beynd  the comprehension of 

the m e d i d  mode1 then non-cornpliance is a clash between the post-modem self and the 

modernist project of psychiatry 

She& often hund herself in relatiwly stressful situations. Sot hhaving ri successful 

career was a source of stress for her. Cornparisons to ber successful sister in the States 

compounded this stress. For her. stress wris dso a muse of schizophrenia. SheUy's 

inabiiity to manage stress m&es ber susceptible to schizophrenia. Clne of the w q s  in 

ivhich staff at the drop-in helped Shelly wiis by being orerly sympathetic to her stresses that 

m. othenvise seem pem;. In contmst to Estroff's view. Shelly sees herser as being rveil 

and hariq  oirrcome schimphrenia In light of Estroff. R hat is interesting about Shelly is 

that she has created a spot for herseif where she now feels having owrcome schizophrenia. 

she rnust face her stresses (pt a job. go to school). l'et she is i l 1  eyuipped to do so because 

her stresses are ever present iis both synptoms and impairments. Stress is potentid relapse 

and underscores the chronici~ of Shelly's schizophntnia. In knowing thrit other people also 

face a vwiety of stresses ;uid are not schizophnic. she cannot deny her sease of 

ciysfunction. S helly ma? attempt to refute the accmcy or chronicity of her diagosis but 

by relying on stress as an alternative explmation. rernYns unable to escape her dysfunction. 

Throughout my tirne with Shelly. she stxmed to be restoring a sense of continuous 

self out of the fragments of her prolonged illness. SheUy 's continuity is mapped out over 

her disease. Her illness is the main route by which she h s  mived at her current situation 

and her success is predicated on the management of her ilhess. Successfd management is 

hotvever not amibuted to the success of workrng hard but nther the medication as h n v q  

workd. When 1 aslied her if she is s a  iu. she says. 'ho." .-\sked about the medication 

she gave the following response: 



The medicitioa morked. I d r v q s  teli myself the medication is t h e .  But if 
1 put myseif on the medication 1 wouldo't help myself in a lot of different 
rvavs. I would tell. 'oliny the rnedication helped me do this. do that.' and 1 
woiu1dn.t be able to help myself. I would dwqs  thuik the medication is the 
one doino, it and not me. -. 

Following this 1 aslied if she thought the medication conboiied her Life. 

Kell if. in schizophrenic most people. schizophreniçs think thar medication 
do cont~ol their Life. But for me it doesn't do anythuig but maice me sleep 
and more tired thm usual. Now without the medication it swms that I'm 
doing so oood. UV iife is better. Thinliing 6 t h  the medication and wiihout 
the me&&tion is l k e  1 h o w  for a fact that 1.m sick. 

Cornplicatina Shelly 's stniegie to esnblish herself in the h c e  of. and apart from. her 

shronic illness is the sertina of the centre itself. .-ifter the &op-in cenrre closes. a few times 

during the week it is occupied by wious groups. most noticeably .-\koholin .inonymous. 

RÏthin the church there are dso siens md posters of the reli$ous rhetoric of the twelw- 

step prougmme md its reminders of the dangers of dmg addiction and dependency. This 

parn'cdlir centre also requires users to be members as ii way to ensure thnt rnernbers enjoy a 

farriiliar environment in which the resources are not stretched too thn. Workers however 

rvrre dso ~ x e f u l  ro point out that the centre is not a smtch but nther a stepping stonr. 

SheUy. wmting to irnprove her Life and situation. strives to overcome her illness bv 

distmcinp heaelf from the centres ris a step torvards self-relimce. Schizophrenia hoivever 

is its own predisposition to relapse and Shelly's predisposition is strenithened by chronic 

stress. itself worsened by denial. 

Crulo's non-cornpliance is centred entireiy on a consphcy thron. kir beliews 

k i f  to be a guinea pig on whom dmgs are tested. 

They nerer imported rats in Cmadû to test dnigs so t h e  had to test it on 
thekelves to die from i t. So th- use people I& me to test i t. 

His diagosis is a m m s  by which the governent mas able to have him institutiondised 

and to seize his mon-. He disputed the diagnosis remarkùig that one c m o t  be 

schizophrenic and violent. 

.And I must have fredced out and hurt somebody. But what 1 linow. 
schizophenic people d o i t  hm nobody. They supposed to be scared of 
people. So [.. ./ tfwe \vas no reason for me to go to the hospitîl. or to t&e 



medication for schizophrenic. or rnanic-depressire or maep. Th- just 
brought me to the haspital to test me the nrw medications tint came out on 
the market. 

Khen we fust met. it ivas noticeable horv he was ha~ing problems fiindino h s  correct 

dosages and suffered several side effects. 

The lewl of the dmos is too hi$ that's why 1 fdl risleep. my l e s  the)* pet 
nwnb from the medcation. [...] That's a Iittle too much medicàtion for me. 
I'm the age of 24: it's not likr I'm d ~ i n g  tliat I need di that rnedication. [.. . 1 
but these guys just packs it on. the? doi t  care. 

C d o  did 20 off his medication purposely dthough I don't t h i d  he ment off dl his 

medication d l  at once. %$en he told me he had stopped his medication hr did Uidicate that 

he mas still triking his side rffect medication. Rhat is s i~nif i~ant  is that he was selectiw 

about ~vhich medications he took and that he did not "go off' his rnedication but rather 

weni "off md on" them. < M o  dors not tèel schrophrcnic but his relictions as side cffects 

of the medilations becorne their own iliness. Xot taking the medication tri control his 

schizophrcnic syrnptorns. he nonetheless continues a.ith the medications that trcat the side 

effects. C d o  does not mrike a link from his p t i m q  medications thro@ thrir side cffects 

io the c i r u ~ s  used to trwt those side effects. In  treating the side efftx-ts indrpendently. he 

presents a unique w q  of not outnght rejecting the diagnmis. Instead C d o  undertakes a 

treamient thrreby misguidedly achowlrdzing that to some degrce he h a  some sort of 

illnrss for which some medication is effective. CarIo never believed in bis diayosis so his 

refusal to talie dl his rnedication is not surprising. Rhat is intereshng though is that even 

when he took some of his medication. he disputed the benefits. 

Their's n o h o p  wron- ivith me. so I believe the mediciition that I t&e is not 
for schizophrenic. 1t-S just a medication to ub. if you're dryhg out. malie 
w u  shake. nervous. [...] it's just newes ... like newe pas in the medication 
b d  just a little pump to get vou drowsy you know. There's no heriling 
procrss in medication: there s no heding to be done by medication. 

Carlo's theory of being used as a guinea pig, and his prison storks involving 

physicai threats versus hospitd institutionalisation involring psychologid threats dso 

r e m  us to the body as 3 site of coofrontation between the schizophrenic and other 

authonties. The body Mth its brain dysfunction and as a site for the inaision of biomedicd 



regmes becomes a smdl battiefield on which larger political. social and personal wrus are 

nhat  it m q  look like to be schizophrenic is part of an understanding of what 

schizophrenia is. 

Indiriduals with scbizophnnia rue sometimrs p h s i d l y  rirvk~vard and ma! 
display neurologicai 'soft signs.' such as left.ri$t confusion. poor CO- 

ordination. or &noring. Some minor physical anormilies (r. g.. highl!. arclied 
pdate. nmorv- or wide-set eyes or subtle malformations of m) may be 
more. common m o n o  indiriduais with schizophrenics (DSII. L9O-I: 280). 

Just as the DSM alludes to phvsical indicators of schizophnia. there is dso a pervasivr. 

vernacullu concephidisahon of a ''~mzy look." Side rffecrs t'rom medication and lifrstylt! 

habits that manifest themeIves rts such things as yellow eyes. uncontrollable drooling and 

being orerweight inform this conçeptualisation. Being non-cornpliant cm subrut a CWY 

look by avoiding side effects and as such becornes one way to dispute the diapnosis of 

cnriness. n-hrn Shelly spok  about being orenveight luid neeciirig to love we i~ht  she w u  

eapressino, her non-cornpliance as a means to present normdcy throu$ her body. ;\s far 

as stopping the medicd regime is an attempt IO be normal b!, maliing the body appear 

normal. it dso shows 3 rvay in which the schizophrenic not on& removes him or herself 

trom the çütepo~. of being schizophrenic but rictirely anernpts to move to the catepry of 

bei- normal. Non-cornpliance m. be a cornplaint against ihe t rament  as was 'Kayer's 

case. a dispute about the accuncy of the û imos i s  as CruIo sugqests and'or a denial 01' 

disease as Sheliy attempts to do. 

Sçhizophrenia as de facto Son-corn pliance 

C h q e s  to the provinciai dnig insumce poiicy now require thai patients pay a 

portion of the cost of their medication up front. For those with limited means and a 

disorpninisation that prevents budgeting. buying their medication is often bumped off the tist 

aftw bills are paid. Poverty is a cornplicatino, factor that not only limits the choices of 

schizophremcs but dso subverts adequate treûtrnent for r diaposis and instead collapses 

schizophrenia into a collage of social ills. b u g  abuse. se.sud abuse. unemploynent. n&m 



and crimidity segue into schizophreniri as mother poverty issue. The Quebec 

govemment's new dmg insuiluice p r o m e  C- requires schizophrenics to pay a portion of 

the costs of their prescription dmgs. For one socid morker this wris  a slaw back of already 

limited social assistance cheques. 

I thinli we're stlirhng ro set more of its effecr. [. . . ] l'hcre's people that 
don't want to take their medication becaux th- don't want to pay for it. 
' T h e  ;ilredy have a smdl mount on their cheques. so like. th- 're decidino 
benveen their basic ne& drady - shelter. food. cigarettes - ruid now 
medication. 

.\çcording to many psychiatris~. failure to take medication is one reason why so man'. 

schizophrenics &fer relapses. Various victims' rights md iidvocacy groups have made it 

ififficult for the police and courts to inteirene without going throu~h a Ions process. 

Schizophrenia and non-cornpliance meld together. Hi$ hospital retums. relapses and the 

chronic nature of the iiiness m;ikr the schizophrenic appear t i t ~  j k ~ o  non-cornphnt as if 

non-cornpliance could be one of the symptoms listed in the Diqrrost~ m i  h'k~li~liad 

a choice but the most viable option in their situation. Povrrty. Iack oCservice:respect at a 

pharmaq- and balancine the effectiventss of one drug where the nade-off is the side effect 

rue dl considentions. Being over medicated and treated as merely one patient on a List often 

mkes the patients lkel as though the caregiverç are unresponsire to their nrrds. 

Shelly is dmost despente to rejoin society from the margins of her illness and in m 

effort to do so rejects her illness md t o ~ s  with non-cornpliance. SheNy h;is leamed howwer 

thrit the sh-ma of her psychiahic diagosis mi11 always be with her and threatens the 

riability of a social role not anchored in that illness. Chuck rebukes our society from his 

position of marginali~ yet is forced to achowledge that he pamcipates. Both people have a 

lot to sa! on what are the costs and expectations of fully joining md p;irhcipabng in ibis 

society. 

One of the nost often invokd strateges by nonmris to explain schizophrenia. is a 

wilful disregard for sanie. Renrming to non-complimce. for whatever reason. is 



one such example of this type of disreprird. Serere. debiiitahng side effects rire the cost of 

sanity. Insanity however is also viewed as a state Rrirhout the possibility for agency and 

desoid of çulpability. 

Part of the sichess role is the associateci sti-a of the sichess. If non-cornpliance 

cm be factored mto a diagnosis. it cm also vdidrite stigmatisation. 

Stigmatisation of schizophreniri plays m irnponmt role in the deselopment of self 

ruid identity for the schizophrenic. Identip is not constructed in a roid of self-assertion nor 

is it the creation of those who surround us. It is a dialogue involring the obser~ahons of 

others. our interpretation of those observations as w e l  ris self-rvtlection and a sense of 

agency. Stigma is dso closelr* associnteci in ths thesis with ii notion of shroniçity in 

schizophrenia How has the stisma of I.uzwrrp sclir~oplirt~nur. of beins Aicted or cuisrd 

with schi~ophrenin. slipped into a s t iy r i  of bt~rriq r~~lir~c~phrC~~rrc'! Being il1 is usuiill~~ 

imbued with a responsibility for beçoming il1 as well as a responsibilit) to become wetl. 

Being dçohoiic is perhaps the best illustration of this point. For schizophrenics the 

responsibilities for illness ruid wellness ;ire complicated by the fact that the disease of 

schizophrenia ais0 implies an inabdit to take responsibiiity. Furthemore the responsibili~ 

for being il1 d so  blames the çchizophrenic for his or her orin underun-employment. 

hornelessness. etc. .\I&inp a distinction between illness and self is one ot the stratrgieç 

avdûble to schizophrenics that not oui! shows an attempt to subvert chronicity but also to 

o r  ercome (.or possi bly embnce) different sti*mas lissociated wi th a diqnosis. 

Sti2patisation tirnits avdable options and is tremendously difficult if not 

impossible for the schizophrmic to orercome. Khen Shelly wonders about prospects for a 

future husband. she feels that she d l  have been prejudged. If one assumes that SheLly will 

rem& well enough to m q .  then that supposes the prejudce is as much one of her actud 

diagosis as of the re-@ne she follows. Sti-gmatisation is formed in part. if not maintained. 

by havinp - to keep in contact with a ps~chiatrist and social worker and having to continue 



wi;ith medications. Cornpliance as a constant. conscious effort to maintain mental hedtli 

reveals to others that something is mon,. 

Goffman defines stioma - as an attribute that m&es someone. "different fmrn others 

in the category of persons available for hirn to be. and of a Iess desinble knd -- in the 

extrerne. a person who is quite thorouphly bad dmyrous or weaEi. He is thus reduced in 

our min& h m  a whole and u s d  person to i rainted. discounted one" (Goffmm 1963: 3). 

schizophrenia seems to Uivolve two types of stigmri. The fust is that of the mental 

illness itselî. The second is the one associateci with homelessness. unemploynent 

uncleanncus. m d  the 0 t h  amibutes often lissmiüred nith a schirophntnic lifts'ie. . \ II  of 

these are of a iess desirable kind 

It is unknown w hüt ciuses schizophrenia but l i  ke other diseases. the disrse  itself is 

indiscriminate. Despite the hct that the schizophrenic h a  no culpability in the diselise. 

genenl misunderstmdings about schirophrenia such as that it is the result of poor f;uniiy 

situations or m inability to ded appropriately with stress Iriy the blme for schizophrenia on 

ihc schrophrenic or their socid environment. .-Uthou$ the other st iynas of homelessness 

and unemploytnent implicate social failings md the inability of ow society to provide 

aiTorciable housin? and to m a t e  jobs. most people see unemployment ruid homelessness as 

individual failings in themselves. not part and parcel of the probiems facins schizophrenics. 

For Carlo. his ûiagnosis is the construction of a sti-a-theory that is used ro esplain 

his inferion- and hence suitability for drug e.+ipenments. -4lthough king used as a lab nt 

m q  seem fx-fetched. it cm serve as a useful metaphor through which sti~aa-theory is 

used to restrict o p p o d t i e s  by redefininp suitable roles. What those roles n4.i be however. 

are det-ied by our prejudices. discrimimtions md the belief that 'rhe persoo with a stigma 

is not quite human-' (Goffman 1963: 5). 

The domiliant genetic: biological esplmations for schizophrenia have tremendous 

dcations for the s t i p a  of scbizophrenia. Such theories pinpoint a muse eidier pre- or 

post-natdp. 114th a deiayed omet. Io such a scenario. die schizophrenic has most lib;eiy 



g o v n  up understanding hom s t i o~na  works and ma? have actirely sti~matised - others. 

perhaps sorneone "cm-." o d y  to later be aff'iicted with m attribute:diaposis of 

stigmatisation themsrlres. 

'Alen immigrants statc that t h e  didn't even know what sçhizophrenia was belore 

miving in Chnada. their questionin: of the validity of a schizophrenic diaposis is based in 

p*xt on the incomprehensibility of its associated stigma role. Diagosis is one brutal means 

w hereby the schizophrenic is acculturated to this sîigma role. 

But as far lis the d i a y m i s  r n q  dso reconfigure p s t  espenences into the 

developrnent of florid schizophrenic syrnptoms. it is dso the rewritin- of a well role in 

anticipation of a sick role. 

R'hen Shellv spoke OS returnins home. she commentrd ihat she was unrecopisable 

bernuse she had o,ained so much weight. EquaUy dienating horverer. cvould be horv 

unrtxoenisable her fnends had becorne. Richard s p k e  of not wnhng to rehirn tiomr 

because of chmges in hjs homeland since decolonisation. Cioffman suc-ests tic that lemin, 

of one's stigma is s proçess through which espenences that one shared with lriends n e  re- 

evduated and understood 3s unique in li-t of the stigma. Shelly is both wecognisable to 

her friends md hack in her teenage y e m  at the s m e  time. She now understands her p s t  in 

lems of her present. Her diagnosis suggests bat  her pasr expwiences were somehow 

misinterpreted as mernories since the! could not account for the distorting affects of 

psychosis. SheUy is in many w y s  achvely recreating a p s t  in her present. 

How our socid. culturai and politid rndrnr may ultimatety be epressed in or by a 

psychiaûic diaposes that undemiines understandings of the p s t  is more clearly seen 

through the ezmples of the immi-mts who rnoved to Canada and mere subsequently 

dingnosed with schizophrenia. It is equally relevant for dl other schizophrenics. 

For the cmgivers. non-cornpliance is an indicmient of a system rvhich despite dl its 

resources. is unable to meet the needs of those it supposediy cares for. 

We offer a lot of support services. such as food. clothing and al1 mat kind of 
thing. as well as a f d y - l k e  atmosphere that people will feel cornfortable 



in. But the people dso need psychiritric clire. That's often the first step to 
talie in order to help someone stabilise his or her situation. Sorneone who 
has a mentd illness cm mely /ive in a stable rnanner if they rue not 
medicated Tou often experience that wivith this population. (me of the major 
problems rve'w had for y e m  is oetting follorv ups for these people because 
they art: often seen as non-cornphnt by the h;iditiooal psychiatnc system. 

For c m  *vers such as the one cited above. successes are high rates of renims to the 

dropin. maintenance of relationships of tnist and creatinp places of sdety. This is often in 

contrat to the mezurernent of suçcess by the psyctiiah-ist. Not seeinz the parient. or  seeing 

them less often indicate the "independence" of the patient. Such independence evduates 

the treatment of the diseÿse as successlul. Hoa the patient funciions x i th  the chronicity of 

the disease is more pertinent to the patient's handling of his ihess (than the psychiatrie 

disease) and thus t'ails under the purriew of the socid rvorker. 

Social aorkers rue likely deepi- Uirolwd rvith the personal iiws of the 

sçhirophrenics and the praomatic problems t h q  face. Fin&? housins for the hard to 

house or emplyment for those rvith few s M l s  nises some questions about some of the 

issues çrerited in the wid of deinstitution-disation. n'hm ('huck ran a w q  f'rom the 

institution he broke a d e  ( w u  non-cornpliant) and was punished. Staying at or running 

aiwy lrom the institution were options open to him. For the tormally institutionülised. 

deinstitutiondisation means finding a home and a job. Loss of benefits (no w e l f m  rvithout 

residency ) md marginri l i~ (iimited tinancid resources) dissuade liornelessness and 

encomge employment. Fm Chuck. homeiessness as with unernpl oyment for ,l fichael are 

options newly created in the rvrilre of deinstitutiondisation that r n q  ix exercised 3s part of 

social non-complimce. 

Cornpliant and non-cornpliant are hvo categories into ivhich dl schizophrenics c m  

be placed. These two categorisahons do not indicate who s t s  better luid cvho does not nor 

do they establish even - genenlly. who succecds wirh trmtment md who dms not. Non- 

response is one possible reasoa why some people do not improve. .Uthou$ successful 

treatmeot is prdcated on complimce. A1 Siebeit indiates that recorery from schizophrenia 

is not linC;ed to cornphance. He cites Torrey in stabng that dthough one-third of d l  pexsons 



dereloping schizophrenia get well. the? do so no matter mhrit is done. mhat intenenhons are 

performed or to what degree they are cornpliant (Siebert. 1999). The medicd r e w e  with 

which the schizophrenic is meant to cornply is only effective in rreüting symptom of 

schizophrenia and not the disease itself. Cure. it seems. is not predicated on cornpliancc md 

appears to be ris indiscriminrite as the disexse itself. It is important then to point out that 

over ;i penod of bme a person with schizophrenia may develop a new:different set of 

symptorns (,inderson luid Olsen. 1982: 789-7943. Just as isthis ma', indicate the 

ineffectiveness of current dnigs different symptoms may dso Uidicate to the cornpliant 

schi~optvenic the gened  ineffectireness of his current regime. 



Chavter 10 - Investing in & Redesimiing Schizo~hrenia 

Being schizophrenic or a carqirrer of someone nho is involves worting withn and 

often against a ys tem intended to care for the nientrilly ill. How resources are nlanngetl and 

-oals defuied d s o  falls under the purview of this system. In an effort to beat or mûnipulate 
Y 

that system to the their ndraiitage. inan? schizoplweenics ilse their diagnosis as lerenge. 

Often the diagnosis n x  redesigned to achiere or justif! certain ends. Schiroplmnia was 

most often iised to auiyeiit social xsistntice or gain access to restncred senices. For 

caregivers. schizophrenia \vas a label iised to p i o n r i s  the needs o l  individuais and as a 

m e m  to open doos for incrensivl fiinding imd improvtrl senices. TlUs chpter esplores 

ways in whch schizophrenia was activeiy invested in and redefined as a tool for stntcgic 

ends. 

Wiat schi~ophrenin is ro tliose so lnbellecl and to rliose who cnre tOr tliem was ot'ten 

stated during interviews. Caregivers at drop-ins and the users had Gfferent ideas aboui 

wl~rit sclU~oplirenia wns but w r e  Iess concerned wirh psychiatrie . jxoon - 111:ui rsplaining the 

disease in terms of how it effected them. For the caregivers. schizopbenia detemineci how 

resoiirces woiild be dlocated aiid in which way they woiild be cielivereci. For the 

schizophrenic. the dagnosis otkred explmations and although it restricted most 

opporhinities it also espancleci clifferen! ones. For both the caregi~ers 'and the 

schizophrenic. illness. diagnosis and treatment allowed some opportunities to be seized and 

other restrictioiis IO be siibverted. maliing scliizophrenia n sometinies iiseful tool. Son- 

cornpliance is again a centnl issue in t h t  when schuophrenia is med only as tool to 

improre n situation defined by (for example) homelessness and unemployment then non- 

cornpliance is part of coming out of that situation. If a schizophreaic believes hiniseif to be 

iising a diagnostic label to get better social assistance then once that assistance helps him on 

his say. it is easy to understand how he may no longer feel a need to be cornpliant. If 



ernployment and housinp iur key g d s  of reintegntion then the) are dso anchors for non- 

cornpliance. 

Not an Issue of Cornpliance 

Initiail>. I had expected that those mho aere cornpliant wouid be better positioned to 

inrest in their disease and "pull sûinp" ro achieve their goals. But Glen for instance used 

limitttd cornpliance (four days on his medication. three â q s  OR) to maintain m e s s  to b is  

dropin. C d o  would become non-cornpliant partly becaux he feit he could work better. 

. \ f i c h e l  and C'huck's broadrr socid non-cornpliancies rwre dso used to solicit svmplithy. 

Reiy  non-cornpliant could mem a number of things. Chuck saw compliancy as out of 

sync with his pmonal drsire to exen and express hmsrlf md mas synonynous with 

conforniity. For others. non-cornplimcy \vas less of a denial of the disease than an 

~iclinowledpemt.nt thît the tramient makes the disease too diffiçult to be successfuily 

managed by the schizophrenic. Sometimes. non-cornpliance \vas a r y  to confront the 

treamient as inadequrite or too painiul but was not a denid of the disese. C'ompiimce and 

non-compliuice are flip sides of the s m e  coin. 

Sorrrtr tis ' constructions oE schizophrenia establish d e  ezpeçtations. 1 leeting or 

failing to meet these expectations is often e.xplained in ternis of nonxompliance. However. 

as Estroff noted about conceptions of schizophrenia. non-cornpliance dso meluts a l x k  of 

competency and cdpability: 

The loss ruid disorder of person so çhancteristic of our conceptions of 
schizophrenia m. be at least p d y  of our own invention. and one of the 
man' ways in which Ive beset the person rvho has schizophrenia (Estroff. 
1989: 96). 

Sorne of my interviews illustrate that as states of king. contesting and accepting the 

diagnosis wrre more of an ebb and flow than scitic and involved exactly the expression of 

competency (to mmaoe -- their own dfairs) that seem to be denied to them. Shellv for 

insnnce is both schizophrenic and weii. This connridicîion. aside from the nrnifications for 

compliancy. shows how she has accepted her diagosis and the lonsevity of the disease but 

disputes its chronicity as recmnce. Shelly is dso a good exmple because part of her 



hring proactive is her understanding her diagnosis. what it is to be schizophrenic. ivhiie it 

seems that part of ber being bener. is understanding herself not as schizophrenic. but 

someone wrli dthough susceptible to stress. So long as she feels able to manage her stress 

there is littie need for the medication. 

C'arlo on the other hmd selects his cimg but does not refuse dl of thcm outright. 

.Uthou& he would not say that he is schizophrenic. his sort of m q e d  non-cornpliance 

protides a possible esample of how one çouid xcept ( 7  diagnosis rvhile contttsting the 

treatment as one designed for spec6cdly for schizophrenia. Car10 accepts a diagnosis of 

some son of mental illlness. but not schirophrenia. 

Chuck provided links between a larger social critique. the diagnosis and the 

esi-nçies of schi~ophrenia. In man- m e s  he indicares hoiv his sick role is nothing more 

t h a  a rvell role that has been deemed unacceptable. Chuck redesigns his schizophrenia as a 

son of uncornmon behririour or persondity type ruid recontigurrs cornpliance in terms of 

confomity . 

Firially. a rlivisioii between those who contest and those rr-ho accept a diapusis is 

not geared towiuds theu m e r s  (non-psychiatrists) whose understanding of schizophreniri. 

while obviously impacting on the schizopluertic's acceprancr. \vas often uivested mith 

ulterior motives. hlaintaining order in centres. aupenting bene tits. fînding affordable 

housing and irnproving the chances for permanent residency s t a t u  where some of the trisks 

of social workes. in each of these cases. k ing  labelled as schizopbrenic aided access to 

specidly desiyed programmes and services. Even if schizophrenia was pooriy understood. 

iis label was useful. The St. Thomas with its mandate to care for the rnentally il1 is a m e  in 

point. Schizophrenics through the centre are provided food bqs .  a social network and m q  

be placed in special housing for the hard to house. Schizophrenia has an associated utility. 

Lay Psychiatry 

Most people have upon occasion refeaed to someone lis "cm@'. "a psycho". or 

any nmber of other lay psychopathologies. This may be an example of how psychiatrie 



diagnoses as jargon h n w  becorne part of daily vocabulary. For non-psychiatrists who tare 

for the psychhhically dl. there is more at play here than cxpanded vocabuliuies. Just as 

el wrvhere this thesis ha illustnted a withdnrval of psyshiatrists from care piv inp. there is 

an infusion of psyhiat@s jargon into care grinp. Social workers and others. in constantly 

being iisked to evduate people and situations. deploy psyhiritric esplmations for their 

The folloning quote is from one CL.SCY ivorker esplainina what she likes about her 

job. hlelissa also shows the overlap between professions. spedically in socid work and 

psycholog!.. and ywxdly amone the 'hrlpin? profession." 

... my background isn't social work: I don't have rny I3SK [Bachelors of 
' ; o d  M'orLI yet. .As a rnütter a îrict. non: 1 ;un studying in psycholog! as 
probably the field 1 will be gaine in. But 1 got involved in the ivork. started 
off as stage. I interestcd in the helpins profrssion. .\nd then it ivas a 
matter of just fun urn. p u  knorv. staqins in it. and just. uh. l i b g  it and the 
dynamics of the cornrnuni~l organisations. I're alivays warked in the 
cornmunip. I haven't nrcessarily worlied in what we cd1 "rt;s~riri" 

[networkl. L'h. t're d w y s  stqed in the çommunity beciuse I like the 
dynamics. 1 iike the frontiine work. and uh. that's just the kind of frontline 
iwrk that 1 like to do. 

I'his quote is also interestiris for its çonh;ist of frontline cornmuni' \wrk ivith the network 

of professionals in the "résem.'* Melissa. like other caregirers in the community. porûayi 

tlie cornuni t \ .  ris a place n-cre one gets one's hünds di@.. Often. invoking "smrill". 

"community " or "personai" approaches wris k q  to defining the work of smdler centres. 

.A11 the aorken howerttr dso spoke of a network from which the' rïere able tu dr;in: 

support and more importantiy information that wodd be othenvise confidentid and 

inaccessible. By cirawing a distinction between the frondine and the r&cirt. .\ Ielissri dso 

dnws epistemological distinctions. The communi~ does not employ clini~aî observations 

as p i  of its assessrnent of indiriduds. Even thou* rnmy users of a &op-in corne in with 

a âiûgnosis. it is me h t  the centre would Iinow this diagosis. -4s a potentid user of 

cornmunity services leaves die rt~semi he rnq undergo a second eraluation ihat rnaiies his 

needs clear to the comrnunity-bsed mer. People who show up at the door of the St. 



Thomas for the f i t  tirne are evduated to see if they fit with t . ! ~  centre's mandate ta c;ue for 

the mentdy ill. Joluine elabonted on this informai process. 

WeU. we know ail the merntxtrs. so as soon as sornmne new wdks in. we. 
like in the fiit you Iiww few minutes. or h d f  an hou. one of the staff talks 
with them. and we, vou know do a little interview wiith them and from the 
interview we c m  & d l y  determine if thwe is a mental hedth problem. 
Finding out mho told them about the centre. rvhy they've corne to the centre 
where the? usurilly go. like what were th- douio, befoie th- came to the 
centre. hoiv were the? meetin2 their oeeds. you know. to see if the' have 
other. other resources the? cchd W. 

Joanne's intrrriew of someone new is meut  to Lnformdly pick up dues about that 

person's mental hedth. The fact that the person in unknown to Joanne meas that there is 

M e  room for personal eccentricities md idiosyçnsies to üccount tor udd behavioun. The 

highly informal messment picks out how rhis person is using other resources md if there 

is possibility for them tu use some of her centre's rrsources. How the person lunrtvl at the 

centre kcomes key to establishing whether or not th- have a mencil illness and are eligible 

for help. c'ominp to the &op-in for a meal from the w e l h e  office is not as cunsrquentid 

as cominp for a meal dter relelise from the Doqias Hospitd. This son of intormd 

evaluation outside of the rtG-t~trrr relies on usessing the pst-ùiterwntion treritment. Qhat 

this means is that once outside of institutional c m .  s-iptoms of mentai iillness. behÿviours. 

life situations. the manifwtations of side effects are closely usociatcd md diII meld into 

siogns of mental illness. .lnother workcr at a CLSC said this about evduating people: 

Q'e woddn't s q  definite that this persan is sufferinp from so-,and-so. K e  
wodd sav that it appem. you know. given that this person may have some 
sort of p~cholog.ical problems. psyc&iahic needs. some kind of waluacion. 
So you would say that tbis person is suffenng. rvhat the person is doing or 
not doing. that sort of thin.. But rve are n d  doctors. rve c m o t  make 
medical diagnosis and wecan't make reaiiy psychiahic diagosis as such 
[. . . f  There are some cases that rue veF strrughtfonvard. l'ou cm see the 
person and s ~ g h t  we've brou& them tot hr hospitd or make 3: crisis and 
t&e them to emergency. -ou b&v. ive send them or tdie ihrm to the 
emergence or whaterer. But here are other heavy cases that so many other 
thmgs lire intertwined. f d y  situations and comfort problems that ive 
discuss it here with them. 

In the previous chapter. non-cornpliance was linked to confuslng certain normal 

reactions (mger particdarly) as behaviours ("disniptive") associated with a schizophrenic 



s>mptomology Disruprive behaviour may be an indication hat  the user has pone off their 

medication but if the workers know the routine of the user. it may dtematively indicate 

compliance. DiIy stress combined with the psychotropic h g  repime may produce 

dismptive behaviour. For the workerç this behaviour is distinct from simple bad 

tempnment.  How this distinction is understood is unclex but it hris somethuig to do with 

the spontaneity of the behaviour as well as die cyclical nature of the schizophrenic 

trmtments. One socid rvorker. Beth. obserwd. "Sometirnes eren the d q  they'w had their 

injection it hasn't sort of kicked in. So they're still sort of difficult." 

Since rir Beth's centre. users are infomdilly evdmted bu trilliing to them and 

watching them intenct. the use of dismptiv e behaviour as an indicator of mental illness 

relies on the relationship and familiari@' of the worker with the user. Une socid worker 

spoke about the need for a non-judgemeneil involvement based in active listening 

Establishg rapport \vas central to ri relationship. 

.Active listening would be number one. Active listening involves. m. it's um. 
nhen w u  t d k  about active listening it's not just Listerimg. it is redy  being 
there. king involved. empathy. urn. understanâing. uh. o,oing ho-h the. uh. 
it's non-judgementd. 

hocring the schirophrenic is essential to trcatment but not felisible -as part of the ùiformal 

evaluation that assesses eligi bility to that treatment. 

.Mjectives and Descript ions 

With specific reference to sçhzophrenics oiher words used to describe hem wre .  

"slow". "lethar@co0 md "disorganised." .-\nother symptom for them 3s weU rvas a stnte 

.A lot of schizophrenic people m. iire dirty to look at and to srnell and th- 
d o i t  even realise it. They're. 1 don't Lrww how theu don't realise. but thev 
don't The? don'i linow that they're dkp. the- d o i t  b o n ;  that th. smeli 
bad. 

Because of their illness. they just don't think that th-' ri: dirty [. .. 1 It 
doesn't even occur to them that they're m. 
Seved diings emerged from such descriptions. Again there is a feeling that these 

desaip hons are temponlly comparative. "Slow". "lethargic" and "disorg;inised" imp 1- 



a pre-schizophrenic (proto-schirophrenic) that wris quick. active and orgruiised. Such a 

schizophrenic is unlinom to the worker and so for others wbat m;iv be character attribues 

;ire signs of psychiatriç problems. rhat the' are die tws one description 1 heard (and 

heard contradicted) sevenl times that surprised me. It surpnsed me because it seemed to 

me that the vast majority of centre users were clrm ewn though 1 4  haw to admit that it was 

the dirty ones who left the most indelible impressions. . \ l a h g  sure that dl users rvere 

slean \vas priori- for dl the centres. One social worker chdlenged the idea that 

schizophrenics were duty by sayuip that being die rvas a defence rnechanism used IO keep 

people away and rvas just as easily linked to other groups of mimjndised people çuch as 

the homeless and criminal. What one social worker assessed as a stntegic deknce 

mechanism. another rissessed ;is an indicritor of psychiütnc illness. 

The descriptions of slo~vness. lethargy. disorganisation and dirtiness of the 

schiruphrenics ivere intriyuin2 because cvrn as workers used these descriptions their 

fdçeness was being made evideni. Some schzophrenics couldn't sit still. couldn't stop 

pacinp. m d  spoke a mile-a-minute. .\U of [hem naviyted the system of hedth xnices iuid 

community pro_gammes in a hi:$& oro,;inised mmer .  rvdliing s e v e d  d e s  a day to do so. 

. \ t  the s m e  time. and aside î'rorn the effects of medicatiibion. s1on;ncss. lerhargy and 

diswg;uiisation were also pmly a result of using these community services where basically 

lots ot'snacks. a telerision. ruid ri couch made users appear unmotirated. slow and Iethargic. 

The space of centres 3t times seemed designed to hang around in whiie snackmg before 

rncds. The staff. in maintainin? files and medical updates. remored a need for the users to 

be self-oqanised while at the centre. In fact. part of usmg a drop-in seerned to be the 

relinquishing of control over these marters. For man?. orgmisation \vas proved in other 

ways. For hlichael this was keeping his appointments for injections and taliing care of his 

daughter. For Shelly it was work. What the centres' staffs organised nere often derails 

that showed the ciifferhg prioricies of tfieir users and ought not to be seen as indicative of 

lacking ability. SheUy needed her budget to be mmged. but not her appoinhnents or eren 



her merils. Slichaei needed his mealtimes and pcenes  O-anised but r~as able to keep his 

nppointments. 4 1  the above descriptions. including beinp di* figured prominently in 

treamient thenpy as weli. Showers. field trips and keeping appointments were essentid to a 

treatment with reintegntion as its goal. 

Disorganised syniptoms were included as indicaton of schizophreniri and show 

how psychimic text slip into lay usage without the original meminps. Staff would not 
. 

define disorpised ymptoms as "denilment". "circumstmtirility" or "iilo$caiity. 

Doing so would exclude a number of schizophrenic users such as Shelly. M.ichael and 

ficharci. Considering that most of the schizophrenics the staffs selected for interviews were 

clear and casent. disoroanised - symptoms seern wefl heated among the schizophirnic users. 

Staff semed to be associating disoro_;inisation indirectly with schi~ophreniri through 

recreational dnip use. Being stoned rvas common for many drop-in users just as 

hornelessness and unernploywnt were conmoii situations. Shelly a as emplo) ed i+ hen we 

met. had a home and did not take c h g s  yet 3s a user of drop-ins cm easiiy be associated 

n-ith ail of those. c'omplicating rhis were the oJ;ued. yellow eys.  ri cornmon side rffcct. and 

3 sort of dngging slonness of her weight. In my case. beins stoned from marijuana. drunk 

or high on cnck hris no association ~ 4 t h  schizophrenia itself. Dru, lise is howerer 

associated rkdh non-cornpliance. This provides another point of m e s s  since non- 

cornpliance has obrious iissociations with schirophrenia. C'ompliance. non-somplimce. 

phmaceutical and recreational h g s  are ofien blurred by circurnstances and in 

understandings mliking drus use and h g  treatment difficult to distinguish. One 

schizophrenic had spent time in jid for assault. -4 condition of his release was that he 

commits to compi'ing mith his drug treatment. Khereüs rvorkers had understood diis as a 

cornmitment to follow bis treatment for schizophrenia. users understood this as 3 

cornmitment to stick n-ith a drug hPatment proo~rmme that would - -et hm off cocliine. 



In gened .  disorynisation seemed to be part of rvhat filled the roid of 

institutionalisatiou The staff took being organised for granted among nomals not seeing it 

ris a I rmed still perhaps anophied from institutional cürr. 

Disorganised behwiours as witnessed in unusual clothinp. appeannce and socid 

and sesual brhaviours is dso more closely related to a situation than a diaonmis. Cloihinp 

is piven out 3t some centres and articles bought from a thnft store arc best chosen for 

timctionality m d  price than nppemce. One man at a residence was embanassed bv the T- 

shir i  he had been given to ivelu that &y. It was black with a large pi& triangle and a 

pride slogan emblazoned on it. (.)dd socid and sesud behaviours sermed part and p m e l  of 

places rvhere for instance a rcithdnwn man's lirnited social network is forged amid smet 

wokers and other rqudy aithdnsn users. 

Investine in a sort of system was one way in which some carers and schizophrenics 

rxplined rvhat was going on in a way that i ras bqond their controi. . \ chon  lcdging a 

socio-politicai system that seemed to be controlling a diagnostic label. treatment. 

institutiondisation md care wrü: inescapable. jurrendering poiver to. or dnn.ing authoiit\. 

from that system however was a key stmtegy in negohabng roles. In Mathew's 

confrontation with the socid worker csee page 90). hoth ncre using a systern to negohate 

roles. hfathew tried to dnw on a system to protect his legitimate nght to privacy and to 

assert his indiridual ügency. The socid ilworker drew on a system to esen author@ and 

invade bhthew 's privaq.  How schizophrenin and cmojvers invested in and divested 

themselves of a systern fomrd part of their social critiques md commentiuies. 

First of all. investin; in or not inveshng in the system wris large@ decided b~ 

believing in or not beliering in the diagnosis. To "beliere" also denotes a feeling - of 

"f;iith" - as a sense of certitude or assurance. One may have faith (or not have faith) in a 

time. nrrlini and -stem that has created place for such a diaposis and an associated role. 

Mchael expressed this sort of faitb when he notes bat his diaposis was only possible in 

Canada where the doctors know about such things despite the fact that he c m  trace 



symptoms to childhood in the Caribbean. Ifichael's srory is anchored by a reliance on (a 

faith in) the welfare state and the medicd qstem. Secondly. there does need to be an 

exploration of some of spaces in which a non-psychiatnst couid adopt a belief in the 

diagnosis b of schizophrenia as a disese. an excuse andior a usehi tool for administration 

nithout necrssaily imderstandng or iiccepting its Tmptoms as le$tima~r. Lstly. there is 

the potential for tension and coaflict wiIithin a schizopbrenic rvho dthough believins in his 

diagosis cannot beliere in a society whch marsindises him bwause of that diagnosis but 

whose treatment is dependent on his reinteqtion into that society. 

\\'orkers' I nvestments 

I'hroughout the reseÿrch inroiring centre workrrs it üppewud thür part of their 

dedication was based in a belief of a better world. .As advocates they believe in a berter 

situation for the marginalised in our society: their rotations were inrestmcnts in a system 

stemming from a desirc to affect change. Ficeci wi.irh budget cutbaclis. the) contnsted the 

ivealth of our sociee with eatreme poverty nnd milro,indisation. Uorkers bdieved in 

society. its ability to change ruid the opportmiries it held for everyone to participate. Social 

problems rvere windows into di sorts of mental distress. 

Mental distress. and I'm not just t;illring about mentai illness is quite hi-. 
People m having a hard time sening by. Um. md there seems to be a lack 
of uh. just 3 collective support network in an individual's personai Me. 
(]ka?. people are not connecting with other members of the familu. mqbe  
because of divorce. rnaybe because of separation. maybe because. you how.  
the F i l > v  disinteptes. at some level. people are not connecting with other 
people at work. but then again. l e s  people are worliin-. So y u  do find. you 
h o m .  there's a lînk there. ?ou know. brtween. the soc%l context of ou .  
society. and the bands of problems mat people are expenencing. So yes. the 
inmase of mental illness is quite hi-. 

They dso were heavily invested in psychiairy. Mten faced with someone having k e n  just 

released frorn lui institution and literdy dropped off at the centre. th- sarv a need for 

psychiaû-y to treat people and an aptness in its diagnosis. For mmy worliers. the users were 

simply mad and legitimately dia-nased - as so. .Uthou& - no worlier wouid suggest that a 

diagnosis of mend illness be used to restrict socid participation. such diaposes were 

invdwble administrative tools to effective- facilitate that participation. 



The label of schizophrenic nits readily deployed when outside invdvernent was 

needed. The few times that the police were cded  to a drop-in. the understanding that 

someone with a mental illness was involveci facilitated their speedy responses. Rlien 

assertiveness and aggession c m  be misunderstood as a synptom then even nhile the 

legtirnacy of that synptom is underrnined. it nerertheless becornes an important tool to deal 

with (sanction) the schizophrenic. Getting hospitril records without consent mas mother 

w q  in which mers acchievrd an ends thüt wouid not be possible to perptttrate on rronrrds. 

Gettinp the records of a schizophrenic was easy because the m e r  could use schizophreniri 

as a password. mother administrative tool. Centres that needed thrir fundng renewed 

y r l y  maintained statistics on the number and type of users and used the rise in nurnbers 

mong  the mentail>- il1 as rin argument for niore funding. 

Schimphrenics' 1 nvestments 

People livins n-ith the dinyosis ol'schizophrenia. w r e  their own experts. . i n  

individuai schizophrenic's attitudes towruds othrr schizophrenics and schizophrenia shmd 

sirnilarities mci dissimilxities with others' attitudes and accounts. 

For the most part. the! were m q  consistencies. Schizophrenics rvere determinai 

to rxercise options and agency of ivhich choosing where to e;it ruid what medications (if  

;in?) to nlie. are two examples. Schizophrenia is manifest in a varies of ivays with 

symptorns differing from person to person. .-\lthough schizophrenics have Irirgely adopted 

the psychiatrie jargon of their illness. key understandings of what they are (as those 

diagnosed as schizophrmic) as opposed to what sctuzophrenia actudly is. rvas one of the 

most poignant descriptions to emege from their namtives. 

I'rn schizophrenic. They çaid thry diagnosrd me schizophrenic. say 1 hm. 
mg to H l  me. because 1 hear someone's Wng to Id1 me. I hear voices. 
you h o w .  people. I hear voices. [... ] and I get paranoid. 

.Uihouph this infom;mt relies on two spp toms  (hallucinations and panooia) fo justif? his 

diagnosis. it is unclear as to whether or not he ciinicdy understands thsr. 



--il the schizophrenics interviewed w r e  ware  that the! had a problem. It may be 

that they were b e i q  persecuted that they were unable to live independently. or perhaps that 

they w e n  unfdfilled and felt cheated by the band that l ik had dealt them. .An nwareness of 

a problem that others did not seem to have or that others were not plqued by was consistent 

mong  schizophrenics. Henri used a common aicoholics monynous anÿlo~y about 

always crosshg the street on the red light- Part of this metaphor is the need to control a sort 

of "living on the edge." 

I I I  tell ?ou ivhat hippened. is that I ... 1 ... I didn't cross a red light from 
1969 to 1989. you knorv'? I found that in 1989 I'm selfish [... 1 because 1 
don't cxe you h o w .  a red light. people malking by or cars or ivhat. >*ou 
know. So 1 said to myself* I'm going to try and cmss at the 9 t . n  light and 
Id id  from 19Y9to L99L. 1 was 31. [...I R-hatam 1 -- ivhoÿm 1 p i n g  to 
fool'? I'd like to cross green lights you h o w  but 1 said to myself m q b e  
l'm. jPou h o w  . under pressun.. so 1 cross on a red lisht and a car jusr ç m e .  
you how? Just lilie that and 1 ... I just stopped in tune and I kept on 
crossing the red liht ... 

.\lthough this müy on some lewi indicate how schirophrenia is mluiifest in him. his Limited 

abdi. to function is equally part of his diagnosis. 

I can't take c m  of rnvself because 1 can't uh. cook bu!. grocerk.  bu' 
telephone. p;iy the electncity. shop uh and uh cook m' uh. m k e  the bed. 
wash the dishes. do rny laundry. 

Schizophrenia is the reason he cannot [ive nith his ageing mother. ?et H ~ M  dso redises the 

irony of his lifestyle and the policy affectinp it. T o u  ~m't lire in a hospitd forerer." he 

1 1 1  schizophrenics from the moment of dagnosis hare a problem. Onset of 

psychosis. hospitalisation and the demands of the medicd regime mark periods of rupture. 

stimahsation. - dysfunction and rnargnalisation. Diagnosis represents a watershed 

sepanhg the Me and potentids they once had from the Life they are reconsüuchng and the 

sircumsaibed potentials it seems to proride. The? ma? believe themselves to be well or to 

have mother illness or problern but the diagosis of schizophrenia has dtered their Lives by 

rimie of nipture. A sense of rupture was commonly alludrd to during interviews with 

poverty. unemployment. interrupted studies. homelessness and estrangement from family 



and friends. its key ases. Eddie's story. as the residency's staff told it. nxs that his famil' 

(al1 in Montreal) refused contact. He becme homeless and lived on the Street for several 

yars  before pneumonia forced him into a hospitai rvhich later released him hto the 

residency with his new diagosis. Such a rupture is a denilment from which one is never 

ceilain of recowrins. Althou& Shelly may fed she m recover from schizophrenia. she 

increasingly feels too old to go to school. 'l'outh's pa res t  disabler" has stolen years of 

her Me.  Sshmphren ia  esplains a deraiiment that c m  btt used to account for rurunt iailings 

Secondly. md following from ths.  is a recognition of the stigmatisation of the 

illness and 2 sense of Lin&miity which this involves. The? know the- are maroinaliseci &. and 

have only a slim chance to overcomr this. In this sense the çhronicity of scluzoplvenia ünd 

the chronic. cyclicd nature of the schizophrenic's situation are tightiy woven topether. In 
. . 

the words of one schirophreniç. "schizophrenia is a life sentence. ()ne çmgiver  ayeed  

itith the metaphor. 

I think thnr psychiatrie probterns like that. rire for life. l 'ou d o i t  -t over 
them. Mental iiiness. once you're. once you're detemined schizophrenic. 
diaposed schizophrenic. !ou have schizophrenia for the rest of your life. 

The metaphor of a life sentence is pwticuiarly -. good for those who felt that the accusations 

are untrue and the conviction unfair. 

.. since you becorne undemeath the psychiatry. it's like you'w been 
sentenced for LSO years of vour life. 'cause pspçhiatry medication is forever. 
it's a sentence that the g o v k e n t  passes on. that you m u t  take medication 
for the rest of your life [... 1 ?ou must d e  il. no matter what. If o u  don't 
take it you rnust be hospitalised. [. ..] It's a punishment. 

Thirdly. al1 the schizophrenics beiiered. at l e s t  scrnewhat. in a system. This system 

may be there either to offer support or was part of a conspincy theory. In either case there 

i ~ a ç  z system with direct lmpact in dieir lives. This systern. ris part of a conspincy theory 

was most often invoked by the use of %ey" specifidy in reference to whomever 

administered the medication. ,\pain the images of guinea pigs retums as in the foiloning 

quotes by two infamants. 



'Th- test sornething on me md &ter the! test it on me. t h q  tell me I'm a 
schizophrenic. and I'm mmic depressive." 

T h e y ' r e  been ûying out nrw medication on me for my. my sichess." 

Furthermo~. augmenthg sick benefits was one of the most common i v q s  in which 

schizophrenics inrolved thernselres in the system. KeiPare as part of the systcm dso 

played a role in explainhg schizophrenia or validatinp its acceptauce. "I'm tqing to get 

more money out of weltàre. rhüt's dl." 

Founhly. ihere seerns to be a &niai of the chronic nature of the illness such that dl 

schicophrenic. either beliere thenselves to be well or look to the da) when th-. n-il1 br weil. 

This is n significant result of cpclical treatment and the rwolving door of the hospital. 

Either as soon as they lire relesed from a rvatchful eye or fer1 thernselres to be weilured. 

schizophrenics stopped ulcing their medication and restarted the cycle of intervention and 

The medication worked. I dw-s tell myself the medication is there. t ask 
[my doctorl if he could please tum the medicxtion a linle bit dom.  lesser 
doses -- and even some d q s  -- maybe I could skip some days. D'm still 
wondering] tvhether to stop it or keep it on a low profile. 

Findly. th- d l  seemed to agee on some clinicaliy defmed aspects of sctuï.ophreni;i 

ivhether or not the) kliered themselvtts to be afflicted by it. This rnost certainly aises from 

their esposure to clinicd definitions of their diagnosis but did not inrolve an analyçis of 

their lifc story. "1 [the!] heiu voices": "I [theyj get paranoid": "1 [theyl rvithdreiv and 

spent days in my [theirl room": "1 [they lose my [their] attention span". 

What some schizophrenics thought about others dso offered insight into how the' 

understood schizophenia. It was also often the most apparent way for the infamants to 

distance themselves from others. Trvo informants pave the followinp quotes about othen: 

They're okay ! But they're stifi lacking. They lack responsibiiity. mm. They 
have no responsibiiity. ?ou LinowY T h o  d o i t  redise nhat life is d l  about. 

They 're sick. rhey're sick from the medication! Xledication bum their bnio 
and m;S;e them become worse.. . 



Lack of responsibility. disorganisation. ineffective treatment md consphcy theoria clanfy 

a particular route for which schizophrenia is the end and culmination. 

Even if some have r n o d  oo to where the! are "bener." the? ma) have 3t one hme 

believed in their diagnosis -. and as part of their thenpy. saw social reintegration as essentid 

to recorenr. -rhzv are smrino to rrbuild their lives. T h i s  is done bu maintairing close 

contact ~ i t h  3 pspchiatrist and other health c x e  professionds. However. remembering that 

tollorv-ups rire hard to corne by tor most schizophrenics. ths rebuildmg is ditfisuit iind 

requires a certain vigilance. Part of the process involves negotiating medications. The 

patient ma' den? inionnation to the doctor or fabricrite siories to alter or rlirninate 

medications ris they "pet back on dieir feet." Since. almost always. mentdly iil patients lue 

initiiilly or  er mediciited then slowly cut back. manipulation of the trt-tment is lemed and 

used easily by the patient. T m  better now" or "I don? need the medication anymore" 

were cornmon remlulis made by some sçhi,tophrenics in this situation. Shelly's quote 

illustntes this point. 

[l'he medication 1 doesn't do mythuio. [. .. 1 1 t mkes me feel veqr v e p  tirecl. 
.And 1 ea a lot. 1 eat and eai md eît and nevw wmt to stop. [... 1 SOW 
ivithout the medication it seems that I'rn doing zo good. 5fy life is. is bener. 
[... 1 1 fecl normal. 1 fcel 1 have a lot of energy. I feel likc I cm go 
anyivhere. . \nd 1 feel very veq-  happy. 

Believing in the diqnosis was part of investing in society and one feature of this 

belief \vas often the view ththnt svstem 1 ~ x 3  helpfd and supportire. This lead to the forains 

persond relationships with social worliers andior psychiatnsts:doctors. Some 

schizophrenics were eager to work and saw ths as a w3p to break out o h  role iveighed 

donn by socid assistance. This was dso the point in which sti_patisation most clearlp 

insinuated itself as ms m e  rvhen Shelly was fied. 

Genenlly schizophrenics could pinpoint moments of ruptqre in their lives and made 

distinctions centring not around befm and d e r  diaposis. but between adulthood and 

childhood ;Uthou$ this may coincide with before and after diagrmis. there are trvo 

distinctions to be made. Fûstly. for the schizop!xenics there appears to be a few y e m  



during which they h e w  there wris sornething nrong. but had not -et been diayosed or 

realised the problem as one uivolving mental health. Secondly. a state of being mentdu 

healthy oreriaps with or is confused for chi1dhood:adolescence. 'This penod is not 

necessarily one of time but of nosnlgic reminiscences of the '*good old days." .Uthou$ 

hearing roices. p m o i a  and haiiucinahons ma!. mark the illness. school. dating. and living 

with their parent(s) punctuated rveliness. Shelly again: 

. ..tire yexs being trerited on medication of schizophnnic. 1 fer1 pood in the 
sense that I'm back in the age of seventeen betiveen sixteen to seventetln but 
1-m doing good. [. . . ] Al! life chmged. Li ke back again. since I 'm -36. (rom 
17 y e m  1 ShPped 24 md woke at 36 understand? It's like I'rn living in a 
state of the rame thnt 1 h o w  niyself before the relapse. 

Shelly's desire to r e m  to school is part of a return to tliis penod of her life. 

widi its own responsibilihes or the transition to it rvith adolescent upheavals help to depict 

y i t h  and childhood as f r e t  innocent and full of potentid. This is opposed to thc liribility 

I'he diagnosis itself ma! offer a sçhizophrenic a way of understuidhg a problern 

and obtainins proper intervention. The diaposis of schizophreniü at this point seemed to 

offer more opponunities than restrictions. 

This oppomniism was most apparent for those who had eshausted f i l y  reçources 

ünd saw the diapnosis 3s potentially ol'ferinp either a r r q .  out of n criminai triai. a bed md 

meds andior increased social assistance. hlichael who was arresred for a mugging spoke 

about such o p p o ~ s m .  Too hi$ on marijuana to fully understmd what mas goin? on 

during his arrest. he is unable to remember if he stole the purse. For him thou&. this is not 

the issue since the arrest mitant a place to stay rvith meds. cvhile the diagnosis mitigated the 

exigencies of prison as  well as the court trial. offered hirn medication. increased help with 

. . .The cops locli me up. saying [... j that I npped off a woman's purse. 1 
have no mon- on me. nothing on me man. [. .. 1 I was freakin, O out mm. 
Mv hair was ail m q  and they locked me up man. They say it was me. But 
n&v. I'm sure t h q  helped me. you Irnorv? [... j I said I want to go  to the 



hoçpital. so the? send me to the hospital. And there the? strut givins me the 
ri&t treahent. t e h g  me I was schizophrenic. o u  b o w .  [... It] was a mce 

?ou know'? Two showers a da'. Tmo showers a daq.. ?ou change 
your pants. your jeans twice a &y. Moming ruid aftemoon. They gave 
medication. [. . . 1 5 le got a ndio and me hear the ndio you h o d  

W e n  schizophrenics attempt to use the systern. bey often becorne tmpped into 

çonstantl~ accepting help and rationdise this as ridvmtageous. . \ lonq is not savrd. but 

nther spent either on cinip. or at places such as Gunkin' Donuts. In this rvq .  the 

diagnosis and the psychosocinl help thai cornes with it drive personai motives. The goal of 

obtaining more money relies on a diagnosis. Once the socid assistance is a ~ m e n t e d  

hoivever. responses to the diagnosis (the help and treamient) rire r~onîïgurcd tis intrusive. 

Their treamient is less a process of learning and copinp thm it is of resistmcr and 

pretending or fooling to piss through the circuit. Denying their diagnosis c m  be outright 

or shrouded in the rnysteries of hospitalisation. 

( )ne informant sriid his hospit<ilisations were for "scdp itch". his wisdorn teeth ünd 

coms on his feet. However bizarre the hospitalisations ma- seem. his treatments would 

seem equdly so. "L'm. surgeons. neurosurgeonc. uh. let you s t q  in the hospitd. (... i The- 

just. you linon;. sleeping pills." This pwticular informant was k n o m  to spend most of his 

social assistance cheque at the Duniiin' Donuts. ordering the breakfast special dl day long. 

He rvas one of the many that aslied for help improving his social assistmce. 

( Xten what constitutes menral health. health in gened and the side effects of the 

medication are confused by the schizopûrenics and as such the metaphon die? use rely on 

normal imagery but remain bizarre because of their misplaced contests. When risked what 

mental hedth was. one infonmnt gave this clarification. "hfental hedm means uhm. mentai 

health means. uhm. eye $asses or opentions for my eys .  eyesight." 

.\fichael also offered good eamples of how schizophrenia was uoderstood through 

the lived esperiences of side effects. misinformation and habits: 

1 heat people taîking to me. or my foot stms jumping or 1 do thar [shakes 
his ml. or I start freding out at linle thlligs. you h o w ?  Or me before I 
staired tûliing my medication. 1 used to corne here and be iporûnt with 
eve~body.  



Sometimrs 1-m drifting and spit corne out of my mouth and thin-s lilce that. - 
What it mean'? Split penondity. I hear thoughts. uh. ?ou shake your foot. 
I'ouhoiom. smoke s lot of ci, owe ttes . 

.Clichael's examples of what schizophrenia is and how it is manifest show hoiv his 

liiing mith schizophrenia. popular understandings of schizophrenia and the clinicai 

diagnosis converse. Physicdy. kiïchael does not dishnguish between side effects of the 

medication and the disese. Non-psychritnsts otien regard "split personditf' as part of 

the clinicd diayosis !et is not part of schizophrenia. Split prrsonality is another disorder 

confuseci in popuix culture nith schirophrenia in the media. Behariours. compulsions md 

rnluoinalisation +' round out Michael's understanding of his disease. When he indicates 

howrrer that hr usrd to be cor~î'rontationril ("be io,norant with ereryone") before r k n j  h is  

medication he also uses schizophenia to e.xplain unacceptabie behaviour. Schizopbrenia as 

&in excuse fails io ep lü in  iv ty  Slichael wouid %e ignorant with ewq-one" !et odier 

schizophrenics socidly withdraw .\fichael balances the utility of schizophrenia by 

dternatirely usinp it as an excuse and an oppomuiihp. Sçhizophrenia cis \ tichael's 

descriptions md life bistory indicate. is an opportunity to irnprove social assistance benefits. 

io aroid ivorkino and to mitigate jail sentences as well as ro esplriin p s t  deficiencies and 

prove his responsibility. 

Schîzophrenia is more than a ps>.chiatric diqnosis but eren w i t h  this confine. it 

has mmy interprecitions as the lives of schizophrrnics are played out. This playin, out 

dlows the user. the psychiatrie patient. the non-psychiatrist m e r  and a range of other actors 

to rewrite their relatioaships and renegotiate th& relatioaships. Often at odds with one 

another. there is siyificant overiap and agreement. - Community services and the people 

staifmg them provide a place for these ideatities and descriptions to be thnshed out. 

Employment and havbg a home are Unponant mchors for the development of a viable well 

role. As Chuck points out thou$ these anchors are not indispensable to a weU role. His 

well role is predicated on his ability to maintah a sense of self despite conformist pressures. 



Resisting a home is one refutation of the esigencies of being well. It dso implies eetting 

lost in a system that (for example) needs a permanent address to deliver socid benefits. 

Schizophrenics and their caregiwrs inwitabiy End thernselves i v o r h g  in. rvith and 

sometunes against such system. weLf~e. justice and mental health systems are parts of this 

Ixger systern and the prirts nlth which schizoplxenics and cmrs  are most in contact. 

Schizophrenia as a useFul tool to administer over a bmup of people acknosledges this 

-,stem üs rui investment in the authentic@ of disease Inbels. Lsing schizophrenia !O 

improve assistance is a strate$ investment in the diserise. Non-cornplime. purposeful 

hornelessness. md unemployment c i -  be a means ior nithdrawal of support from the 

system and 3 denid of disease. 



The research project that facilitatesi this work was rny first introduction to 

sîhizoplirenin aiid schizophrenics. .\lthoiigh 1 spent severai rveeb t-hg to iinciestnncl the 

wals of the project and undergohg a son of training. I was unprepared for the multitude of 3 

qiiestions 1 n d c l  create for niyself in the pmiiit of Nisrvers. Rirsiii t of ailsrvers to ni!. 

origiriril question of whrit is it like to be schzophrenic seemed only to m a t e  more questions 

and barriers to fincling answen. 

Sone «t' injq interviews nere primaidy concenitri rvith intenial bnin processes and 

chernical imbdances but nther entire lives that weren't Lived with schi~ophreniri but as 

scluzophrenics. Scl~zophrenia b e n m e  less ancl less 3 ciisease and more and niore a whole 

identip fnught with role defining îensions. 

W i n t  is scliizoplireniû'! .\ bnin dyshinciion m;inifest in a rnrie' of yVtiiptorns of 

whch psychosis is the rnost evident: an administrative tool for mamging a gmiip of people 

<liagosrcl as mentail' i l l :  or ail espression ot'social vnliiations ofbebrii.ioiirs and monlip. 

Pemasive arguments c m  be made for each of these iinderstandings. 

5 Lore tlian iiist an opinion aboiit thesr imderstniidings. throqhoiit tlus thesis. I 

offered a dfferent approach that views schizophrenia from the perspective of schizophrenics 

ancl tliose primarily responsible for tlieir crire. Wiat is it to be scliizopluenic ancl 

consequently viewed as psychiatxically iil (afflicted wirh a brain @sfunction). a member of a 

groirp adininistered by n range of professioiiais and. or stigmatised n-ith an evaliintion of 

behaving odd1yY W h t  are the consequenees of being treated as al1 these things? How does 

one crmte a viable sense of indivicluality arnici the expectations of the roles these 

understanding anticipe and how does one dispute such understandings ancFor those 

anticipated roles'? 

As 'an u i w e r  ro what is schizophrenia. I woiild argue that more than anythng else it 

is a diagnosis maaifest in Me: it is a situation which each schizophrenic attempts to sbape 



rind is shnped bu. This thesis sirnply illustntes what schizophrenia ma!. be by offerhg - a 

selection of namted vectors that schizophrenia. as a simation. has taken for a few 

schizophrenics. 

nhat  i t  is to be schizophrenic c m  be riemed h m  a rar ie ty  of perspectires. b c h  of 

theses perspectives are in infomed by parU'cular values. systems and policies pertinent 

to ri tirne. 

.A sh l t  to hemeneutics and an Iicceptance of the post-modem esperience of illness 

are two such epistemologies expanding the options among perspectives. Both of these 

epistrrnolooies i nvol ve studying meaningr bey ond r diügnosis and undcrstanding thÿt there 

is more to the diagosis than the diagosis itself c m  enplain. The experience of living witi  

schirophrenia gms tr bepnd thc at'fisation o h  psjrhiaûic label to an individual. 

Schizophrenics are schizophrenic in a particular time. Deinstitutionalisation. as an 

effort of our hrne. nas dlon-ed schmphrenics to be retumed to the coinmuni-. Ch one 

hand this has bcen empowering for hem even as it presents them with the difficulties of 

iinding housing. rmployment and making friends. It has diowed them yeater control over 

their l ives and the magement  of their illness. On the other hand. our time is also one in 

which control. power and surveillance have been deinstitutionalised. ï'heir omnipresencc 

has meant that schizophrenics in the comuni ty  still face a range of controls that replace 

psychiriiric conlormi~ ivith a more periasire and equally rigid social conforrnity. 

The withdnrval of psychiatry from the irnrnediate line of m e  of schizophnics has 

left the diayostic category of schizophrenin increasingly an esoteric theo. that fails to 

address the reality of living nith abnormal or disordered behaviours and thoughts. How to 

maintain the integr@ of a diagosis with synptoms manifest so rariably in different 

individuais and witfi seved exceptions is one problern elaborating the psychiahic p a n d i p .  

But just as the categorisation of schizophrenics is eroding. medical advancements that treat 

symptoms are driven by pharmaceutical concems and the daily problems tha 

sc~zophrenics face are mitigated by caregivrn. Deinstitutioualisation as either volunt;uu or 



inroluntary. admission to short term. acute c m  hospital s t q s  from a few days to sevenl 

weeks h a  replaced the long t e m  mylurn bed and care fiicility. In many ways. 

deinstitutiondisahon h;is memt that the schzophrenic. freed from the institution is dso 

removed from the s c n i t i y  of psychiaaists ruid other professionals more generally. 

Interwntionist forces such as the police and courts. social workers. ernergency room 

rvorkers. dropin centre snfr and f d l y  mitigate the schizophenics' everyday existences. 

Being less susceptible ro the invasive. forced treatments of institutions has meant that non- 

psychiatrists are increasinoJy c;uing for individual schirophrenics while the disease of 

schizophrenia rernains stauncidy under the p w i e m  of psyAi;ih-y. The diwase is 

ûdnnnistered by psychiatnsts w M e  the illness. or subjective experience of the disem. is 

rnanaged. luid otherivise relies on treamient b!* phmaçeuticd companies and non- 

psychiatrists as care givers. Shifts in management and c m  are one example of how 

aurhorih and pan-er. more thm the psychiattists themselves. have beeii deinstitutiondised. 

The ex-inmate of the asylum is the product of deinstitutionalisation md not the 

resid t of 3 cure or the mj tigation of chronicity. Nonetheles. schi~ophrenics Lu<: forced to 

cope widi their disease and the stipas associated with i t  'rlanipulation. denid and non- 

cornpliance are perhaps not an expression of çopins nith the disese. treatment exiencies 

ruid s t i g a s  but nther a confrontation of them. Claiming not to be ill. to be cured or well 

and to refuse the treament are çtntegies uscd to dispute the diagosis md to den' the 

authority of those who made that diagnosis. Denid and non-complimce me closely 

associated to relapse ruid the onset of florid synptoms. ïhese stratedes thon cm be seen as 

ine.xtricably linlied to the disease itself. Non-compiiance cm also be viewed as a by-product 

of deinstitutiondisation. Predicated on the assumption that patients accept their dia-mis 

and ndl voluntdy foilow their medical regime. deiastitutioualisation allows for wills to be 

eserted and treatments avoided Conflicting espectations about the efficacy of tratrnent. 

side effects and the feeling of wellness are all possible esplmations for non-complimce as a 

form of expression and agency. 



Many of the mentally iU are mards of the state and or have their h a n c e s  

administered through a social worlier. an institution or the public cuntor. This is rvhere 

social theoc btxomes reality: the -;ils of public poiicy intersect with liws and mandates 

attempt to meet needs. 4Lend hedth care is a cornples web of intenchons between 

go~emment agencies. b wrs aod pmvidrrs. The intersection indeed collision. of pnvate 

troubles md public policy is a point of access for understanding the shortcomings of such 

poiicy. .\t the same Qme howerer. public poiicy is an amalgamaiion of resources. culture 

and histon while p s y c h i a ~  itself is the product of a certain social. culturd and politicai 

indim.  Public policy rrilidated by psychiatry rnforces a vicious circle that iirtempts to 

administrate over a mentd illness while not addressinp the situations in which this illness 

manifests itself as iifestyle: i t  xems to operate as a tool out of context. Public poiicy deds 

with geneni orgurisms. not specific individual agents and yet treats probiems individually 

r~ther than interrelated. For csample. schizophrenia is one problem m d  homelessness 

mother. Public plicy regards schizophrenics as rnentdly dl ahove. beyond and before 

issues such a marojnalisation m addrvssed. At rhe same time the ltrchitects of such poli? 

fail to see schizoptuenia as individmily manifest md a social phenornenon with 3 lot to say 

about declinhg social structures:nettvorks. the cconorny. social welfare and cultural 

prohibitions. 

Quebec's \7r.rrrpt. trrnhrrhmrr~ is the goremment's policy shift from institutionalised 

care to cornmunity-based care. The rrrngr itself is obliquely part of an attempt to balance 

chruiging amtudes nith technologicd advances and to cut espendinirrs. It is dso an effort 

to change the way seBices are delivered aod by whom. Xlrfiough this shift is m m t  to 

involve the establishment of more and irnproved community-based centres. so far the ipmzgc 

has rnainfy b e n  effective in advancing deinstitutionalisation. 

Deinstitutionalisation is curreotly the p r h q  force uiforniiagxeforming our views 

of what schizophrenia is. Deinstitidionalisation hûs brought many people closer to 

schizophrenics vho now tive ".at IxpC Its fdures have also rneant the coiiapse of social 



problems into the synptomolog of schizophrenia. Deinstitutionalisation conceptuaily 

encases a broad range of our socio-cultural values ivhile expressing major underpinnings of 

our health care. justice. and weifm systems. lis well as public policy initiatives. Release 

from an institution is ultirnately the goal of deinstitutionalisation Institutiondisrition 

hou-erer is about treamient. custody and stnicnire. Deinstihihonalisation does not lenve a 

vacuum and in fact relies on comuniv-based centres to achieve the same g d .  It then 

begs rlie questions into what rut! the psyhietrically il1 king relemd and rquipped with 

rvhat coping tools? To link institutionalisation and deinstitutionalisation is dso to indicate 

that rttsponsibili~~. who dispenses it ruid who gets it. is ciriyen parily by economic concems. 

.-\sylurn bed ciosings. the incresed professionalisation of centdised senices and die 

clirnbins relimce on rolunteers in ihe communi~  are txonomic factors d i y i n g  up 

responsi bilities. 

Schirophrenia is not 3 cunble diseasr. 'ïrmtments work o n l ~  to suppress 

behaviours associated with schizophrenia such as psychosis. Treatment must be ongoinp 

and this maintenance of a medicd regime is part of the manifestations of the chronicity of 

schizophrenia. Since deinstitutionalisation cannot be explinai bu a cure it has to be 

asociated n-ith other derelopments. .Uthou$ adrmcrs in psyhotropic dm- and changed 

perceptions of both mentai illness and institutional treamient rire cenainly major influences 

effecting deinstitutionalisation. budget cutbacks. shifts in pdiiative m e .  treatment and the 

virage tzrnbrrkilove are dso key infiuences. 

The range of intlwnces effectinp deinstitutiondisation c m  in m.. ways anticipate 

some of its outcornes. Deinstitutionalisation is also part of the prwess towxds soQd 

reinte-pion. This reinteption provides opporttmities ruid barrim. Integation into our 

soaey means fmding housinp. emplo~meat. establishg a socid network md living 

independently while kwping up the medical regime. These espectations of reinte-mtion 

may be taken for p t e d  by nonrmis. They may howeïer. be udeasible for mmy 

schizophrenics whose Ievel of functionality dlows them to be deinstitutioo;tlised but does 



not adquately allom the demands of reintegmtion to be fulfüled. In either case. 

deinsti~ionaiisribiion presents the formaiiy institutionalised with options that were 

unavdable under instinitionalisation. Non-cornpliluice is one such option. 

Not only does the removd of threatening. forced treatment open up the possibiii' 

for non-cornpliance. but ivhere and how to liw and work offer venues for the schizophrenic 

to be non-cornpliant with I q e r  social nonns. So far as a schizophrenic may embnce 

deinstitutionalisation but be non-cornpliant ivith regards to his treiimient or refuse to be 

socially reintegated he exercises mencv - + and thwarts the audior@ of psychiatry. Son- 

cornplirince rnq. be ri rnem io dispute the accmcy of the didqnosis. Eren so. i t  is alivq-s a 

means to deny others conml over the illness and a confrontation of a socio-cultural systern 

that mandates rhis control to professionals. 

ï h e  diagnosis of schizophrenia would seem to lewe frw venues open to a 

schirophrcnic for the expression of an idcntity. ïhnt identic is restricted by narrowed 

socid networks. few options for employment and housing. threats of sanction and a 

regirnented treatment that n h i i e  suppressinp s-ptorns inadwrtently modifies behariours. 

The identity of being schizophrenic dso presents options for different sorts of housing. 

aupenteci social assistance. different. but vibmnt socid networks and ndvhole other i v n y  oi  

being - of e.rpressing responsibility. relatiq to others md chdlenojng social espectations. 

C'ommunitybiised c m  nom means that a r u s e  of cornmuni- services the 

brunt of facilitating this new way of being in the community for schizophrenics. This bas 

dlowed for different. non-clinicd understmdinps of schizophrenia to gain acceptmce and 

legitimacy. in addition. it also implies that part of socid reinteption as far as it relies on 

these semices. mems bdng rnixecî rvith other users of such services who thernselves m q  be 

extmmely rnarginioalised or socidy deviant. To be homeless andior unemployed shce 

(because of) deinstitutiondisation loses rneminp when ody the fact of hornelessness and 

unemployment are considered. It is in these community-based centres where clinicd and 



social probierns are likely tu merge as in the esamples of being hard to house and or a drue 

user. 

;\ldiou$ deinstitutionalisatisn does not mem wellness. i t  does imply relative 

wehess. the ability to be functiond enough for release. Deinshtutionalisation itself 

undermines the concept of chronicity because it is easily mistalien for m indicator of k ing 

well. It is ciifficuit to understand rvhat chrouicity means in terms of beins constantly il1 

nhen the efficacy of cimg îreritments and the s!mbolism of no[ beins uistitutionrilixd 

indicate wehess. Chrorricitp as susceptibility to relapse loses out when wellness. in 

defeating sisns of disabiiity. eliminates chroniciv as the potentid for. or the vestige of. rhat 

disability. 

R7elness involves tellowing a strict dnig reghe. m h g  appointrnents md 

nrgotiahng the web of social semices rvhich has replaced centraiised Uistitutionalisation. 

Khde on one hmd this credits the s c h i ~ o p h e n i c  nith being well orgmised and receptive to 

the treatment. on the other. there are "re~vards" (Golfmm's "secondaq gains") for beino 

il1 such as augmented social benefits. The aiminal courts have consistently d e d  on 

insani? pleas thrit madness removes culpability and responsibility. Instinitionalisation and 

deinstitutionalisation are the expression of a tension and process involving the passing otT 

of responsi bility between institution and individml. 'The stizym of schizophrenia and the 

stereo'pe of the schizophrenic more ever doser not oniy in ideolosy but nlso in the 

individual as ccompiimce and deinstitutiooalisatioa give way to non-cornpliance and 

psychosis. 

Subjectirely esperiencing mhat ma? or m q  not acnially be a bnin dysfunction is 

only part of the expenence of coping n4th the dirgnosis. As much as scbizophrenics may 

have to say about schizophrenia. th- have more to sa? about how our culture inrests in 

biomedicine at the expense of individdity and personality. They have commentaries on the 

incompatibility of illness rind disease where the eaperience of one clashes nith the 

administration of mother. They offer usefd discernrnent of the w o r b g s  of policy. poiitics 



and how these rnav best be used with considention to funding and the goals of society. 

Once we be-gin to consider this though we are faced with funcimentcil questions about 

ourselves. Sever rnind psychosis itseif. but what is it about its mere potentiril that is so 

unfathomable to us that we deny our orvn otherness'? %%y do we value our opinions over 

those of others when these others c a q  the weight of OUT opinions and tire with the insight? 

Do we rule by suppression or othenvise force cornpliance' And wbat are the consequences 

ot non-cornpliance? 

Schuophrenia 3s a diquosis has a Ions history that rctlects and is intertnined rvith 

shifts in public policy. changes in attitudes towards the mentdi? iii. advancernent in 

treamients and the rise and fall of m e d i d  pmdigms. Hom the schizophrenic as an 

individual and dinical entity uses this diagosis is one point of enquis into understanding 

the rpectahons of the rolr for schirophrenics in our society and hençe the socio-çuitural 

rneaning of schizophrenia. Since deinstitutiondisation. schizophrenics have dong wi th 

increased l ibee..  k e n  $yen more options for the esertion of agenq and subsequently 

discorered how such libertics and agencies are circumscribed by socieid expectations. 

Physicdiy navigating the network of communi~~-bsed centres. rnanipuiating social 

assistance. confronting expectations for housing and employment md disputins the 

diagosis through non-çompiiance ;ire a ferv of the new options for this agency. .\s actions. 

they are also the expression of what it is not only to [ive mlth schizophreniî but also to be 

schi zop hrenic. 

Clearly this thesis raises a lot of questions and nther than solidly mswer any it 

perhps simply offers a @ q s e  into possible ways of explorinp those questions. 

Schizophrenia seenis to hold no definitive mswer for al1 people. 

This thesis d e d  on a small sample of an ethnically diverse range of individuais. 

Because schizopbren.ienia is manifest differently in each persoo it would be difficult to imagine 

qualitative research involving a represeohtive sample. Indeed dthough there were many 



things. places and people binding my infamants together there mere m- more keepuig 

hem apart. I suppose that even if it is undeniable that these people exist as schizophrenics 

it cm be debated whether or not the- represent a - s o u p  rit dl or would eren coristinite one 

themselves mithout the definina feature of them being ny irr/or~rrtrnls. 

To undeetand schizophrenia is to understand psyhosis. f s m o t  den- the 

delusions and psychosis associated 6 t h  schizophrenia. Nonetheless. I apree with Dr. 

Delusions have 3 piiivmrit~no/ogi. rather than n i s e  issues of reahh. and 
schizophrenics (if mat Uideed is khat th. are) are pmductive ;uid usefui 
agents of histoqp who make sense of their OWTI lives and who give usefuf and 
original testimony (Knowles. 1997a: 4). 

.-1s ivith dl interviews. it is difficult to knom what is orignal testimony and i f  psychosis 

wasn't its own snimbling block then perhaps fear of repercussions was. In an! c m .  

;icridernic;illv. this thesis posed sevenl problems. pÿmcuilirly s the! prrtained to ivriting. 

Prqmaticdly. it was often impossible to kwp the voice of the n m t o r  and the floiv of 3 

pluticuiar thought when that tlow was intemipied and inteneçted by s e i e d  tangents woren 

into the nmtion.  Ellipses cm indiclte missing text but not text quoted out of order ruid in 

an' sase the need to eûit test hewily undermincs the integri' and d u e  of the quotation tu 

begin with. .Mthough the delusions themslves rvould seem to pnvent access to ûuth. I 

believe that thev simply reposihoned mith or retold it from luiother pewpeçtirc dbeit. 

sornetimes one beyond my abilities to interpret even as metephor. 

Dr. Knotvtes nlrote: 

The stories people tell about their lives proride the substance of o r d i n q  
biopphy: and life story namtives (in the sense in which Ricoeur uses his 
n m h v e  to stake out lis hemeneuticd projrct) dlow the investigation of 
iives rhrough the meanings attached to hem (Knowles. 1997b: 67. 

.-\ldiough I understand how autoibio2aphy and cthoznphy are woven together. 

schizopbrerenic nuntives. fmpented and jt~~taposed. potentidy l a v e  open not only the 

merining. but the anachments as rvell. Mriking m effort to gire schizophrenics not just n 

voice but &kir voice. it was initidy intended tbat this thesis would corne closer to an 



autobiographicd style tmer to a Iife histoq. This ultimateiy prored to be difficult and 

conbibuting to my failures were an ovenvhelmin; need to inte ject into the life histories 

oniy to invoke my ultirnatr prerogatiw as editor and d i t .  cutting it di short. 1 should point 

out that the need for editing was dso a result of haring others transcribe recorded interviews 

to test. Quotations inwiuiab1:- needed to be tidied with stutterin-S. - mumblings ruid 

distractions ellipsed out. 

l'his thesis then is an rtnempt that iontronrs ethnog-aphv with a ivq of story- 

tellingmaliing that has as much rupture as continuity. Schizophrenia is a conflicted 

narrative that poses fundamental questions nbou~ objectiiity and subjectirih especiülly as 

that sub j ec t i v i~  is not merel? the fiip side of objectivity but something made Iess accessible 

by the tact of psyAosis. 

( Ibjectirity subjectiv i' and psychosis are not merely ivhat mlike sçhirophrenia 

academicdly interestin:. The are key influences culminating in diayosis. espenence and 

l ifestyle. 

I t  seems for me. unfair to make cross-cultural cornparisons with thc sample 1 have 

taken because most of the uifommts wwe from other cultures yet were culniliillq* redefined 

as canadian b'. the system that managed them if not tliemselrr;. Th-. illusinte the ijllacy 

of a cultudly pure system. More dian this horvwer is the continuation of a debate riround 

the rdidity of a diagnostic category of schzophrenia rvnid the assertion that its 

symptornology is present in dl cultures. If the categov is removed but c o m p ~ s o n s  

betrveen cultures of s~mptomologies persist then apain schizoptmnia is submerped into 

oened mental illness and fds  to iliumhate the pyticularities of our culture at this time. 3 

Besides. it ]vas mu intention to show horv shifts ivithui our culture (from instinihondisation 

to deinstitutionaliçation) mate a particular situation and Mestyle pertinent more to a t h e  in 

our culture than between cultures. Even if some of the stories presented h m  and inrolving 

migration implicate a schizophrenic diagosis as a western phenornenon 1 am undling to 

have r m  zlrforr~zcirrts c q  the cu lh in i  weight of their homeluids. of Quebec or Canada. I 



;un dso unwilling to offer the peculiaities of hlontreai's angophone cornmuni', ruid 

Quebec's 1*1rny or system of CLSCs 3s rmythino t- larger than th- are. If this thesis is 

çoncerncd rvith how our culture is able to define iind redefine schizophrenia (and the role of 

scbizophrenics) over time. then as the infommts subtly point out. immigration and changes 

in the -'ethnie fabric" of our culture contribute to those definitions. 
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