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This thesis is the result OF a qualitative study examining the coping strategi~s of first gcneration 

immigrant Chincse families wvith individuals with Schkophrenia living Li the Crcater 'IOconto 

Arca. For the purpose of this snidy, the tcrm families includes the individual s u f f e ~ g  with the 

illness, plus siblings and th& spouxcs (if my) and parents. The particular focus of the snidy is the 

identification of constructive stratqjes utilked by families, and their difficul ties. 

*f ie  mcthodology of this study waï that of in-depth intm-iews with both individu& with 

schizophrenia and th& primary family carcgivers. The inclusion of both parties was considered 

important as undcr thc Ontario rncmtd hcalth policy, gmtc r  rcsponsibility for takng care of  

persons with schimphrcnia may shift to thcmsclves and thRr relatives. In addition, research 

consistcn) indicatcs that thc course of the illncss and the f d y  environment arc connected. 

h d l y ,  Chincse have a strong family concept and it is cssential to use a holistic pcrspectivc in 

shidying thQr coping. 

The findings of the study include the fan that the individual with the illness t~nds  to try to utilize 

d of his or h a  resources and tums to imrnediatc family rncmbers for additional suppoa n i e  

support of thc fmily is found to bc hi& throughout al1 stagcs of thc illness from discovery to 

malitaining stability. 

Secondly, thrcc types of interactions are found behveen the individuah and their primary 

caregivers in the stage of rnallinliing stabiiity. These are problrm frce Litenctions, 

burdcnsornc/dependent in tcmctions and con flict/ tension-laden interactions. 'ihese types of 

interactions rcflcct whcthcr the dcgree of involvement of thc relatives meets the indcpcndnicc 

n c d s  of the individual with the illncss. 

Vindly, it is apparent that due to the long terrn and scrious naturc of schizophrcnia, thc Family 

must tum to ertemal resources to assist thcm in dealing with thc illness. I lowercr, thcrc are 

barriers to using e ~ ~ e m a l  rcsources. ?hc maior one is thc social sagrna attachai to mental illness. 



In addition, the \dnerabilitics of nmv h m i p u ,  in t c - s  of lack o f  knowledgc o f  English, 

sm~ices, and the city make it d i f i d t  to link up to appropriate services. 

The implications of this study are that work with indi\-iduals with this illness must include work 

with the f d y  caregkr(s), with particular focus on a s s i s ~ g  the relatives in reducing th& 

involvement so as to ailow the individual to have more opportunities to express th& needs for 

independence. As weii, the individuals must be encouqed to assert their independmce needs. 

Secondly, as the f d y  takes up geat  responsibility in long-tm care, the pvemment should be 

prcpared to give morc support to familics to assist them in this dcmanding capacity. 
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As a community mmtd hcalth worker, 1 haw obsemcd the svugdes of mcntaily il1 pmons  and 

thgr rclativcs in acccpting and managing thcir mcntai illncss. 'i'hcy may at timcs be in 

dis4agrccmmt with onc anorhcr owr managinfi the illness and this crcates tcnsion and power 

conflicts within thc farnily. 1 ha\-c a pcat int~mst in knowing how familics with a schizophrmic 

mcmbcr cope with this mostly chronic and cpisodic mental disorder from the perspectives of 

both the affcctcd pcaon and othcr fvnily mcmbers. Thm is linlc rcsearch available on how 

pcrsons with schizophrcnia intcract with thcir relatives in coping with the illncss. Relcmt 

litenturc focuses ~ithcr on the perspectives of consumm or families, and the discussion of 

Fnmily grnrraily cscludcs the pcrson with mental ilhess. This snidy wiii adopt a holistic view of 

family that includcs both pmpectivcs. Thcre is also limited knowlcdgc available about s tmg ths  

w d  cnpacitics of familifs in coping with xhizophrcnia. The focus of my snidy thmefore will be 

an examination of the family's constructive efforts to cope with schizophrcnia Fmm a dud 

'Ihc Ontario y rrcmment, in its mcntal health policy papcr, Putting Pcoplc First: The Rcfom of 

hlental 1 Icalth Serviccs in Ontario (1933), outllics plans to transfer hospital rcsourccs to 

community mental health sen-iccs and to make thc dcvelopmmt of consumes' and Families' 

initiatives one of its funding prioritics (Ministry of 1- ld th  Ontario, 1993a). The implication of 

this plan is that grcater rcsponsibility for taking c m  of schizophrenics map be transferred to 

consumers diernselves and th& relatives. In my work eupcrience, it scems that these groups 

frcqumtig do not have the information, skills or resourccs to manage the illness adcquately. it is 

thus important to h~;lr from the perspectives of consumm and di& relatives what thcy have 

done (which rcpresen ts rhrir bcst efforts) and what would have givcn them more cornpetencc to 



cope with the illness. Understandhg how families cope may lead to the developmcnt of new 

socid work intcmentions in working with famiIics. 

n i e  assistance OF a social worker can enable familics to manage schizophrenia more effcctively, 

especially those families of ethnic minoritics who are new Lnmigrants to Canada New 

immigrants need to adjust to their new mvironmen~ and some may have to do this with 

diminished social support With thesc vulnerabilitics, it may be more dirticult for immigrant 

F ' l i c s  to manage chronic disorden: such as schi;iophrmia Family stress theor). proposes that 

the perception of a suessM event mies  arnong ciiffernit cthnic-culnird groups @mg & Hsu, 

1991). In addition, ccnali coping patterns cm be obsen-ed more frequently Li familin from 

particular cultural groups (i'seng & F Isu, 1991). Thecefore, the study of f d y  stress and coping 

is culnidly sensitive and must be perfomed within a cultural conte-= Howevcu, there arc r.ny 

fcw studies on the coping of ethnic groups with mental illness. 

ChLiese families arc chosen for rny study because 1 have thc assct of s p e a h g  the language, 

specially the Cantonese ddect, plus T work in the mental health fted, presmtly in Toronto and 

previously Li Hong Kong. O f  greatcr importance is the faa that there is a la& of knowledge of 

how familin (including both persons with mental illness and their relatives) cope with severe 

mental disorders. My smdp of Chinese familes cm help to bring into p a t e r  relicf the nature of 

farnily interactions duc to thcir strong family values. Successful complction of this study wiil 

conuibutc to a bettcr undcrstanding of familial relations and strcngth in managing thc impact of 

schkophrenia on familics. 

My rcsearch question is how Chinese familics in Toronto cope with schizophrmia Foc the 

purposes of this shidy, familics indudc the individual with thc illness, plus siblings and th& 

spouscs (tf any) and parents. I de fine Chinese families as fadies who are of Chinese origin and 

who use ChLiese as the major medium in th& family communicatiori. This definition is based 

on Giles' vicw (1979) that language is the most important componmt of cthnic idcntity. This 

implics that the study will inclvdc Chinnc from Vietnam or othcr parts o f  the world, who 

choose to identie more with the Chinac language than th& country of embarkation. It dso 

implies that some fadies  who corne from Hong Kong, Taiwan o r  China may be cxcluded if 



most membm: do not communicatr in Chinex in th& d d y  contacts. Relatives arc narrowly 

dcfined as the parcnts and sibtinp of  thc indidual with thc illness. 

A broadcr defrnition of Toronto will bc uscd, as Chincse tend t o  cluster in a numbcr of areas 

such as Chinatown, Scarborougii and Richmond HilL 'Ihus, for the purposes of rny study, the 

t ~ r m  '"l'omnto" rcfcrs to the "(kater 'Soronto Ara" (CXA) which includcs hladiham, 

Piclicring, hlississauga, and Richmond tlill. Toronto is htghlyhted to deliieate the possible 

ciifferences with C h i n ~ x  familics in othcr areas of the world. Schizophrenia is dcfmd according 

to the Diagnostic and Statistical Manual of Mcntal Disordm Version IV (Appcndiu A) in order 

t o  idcqti. participants. Participants, however, may dcfine their problcms diffcrently and thus use 

d i f f m t  coping tactics. 

Schizophrenia is a scvere mental disordcr which impairs its rictims and thus impacts on l a d y  

rclationships. Instead of vicwing relatives as rhc cause of the iilness or the major stressor that 

influences its cowse, they arc now considercd as active copers in an unusuaily demanding 

situation. The relative is in fact coplig not w i h  the person with disorder in the family, but the 

disorder itsclf. The family membcrs with schizophrenia arc not reg~uded as probl~ms for th& 

relatives. Instcqd, they arc Mcwcd as perçons stni&ig with schizophrmia and working hard to 

rnanagc thc impact of thàr illncss. This riew, which distinguishes the persan with schizophrcnia 

from their illncss and dyshnctional behaviours, hclps with the acccptancc of and adaptation to 

the illncss for both pcrsons with the ilincss and their rclativcs. Whether individuals with the 

illncss and th& rclativcs have this perspective is rcvicwed in this study. The dual perspectives of  

relati\res and th& mcmbers with the iliness are esamined in this studg to illustrate their 

in tcrrclation. 

Individual f d y  members may deal with the impact of the iilncss diffcrentiy dependhg on their 

role and relationship to the mernber witb the illness. Moreovcr, they are proceeding through 

thcir life cycle and have th& oown developmental tasks. Due to die small numbcr of participants, 

it is prefcrable to havc families that are al1 at the sarne devclopmental stage in this study. Families 

of @ng parentls with an adult schi;rophrenic child are chosm as the participants hr this study 



since this type of family relationship is more common mong mentalIr ill adults living at home 

(Irflcy, 1 98ïa). 

Data for this smdy werc coilccted through a qualitative method from Decmbcr, 1995 to 

Scpternber, 1996. Family participants were recruitcd from an ethnic cornmunity mental hcalth 

agcnq. Eigtit families (16 people) have bcen interiicwed. Al1 intcnïews were conducted in the 

C m  toncsc didect. 

persans with schizophrcnia arc primady in th& thirties md forties. Five are male and three 

arc fcmale. Ail except two arc unrmmicd. Sis of hem live at homc with parents or togcther with 

siblings. Onlp a few have part-timc jobs and most of them live on p e r d  welfare assistance or 

family benefits assistance. The agc distribution of their parents intmewed is two in th& finies, 

Four in th& skties and nvo in thcu sewnties. None oc the parents inteniewed arc presentlp 

working outside of die homc. 'fie fmancial rcsourccs of the parents r ang  from independent 

and cornfortable to supportcd by children or govcrnmcnt allowances/assistance For seniors. Ali 

families are f i t  genmhon immigrants. 

This th& is presentcd in cight chaptcrs, and this chapter intmduces the research focus and in: 

objectives. Chaptcr Two rericws rclcvant litcraturc about schizophrcnia, coping, family and 

culture. Chapter Thrw describcs thc framework which provides a direction for this study. In 

Chapt~+ Four, the methodology o f  this rcsearch is prcsented. 

Thc fmdings of this study arc prescnted in threc chaptcrç, fiw through scïen. Chapter Five 

presents data indicating that therc is a hi& degrce of famiy support in coplig witb 

schizophrcnia throughout the process, from discoïcry to main taining its stabili ty. Chap ter SLi 

looks into patterns of  interaction betwcm main caregivcrs and thtir m ~ m b m  with 

schizophrenia in managing the illnns at the maintaining stage. VInauons of f a d y  support are 

orploreci with referaces to th& perceptions, avaikble farnily rcsourccs, and their cmotions. In 

Chaptcr Seven, the imporrancc of social support is discussed, and the barriers against families in 

coping with the illness arc illuminated. 



Thc 1st chapter contains the conclusions of this study. ft presents a s u m m q  and discussion of 

the findings, and implications for s o d  work. 



1,itcraturc Review 

This Chapter will revicw the litcranire on schizophrmia and family. This includes a discussion of 

0) the impact of mental iillncss o r  schkophrenia on EImilics, CU) th& coping with the illness, and 

Gii) thc family rccol-cry proccss. Finally, Chinesc fmiip and culture will be exp1ored. 

2 1  Schizophrenia 

Schizophrenia occurs in ail societics, with a prc~lùcnce ntc of about one percent (hlinistxy of 

l lcalth Ontario, 1993b). I'rcsently, most rcscarchers and cliniàans agrec that schizophrenia is a 

biopsychosocial disordcr (Booth, 1995). Schimphrmia is characterized by ~~arious symptoms 

which c m  bc o r p i z c d  into dishirbanccs Li severai major arns - thought, perception and 

attention, motor behaliour, affect or cmotion, and life hnctioning (navison & Neale, 1990). 

The disturbances can be cat~gomcd into positive and negative symptoms. Positivc syrnptoms 

consist of cxccsscs such as hailucliations, and neptive syrnptoms consist of bchavioral and 

cognitive dcficits. 

'Ihc coursc of the illness varies from one patient to another, but its outcornc is g c n d y  poor. 

About 25Oh of schizophrenic patients have cornpletc remissions and about 1 OO/o remain severely 

psychotic, while others expericnce minor residual symptoms o r  altemate benveen improvement 

and acute psychotic lapses (Bûrham & FIayward, 190). Thcrc is an n o m o u s  number of 

m i a b b  which affect the outcomc of the Uncss such as: prodromal symptoms, (a prodrome is a 

sct of  new and unwual feelings, perceptions, ideas, and bchaviours of which a patient graduaily 

bccomcs aware over a few wccks or months), premorbid hinctioning iKiformance before the 



onsct of ihess), type of symptoms (posititr symptoms and ncptive symptoms) and familial and 

soaocultural con tcst (noo th, 1 395). 

In sum, this episodic and chronic illncss geady incapcitates the affectcd pcrsons and poses 

sipificant stress on th& families. 

2.2 Changes in V i w  of Pamiiy 

In discussing the changing vicw of the families' mlc in the literaturc, the definition of family is 

onc which cscludcs thc person with thc illncss. I [istoricaily, familics have b c ~ n  aicwed as 

ctiological hctors of mentai illness; latcr as strcssors to thc mentally il1 mmbcr ,  affecting thc 

coursc of his/hcr illncss. Thc most recent view of farnilies is as that o f  a "coper" to stresses 

Liduccd by chronic mental illncss. 

Fromm-Reichmann (1948) proposed the concept of the "schizophrenogcnic" mother (citcd in 

Tompkns, 1095). This mothcr waï cold. criticai, and ovcrprotcctive, and was said to produce 

schizophrcnia in her offspring. The other prominent theor). was the "double bind" developed Li 

1956 by Rataon and his collcagues (cited in I latfield & Lefley, 1987). "Double bind" means 

cspression of two mcssagcs, onc of  which denics the othcr. They proposed that the constant 

subjcction o f  an individual to a double-blid situation caused the development of a schinophrcnic 

disorder. Iidz and Iididz (1949), and Wynnc and Singer (1963) introduced "communication 

dcviancc" as an agmt in the ctiology of schkophrcnia (citcd in Johnson. 1990). 'Ihcir work 

spawned a new linc of research on families OC the mentally dl, using the "systcms" approach 

(Johnson, 1990). Thc systcm-oricntcd thcoists aiso amibutcd the onsct of mental illncss to the 

family. In th& ~iews, mental illncss was a manifestation of probl~ms in the family (I latfield & 

Irflcy, 1987). As a rcsponse, family thcrapy was conccived to help familics bccome more 

hnctionaf. 

Snidics have s h o w  that hi& I c ~ l s  of "expressed etnotion" of relntivcs wcre associatd with 

highcr ntcs of relapse of schizophrcnics (Ilatficld & Icflcy, 1987). ?hcir work Ird to thc 

Formulation that f d y  c m  exert a considerable influence ovcr the couac and outcome of 

schizophrcnia In viwing farnily as an importmt factor in managing the cnvironmcnt of  



schimphrenics, a psychoducational mode1 of w o r h g  with families was devcIoped. T h i s  was 

design4 to eqriip families with knowlcdgc and skills, with the p a l  of reducing the motionai 

tension in the farnily. This psychoducational approach is consistent with f a d e s '  needs for 

information and advice, though it regards families as the stressor (Bcrnheim, 1989). 

The rccent vicw of family has bccn changed from a conceptual mode1 of pathology to one of 

stress, coping and adaptation. Instead of perceiving family as an etiologicd factor of mental 

illness and contributhg factor in rates of relapse, there are greater concems around the 

consequcnccs of mental illness on families and how they deal with those consequcnces. This 

r m t  view holds a more undastanding amtude towards familics. 'Ihis chane may be a rcsult of 

dvocacy by famil y groups. Thcy question the pathological conceptuaikation of fvniles held by 

professionais. They argue that the high level of emotion expressed by re1ati1.e~ is either an 

inaccurate re flcdon of caregivers' usual level of  interaction with th& mernber with illness in the 

naturai homc environmcnt (Ricgl, Sales & Schulz, 1991) or is a srressfid response towards 

schizophrenia. Family advocates also argue that it is "just one example of a range of 

environmental stressors that cm trigger psychophysiological arousal and decompensation in 

pcrsons with a corc biologid iulncrability to excessive stimulation" (Ilatfield & I ~ f l e y ,  1993, 

p.81). Thcy ad\-ocatc for profcssional support that matchcs with thcir nccds for knowlcdge and 

skills in coplig with the iuness. 

The changes in the view of the family have launched parallei changes in undcrsmding persons 

with schizophrenia and in the mode1 of treatmcnt for thm, as weli as in the family-profcssional 

rehtionship. No matter what the changes in the conceptualkation of Family role are, persons 

with thc illness remain in a passive role of recipients of care in this family perspective. In the 

riew of pcrsons with mental iilness, this exclusion of th& activc participation cripples th& 

fwctioning and recovery (Kersker, 1994). 

2.3 Recognition of Patients' Perspective 

While thc vicw of f h i l y  is changing, peoplc uïith mental illness have also initiated change to 

have more control over th& hves. They used to have a passive role and be cecipien ts of are .  In 



the 197Os, people with mcntd illness startcd to wicc thcir discontent with the mentd h d t h  

systm. They &&ed the sys tm as dehumanixd, oppressive and paternalistic, and advocated 

for d ternative community semices such as munial (or peer) suppoa groups ((1 harnberlin, 1 979). 

Thc relationship of pcople with psychiatrie illncsses to the mental h d t h  system has changcd 

dmatically over the last ten years ( B u t t d l &  Paterson, 1 996). lhere is a growing phenornenon 

wherein patients have organized themselvcs to smrc their own nccds and named themselvcs as 

"consumcrs" or " S U & V O ~ "  of the mental health systcrn. They advocate for increased power in 

dccisions affiting t r ~ ~ t m c n t  and incarceration. Thcy ask for support and dcny the ncnl for 

ovc~caious fmil y pro tcction (Kers ter, 1 394). In their view, it is best for them to advocatc for 

thcmselves, as rclativcs do not always linow th& truc conccms, and the act of advocacy in itsclf 

induces growvth and rccovcry. mc!t havc learnd to cxprcss thcir own nceds, which may 

occasiondly bc in conflia with thosc of th& relatives. A frcqucnt example of this is their nght as 

an individual adult to refuse trcwncnt. 1'crsons with mentai illncss drrnand to be secn as people 

with abilities and not mcrely with diagnoscs, and se& to be treatcd as equals whcn r e l a ~ g  with 

th& relatives and profcssionals. 

With the r m t  powing wscrtivcness of consumm, thcrc is grcater intcrcst mong 

profcssionals in lcaming about the subjective cxperienccs of pcople with mental illncss. The 

reccnt consumer-authorcd litmature has reported that they suive for rccovery and see themselves 

haring an active rolc in the process. It draws attention to the rolc that relatives or  significant 

others play in their rccovcry. Howevcr, therc is almost no litcraturc c-uamining th& rclationship. 

R u a d  and Paterson (1 9%) comment that the availablc F d y  literaturc only explores the stress 

and adaptation of thc family, and ignores the nccd to have reciprocal family-consumer 

rcla tionships. lhey  state: 

Whn the litcranire suggests an: two diEcrmt views of the problcm and two clifferent 
ahmdas for the trcatmcnt setting. I'hesc diffcrenccs place the clinician in the position of 
bcing aslied to sce the problcm from the point of vicw of either the family oc dic 
consumer. Depndbg on the extent of the polarization, the clhician rnay h d  it 
impossible to cnwe the whole systm. The clhicians' dilcmma becornes one of how to 
incorporate family and consumer perspectives into a viable fiamework chat is m k h d  as 
wcll by thcorics of family hinctioning @. 52). 



To promote a change in this polarized conceptualization, Dutterill and Paterson (1 9%) s-st a 

mode1 of familial relationships. This mode1 sees f i e s  and consumers as interacting systems 

which e s m  influence over each other. It includes the consumers' perspective of vicwing them as 

anive agents who rcspond to the hope hcld b y significant othm dong with families' needs to 

adapt to the strcss induccd by the iuness. They proposeci a new concept ehat has never been 

explorcd Li research. This snidy a d o p  this integrative approach tu refiect how this shift in 

conccptualizatioo works in actual family situations Li th& coping with schkophrcnia. 

2 4  Family Rurden And Stresses 

In ordcr to understand how f d e s  manage mcntal illness, burdcn and stresses induced by the 

illncss on families havc to be discussed. 

'i'hc acnial problems of caregiwrs with mentally iil relatives indude: &ne and fuiancial suain, 

dismption in family relationships, penodic crisis involvcment with policc or emergency services, 

and management of undesirabie bchaviows (aggressive or abusive bchaiiours, poor penonal 

hygicnc, medication non-compiiancc, positive and oegativc symptoms of the illncss, and conflict 

w i t h  neighbours). 'Ihe psychological distress of caregivers dcrivcs from the loss of p rmohid  

pcrsonality of thc sick mcmber, disappointment with treatrncnt effcctivmess, and womes about 

tlic sicli rncmbcrs' inability to pcrfom agc-appropriatc roles as wvdl as their Futures. Caregivers 

go through the emotional changcs of loss, stress, erhaustion, gui& €a, embarrassrnent and 

angr. Thc stigma attached to mcntal illncss poses hrther strcss for thcrn. Carcgivcrs dso fiel 

frustratecl in ncptiating with thc intrïcacics of thc mental hcalth systcm and in interacting with 

mcntal hcalth profcssionals who typicdy ignore carcgivtrs' nceds and excludc thern from the 

trcatment proccss (Birchwood & Smith, 1987; Irfley, 1989). Carcpivers of psychiauic relatives 

frequentlp ewperience social isolation as a resdt of the social sbgma of having mental iliness in 

the family and of the caregiting role (Noh & Turner, 1987). W h  al1 these difficulties, it is 

common for caregivers to have reactional emotiond disorders, somatic symptoms and 

impairninit of social rolc performance (Renteispacher et al., 1994; Johnson, 1<)30). niese 

problcms of carcgivers arc arcas to be explored in my study. 



Rurdcn of relatives is considcrcd to be rclated to various factors such as symptoms and 

funtioning of thc sick mrmbcr, living arrangcmcnts, adequatc psychiatrie and social srnices, 

persanal rcsourccs, and satisfactory support netsvorlis of relatives. Studics have shown that 

cangivcrj' PLTCL<V~ compçtLncy or smsc of mstcry, dong with profcssional support, as wcil as 

thc mcntallv il1 mimbcr's own support nchvork, is s igdkmtly rclated to the cmotional burden 

on caregivers (Auclrod, ct al., 199% Crotty & Kulys, 1986; Mosca, 199% Noh & Turner, 1387). 

'Ihis implirs that carcgivcrs' burdens may be reduced bp hclping the membcr with mentai illness 

to dcvclop his/hcr socid ncnvorli, by assisting caregivcn to devclop pcrsonal control or 

cc )mpctcncc md by o ffcring practical dvicc to thc c;izcgii-c.r. 

Whilc the burd~n of carcgivcrs with mcntaily il1 membcrs is wcll documcntcd, there is vcry 

limited literature discussing the impact of schizophrmia on thc person with the illness living in 

community. This lirnitcd litcnturc tcnds to rcport that pcrsons with the iilncss find it hard to 

cimccntntc, t o  dcd with ambiguity, to handlç thcir spptorns  and mcdication side effects. lhcy 

also havc dif£iculty in comrnunicating with pcoplc because of thcir altcrcd perceptions and 

rcsponses (Jxete, 1987a). In addition, they moum the loss of years in which they did not make a 

conscious clfort to dcvclop a scnsc of control o f  t h ~ ü  livLs (Imcte, 198%). Persons with m~ntal  

illncss stde for th& idcntity, and havc adjustmcnt difficultics aficr hospitalization and barriers 

to working (Inrd, Schnarr rY: Ilutchison, 1987). ï'he impact of the illncss on thcm is 

considcnbly differnit from that on thcir rclativcs, and thus l a d s  to possible differmces in 

rcsponsc to thc dlncss. 

In thc p s t ,  Lidividuals with thi: illncss have been seen solcly as passivc recipicnts of care by 

relatives and profcssionals. More recmdy, this vicw has changcd towards that of having 

increascd rcsponsibilit). in managing thcir illness. Due to the rcccncy of this shift, the litmature 

on the subjective impact of the illness on individuals with mental disordm is quitc lirnitcd. 'Ihc 

inclusion of the perspectives of the il1 membcr in my l ' y  snidy not onlg Wl the knowledge 

pp ,  but also rcflccts the new conceptualkation that they are pcrsons with thcir own capautics 

intcracting with their relatives to managc th& illncss. 



2 5  Family Coping 

Coping is g e n d l y  regardcd as my attcmpt made to alter thc mismatch between the demands 

and resources of an individual or a system Before coplig stratcgies are undamken, therc is a 

process of appraisal to judgc an encounter event as stressfd. 1,azar-u and Folkman (1984) 

riewed that coping serves the Functions of managing the problem and regulating the emotiond 

responsc to the problern (citcd in Marsh, 1992). Coping is determincd by resources and 

consaints (which may limit thc use of resources). Rcsources include health and energy, generai 

bcliefs about control, problem-solving skills, social skills, social support, and m a t d  resources. 

Constraints m q  bc personal (uicluding Liternalizcd culnid values and beiicfs) or envuonmenul 

(eg. competing dcmmds). Coping stlrtcgies can be divided Lito four catcgories: problem- 

oricn ted, motional, cogni tivc and ph ysical O-latficld 8: Leflcy, 1 987). 

In the view of Spaniol (1987), the différences bctween caregivm of the disablcd and aon- 

disablcd lie in thc frequcncy, chronicity and int~nsity of the problems thcy faccd ( cited in 

FlatGeld & Irfley, 1987). Spaniol aiso commentcd that althoryh there is an Licreasing amount 

of in formation on the burden and needs of caregivcrs ~vvith mentally il1 relatives, little in formation 

has becorne availablc on h o w  they currcntly cope with their problms. 

Arnong the few studies, Hatfield (1979) and Ixfley (198%) reviewed that families with seriously 

mentally il1 members found the copuig stratcgies of seeklig information on the illness and 

mcdication, Icaming ncw skills in dealing with sick rnembcrs' bchariours, and soliciting support 

uschi. Spaniol ct ai. (1984) reportcd in their survcy that c;ucgivcrs maintained baiancc in their 

lives, and uscd personal strategics such as acceptlig, distanciug, and setting iimits to take care of 

themsclvcs (cited in I htfield 8r Irfley, 1987). In panicular, carcgivers who wcrc religious used 

their bclicfs to sustain thern in th& daily &\.es. 

A staking problem-solving strategy of relatives of the mcntally di is to f o m  self-help and 

advocacy groups. In the United States, the grou& and influence of die National Alliance for the 

h.fentally Il1 (NAMI) shce its establishment Li 1979 provides empincal evidence of the coping 

capacitics of many Families of the mentally il1 (Irfley, 199Ob). Mcmbers of his orgmization takc 

a strong stand in rejcctlig the family-environment ctiological thcones and view that familics are 



hmvily burdened bg rhc care of a mentally il1 membcr. NAMI not only focuses on shuing, 

suppoa and information exchange, but the group is ais0 politically Livolved as a social change 

qqmt to advocate for better treatment for the mentally il1 and to help shape govemmmt policy 

(Lefky, 1990b). As a group, N A M  has lvgcly been formed and run by relatives. Ilowevcr, 

consumer groups prcfer to advocate for themselves to assert th& capacity for active 

participation Li the managrment of th& illncss. 

Similar to the scarcity of information on the impact of the iUness on the sick person, here  are 

few studies on coping with the illness from the patient's perspective. Imcte (1 987a) described that 

sbe triai to understand her illncss, recopize hcr waming signs of relapse and set achievable 

goals. Shc viewed that hope was crucial to recovery, and aslied for support that built on  

consumers' assets and respected them as pesons with value. Thmefore, it is important to know 

how the pmon  with schkophrmia copes with the illncss with the avdable f&ily s u p p o r ~  

Profcssionals have esplorcd the vulnmbility and raistance factors that may account for 

differences arnong individuals or  f a d e s  in th& coplig behaviour. FIatGeld (1981) in an 

esplontory study of caregivers of relatives Mth mental illness found that effective copers tended 

to be oldcr and bctter cducated, and that thcir sick relatives tcnded to be older, to have been iU 

longer, and to be less hnctional (cited Li hfarsh, 1992). In a content aaalysis study, Kuipers and 

Debbington (1985) found that the morc caregivers are capable of managing th& own feelings, 

thc more they will be able to deal \iith the plticnt on a effxtivc lcvel. 

Glynn and Libernian (1930) developed a stress-dnmbilicy-prot~ti\*c famouork to understand 

fnctors involved in detemunlig outcornes accniing to patients and relatives dealhg with severe 

and chronic mental disorders. It views the esperience of mental disonfer as a proccss extendhg 

over long periods of tirne. The process L i t a h e s  patient and rclatives in an embrace of 

strcsshl and protective factors that, combined Mth more enduring vulncrability factors, 

detemiines the course and outcorne for the patient and relatives alike. The intemediate States 

that nsult whcn stressors, superimposeci on vulnerability, exceed the coping and protective 

rcsourccs available, genmte  stress for both patients and rclatives. 'Ihe procctive factors of  

patients are their coping skills, cornpliancc with treatmmt services, and social suppoh With 



these protective factors and a stable social environment, patients will have bctter control of their 

symptoms and hctioning. In tum, th& stability and functionlig will case the stress for th& 

relatives. The ~ d u c e d  amount of stress, plus the protectivc Factors of the retativcs (coping sMs 

and support from social semices), improve the family situation, which is a major social 

cnvironmmt of paticn ts. This framework higtilights the reciprocal in flucnce bctwcen rclatives 

and their sick rnembers, and is useM to concephialüre thc 'reciprocd family-consmcr 

relationships' dcscribed by Dutterill and Paterson (1996). I t  is worthwhile to explore this 

rclationship as  most f h l y  studics of mental illness collcct data erclusivcly from relatives and 

ignorc information of the mentally il1 mcmber. Moreover, the rclationship can be a resourcc that 

enables them to copc with the illncss more effectivcly and thus helps the f a d y  rccovery. 

'lhereforc, it is important to includc both vicws in my study of family coping. 

More rccently, there is a trend to reconcepniali;re the burden of mental illness and coping within 

the theoretical frarnewvork of family stress. Pamily stress theoty has been developed to 

undrmmd how families cope and adapt to major changcs in th& lives. 

The major rhcotics arc i Iill's (1949) ABC-X modcl, and McCubbin and Pattmon's (1983) 

Double ABC-X modct (citcd in Wikl~r, 1386). A is the stressfiil cvent, i3 rcfers to the f d y  

rcsources at the hme of e lm t ,  C is the meaning attached to the event by the famiiy and X is the 

amount of crisis in the f d y .  B and C are thc bufferLig variables that protect the family from 

becoming dys functional. Hill's modcl pertains to acute nther thm chronic stressors. Therefore, 

McCubbin and Patterson added the dimension of p s t  crisis variables to dcscribe the additional 

concurrent strcssors affccting family's rccovery. Ihvever, both models cannot hlly euplali the 

dpnamic interactions among family rnemberç. 

'Ihc ment development is to v i ~ w  familp stress as a process proposed by R u r r  and Klein (1994). 

?bey view that family mcmbecs intenct to transfoan inputs into output with relative ease when 

the family is not experinicing stress. Iriputs Licludc eneig), t h e ,  money and information, and 

output c m  bc mcming, affation, growth, secunty and satisfaction. Familics develop niles to 

carry o u t  thcsc tmsfomation proccsscs. Stress occurs when the family docs not have the 

rcquisite varicty of d c s  to comfortably tra.r~sfocm hput Lito outputs that meet minimum 



individual and family goals. The familp \vil1 try to manage thc stress by making diffcrcnt levcls of 

change, such as to change a family nom, to change des about how d e s  are ma&, or to have 

chanss in faamily paradigns- 'Ihc bcus of this theor). is on the tram forming process guided by 

family d c s  rathcr than the interactions betwccn f a d y  mmbers. 

Marsh (1994) applicd ildi's ABC-X mode1 to families of people with mental illness. Johnson 

(1994) ~iewed that the Double ABC-X mode1 mas bc usefid in ordering stress components of 

rn~ntd ilhess. I lowcvrir, thcy both uscd thesc thmncs to examine families only (without 

inclusion of mcmbers with mental illncss). hloreover, these theorics are unablc to fiive insight 

into how- thc person with mental illncss intencts with other fmily m~mbers in the process of 

coping. A sucss-vulicrability-protective fmnvork (Glynn & Jibcman, 190)  allows one to 

esarninc both individu& with the illness and their rclativcs, and is more heuristic and useu in 

th& rcgrd. 

3 6  Family Itccowxy Prc)cess 

Due to the chroniaty of schizophrcnia, it is essential to put coping into a time pmpective to see 

Iiow fhl ies  cope at differcnt stagc~ of the illness. Again, most litcrature which discusses 

rcsponses to mental illncss is from thc perspective of caregivcrs. Terkelscn (1 987) described 

families' rcsponsc thcou& time in ten phascs (cited Li I Iatficld & Lefley, 1387). They are 

(1)igno"g what is coming (2)fmt shock of recognition (3)stalemate (4)conoinLig the 

implication of illness (5)transformation to officia1 patienthood (6)sczch for causcs Oscarch for 

cr~;itmcn t (8)collapsc of optimism (9)surrcmderLig the dream and (1O)pickLig up the pieces. 

Ihcsc tcn phases cm bc grouped undcr the thrcc stages proposed by Spaniol and Zipple (1934). 

The ùistlictivc contribution of th& work is to Licludc rcactions of both the rnernbcr with the 

illness n d  othcr f d y  mcmbers throughout the stages of discovery and dcnial, recognition and 

acccptance, and coping. At first, farnily members try to explain away the changes they see. The 

family graduallp recognizes that thcir family mcmber has a major mental illness and tries to seek 

profcssional help. As f a d e s  begin to accept the illness, they experimce a sense of loss. This 

fccling of loss is also csperienced by thc family member with the illness. The qclicd nature of 



mental illncss makcs ncceptance more difficult When the persistence of the illness becoma 

obvious to the farnily, they e c v e  ovcr old hopes and expectations and begin to establish new 

ones. 

Families try ta cape with the illness and thcir motions with the airn of  readjusting thmselves to 

manage the impact of mcntd ihess. This cecovq process is not lincar; familp members will 

recycle thernselvcs through thc phascs and each individual member will rccover at his or her 

own pace. Spaniol and Zipple (1794) held a positive \-iew about the recovery - it is painfi& but 

thc outcomc can be the cmcrgncc of a ncw wnse of self and more connectedness to others. 1 

agec with this view that the rccovcry involves de\rlopmcnt of a ncw scnsc of sclf, especially for 

thc f , d y  mcmber with mcntal illncss. I lowcver, this ncw self may involvc a vicw of the sick 

fnmily manber as a "patient". This new view is a deczluation of the self, and segrcgates persons 

with rncntd ilillncss from other peoplc Smith (1990) stated that the assumption of patient status 

cscludes the peaon from participation as a subject Li cveryday realities. In her opinion, 

psychiavic profcssionals are accountablc foi this loss of social capacity in pati~nts. 

2.7 Chinesc I'amilp and Culnicc 

Koch-l.iatt~ni (1987) viewcd that a given fady's success in coping with a chronic iilness 

d~~>endcrt on its prcvious Icvd of hnctioning, its ccsources, the meaning it attachcs to the illness, 

thc rcsulting changes in thc patient and the othcr fvnily membm, and its flcsibility Li dic face of 

chmg!. The particular meaninbs that family ascribcd to a chronic illness var). wvith the family's 

paradigm and its belicfs about hcalth and illncss. 1 Iow a family views the world and the ilhcss is 

closcly relatcd tu the culturc from which it cornes. Schwartzman (1982) viewed culture as the 

belicfs and values that maintain thc pattern of interaction in a social systm. The cultural 

background of a family and its exposurc to other cultures shape the famiifs perception of the 

illness and how it copcs with i t  Since Chinese are well rccognhed as h a h g  strong family values, 

thcy arc chosen to bc the target of this study. 'ïherebre, it will hirther highlight the 'family- 

consumcr rclationships' which arc lacking in exishng f d y  Iitmturc on mcntal hcalth. 



Chincsc hold a multifacetcd vicw of the ctiology of mcntal illncss, Licluding mord, rcligious or 

cosmrhgicd, physiological, psychological, social and ppctic hctors (I .in & Iin, 1 98 1). 'ïhc 

mord vicw has interpretcd "misconduct" as a cause of mental illness. The member whose 

bchaviours deviate from socially prcscribcd n o m s  is considcrcd to bc abnomal. Thc Farnily 

fcels ashamed of its inability to control thc bchavic~ur of its mmbcr, and will c d  in community 

Imdm to help the family to teach proper bchaviour ro the individual. 

l'aoist and Buddhist beliefs play an important part in thc Chinese vicw of thc causc of mcntai 

illncss. Mmd illness is regardcd as punishmcnt, incurred by the patient or his/her family 

manbcrs, by gods and ancestors. The f i i l y  fecls ashamed of the punishmcnt and atternpts to 

rcmedy it by prayen and offcrings at Buddhist tcmpln, and calling on Taoist priests to perform 

sharnanistic rites. 

'Ihc physiological thcoq k v s  that the illncss is causcd bg an Uiibalmcc of nature's opposlig 

'Yin" and "Yang" forces. Traditional herb doctors will bc consultcd for rcstoring thc balance 

through herbs and spccial diets. The family ma' also €cc1 ashamed in its fdure to perform its 

duty in protccting thc membcr from disaster. The psychological factors OF the illncss Lidude 

failurc in Io= affairs, finance and carcer, dcath and mourning etc. Sexual frustration is also 

somctimcs considcrcd to bc thc causc, and in this case amngcd marriagc is secn as the solution. 

I h c  biologicai bclief in p c t i c  transmission makes the f ~ d y  lccl its namc is tamished and it is 

hardcr for its youngstcrs to m q .  I in  and Jin (1981) held the vicw that the family's fear of 

csposing its shamc to people outsidc the farnily is the origin of the s t i p a  attached to mnwl 

illncss in Chinesc. This fccling of shamc and p i l t  c m  also affcct the help-secking bchaviour of 

Chincsc. 

'Ihc snidg of l in ,  'Iardiff, Donetz, and Gorcsky (1 978) in Vancouver reported that the help- 

secking pathway of ChLiese immigrants kcludod pcrsistcnt family Livolvemcn~ extcnsivc 

utilkation of traditional health care systcms and extrcmc delay in contacting the formal mental 

health system. ?hcy suggestcd that thc hi& tolerancc of Chinesc lnmilia to keeping the patitnt 

at borne is a rcsult of the sense o f  farnily obligation and perccivcd stigma attached to mental 

illncss. 



Ren telspacher, Chi tran, and Rahman (1 994) found that Chinese relatives favoured the coping 

strategy of indi fference- toIerance/resignation (unusual behaviours were no t perceived as a 

pmblern, or behaviours m-ere acceptcd as unchangeable aspects of the illncss) over a more 

constructive strategy. In addition, only Chinese arnong the three cultural groups (Chinese, 

lndians and hlalay) in thar study used the avoidance strategy. This study confmed Cheung's 

view (1986) that Chinese faznilies ernphaskc self-directed coping stntegirs and reliance on 

immediate fvnily when faced with mental health problems (Rcntelspacher et al., 1994)- 

Thcre arc not many studics about Chinese coping styles. Hwang (19'77) has studied the coping 

stntcgies of Chinese with troubles in life Li Taiwan (citcd in Shek & Cheung, 1930). Hwang 

found that the coping strategies of Chinese could be categurized into fivc types: mobilization of 

pcrsonal rcsourccs, secking hclp from soaal resources, appcal to supernanirai power, or 

adoption of the philosophy of doing nothing and avoidance. Shek and Chcung (1730) 

considered that these coping strate@ cm be ce-categorked into self and other focus. 

As f d p  is vcry important for the Chinese, it is cxtremely crucial to study Chinese coping from 

a farnily perspective. lin and Iin (1 981) made the following comment about the Chinese fady:  

It is the bastion of th& pcrsonal and economic sccucity; it providcs the framc of 
rrfcrnice for personal and social organization; it convols al1 the behavioural and human 
relationships of its m m b m  through a c l ~ d y  hierarchical structure and sanctioned code 
of conducr; it ~ s m i t s  mord, rehg~ous and S O ~  d u e s  from perat ion to genention 
througti role modeling, cocrcion and discipline. It ako offm a haven for safety, rest and 
recreation; it maLitains the altar for ancestor and rcligious worship. The influence of the 
fvnily on the livcs of its menrally ill membcrj is no lcss than it is for any one else. ï h e  
handling of the mentally il1 in Chinesc society cannot, thcrcfore, be corisidcred without 
taking farnily context into account (p. 387). 

I lsu (1785) also viewed thc Chinese family as extremcly cohesive. Family membcrs depend on 

one another for suppoa The Chinese see the individual members' behaviouc as inseparable 

from that of the family. A membei's behmiour represents the collective quaiities of the f d y ,  

and includes the fade or vimics of thc anccstors. If one manber shows deviant behaviour, the 

whole familp loses facc. I-lowcvcr, f a d y  sharing docs not apply to emotim. Open expression or 

discussion of motions is g e n d y  not encoumged, except in certain rinialistic situations such as 



h n d s  (l lsu, 1985). Actudly, verbal espression of motions in die Chinese language is 

prcdominantlv centered on cornplaints about somatic symptorns. 

Thc abow review indicatcd that Chinese have a multifacctcd view of the ctioiog of mental 

iUncss and that a fccling of s h m c  is found in the f d y  no matter which etioio@cal mode1 it 

hcld, as a conseyuencc of stnmp; h d y  tics. The fcar OF cxposing its s h a m  creates the stigma 

attached to mental illncss- Chinese tend to adopt a self-reiiance coping strate@, and F d y  plays 

an important role in seeking psychiatrie treatment and the cehabilitation of the sic% membcr. In 

the social conte'rt of 'I'oronto, it is unclcar to what dcgrcc Chincsc values and bcliefs are still 

b9ng hcld among Chinese immigrants and how much in flucnce these values and bclicfs have on 

thsr coping with mental illness. I t  is hoped that thc prpscnt study will givc hr thc r  insight into 

this conccm. 

28 Surnmq 

The relative with a rncntally il1 family membci is vicwcd most recady as a coper to the 

continuous strcsses induccd ùy the chronic illncss. 'Ihc perce-tion of a person with mental 

illness is also chan@ from that of a passive care rcnpi~nt  to that of an active agent in coping 

with hcr/his illnrss. The nccds of rclatives and ihcir manbers with the illness may sornetirnes be 

in conflict particularly ovm thc issue of control. 'niere is a shift of concept from the polarized 

19iew of rciativcs or il1 membcrs to an holistic approach, incorporating both pnpectives. 

f~urthermore, thc literature currentiy available cmphasixs particuiarly the impact of the mental 

illness on the relatives and their coplig, and dmost nonç of it taiks of the esperiencc of the sick 

mcmber and thc interaction of both in coping with mental iilncss. Thcrcforc, a study to review 

this shifi in concept and to explore the Familial celationships is deetnecl necessary. The present 

snidy wiiI u). to explore how fanulia as a unit @oh the relative and the sick member) cope with 

one of the serious mentai dnesses, schimphrenia, in the sociaculturd contest of the Chinese 

liviig in Toronto. Chinese families are choscri 3s thc targct bccause ChLiese hold strong family 

\dues and will mcnd closcly to familial relationships. 



C F - l A P T E R  T H R E E  

Coping is defmed as the efforts to manage the stresshil situation resulting from the rnismatch 

bchuecn environmental drrnands and resourccs of an individual or a system. It involves 

alteration of dcmmds, individual or family resources, individual or family needs, goals and 

prcfcrences (I lauser et al., 1973). Bcside the coping strategics, social scrvices and support are 

ess~ntid protective factors L> the process of coping (Holahan 8: Moos, 1986; Clynn & 

I.ibemian, 1990). There are constralits in coplig such as social stigma and the vulnerabilities of 

new immigrants. Schi;zophrenia is a persistent illness that extends over long peeods of tune and 

dcrnands for an on-going coping. In C X ~ ~ O M ~  familics' cophg with this ilhess, this study uses 

the stress-vdneralility-protcctive mode1 (Glynn & Iibcman, 19W) ro examine thc issue from a 

proccss pcrspectivc, includlig dud perspectives of family LitCraction, and social support and 

cons train ts in coping. 

3.1 Coping Stratcgics 

There arc d i f f m t  ways to explore coping strategies. Iarazus & Folhan  (1984) referred to 

coping as cognitive and behaviorai efforts (cited in Holahan & Moors, 1986); Riilings and Moors 

(1984) dclincatcd coping rcsponses into appraisal-focused, problcm-focuscd, and emotionai- 

focuscd (&cd in Shck & Chcung 17W), and Spaniol and Jung (1987) addcd thc fourth 

dimension of physical focus (citeci Li Hatfield & Jmflcy, 1987). Pratt et al. (1985) examincd 

coplig strntcgies from extemal and intemal dimensions; similady, Shek and Cheung (199û) 

conceptualked coping responses as reliance on self and seeklig help from others. Culturally 

bascd vicws on mind and body, and locus of problcms and coping are significant Somc cultures 

may promotc coping strategin for personal understanding of distresshg motions while others 

may havc a broader concem Li eradicating cmotions (rimando, 1331). ChLiese families 



favoured self-dircctcd coping stratcgies and rcliancc on immediatc family N-hilien faced with 

mental h d t h  problems (l3cnaitelspacher er al., 1994). This study thus looks into the coping 

response of Chincse families from the domains of self, family-reliancc and estemal help. 

Sel f-rcliance coping consists of having self-con fidence; adopting a philosoph y of doing nothhg 

forbcrzance and pcrsevcrancc; m d  solving the problcm (Shek & Cheung, 1 990). Pamilp reliance 

coplig refm to cmbiiizing help and support from other family members. This suppon may 

include a ncgotiation of change in farnily expectations and roles. The coping strategy of seeliing 

cstcmd assistance mcms soliciting support from fcicnds, ncighbours, religious affiliations, 

orpii?cd suppon groups for rclatircs or consumm, hcalth carc and social semiccs. 

3.2 Coping As a Proccss 

Familics have ïnrious tasks to rnnnagc schimphrenizi as it devclops and goes throrySi its course. 

hfmh (1992) dcscrïbcd the timc phases of menul illness as: 3 the syrnptomatic period, hi) 

difficult pcriod of adjustment following diilffiosis, and üi) chronic phase. 'I'here are numerous 

dimensions to enamlic the coping process: fi~cus on family's motions and responses towards 

the illncss (I lntficld & Irfley, 1987; Spaniol & Zipple, 1994), mphasis on rolc conflict and the 

ambiguity of immcdiate relatives as th& membcrs link with diK'érmt supports (Ilanson, 1993), 

and types of  professional support requircd by rclativcs at different &es (Kates & I lastie, 1987). 

'ïhc Chincsc copuig pattern is characterizcd b y fivc d i s~c t i vc  phases: i) csclusivel y in- familial 

coping, i) sccking hclp from entrusted outsiders, hi) inviting outsidc helping agitncies, iv) 

accepting specialists hclp, and v) rcj~rtion and scapegoating Q i n ,  1985). The rcjection is a 

conscqucncc of thc loss of hope for recovery of the sick membcr and thc unbeanble burden of 

caring for rclativcs. Onc of thc most burdcnsome bchaviours for caregivcrs to copc with was 

Found to be a product of the symptoms Oohnson, 1990). Therefore, this study atternpts to 

investiete the coping proccss with rcfcrmcc to thc control of symptoms with assistance from 

treatmcnt. 



3.3 Farnily In teraction 

1,itcrature revicws that p m n s  with schizophrenia and their relatives affect cach other. W h  the 

incrcasing role of caregiver bp relatives as a result of the cornmunit). care policy, this studg secks 

to know how farnilics perceire this prolongcd dependent relationship, what arc the impacts on 

both the adult rncmber with schimphrenia and his/her parents, and how thep rcspond. 

Thc onset of schizophrmia is largcly in latc adolescence and F u n g  adulthood, and thus disnipts 

thc normal dcvclopmcnt towanls scl f-sufficiency (Caton, 1984). Inadcquatc social Functioning 

plagucs the atlictcd individual and poses stress for th& rclativcs. Persons with schkophrenia arc 

still rootd  in a confiict benvccn indepcndcncc m d  dcycndniq, as thcy haw not hlfilled this 

dcwlopmcntal task (I latfield & Içflcy, 1993). 'They may evoke self-hatmf or may displace thcir 

angcr onto their parents. 7hc parents' tendency towards protcctive rcsponse pLrpctuates the 

dc~cndency of thcu mcmbca and rcuiforccs thc conflict of ind~pmdcnce and dcpcndmcy. 

Stcrc Kerskcr fclt that this protectivc parcntal attitude acniaily blockcd rehabilitation and 

recovery of consumers (citcd Li Ilatfield & Lefley, 1933). Three types of parent-child 

rclationships were re~*ealcd benvecn adult miidly retardcd pesons and th& parents: supportive, 

depcndcnt and conflict-riddcn; thc type of family contcxt was suggcstivc of thc mcntaily rctarded 

ndult's adqration to independnit lifcstyln (Winik, Zetlin & bu fman ,  1985). This study explores 

thc interaction bctwccn pcoplc with schizophrenia and thcir parents in sirnilar fashion. 

3.1 Support and Constraints in Coping 

Adaptivc coping of relatives has bcen found to be associaicd with increased soual support 

(Solomon & Draine, 1995). Profcssiond assistance \vas cmphasked to mcet relatives' necds in 

knowlcdge, skills, and motional support (Anthony & Nmcc, 1984). Pcrsons with 

schizophrmia require phmacological trc~tmcnt to reduce thcir sjmptoms and rehabilitation 

senkcs to dcvelop th& skills in order to hnction in th& nvironmcnt (Davis & Gicd, 1984). 

'fie disorder is vicwed as bMg modified by the coping and cornpetnice of thc Lidiiidud, and 

by a supportive envuonment (I,iberman et al., 1387). Support to afflictnl individuals not only 

cnhanccs thcir functioning, but dso rduces the objective burd~n  o f  their rclativcs. Scwices ta 



relatives will strcnyhcn their coping abilities a d  capcitics to prmidc a more supportive familial 

environment Social support plays an important rolc Li shaping farnily rclationships particularly 

Lienvc~n the afflicted rnembers and main caregivcrs. 

In buildlig one's social support, therc are issues of availability and accessibili~ Services may be 

inadcquate to cover thc demands or insensitive to the person's needs. It is harder for oiliority 

groups 10 gct access to senices due to institutional barries such as lack o f  staff who spcak th& 

Ianguag. The acccssibility is hrdicr limitcd for ncw corners to Canada nieir barricrs to using 

mainstrcam scnices include lack of infornation, unfamiliarity with thc physicd environment, 

culturai diffcrences and language problcrns (Stevens, 1993). In d d i n g  with rncntai illness, the 

strong social s t i p a  anachcd to it by Chinese may defcr their sceking for professional help ( T h  

ct al., 1978). n c i r  fcelings of shamc and infcriorih may dso affect their social ncnvork. 

3.5 Surnrnary 

This snidy cxamines Chinese family's coping from the dual pcrspcctives of aged parents and 

adult childrrn with schimphrcnia The d isoda  is long- terni and rcquircs ongning man-cn t. 

CopLig th~nrics and studics kxus on the prote&-e factors of coping coping skils, familial and 

social support. In this study, coping stntcgics, fynily intrnction in coping and support and 

coiisuaints of coping \vil1 bc csplored in thc contcxt of coping proccsses orcr h c .  



4.1 Research Design 

Thc purposc of thc prcsmt study is to explore how Chincse funiics cope with schizophrenia 

Chincse families are defincd as ethnically Chincse individuais with the iilness, plus sibiings and 

th& spouses (If any) and parcnts, who use the Chincse luipage as dieir major media in their 

ddy  communications. ïheir  coping may bc affccted bp their perception of schizophrenia, the 

way family members Liieract, and th& willingness to get resources outsidc of the family. These 

ricws and behanours are in mm shaped by thcir culniral values and beliefs, M l p  environment 

and the sonal context of ïoronto. To have an undmtanding o f  how families cope with 

rcfcr~nce to thcir cultural and s o d  contcxt, it is best to look into it from the pcrspectivc of the 

families themsclves. Thmefore, this study uses a qualitative approach. Qualitative reseanh is 

multimethod in focus, involring an intcrprctive, nnaturalistic approach to its subject matter 

(D~nzin & lincoln, 1994). It is used in c a p t u ~ g  an individual's perspective and in gaining an in- 

dcpth understanding of phcnomnion in question. Taylor 8: Ilogdan (1984) vicw that qualitative 

rcsearch studies people in the context o f  thcir p s t  and thc situations in which they fmd 

thcmsclvcs. Thc focus of this study is on the process of coping in familics. This coplig is so 

complcx that it involvcs bclicfs, family interactions and mobilization of resourccs. It dernands an 

in-dep th exploration through qualit3 tive research. 

The targct of this smdy is families, which are a distinctive social group. The unique nature of 

families is composed of :  privacy; a collective consciousncss that is not readilp availablc to non- 

family rncmbcrs; relationships rooted in blood tics, adoption contracts or marriage, and intended 

to be permanenr, shared traditions; intense involvement, and a collage of individual interests, 

cxperimccs and qualitics (Gilgun, DaIy & Handel, 1992). The qualitative approach facilitatcs a 



holistic study of fadics.  This means looliing at bchaviours and interactions within a f d y  

context ratha than at variables that isolatc particular fragments of f a d y  expcrimcc. 

42 Dan Collection Suategics 

Qualitative resc;uch is flcxiblc cnoyh to allow for thc usc o f  rndtiplc methods of inquiry, and 

in-depth interview are frequcntly uscd. An interview is a useful way to get large amounts of data 

quiclily. More than one person cm bc used as m informant in the interview, and the interview 

proccss allows for thc gathcring of a \ d e  varietu of information and For immediate follow-up 

questions (hlarshall & Rossman, 1089). Intcrvicws have great value in understanding pcoplc's 

crpcuenccs, feelings, and intricate interactions with th& social cnvkonment As I am interested 

in knowing the individual family mernbeîs perspective and how they work togcther in managing 

schiaophrmia, in-drpth f h l y  intcn-icws wcrc uscd for data collection. The f d y  intcnicw 

includcd two kcy informants of cach farnily, the pcmon with schizophrcnia and onc other family 

membcr, so as to gct a comprehcnsive view from the famiiy. Participants are intmiewed 

independendy with thc aim of creating a conducive environmmt for thern to talk freely about 

th& fcelingj and e~pcknces  without woqing about the presence of other familp m~mbers. 

hfy working cxpmence with fiimilies has shown that emotionally chargcd families necd a 

guidclinc to focus their discussion, whilc less cxpressix-e f d i e s  needed a guide to encourage 

them in tllliing morc. Therc forc, thc in tcMcws arc s&-smictucd in this study . This meant that 

g c n e d  topic arcas were probed to some dcgrce with al1 participants, dcrcnding on the extent to 

which the topics secmcd meaningiül to them and rclcvant to thcir evpcricnces (Gilpn, Daly & 

I landcl, 1992). An intcnlcw @de was dcveloped to makc sure kcy topics were explored with 

informants (App~ndiu R). How qucstions were phrased and when were asked depended on the 

pahcular interview situation. The intcniew guide was expandcd following the fmt fcw 

intenicws. Dcmopphic  information was collectcd at the cnd of the interview (Appcndix C). 



4 3  Sclccting In fomants 

lntmiew participants were recruited from the agency with which 1 am profasionally involvcd 

(since it is the on. community mental hdth agency in Toronto specificall~r sen-ing the Chinese, 

Victnarncsc, Cambodians and Korcans). Using this agcncy as a site to enlist participants d c d  

out families who have never used commtmity rcsourccs. As it is hard to incorpocatc fimilies at 

d i f f m t  f ~ l y  Lfc cycles Li one shidy, and due to the fact that the clients of this agency are 

mosdy single and fdl hto  the age group of 35-44, lamilies of aged parents with an adult 

schizophrmic child whose agc is within 25-44 werc selected as participants. Desides the pmon 

with schimphrcnia, thc orher key informant c m  bc thc father or mothm (whomever named by 

thc person with schimphrenia). Since T am only fluent in Cantonese, only Cantonese-spwg 

participants were intenicwed. Families [rom the northern part of mainland China or Taiwan 

wcre exdudcd sincc the primary lanpagc used in these areas is Mandarin. 

h n y  families on my caseload were esciuded from the study so as to avoid mg confusion of my 

rolcs as social worker and as restzxcher. The level of Functioning of pcrsons with schizophrenia 

was not 3 selection criterion in rhis snidy, with the esception of mental stability which was a 

rcquument to ~ o i d  any possiblc harm to the informants and to enhancc thc crcdibility of the 

stuJy. 

Direct methods of issuing or posting invitation lctters to potential participants do not genenlly 

clicit a positive responsc within thc Chincsc community. Consequcntly, a pmonal approach was 

utilkccd tto remit participants. My CO-workcrs identified familics From their c?tisting clicntelc and 

asked permission from potentiai participants to have mc contact thcm. In order to avoid the 

problcm of possible coercion by my CO-worliers over the potcntiai participants, my CO-workers 

had strcsscd that the study was a project of a snident at York University and thci+ participation or 

non-participation would not affect th& scrviccs at the agcncy. With the support of the 

fixccutivc b t o r  of the agmcy, I explaincd the study to my CO-workers d u h g  a staff meeting. 

This fncehng was essenhal as it darified some of the concems that my CO-workcrs had, such as 

thc cligibility, my role and interview procedurc. 



4.3 Rcsc.arch Prc)ccdurc 

Aficr obtaining the names of potential participants from mg CO-workers, the fvnilies wcrc 

contactcd by tclcphone (both the persons with the illncss and th& parents - with one exception: 

whcrc it was inconvmicnt for a parent to ceceive a call) to inforni t hm  of the objectives of the 

snidg, and to ask for th& consent to be inteniewcd. A telephone contact was prcferred because 

it was less formal and facilitatcd the voicing of  individual concems and initial cngagemcnt for the 

in ten-iewcr-in temicwee relationship. ln teniews were scheduled once the hmil y agrred to 

participate in the study. The place and time of  the intcrvicws werc chosen by participants at their 

con~micnce and for th& cornfort. Most persons with thc illncss prefcrred and wcre intenZewed 

in my office whilc thcir panints prcfced  and were primarily Litenriewcd at thcir home. In two 

tirnilics, both parcnts attendeci the h tmicws together and in mother an c l d a  brother 

participatcd in the interview with his mother as well. Fach interview lasted for approxLnately one 

to ovo houn. In this study, I intenicwed eight families; a total of 16 intmiews of individuals 

with thc illncss and thcir parents wcrc conducted. At chis point, I Found the saturation point was 

rr-ched and furthcr intcnitws wodd not add new information. Al1 interviews were conducted 

within ninc months from Decernbcr, 1995 to Scptcmbcr, 1 !EX. )(>.'nircc family intcniews were 

carricul out first to check the intcmicw guide and othcr planned intmiewing proccdures, and to 

havc some initial data analysis before moving on with othcr intcrvicws. 

I prescntcd myself Li the intemiew as a student of York University who was Litcrested in 

lcrming from thcm about th& cxpcrienccs. This was with thc a h  of minimizlig status 

diffcr~nccs in my othcr role as an agency social workcr, and the participants' rolc as service 

rcupi~nt. 'l'o observe the cthical principlcs of  voluntary participation and informed conscnt, the 

study was explained qpin and an 'informed conscnt fom'  (Appnidiu D) which was tmslated 

into Chinese was givcn to the participant to sign bcforc thc intcrvicw. One mother rcFuscd to 

sign as sshe was uncomlortable with the formal procedure. I lowcver, she verbally permittcd me 

to interview her. Participants werc also informed that they couid withdraw from participating in 

the study at any tirne and thcy could decline to ansver any questions about which they Lit 

uncasy. 1 dso obtaincd thcir conscnt to ncord thc intcrvicvking proccss with audio tapc. One 



parent fclt uncasy about haring the intmicw recorded. In 

Litmicw. 

D u ~ g  the interview process, most interviewees reganied 

this case, 1 took 

me as someone 

knowlcdge in the field as thcy al1 h e w  1 work as a s o d  worktr in the mental 

knowing who 1 am, they were ver). open to talk about th& experiences. It is an 

to bc an insider of the agency sincc persons with schkophrmia would 

notes during the 

who had special 

h t d t h  field. With 

advantage for me 

not agree to be 

inteniewcd by an outsider whom thcy do not linow or trust Whilc trying to stick to the 

rcsearchcr mlc, 1 was askcd for hdp by a few participants at svmc points during the intmiew 

and a few parents sou& consultation about th& concems. Efforts were made to answer theif 

questions and offer in formational hclp at the end of the interview. 

'Ihough it was expectcd that people had diffixing abilities to provide dctaiied accounts of ùieir 

cxpencnces and feelings, 1 had problcms in two interviews with pesons with the illness. These 

two intwiewees secmed unable to elaborate on th& answers. This mi&t be due to th& 

poverty of thought or  speech (a frequent symptom of schizophienia). 1 had diffdty in 

fomulating qiiestions based on what they said and thus dccided to ask more closed-ended 

questions. My cxperiencc in d&g with chronic clients Li interviews nt work is lcss a problem 

ci 3 asocial work context, whcrein it is acceptable to havc the worker's intcrpremtion of the 

probtm and then check it out through the working process). In a qualitative research project 

(whcrRn it is important to gct thc intcxvirwec's individual perspective), an intenïewee s u f f c ~ g  

from schimp hrmia with s y mptornatic di ffidty in verbal expression poses a signi ficant problem 

for data collection purposes. 

1 tnnscnbcd the Litenicrvs in Chinese. '1'0 protect the intcrcsts of al1 the participants, ail the 

information collected was hcld s tedy confidentd Identifj4ng data were changed in the 

transcription, and the identification list creatcd was only available to me. Doth the transcription 

and tapes were kept in a safé place. The tapes d l  be erascd when the thesis project is cornpleted. 

The persons with schizophrcnia are primadp in their thirtics and foriics. Five are malc and three 

fernale. Si.  of them are single, one is separatecl and one is divorced. Only one of thcm h3s a 



univcrsity cducation while none of thc othcrs complcted hi& school. Th& stay in Canada varies 

from two to sktecn years, and thcir places of origin arc IIong Kong, mainland China and 

Victnam. Ilvc o f  thcm wcrc sponsorcd to Canada bg thàr  siMings, and onc bg hcr fiancée. O h  

came with his wife as her dependen& and one landcd with his brother as a rehgce. Three of 

tliem have hem sick for 1c.s~ than fivc years and one for less than tcn yczus, md the mnaining 

half for ten gcars or morc. Two of thcm rcported symptoms of schiaophrcnia before 

immibmting to Canada; thc othïr  six werc diagnoscd within the f i t  few years of th& amival. 

Fivc have had one admission to hospital, and two have had more than one hospitalkahon, while 

the rmaining one has ncver bcen an inpatient. Most relg on pl-ernrnmt finanaal assistance as 

thcir main sourcc of incomc, and nvo rnanagc to have additional incomc from part-time 

ïmployment Most of them arc lking with relatives (usually thcir p m  ts). 

In order to includc the relative's perspective, one of rhc parcnts of the person with 

schizophrmia was int~mic\vcJ separatcly. Thc fathcr is deccascd in two families, one of the 

mothcrs participateci in the intcrvicw togcthcr with her son. Thcrc wcrc two situations whcre 

both parents prcscntcul at the intcnicw but, in rach casc, onlp onc of tbcm acted as a 

spokcspcnon. The spokespersons arc mainly the camgiv~m. lhcsc are fivc mothm and three 

fathers, and most arc the pcimary dccision makm in tlic fmilg. For thc rnothcr who came with 

hcr son, hcr family is vcry cohcsive and rcsponsibilitics and dccisions arc sharcd. Ail f d c s  

h a x  at lcast rhrec children, and three farnilics have SLK to Rght children. O d m  than the pesons 

with the illncss, no other children in any of' the families have any disability. These childrm offer 

rarying dcgrccs of hclp, h m  no support to hi& Icvcls of involvm~nt, to thcir parmts in 

carcgiving. lhrcc parents rcportcd that theu spousc cmnot give thcm much support and two of 

thcm rcfcrr~d to thc additionai stress of handling a difficult relationship with thcir spouse. 

Iiesidcs the stress of the illness, most families have the extra pressure of rclationship and 

communication problems within the family, as wcll as financial constrain ts. hian y parcn ts do no t 

have jobs duc to thcir age, physical limitations and disadvantagcs of bchg new immigrants. 

In thc Ng Fmilg, the parents are in their (fis and 70s and arc retircd. lhey arc mainly fmancially 

supportcd by th& childrm. Thcy Lvc with the two childrcn who are still sin&, muid one of thesc 



is the membcr with the illncss (Kwong). Th& childrm offer diffèrent support to them. For 

instance, the eldest daughter sought social senices for both the membrr with schizophrenia and 

for the parnits in coping with the illness, and the other daughter and her huvband sent the 

mmber with the illiess to hospital whcn he was in an acutc statc. 

In the Ho family, the fathcr has died and the mother is in her 0 s .  She is rchred and lives on 

pvemment allowances/assistance for seniors. She lives with her eldest son and his f d y  as 

wcli as ber other son who is singk. ' f i e  member with schizophrenia ()Ton) and the youngest son 

live ttogcth~r with die objective of training the m ~ m b e r  with the illiess to bc more independent, 

while at the same the,  prmïding some ncccssq support. T i  is a cohesive fardy, and al1 s ibhgs 

have bcen involvcd in coping with thc illness in thc famdy cspccial1y at the discovery stage of the 

illncss. 

In the Tarn family, thc parents are in thck  OS, md the mother has a casuai job while the father 

cannot fmd a job. Thcy Livc with thrcc sons who are al1 s g e  inciuding the mcrnber with 

schizophrenia FaLi) in a two bedroorn apartmcnt. They manage the illncss mainly by thcmselves. 

In the Irung f d y ,  the parents arc in their 70s and are retireci. Thcir main source of Licorne is 

from rcnt 7hey livc with their member with schizophrcnia (Bill), and there are tenants in th& 

house. The mother did not find much support from her husband in dealing with the illness. 

I h R r  daughtcr and hcr family supported the mcmber with the illness for some time when they 

livcd togcther. 

In the hiak family, the parents arc in their 50s. ïhe  father cannot End a job and the mother 

works in a factory. 'Ihcy Iivc with th& son and dic daughtcr with schizophrcnia (May) and hcr 

isvo childrm in mem housing. The father is the main care givcr and fecls hat  his wife is unable 

to providc much support to him His son helps when he has to communicate in En&h with 

scnke  providers, or when he is not amilablc to support the daughter. 

In thc So family, the parents are in th& 60s and are retired. They live on gnvmment allowances 

for smiors, and they find diemselves financially comfottablc. 'i'hcy rcside with th& daughter 

uiith the illness (Nom) Li &Or own house. Th& son offered support to the member with the 



illness in I long Kong whcn the parents w-crc in Canadn Ihc mothcr is the main carcgivcr and 

she fmds her husband laclis undersm.nding of thcir daughter's illness. 

In the 1.m family, the parcnts are in their 50s. The mothcr is a hommaker and the fathcr 

cannot find a job. Thcy arc fmancially supported by thcir children and fmd thcrnscivcs to have a 

tight budgct 'Ihey lire with their son with schizophrcnia (i.ap) and the other son who is single. 

'Ihey manage to takc care of thQr member with the illness and do  not need hclp €rom other 

childrcn. 

ln thc Fung hmilv, the mothm is in her 70s and thc fathcr has died. The mother liws on 

gwcmmcnt dlowancc/assistancc for seniors. She has thrcc childrm, and residcs at her son's 

rcsidcncc togcthcr with his family and hcr daughtcr who has lost a job and has movcd back. Thc 

daughtcr with schizophr~nia (I:ong) livcs donc in mctro housing. *nic mothm and thc sistcr visit 

hrx- wcekly, and the  sistcr has livcd with her in the past and helpcd her in getting social scnices. 

Ihc mother showed disappointment towards the son and his wife, and there arc rclationship 

pmbltms in thc tunily. l h c  son and his f d y  have givm vcry limited support to the daughtrr 

with the illncss. 

5. Data Analysis 

Analysis includcs thc proccdurcs of organking dic data, gcncnting categoncs, thcmes, and 

pnttcms, testirtg the emcrgcnt hypothescs w n s t  the data, and writing the report. Iniûdly, 1 tried 

to csaminç the data in diffcrcnt ways: looking for cornmon issues from data collwted From 

pcrsons \vitb thc illncss and parcnts scparatcly, and finding sLnilar topics of families 6.e. puning 

both key informants' data togcthcr in an unit). Thc data wcre rcad and r c - r d  to record for 

rccurrlig activities, idcas and feelings. Iiieraturc was referred to for the framework which 

provided a basis for ana1y;ring the d a o  and suggested variables to code the data Salicnt thmes, 

rccurring ideas and patterns were identifieci and were listed to develop coding catcpries. 

The coding process involves bringing together and analyzing di the data bearing on thernes, 

concepts and Litcrprcrations Craylor & Dobdan, 1984). 1 ~ndcavmcd to intcrprct the thoughts, 

feeling and actions from the farnily's perspective to avoid imposing my vicw onto thcm As 1 



corne from thc samc cthnic community as the fmilies, it was casier for mc to undmtand and to 

share th& perspcctivcs. lhe Chinese trmscript was coded Tor data organization and data 

malysis. Seved copies of the transcripts li-cre made For uskg '?hc Cut-Up-wd Put-in-Folders 

Appmach" @@an & Diklcn, 1972). Two sidcd foldcn WLTC used? one side for data from 

persons with schizophrmia and the other side b r  thcir parents. Eiach folder was nmed afier the 

ccxiing categories, and each coded bibbit was cut and put into respechvc foldcr and its sidç 

nccordingly. Bibbits in each folder wcre sorted out  to connect with one m o t h e r  for themes, 

patterns and rciationships. A cohercnt und~rstanding o f  thc data was fomulated by building a 

logicnl chNn o f  evidencc. This conc~~tual  und~rst~mding \vas also cornparcd with relevant 

ccmsmcts in the litcmhxe. 

i\t tlic time o f  writing the andysis, thc quotcd bibbits wcrc translatcd into Ihgiish. This 

translation proccss prnented two problms- The first of thesc problms was the issue of 

translating Chinese idioms which express cnio rions into th& Iingtish cquivalcnts. Chinese 

d t u r c  has valued control of ernotions, and fixer emotiond words developed; instead, Chinese 

often use physical mctaphors to dcscribc di& crnotions ( Chcung CL Lau, 1982). Ihc  second, 

and far more complcx, problcm conccrned the diffcrcnces in die way in which Chinese and 

thgiish spoiliing people cnprcss themsclves. Chinese qpically choose subtlc, perhaps vague 

language in which the m e  mcming is frequcntly hiddcn in the space 'bewcen the lines". As a 

(:hincse intcniewing Chhcsc participants in thc Chincsc Ianguagc, it was rclati\-ely casy for me 

tc) grasp the subtleties of the languagc and the mode of expression. Translating thesc ideas Lito 

I:nglsh, howevrr, r~yuired that I make the lanpage far marc concrerc in ordcr for it to be 

meaningful to Engiish speaking rcaders. Such translation is, of necessity, an extremely subiectivc 

pnxcss. At thc same bmc, 1 did my bcsr to maintain thc esscnce and the manna of expression 

of the participants. 

Rndings of this snidy and their analpis werc prcsented and o ~ i z e d  by themc in the following 

chaptm. 



6. Soundness of the Study 

The cannons to masure the trustsvorthincs~ OF qualitative research are credibility, trans ferability 

and confirmability (hlarshdl & Rossman, 1989). Crcdibility is usuallg obtaincd From the 

discovcry of human expmiences as they are perccived by informants. A study is credible when it 

prcscnts accurate description o f  hurnan expcriences. In andyzing the data, I was aware of a 

tcndmcy to put familics in a positivc rde. This awarencss derted mc to be very critical wvith my 

intcrprctation of the data. In order to ensure the credibility of this research, the analysis was 

checkcd ùy a fcw kcy informants and collcaffics. One problem in this snidy is that a fcw persons 

havc bccn sick for a i-cry long time and it is hard for them and their parents to rccdl th& 

cspctinice at the vcry bcginning of thc dlness. 

*l'nnsfml>iIi~ is to show that one set of finding on one target group is applicable to mother 

s d a r  population. Oudined hcre is the contcxt within which this snuly was carricd out: agcd 

parents as main care givcrs to adult children with pcrsistnit and severc m m d  illness, F i t  

gmxation ;mmimt familics, the membcrs with illncss are having psychiavic treatment and 

have used or are using community mental health resources, and both parnits and their mernbers 

with illness agrce to be intenicwed separately. hlorcover, this study may be useM for social 

worker practitioncn to linow how Chincse families copc and what Lnd of hclp they require. It 

may also be helpful tn policy planncrs or  program dcvelopcrs to have an understanding of what 

scniccs arc hclpful and what barriers exit For Chinese families in coping with th& persistent and 

serious mental ilhcss. This understanding or the coping process c m  be gcndizcd in theoretical 

sense. 

Con€umability rcfcrs to the concept of objectivity. It concms whcthcr the findings are reflective 

of infomann and inquùy itself radier than the product of the reseaccher's bises. It is achieved 

whm crrdibility and transferability are cstablished (Krcfiing ,1991). Thc cross-chcck by a few 

inforrnants and my colleagues hclps to reduce my personal bias in the interpretation of collected 

data Famiiics with whom 1 wcre working were excludcd from the study as I were f a d i  with 

thcm and thus miyht loose my sensifivit). due  to preconceptim of them. 

'niroughout this research, efforrs were made to achievc the highest level of tmstworthincss. 



C H A P T E R  F I V E  

High Degree OF Relative Support 

.\ hi& dcgrce of relative support is the common theme identitied thcoudiout the process of 

coping with schizophrcnia 'ïhrcc stages of coping arc found: discovcnng the illness, Iliking with 

tmtment, and maintaining the stability of the illness. Both people with schizophrenia and di& 

rclativcs usc \mious strategies to cope with the illness. 'Ihesc strategies may be grouped Lito 

three major catcg~rics: cmploying personai rcsourccs, using rcsourccs withli family, and 

requesthg help from othcr rcsources. 

5.1 Discov&g the Illncss 

*f ie  great majority of pesons with schizophrenia and their relatives did not have any prior 

knowlcdge of schizophrrnia Kclativcs played a kcg rolc Li discoverhg the illness, and in s e e h g  

cstcmal hclp when families kIt unable to manage the problem. 

5.1.1 First Esperiencc of Schizonhrenia 

When the illncss first startcd, there were changcs crpericnced by the pcrson or obscrved by th& 

relatives. l'hm changes wcre gradua1 for sclme participants and sudden and acute for others. 

The changes includcd the expericncing of symptoms, a dccrcasc in genemi functioning and die 

exhibition of socially inappropriate or unacceptable bchaviours. The symptoms arc hearlig 

voiccs, sccing interna1 "morics", fccling scared and anxious, having delusional and paranoid 

idms, and the inability to sleep. Persons with the il1nc.s~ dcscribcd thcir ~ d l y  rspcrienccs of 

syrnptoms and how they dcal with &cm: 

I felt that somc one was following me, and wantcd to catch and h m  mc. 1 was vcry 
mxious FOC about a month. I later lound that 1 codd not put up with thcse pressure and 
bought a pianc ticket to go to my sister's placc. Aftrr 1 arrivcd I still feelt an'uous and 
scared about being followcd by someone. My sister and her husband took me to sec a 
doctor. (i3iIi) 



I fclt v c ~  bad Li university. 1 was sick at the timc, 1 heard voices and 1 had no fnends 
again. 1 sat in the last row of the class in the c o m a  s~ilt. 1 hcard somcone talklig to me 
muid cdling me ChLiese, China Ihe mices wcrc relatcd with racial issues. M y  brain 
hund the white people didn't trmt thc ChLiese well. 1 regarded the white people as 
~ncmies and reimcd t h ~ m  1 h ~ r r d  the white people commenting on the Chinae 
ncgatively. I told myself that Chinese werc cxccllent as they defeated thc Amcricans. Thc 
Amcxhns Iost the war in Vietnam and Chinese won in Korea . . ..This made me more 
socially isolated. I F  pcople ciid not bclong to my group, thcy were m d c s .  Images of 
racial issues came to me in the voices. I did not rake English, and took mathematics 
agaLi. 1 had problrms in that these courscs requircd crpcrGnents and group work .... 1 
could oot make it through aker ddragging fix 2 yean: and hdf semesta. In the last 
smcstcr, 1 \vas reallg sick. 1 moved to Iivc in a yoouth hostel. M y  thougtits wcre 
preoccupicd with womcn and scx. I was really dl. 1 heard people calling me in my room. 
One timc, which I had planned for a whilc, 1 exposcd myself.. ..Bad! People knew that I 
had exposed rnysclc and chased afier me. 1 heard people commenting about me 
"LTrposcd!" in the class, and the entire wodd kncw that 1 did it. 1 was rïrlly scarcd, and 
mv h m  beat fast. Ail people said that 1 exposed rnyselE I had no place to hi&, and 1 
phoned my sistcr to tell her what 1 espcncnced. (Kwong) 

1 found myself a f n i d  of peoplc. At fint, I did not think it was a problm. 1 thought that 
it might bc an adjusment issue or psycholc~9;cal rcsponse and did not teil my sister 
about it. Gradudly, 1 fclt mort scarcd of  prnplc and cvcnrs dl day long. 1 felt I had to tcll 
my sister. (Fion) 

'h persons with schizop hrenia were greatiy affected by thcir sjmptoms; they fclt scared and 

pr~sssured. The illncss was so ovenvhelming that they fclt powerlcss to handlc i t  Some were 

initidly awxe of thcir stress, md tricd to cndurc thcir sufFcring, cnplalied away th& problems, 

and moved from one piacc to another. When they graduaily felt wable to handle th& 

symptoms, thcy turned to dieir relatives for help. Among the remaining participants, most werc 

not mare of thcir situation. They rclid on th& relatives to discover thar problm. Relatives 

noticcd the change Li mmbcrs' functioning more than the prcscncc of symptoms. They found 

that thcir membcrs with schkophrmia had expaienccd deteriontion in nurnerous areas of  

Functioning such as having problems in studying, kecping a job, takuig carc of themselves o r  

O thers, and socialihg. 

Shc was sick and dept aii day. She did not want to cook or  to do any othcr things. She 
did noc takc care of hcr nvo daughters, Iczwing them unattendeci to play with clotl~es and 
throw Food around. (Mr. hfak) 

WC did not know what N o n  was th inkg.  She might have bern sick but we did not 



know about i t  She couid not keep hcr jobs one aflcr thc other. I la Father suggcstcd to 
introduce hcr to work at his factory as she codd not continue to have so many jobs. 
(ilIrS. Su) 

Relativn tolcratcd thc gradua1 chmgcs and t icd to manage dic situation within the family as thcy 

did not recognizc that the changes wcrc symptoms of mental illncss. Oncc the symptoms 

becamc c v m  morc disturbing or more d m  tic bchaviours occurrcd, relatives thm sough t extemal 

hclp h m  fiinids, unmigrant scn-iccs, genenl practitioners and psychiat8sts. 

At the beglining of his illncss, it was not obvious. 1 Ic tho&t that peoplc wanted to 
fight with h im The kids Li the neighbourhood acnially did not provoke hun to have a 
fight. I Ic latcr bbccamc morc s~rious, said that hc hmrd somconc al1 thc timc ask him to 
d o  something. I Ic quarrclcd and got into conflict with pcoplc. We saw this situation, and 
brou$ t hirn to scc a doctor. (Mr. Tm) 

Whcn rny daughtcr stopped worliing, she started to hm-c sleeping problems e17ery night. 
Shc could not go to slc~p, and thus p t  up to have d ~ k s ,  to lcwk at hersclf in the rnirror 
and to g> to thc bathrw~m. 'ïhcsc behwiours werc pathologie ai.... As shc could not 
slcep evcry Nght, wc took her to sec a psychiauist (hk. So) 

Ilc treatcd the f'mily as his n e m y  ... We werc afraid that hc might lose control of' 
himself. If he hurt somcone, that wodd bc too iate. (Han's brothcr) 

My wifc one day saw my daughter hit a stool with an axe and 1 had scen that behaviour 
bcforc. My wifc askcd hcr not to hit the stool but rny daughtcr was angry with h m  Shc 
said that it was none of her business, and threw the stool and the a ~ e  towards her 
mothcr. She could not rnanagc hcr pcrsonal hygicne as wcli. Shc was having thc p c k d  
and rncssed up the bathroom. I fclt that she was sicli. 1 tried to gei a fricnd to drive her 
to sec a doctor on the followLig day. (Mr. MA) 

In acutc onsct, relatives sought c m m d  help promptly. 

Flc did not cat and did not slcep for a few days. Flc had a delusion that hc  could survive 
without food and sleep. I le stood faclg the wall for days and +ts. When he couid not 
talie the long standing, he knelt down. I asked him to go to bcd; he said that he could 
not go to sleep and he would die once hc lied down to sleep.. ..WC w ~ ~ e  womed and 
took him to scc a doctor. (Mr. lam) 

It  sccrns that both the persons with the illness and th& relatives used the coping strategies of 

of thc gndual changs. In the cases of acute onsct, relatives were alarmed by 

bchaviours of thcir memben and rcsponded rclativcly quickly to gct cxtcrnal hclp. 

using pnonal  and familial rcsourccs at the bcljnning betausc they were unawarc of the mcaning 

the unusuai 



5.1.2 Difficultics in Gcttirw Trcatmmt 

A k w  relatives cspcricnccJ tremmdous amounts of strcss duc to not knowing where to gct 

help. 

WC did not know whar to do and whme to gct hclp, d thus del-d thc trcatmcnt WC 
fclt vcry bad that WC did not know what to do. (i-Ion's brothcr) 

A fcw rclativcs cdled araund and information from socid smice agcncies and sorne f w e d  

out tu take th& manbers to sce a gcnerai practitioner whilc thc othcrs took their mmber to 

hospitaL In one situation, thc p e r d  practitioner did not asscss that th& mmber had anp 

prnblcms and die relative got stuck with the situation. 'ïhc relative called the police whcn h a  

daughtcr's prc~blems furthcr dctcriontcd. ïhc policc defuscd the situation and left as h a  

daughtcr was not hurting peoplc. This relative fclt helpless but the situation dcmanded that she 

kcrt on sceliing hclp. 

Rclatiws had problcms gctbng to sec a psychiatrist and even grcatcr problcms in gtting a 

psychiavist who spcaks the Chinesc languagc in the smd town wherc a few discovercd thcir 

ilincss. Toronto has more rcsourccs but cvcn hcrc there is a lirnitcd numbcr of Chinese 

psychiatrists, and thcrc is a long waiting list. A rclative felt powerlcss with the appointmcnt for 

*ni& illncss is diffcrent from othw illncsscs, pcoplc w-ith thc illncss can die in a month. 
I lowcver, thc nurse told me thar our appointmmt d m  was already quite d y .  Nothing I 
could do, cvm if 1 had money. Just Wic a Chincsc idi~m, no way to talk about bittemess. 
1 had to swdow rny feelings. (hlr. Mali) 

In an acutc mcntal condition, one participant rcquircd hospitalization, but therc was no hospital 

in his ncighbourhood that had a Chinese spcaking psychiarcist I t  was anangcd for him to be 

admitteci to a hospital outsidc his ara bccause oE the lanyagw probl~m. I lis siblings felt lucky 

that th& fatha could l m  the way to go to the hospid. If the father did not h o w  the way and 

othcr siblings could not have Mie off from worli, thcy had to choosc from nvo wsatishctoiy 

situations: having psychiatrie trcatment for th& mcmbcr in his lanpage but no constant family 

support due to the limitation of distancc, o r  not hmwing trcatmcnt in his languagc but family 

suPF'=t 



Indilidud rclativcs had estra strcss when their manber with illness rcfùscd treatmcnt. 

We felt ambiguoW that we could not kick our family mcmbcr out, but WC could not help 
him by lemng him stay home. (Fion's brothcr) 

Relatives uscd various means to get th& rnembcrs to trcatment such as persuasion, maliing use 

of close rclationships with the sick mcmbcr and lying. 

~ \ t  this ciiscovcq stage of the illness, persans with schizophrenia were unaware of th& situation 

or fclt poweriess to hande th& iiiness, and relied on thcir relatives to take care of them. Th& 

rclatiws rcportcd high strcss Icvels. The stress not only came from rhc increasing symptomatic 

behaviour of their manbers, but also from thar lack of knowlcdge about dic illness and social 

s~niccs,  and the unavailability of' psychiatrie treahiimt provided in thcic language. Relatives had 

additional stress when thcir m~mber  with thc illncss rcfused to accept trcatmmt They had a 

fceling of powcrlcssness parrinilady in obtaining accr~s to psychiauic m a r n e n t  They were 

anwious about thc situation, felt learful that the condition of th& membcr might becorne worse, 

and guilty thar they mi& have delayed thc treatment due to their ignorance. 

Relatives vied to man* th& problems ihrough fimily discussions, closc supervision of th& 

membcrs with illncss, nlking to friends, cailing around for information, taliLig th& mcmbers to 

gmeral practitioncrs, sending thàr members to hospiral, and using various means to get their 

rnembcrs to see a psychiauist ' k y  made tremcndous cfFom to copc with the illness by ushg 

resourccs within and outsidc of the family. 

5.2 linking with Trcatmcnt 

Whcn pcrsons with schizophrcnia were connccted to trcatmcnt, cach individual had a differcnt 

rcsponse. Some found it very helpful and reported that it rcduced a lot of dieir symptoms 

without noticeable side effects. Some complained about the sidc cffects of medication evcn 

thou& it was cffectivc, while othcrs found themsclws to have rnidual/pmistent symptoms 

c w n  with medication. At this stage, thcy med to manage th& symptoms, side effects of 

mcdication and impairment of thcir functioning. Thcy dso stmggicd with acccptance of th& 

illness, were concerned about the prognosis and fclt confuscd about how to rc-cstablish thcir 



life. lh& relatives hclpcd th~m to go rhrough the difficulties with undcrstmding, suppoc  

practical assistance and secking community rcsources for hem. Relatives also needed to accept 

the illness and to manage their own motions.  Iheir  emotions rclated to their acceptance of the 

illness, rhe condition of  thcir members and di& impairment, and how th& rnernbm handle 

th& illness. The' reported feeling more stress when their member with illness r e b c d  to talie 

medication and relapscd, o r  w h m  the illness was morc cpisodic. 

5.2.1 hlan+np Resid u d  /Persistcn t Svmntoms 

Pcrsons with ilincss uscd diffcrent ways to managc thcir symptoms. Somc trustcd th& 

ps)-chiatrists and gnvc fccdback to thcm, cornplied with medication, tndurcd the s}mptoms, and 

uscd l c  hospitd as a shcltcr. 

'I'hc illness \vas strangc. Flospital was a shclter for mc. Oncc I got kto thc hospitd, my 
strcss was gmc.  Staying in a hospitai for cine to nvo weeks, I c h e d  down. I-lowever, 1 
fclt bad qqin afier dischqwd. Therefore, 1 have bec! in and out of the hospital al1 the 
timc. (Bill) 

With dl thcsc efforts, somc of them still h u n d  th& situati~ns unsatisfactory. A fcw felt 

po\verlcss with th& pmistcnt symptoms. 

1 Icr the illncss taic charge. 1 haw n o  ways. What can 1 do? l h c  psychiatist also has n o  
ways. (lion& 

Their relatives offcrcd the suggestion o f  ignonng thc symptoms and controllkg onesclf, of not 

bcing affcctcd by t h m .  

You now hnow that this is p u r  dclusion. Whcn p u  have this, you tell yourself that it is 
u n r d .  You ti); tc) control younelf: knowing that it is from p u r  thinking and not 
bclicving in it (hfrs. Icung) 

At thc s m c  timc, rclarivcs wcrc vcry attcntivc to th& mcmbcrs. Mr. hlak a m g c d  to Ikc with 

his daughter so that hc could monitor h a  condition. Mr. Iam took note of his son's condition 

and reported to the psychiatrist A person with the illness recdled his relative's support as: 

Even with mcdication, I s d l  had hducinations, heard voiccs and cvpcricnccd other 
symptoms o f  mental illncss. 1 have no  othcr way except to be pacinit I slept aU day o n  
bed and I found it vccy hard to be on bcd. Yct, my f h l y  was vcry p o d  to mc My 
mothcr accornpanicd me continuously, and wokc me up for mnlication and gave me 



viater. 1 had good feelings about i t  M y  elder brother carne home from work late, and still 
asked about my condition. I knew about it, and I found the f a d y  was v ~ x y  important to 
me at that time. (I Ion) 

In addition to providing c o n c m  and suppoq relatives tooli di& members for psychiatnc 

€c)llow-up, and talked to the psychiavist about th& observations and concerns. Most p a o n s  

with the illncss evcntually found a Chincsc psychiauist and communication ceased to be a 

probllcm. 

Rclativcs sent th& rnembers to hospital when they becmc psychotic. 

Onc night, my son ycllcd and screamed. IG said that hc saw a ghost, and I had to cal1 
thc poiicc to xnd him to thc m~ntai hospital. @lr. 'l'am) 

In d d i n g  with the sleeping probkms of th& members, thcy rerninded thcm to discuss it with 

th& psychiatrist or  assigned a bedroom solely for them to avoid disturbances to other family 

members. Mr. Tarn d d t  with his son's irritable behaviour with acceptancc and advised him to 

join activiti~s which he considcred as hclpM to his mood. 

5.22 Mm&g Side Effects 

Some pcrsons with the illness complaioed about sidc effects of medication which might makc 

thm fccl ticcd, ~leepj7, and dizzy, haw blumd vision and a hcavy hcad. 'hcy uscd detcm-hation 

to y to overcomc thcsc effects, diverted th& attention by doing housc chores, and consulted 

thcir psychiatht about thcm. 'Ihcir psychiatnsts adjustcd the mcdication or  gave thcm 

suggestions. Hon described his sidc effccts: 

1 was very slccpy, and 1 listened to my psychiatrist to try to overcomc hem by myself. 
As the co lfec did not hclp, I lrarned to have contidcncc in myscl f. 1 uscd an alam cloch 
to wake up myselfor asked my mothcr to rcnilid me to get up. 

Relatives also gave support to their manbers to cope with the side effects. A few relatives posed 

a cautious attitude towards mcdication and inquired about sidc effccts fmm psychiatrists or 

phamacists as they believed that medication was not totally beneficial. 

5.2.3 Mana~in~ lmnaired Functionkg 

Most participants' mental condition impmvcd with medication, yet they still had problems in 

daily fünctioning. They could not hold a job for long and bund school work drmanhg. A few 



C V ~  could not mi-el around thc city as thcy had problcms rcmcmbcring sucet narncs and fearcd 

crowded situations, and also could not concentratc due to the in ter fmcc of  symptoms. Thcir 

coping stntegies werc "norhing they cm do". 'let illness take chxge'', taking it cas): accepting 

their limitations, wdliing to thc place, carcM asscssmcnt before making new ancmpts, going out 

more to ovcrcomc thc fcar, and rclying on rclativc's support. 

ï'hcir relahvcs \verre supportiir to takc them around, to do things for hem, to set appropuate 

rspectations t o w d s  them and to corn fort thm. 

M y  dayhtrr casily bccomcs cmotional, and thus 1 go with her ways for most of  the 
things and do thin9 for hcr. Whcn she had big problrms that shc could not handlc, I 
nsk hcr not to bc a f ' d .  1 tell her, "1 wiil ssolvc any problcm for p u .  1 do not know 
linglisli but 1 know rhc wvys tu solvc problcms and 1 also can consult thc social 
wi~rli~r". . . l comfort hcr and ~ L T  illn~ss nec& geat cornfort (Mr. hl&) 

Thcre wcre at cimes diffrrent viavs of handling such p n b l m s  within the family. A few parents 

had to hclp dicir spousa and oher ch i ldm to understand thc limitations OF thc illncss on the 

sick mmbcr, and to bc n rncdiator to prcvcnt conflict hfrs. So rrportcd, 

I ask hirn (my husband) <O takc it casy. You arc aiready so old, and you sdl do not 
accqt.' I am the rniddlc peson to solvc the situation. When her father critickes her, I 
nsk hcr t o  go upstairs to slccp. It is lucky that the housing condition is gpod. 

5.2.4 Accmtinv the illness 

Most participants acccptcd th& illness as it occuned, and did not thhk that Lhey had any control 

ovm it Some perccivcd that it was their fate to havc thc iilncss or vicwed it as a physical 

problcm. A fcw atuibutcd th& illncss to an nccidcnt or social isolation. 1 l m  talkcd about his 

illness as: 

R t e  means that 1 have no way to control my life I am not comparlig myself with other 
people, 1 am a person and why 1 am unlucky &CI have the illness? I c m  do nothing. If 1 
havc the illness, thcn 1 have the illncss. Maybe I don't want to have thc illncss. Who 
wodd want to have the h e s s ?  If you have it, then you have it Mereiy fatc. 

Ev~n with these explanations, sorne pcrsons with illness still had problcms in accrping th& 

illncss. A fcw participants felt los& hopcless and dcprcssed when thcy realizcd the me nature of 



thcir illncss. Thcy did not Imm. w h ~ n  his illncss wuld  be curcd and fclt unable to have any 

pian. 

1 got lost 1 did not know what I could do, I had no money and no job. The economy 
was not good, I stayed al1 day at home, watched TV, ate and slept. 1 did not go out 1 had 
stayed home For the ~ntire montb without going out  1 did. (Kwong) 

Che \vas vcry dcpressed and atrernpted suicide tsvicc A fcw fclt grcat stress in having psychiauic 

ucatrncnt, due to die s o d  stigSna of mental illness. They simply dmied their illness and 

esplaincd it away with psycholagical rcasons or  evii spirits. These coping sategies of avoidance 

and dcnial evcnnially becme strcsson for thcir rclativcs. 

Onc rclativc who \vas v a y  sensitive to his daughtds fcclings had a better undersmdlig, and 

explaincd the illncss to her in physical t m s  to make it casier for her to accept thc illncss. Many 

rclativcs did not undmtand why their rncmbcrs hide thcmsclves at homc, tried to kili 

themsclvcs, denied th& illness, and did not talie the prcscribcd medications. Thcy were womcd; 

they persuadcd their membcrs to d e  medication, tied to stop than sleeping, got them out of 

thc house, looked for help from other chiidren and an cthnic comrnunity mcntal health agency. 

few rclatiws got into contlict with thcir mmben ovcr medication compiiancc or  Ict thcm to 

hwc th& own choicc. 

1-le all the timc said that h ç  did not have a menrai illness and it was merely a 
psychological problem. WC did not h o w  at the beginning and also thought that it was 
psychological. We assumcd that hç would bccome bettcr aftcr leavhg the communist 
d e  of Vietnam, and did not pay much attention to him. Nevertheless, he did aot go out 
and did not taik to familp members, and skpt di day a& he came to Canada One day, 
the weather was good and 1 aslied him to bus a newspaper with the purpose of getting 
him out to rcla.~. Ife went out for a long timc and did not corne back home at night WC 
were scared and reported him to the police After a day, we recRved a cal1 from a 
hospital who informed us that they had a paticnt looking si& to Our son and 
suggested that wc go to havc a look. We saw him in hospital and he had already poked 
his cye out  (Mr. Tm) 

Not only the pmons with the illness had problerns accepting th& illness, but also their rclativcs. 

For c~unplc, thcy ticd to copc with this issue by compuing th& m m b c r  with serious cases, 

having optimism about possible recovery, f o w i n g  on the positive progrcss of th& mmbers, 

thinking that thcy w a c  not donc and many othcrs had sln<lar problcm, tclling th~msclvcs that it 



\vas an illness and was not 3 crime, and channeling thcir motions to problcm solring. hlr. Mnk 

dcscibed how he manabd his ernotions and consoled hk wife: 

You cm think your wap through anything. Anything in the world, there is someone with 
similar situation. It is not oniy our daughter who has the illness, there are many o k  
people who have the illness. There are examplcs for you to sce in mainland China and 
here. Why should we be womed. Even my son he is afgid, it is his sister. He fears rhat 
pcoplc know about his sister's illness and no one WU mmy him. 1-le has this cognitive 
burden. I Say 'do not be afraid. This is the redit)., there is no use to be afnid.' No matter 
how pessimistic and painM you are, it is no use. Rccause this is the realiq. 

Accci4ng the illness is difficult for both persons with the illness and th& relatives. It is 

npecially hard on the relatives. O n  the one hand, they have to help their members to accept the 

illness and to manage thnr non-cornpliance to treatment. On the other hand, they have to deal 

with thcir own accrpmce and rclated motions of W O & ~  and shame. 

5.2.5 Rc-cstablishinp 1,ivcs 

Most persons with the illness tried to re-establish th& lives afkr the onset o f  their illness with 

hclp from a community mmtal health wcy. Thçy linked up uith this support through th& 

psychiatcists, hospital social workers, and their relatives who found out about this support by 

rading ncwspapeis, tdking to fnends and callinfi around. 

1 ordcr a ncwspapcr to rcad every day. I saw information about the cthnic community 
mental healrh smicc, and 1 cut it out for my son to rad .  I also d e d  this agcncy to gt 

somevne to help him and took him thece. (Mrs. Irund 

T h c  mental health workers h k e d  them up with othcr community resources to build up their 

daily routine, and thcy went to Endish-s -a-Second-IJmw classes, sheltered workshops, and 

vocational training progmns. 

Some relatives tricd to have a bcner undclstanding of schizophrenia to cwable thcm to cope with 

the impact of it They r a d  relevant information in the newspapei, o r  attended educational 

wvorkshop and groups. 

At this stage, pcrjons with the illness nied to manage their illiess and its impact with various 

approaches. Somc werc more active Li doing what they could while othcrs adopted a more 

passi" rcsponsc. 1 lowcver, thcy al1 relicd on the support of th& relatives to p through this 



stagc. 'fi& rclaavcs proridcd great support to thcm to adjust to thc new tif" aftcr dit3 

connection with trament They also sought assistancc to b d d  up thcir knowlcdge and skills in 

dealing wi th the illnns. 

5.3 hfaintaining Stability 

Af tn  linking to treatmenb the mcntai condition of the pason with the dlness is generally more 

or lcss stabilizd and thcy havc tned to reestablish their lives, which have been seriously 

dismptcd by thc onsct of thcir illncss and hospitalization. Thc following stage which is 

commonly found in participants' commcnts is what I have called the 'maintainkg stability' stage. 

At this stage, pmons with the h c s s  continue to managc th& illncss to bc stablc and move on 

with th& lives <O espress th& potential to the fullest possible estcnt. In order to achieve these 

goals, they monitor th& m c n d  condition with treatment compliancc, build a routine structure 

for their livcs, and try to prcvcnt rclapsc by rcduMg life strcssors. Concems about dieir future 

and hmdling of th& motions are rcflected (especially by th& relatives) in this rnaùitaining 

stage In the majority of funiles, relatives' support is not much less than the previous nvo stages. 

5.3.1 Monitorinri,Mmtal Condition 

Onc of the common stntegies that the participants usc to maintain the stability of their illness is 

monitoring th& mental condition with treatment complimce. Thcy attend psychiatnc follow-up 

and take prcscribcd medication. Thcy mark down thc datc of follow-up on the calmdar to 

rcmind thernselves. Thcy also iake note of thnr condition, and discuss their concems with th& 

psychiatrists about social skills problems, and bad fececlings duc to nnegativc comments from 

others. Most relatives sec treatment cornpliance as an important means of rnaintaining mental 

stability. 'i'hcy rcmind th& mcmbers about thc datc of psychiarric follow-ups, put medication Li 

a p d  box, pay for the medication, takc note of any mental changcs and ulk to psychiaaisa. In a 

state of mental stability, a few Lidividuals with thc illness were tcmpted to quit medication. They 

did it and th& parents p t  thcm back on medication. 



5.3.2 Enmgine in Dailv Routine 

Another commun tactic u s d  by pcrjons with thc illncss to maintain th& mcntal stability is 

th& liws las  boring or more constructive. They go to a certain place rcgulariy to attend 

Engiish-as-a-Second- J ,mbwage classcs, to  d o  shcl tcred work, and to do voluntcer work. Bill 

divides his day into different parts and forces hlriself to do somethlig. Flc said: 

1 go to thc shcltercd workshop for a fcw hours; 1 do not want to work in the afiernoon 
and 1 build models and listcn to music It scems that 1 am competing with tirne to kill it. 
This is my prescnt life goal. 1 fyht with time evcry day until the evcning at amund tcn 

o'clock. It is done and 1 c m  go to sleep. This is the happiest and most meaningtüi Mie 
of the day. 

Ilc is making tremcndous effort t o  gct his lifc going. Hon describes his routine as follows: 

1 comc to Hong h o k  in thc moming to attend ESI. class and I walk around on the 
streets at 5:00 p.m. until thc dinner time. I have my dinner outside and thcn go home. 
Evcry day is lilic that and 1 somctirnes rmt  a vidco tapc to watch at hornc. 

Somc relatives see that it is not  p o d  for thc mental condition of th& m m b c r s  with the illness 

to be idle. Mrs. Ieung mentioned, ' M y  son will not rhink so much if he has something to  do." 

Thcy mign housc chores for thcir mcmbcr with illness to  do so as to cnergize them and to 

develop a scnsc of rcsponsibility. 'Ihcy also motivate thàr rnembcrs to go to a shcltered 

workshop, or to organi;!cd social activitics. 

Aficr 1 came home from the momlig walk, 1 saw his shnes were p n e  and I h e w  that 
he had gone to a sheltered workshop. When 1 found his shoes there, I aslied him why he 
did not go to work. 1 le answered that hc slept too long. I rcspondcd whether it would 
be a problem for going in late. He sid that it was not a problem. 1 askcd him to go as it 
would not bc a problm. Hecause you arc on medication, people wdl forgive you for 
sleeping late sometimes. (Mrs. Leung) 

5.3.3 Reducinc Stress 

Maink ing  mental stability mcans preven~g relapse. In ordcr to reduce the chance of relapse, 

somc pcrsons with schizophrmia havc uicd to managc the amount of stress that they cm 

handlc. A p a o n  with the illncss attcmpts to go out to overcome his fcar, and h e  sits at the 

corncr of a coffcc shop to make himself feel Iess stressed. He cannot hande so many tenants at 



home, so hc hidn himself in his room. Another one understands that shc mai not be able to 

handle the strns o f  ga inu  ulploymcnt, and shc prefm to stay at the shcltercd workshop for 

the timc bcing. Some participants get support from t h ~ u  relatives or mental health workm to 

manage their difficulties. Kwong said, '7 sometimes am affcctcd by many things such as the 

ncws, and 1 talk to m y  social workcr." I lc fclt lcss ansious aftcr talking about thm.  

A numbcr of relatives hold the belicf that overshmulation wili make th& mcmbers sick. They 

protect their rnembers from bcing over stlnulated. They go almg ulth th& mcmber's ways, 

hclp thcrn to solvc their problms (mcluding fuiancul supports), givc advicc to them o n  

mGmaging thcir stress, and keep some thhgs sccrct from thm. 

If any speciai, anluety-induchg cvent happens, WC do not Ict h a  know. Her father wmt 
into hospitd, we did not let her go and s i d  that her father had no problem. When she is 
ansious, shc will think a lot. This Lnd of thing W not neccssary For hcr to linow. No 
nccd. She cannot hclp and aslis anxiously about this and that, and \ve fcel more 
burdencd. (hfrs. So) 

Rclativcs aiso providc a supportive cnvironmcnt to thtir mmbcrs. Thcp tncd to bc close and 

fricndly to thcrn, and be thcir cornpanion. 

I want to bc with hcr. and know how she is doing. She will not fccl so loncly if shc has a 
famil\. and cornpanion around. (i\lrs. So) 

With dl thc above coping stratcgies and support Çrom th& relatives, persons with the illness are 

ablc to maintain th& mcntal condition as stable. This means that thcy do not rclapse ovcr a long 

pcriod of timc, but thcy may still cxperiencc symptorns and have vcry impaircd functioning. 

I lower-cr, most of them do not have much confidence about their future, and th& relatives have 

csprcujscd similar conccrns. 

5.3.4 Managinp Concems about Funire 

Rcprding the Future, some p m n s  with the ilinas do not have a plan. One of thcm said, '7 d o  

not have wy plan. I h w  cm I plan!" becausc shc is still suffmng from the persistent auditory 

symptoms. 'lhe other fcw cvprcsscd similar feeiings. 

First 1 hope my illnns c m  be fully recovered, but 1 lcarned from some friends that 
rn~nnl  illncss cannot be curcd. I do not know about this, I hope my illncss can bc cured. 



Whcn I am wcll, 1 c m  work and then 1 darc to plan for my funire. (l fon) 

I haw low opinion about rnysclf with this illness, and 1 fccl that 1 havc a hcavy dose of 
rncdication. I do not linow how long 1 stiil bc sick and whcn 1 can have a normal Life 1 
h c d  that somc pcoplc have b c n  si& for ten and hvmty y m .  It s e m s  that thçrc is no 
~ndhg, and I darc not to know a girlfrknd. (Bill) 

Eidier thq did not sec that thcy can do  anything for their hturc and avoid thinking about it, o r  

thcy diswscd thcir cure with th& psychiauist and are v q  cautious in q i n g  thligs. 

Thc othcr paons  with thc illncss have a pcra i  idca of th& Future which is to have a job, and 

tliis is a usual cspectation of an adult. 1 lowcver, they are not confidnt that they c m  work. 

1 wmt to stand on my own fcck but thc jobs outside this workshop m u t  have ccrtain 
d~mands  as they givc you pay. ... They d l  not have so litde stress as the sheltcrcd 
workshop. It will not bc so p o d ;  thcrcfbre, I stay hcm th<)& the pay is linle. 1 am 
afiaid that I cannot copc Mth the stress of outîidc work since they pay me morc money. 
Therc is no such strcss at shcltered workshop and the job is casy. (Non) 

'lhcy manage th& incornpetence with the strategis ol: hopin(: to have a supportive 

mploymmt, divcrting to study, upgrading their vocational sltills, waiting for oppominity to 

comc or whcn they bccomc morc rcady. 

Most rclativcs arc ver). much conccrned about th& membcrs' future as they arc g m n g  old and 

they cannot tic there for thcm for long. Mrs. Ixung cried, "1 do not know what will happen to 

him at thc end." ' ï k r  common womcs are: whcthcr thc illncss will continuc to bc: stablc, 

whcthcr thcir mcmbcrs cm be indcpcndcnt and can perform thc social roles of work and 

m k w ,  whether p v m m e n t  will continue to givc financiai assistance to their rncmbm in a 

climate of budp cuts. 

1 do nor h o w  whcther he will relapse. 1 wcnt to thc family support group, and they said 
that most of  t h ~ m  will rclapsc. (hfrs. Ng) 

1 worry about his inability to work. If therc is no wclfarc from thc gnvcmrncnt, it will bc 
v~xy harci for him. (Mrs. Ho) 

I w o y  what his Future will be. Chinesc traditional rolcs fi~r an adult are to cstablish a 
F d y  and to build up a carccr. H e  has chc illncss now, I do not know what his hiturc 
will bc. We cannot think about a solution for his hturc, WC c m  only hopc that he c m  
rccovcr cdy.  (Mr. Lam) 



1 darc not to thkk about thc hiture, 1 wil: be unable to sleep if 1 think about it (FvIrs. So) 

Relatives use active and passive strategies to managc their conccms. Thc passive coping indudes 

living day-to-day, pu&g the probl~ms aside, not thinking about hem, l e h g  the issues work 

out by themselvcs and creaang hope that th& members wiii get better or the govemment will 

takc care of thcm The active approach is to eraui th& mernbers to become more independen& 

to seek help from mental health workers and other f d y  rnembers, to look for a job for th& 

members or to develop a small buslins for them to nui, to encourage th& member to tcy work, 

and to do whatcvm they c m  whilc thcy are still alive. 

5.3.5 Coriine with Emotions 

Most persons with schizophrcnia fecl uncertain and powerlcss when th& illness c m  be m e d  or 

when they can have a normal life of having work or family, and a few ewn feel depresscd. They 

y to put thcse motions aside, entrust in Cod, or divcrt thcir attention to somcthing clse. 

I let the illncss takc chargc. 1 have no option. What c m  I do? The psychiatrist dso has 
no answer. (Fong) 

Some participants gricvc over the loss of heir capacities and have negative feeling about 

thmse11-es, and said "1 am garbage, a burden and cannot d o  anythlig." Some understand th& 

limitations and thcir lcvel o f  capacity, and try to dcvclop themselves cautiously. 

1 am slow in l m i n g  and at work. I cannot managc m y  job, 1 only c m  tlke those that 
are suitable for me. (Lion) 

A fev see thcmsclves as normal and try to establish theif pmonhood by distandng themselves 

from thcir illness. 

'Ihcir relatives fccl unhappy, py and disappointcd about th& illncss, and fiel bad that they 

cannot have a peacefül retirement life. Some also fee1 stressa or burdened by performhg the 

c m  givining rolc. 

I am unhappy. AI1 other children have a good life and if he was not like this, 1 would be 
seded. Now, he makcs me .... (cr)ing). (hlrs. Lang) 

The care for mental patients is pretty good h m ,  hc gets living allowance and sheltcr 
expense every month. This govemment assistance is for him alone. 'I'hough he is looked 
nftcr, we are draggcd.. ..We cannot work as wc take carc of him.. .WC worry where hc 



sometimcs has gonc. Whcn hc has b c ~ n  out for long, we go out to l o o k  for him. (hic 
Lm) 

llelatires try to manage thcir moti«ns by accepting th& fceling, havïng th& own livcs, asking 

thmelvcs to talic it easy, putting aside the problems, listing the problcms and solring t h m  one 

by one, and gtting help from professionals. 

1 won't bc pcssimistic, and I am strong When I have rime, 1 ask people to play Majoan 
with me. 1 won't Fcel cxhausted with thc caring work I am an active pcaon. 'ïhe p q  in 
our JSI, class is orgmizd by mc. Our ciass bwes out t o  havc tm cveq month to 
celebrate birthdays for those who w m  bom in the month. . ..Our naghbouhood is v e q  
kwod. 'Lherc arc sevimty to &&ty pa~plc to do 'l'ai Chi evcry morning. 1 I~qve home at 
6:M am. daily and corne homc at ~ ight  o'clock. 1 to EST. class akcr breakfast 1 anend 
nvo ES1. classes. (hlrs. Ixund 

In most cases, both the persons with the illness and thar rclativcs do  not mlk about their 

ernotions with one another. Thcy either managc hem by themselves o r  talk to professionals. 

This finding matches with thc commcnt of t Isu (1985) that sharing of Feelings is not a common 

pnctice in Chinese familics. 

In this stage of minUntainkg mental stability, most relatives aîso offer great support. They 

consider th& mcmber with thc illness to be susceptible to stress and vulnmblc to relapse, and 

continuc to pro\.idc carc to  thcir mcmbcrs. I h q  help th& mcmbcrs to maintain the stability of 

the illncss and wony about thcir Future Roth relativcs and their membcrs with illncss work hard 

to achicvc the goal of stability. Al1 pcrsons with the illncss succced in maintaining th& mental 

stability, but they s t q g i c  with how to pcrccive themsclves and appreciatc th& capaaties 

Pcrsons with schizophrcnia and th& rclativcs are found to have diffcrcnt h d s  of stress 

throughout thc process of the illncss. Relatives' stress is not signifcantly diffcrcnt from that 

mcntioned in thc Iitcraturc revicw (IIirchwood & Smith, 1987; Gidron, Gutcrman & Hartman, 

1990; Johnson, 19M; Icflcy,I 98%). Thc fmancial burdm of thc illncss on rclativcs in this study 

may not be a b q  issue as thme is a largely frcc hcalth carc systcm and adequatc fmancial 

assistance to pmoris with disabditics at this time in 'Toronto. W~thout such a social welfare 

system, relativcs would have an extra burden on th& cxisting fmancial constraints. The stress of 



th& mcmbers with the illncss is mosdy related to the symptoms, side effects of  medication, 

hpaired Functioning, and accqtancc of  the iflness. Th& esperience and feelings am similar to 

those reviewed in die limited literature about stress that penons with mental illness have gone 

through (Flatfield & Irfley, 1993; Iaetc, 1987a; Lorentz, 1992). 

Thcre is a cornmon finding of a h yti level of involvcmcnt b y relatives arnong Chinese fimilies in 

coplig witb mental illness ail over the wodd (Lin, 1985); and this study h d s  thc same result 

This is attributcd to the Asian culturai d u e  of farnilp as the basic unit of society, and a strong 

smse of f d y  loyalty and obligation to take care of  the sick mcmber (Iin ct al., 1978; Lin et aL, 

1982). Evm now and herc in Toronto, parents and othcr siblings in this study still hold the 

traditional Chinnc vduc of f , d y  identity and a sense of obligation towards th& member. 

Parcnts perceivc that they have to take a r e  of their chiidren as best as they c m  u n d  they die. 

Whcn the parents havc difficulticj in performing thet carcgiving role duc to vaEious reasons 

such as a languagc barricr or lack o f  kno\vlcdgc about rcsources, other childrcn arc involved 

whcther they feel oblipted or, bccome Livolvcd willingly. 

The studg finds that famly mmbcrs use a lot of self-directed coping stratcgies and seeking 

cvt~mal help to manage schkophrenia In spite of the grcat effort that persons with 

schizophrenia makc to copc with the illness, they fcel powcdcss at sarious points. They were 

ovcnvhclmed by the symptoms at the onset, found thmselves to be hclplcss with the persistent 

symptoms and frel uncertain about thcir cure. 'i'hey dare not to have many plans for th& future 

due to the limitations of thcir illntss. Their relativcs also have tncd al1 availablc means to manage 

thc illncss and their cmohons, thcy still cannot havc a pcace of mind at their old age, and have 

the unfuiished business of wonying about the futurc of th& sick membcrs. 

5.4 Summary 

This study shows that familics experiencc grat strcss from schizophrenia, and both persons 

with it and th& relatives wofk hanl to copc with i t  The degree of relative involvement is found 

to bc hi&& and pmistcnt througtiout the course of the illness from d i scovq  to maintenance. 

Rclatiw support is notcd in idmtifying the illness, linking up and foUowing through with 



psychiauic trament, secking professional hclp to assist th& members to re-estabhh their liws 

aftcr f i t  onsct or discharge fmm hospiral, and maintaking m m d  stability of th& mernbcrs. 

This hi& lcvcl of involvement by relatives rcflects the cmphasis of family Li Chinese culture, and 

this indicates that it is c r u d  to study Chinese coplig from a famïly perspective. 



C H A P T E R  S I X  

Family Interaction 

As discussed in the previous chapter, there is gmeraily a hi& degree of relative support 

throughout dl the stages, but the degree of involvement varies among families. Somc parents are 

i-cry mmcshcd with the illness while otherj arc somcwhat marc distant Therc are a number of 

rmsons for the variation of involvement Somc of thnc arc relatives' perceptions, their available 

rcsources, and their emo tions. 'lhcsc di fferences Iead to di f f m t  types of' in teractions behveen 

persons with schizophrenia and th& main care @vers in the stage of maintaining stability as th& 

nccds for support change. 

I'rrsons with schimphrmia had a strong need for relatives' suppon in the stage of discovefing 

the illness and linking to treatment 'fiey relicd on th& relatives to identify their illness and to 

seck eh-emal help to m m a g  their active symptoms. They also rcquired tmcndous  support 

from thcrr relatives in thc stage of linking with treatmcnt, particularly in overcoming their 

impaircd hnctinning. h t  thesc stages, mernbers' nec& and relatives' support wme 

complcmcntary in most familes. Only a fcw families cxpmcnced conficf as their members did 

not have my insight into their iilness and rchscd trcatrncnt, or  thcy did not accept the illness at 

the sarne pace as their relatives and had problcms in medication cornpliance. In the stage of 

maintaining stability, members with the &ess have various responses towards th& relative's 

involvemcnt Thcy may react belhgmently, scek hclp from th& social workers to gt more 

indepmdencc from th& parcnts, manipulate the situation, pretend to bc wcll, play the sick rolc, 

or appreciatc the support. 'Iheir reaction reflecrs whether th& relative's involvement matches 

th& needs for assistance and independence. Three types of interaction have merged in this 

study. The f i t  typc is problem free interaction, as relatives' degree of support matches thcir 

mcrnbers' necds. The second is a feeling of buden from eithcr party in the interaction, and the 



third is conflict/ttrisim in thc interaction- Thcsc diffc~ent intcmctions will be discusscd in this 

chaptcr. 

6.1 Types of Intcnction 

Types of interaction hcre mady refer to ways in which persons with illness and their main carc 

gkcr pcrcciw their interaction in times of mental stability- Their a m a i  interactions in the pasc 

may have been cooperativc or anragonistic in the prcvious stages. 

6.1.1 Problcm Free Interactions 

1 ldf of thc participants with schizophrcnia arc to some degrcc indcpcndent. Somc live quite 

indcpmdmtly on rhRr own and basicallp take c m  of th& own needs, while others contribute to 

somc household chores at homc. Most of them cm d c d c  what they want to do. A fcw need 

on-ping  motiona al suppon from their relatives to understand thtir feelings of suuggle. ï'hey are 

somcwhat indc!mdent from their relatives in having fhek own socid activities, thuugh dicsc arc 

quite lirnitcd for somc of thern who spcnd most of thcir time in Endish-as-a-Second- L a n m  

class and at homc. Othcxs go to church or  consumer-nin social activities after sheltercd work or  

part-tirne jobs. 

For those who \ive rather independcndy, their relatives are lcast involved. They provide them 

pnmarily with emotional suppoa through weekly visits or frequent contacts. Other parents are 

somcwhat more involved. n i e v  rmind thcir childrcn with the il!ness to take medication, give 

them assurancc and suggestions, and dcvclop di& sensc of rcsponsibility besides the b motion al 

or fiinancial support. 

The involverncnt of these relatives matches th& mcrnbers' needs. The more indcpendnt 

members have the ability and willingness to takc care of thcmselves with some support from an 

c h i c  community mental health q p c y .  The others prefei: to have some more relative support 

Thercfore, the f a d y  relationships of these families arc basically problem frcc and the persons 

with the illness rcspond positively to relatives' Livolvement 

My relatives mostly worry about me. f hope my parents have long life. Ir is a blessing to 
havc parents around !My motha sometimes does the dusting and 1 d o  not need to do i t  



Anything that she car. do, she will do i t  We do not have problems in relating with one 
anothcr. My father somctimcs commrnts on my not doing well enougti. 'Ibis is the only 
problm and nothing else. (Nom) 

This type of muhiaily accepting rclationship a p p m  to have existeci before the onsct of the 

illness. I [on talkcd about the cohesivencss in his family: 

WC stick togcther to face and overcome hardship. Just like when I was sicli, my family 
was vcry supportivc. Whcn my family has difficdty, WC al1 sit togcther to talk about it 

The strength of the f a d y  relationship is a rcsource for them when there is a stressor, such as 

the a h d  of mental illness on one of thcir members. 

6.1.2 Feeline of Rurden/Deoendency in Interaction 

Some participants with sckophrcnia are more strongiy depcndent, and they rely on th& 

relatives to take care of their daily living. A few have become able to concentrate on watching 

television and thc others man+ to do somc assigned chorcs. One thinks that hc cm make his 

own dccisions while othm do not feel that they c m  or do not see that therr: is anythmg for them 

to decidc. These participants arc living with their family membcrs, and do not havc much of their 

own socid life. One is doing a bit better. 1-le goes to church in thc Company of his parents. His 

mothcr reportcd: 

OF course he does not know people in the church, and 1 speak for him most times. 1 
bricfiy spolie to thc pcrjon who givcs him thc ude to church, that Bill is passivc and 1 
hope that hc c m  ask Bill into a cc11 group or activities. lherefore his church always calls 
him for activitics. H c  somctimcs pcs ,  and at h e s  docsn't (Mn. Leung) 

Thcir relatives gt i n ~ d v c d  a lot to hdp thcm such as giving advicc about th& readiness ro 

work, fdback  about th& plans, looklig aftcr th& daily living needs, accompanying them to 

face new challenges and helping them to solve problems. They also support their member 

emotionall y and fmanciallg. One rnodier even has offcfed to get a business for hcr son to nui. 

Irlembers talked about their feelings towards their relative's suppon: 

I cannot make decisions for myselE 1 do not know whcther it is because I am smpid. 
Since the day I was bom, my fathcr ofkm told me how to do things. When 1 was in 
mainland China, my father \vas with me ail the tirne and helped me to do thinp. My 
fatber has helped me since 1 was bom.. .. M y  fathcr helps me a lot 1 would dic without 
him here @Gy) 



They help rnc a lot. hfy sister 
mc to apply fix this and that. 
liclpcd mmc n lot. I fccl that I 
have so much trouble. (Bill) 

in Saskatchewan took c m  of me for two ycars. She helped 
In l'oronto, my mother took me to apply for welfare, and 
am a bu rd~n  to thcm. If 1 w r e  not dit-c, thcy wodd not 

They apprcciated dieir rclativcs' support. tlowcvcr, this created pressure on &cm which meant 

that thcy could not bc o p m  with thcir rclativcs. Bill knows that his mothcr is very concemed 

about hirn and he somctimcj pretcnds that he is wdl to make her fcel better. He said, "lf they 

know morc, they will become more worried. l he re  is no point to g t  thern womied." He fmds 

no one in his fmi ly  to :alk to about his feeling. May fned to hidc her fcelings from her parent. 

If 1 teU my father that I am very troubled cvcry t h e  after I havc becn out Wth my 
scparated husband, 1 cannot sec rny husband and he will be angry with me. ... M y  husband 
commcntd that 1 cannot makc dccisions and consult my fathcr for el-eqzhin~. F Ic said 
thar 1 czrc a lot for my family and cannot makc dccisions. 

Shc was caught up b e t w ~ m  her husband and father. She a d y  brought up her marriage issue 

with her social worker but told her father that her workcr initiated the discussion. 

In I.ap's situation, hc likes his parents to take care of him rather than having to do  it himself with 

thc insikht that he is ' l q ,  a bit Iq.').." 1 Ie said that his parcnts have never askcd him to do house 

chorcs. I lis father reportcd that he fccls burdcncd by taking carc of him but d a m  not to tcU 

him. 

O n  thc one hand, perjons with thc illncss nccd r o  d q ~ n d  on thcir rclativcs to somc dcgrec duc 

to their illness. On the othcr hand, dieir rclativc's hi& degrec of support creatcs pressure and 

nqptivc FeclLig about thcmselves, and rein forces thtir d~pcndency. Relatives also feel 

burdened. In responsc to the situation, both parties ant unablc to communicate th& feelings 

opml y. llelativcs are there fore unable to rccognize th& members' independencc need. 1-Ience, 

relatives firequently faii to adjust the degree of support that prornote th& members f i e r  

F~wth.  'Tbere is a non-match between what the members need and what th& relatives do. 

This type of dcpcndcnt relationship seems to be developcd prior to the onset of schizophrenia 

hIr. hl& is very attentive to bis daughter throughout hcr life; and Mrs. I rung  hclped her son to 



g t  a job, and u s 4  to lire with him and his wife since he  is thc least academically advanced OF dl 

hcr children. The onset of schizophrenia probably made the dependence more profound. 

6.1 -3 Con flict/Tmsion in In teraction 

A few persons with schizophrenia are very independnit and cornpetent They make their own 

dccisions and have ability in English to enable hem to job vocational programs. They have the 

initiative to improve themselvcs. They have insight about the areas that need to be improved and 

are worklig on them. Thcy would Wie to be more independent from their relatives but feel the 

pressure that th& pxcnts do not let thcm go. Kwong talked about the conflict with his parents 

owr thc housing issuc: 

hIy mother did not allow me to move down to live in the basement There are a 
bathroorn and a Ltchm in the bascmcnt 1 would likc to have my own placc. M y  mother 
said that thc basemcnt was not good, she found it full of cvil spirits, which may make me 
relapsc if I livc donc thcrc. 1 ialked to my s o d  worker about it and she expialied to my 
mother, then my mother affecd for me to movc down to livc in thc basemcnt 

Flc rccdlcd why he lost his tmpcr  with his parmts: 

I do not know why 1 was agitatcd in the past. At  any time, if o u  d k c d  to me, 1 disWred 
it. hlaybc 1 was sick. 1 found thcm controlling and trcating me lkc a kid. Ihcrcfore, I 
was agitated and spokc to t h ~ m  tcrscly. 

Some rclativcs arc quite i n i ~ ) l \ ~ d ,  and their dcgccc of support is not matchcd with th& 

mcmbers' capabilitics and necd for indepmdcnce. 'niey appear to be ovcrwhetmed by the 

\ulncnbility towards rclapse and try to prevent it by giring more support than rcquircd. 

Moreovcr, thc f m d y  rclationship by itself is tcnsc, and Kwong said: 

1 did not shovel snow, and did not mow the lawn. I did not care. My sistcr comrnnted 
ta me about it, and 1 scolded her. Shc did not tak to mc since then. She did not Wte my 
father and did not taik to him cither. 1 gucss that she did not talli to my fathcr in Hong 
Kong already. They don't taik, not even a wod. 

%c familg tension devcloped before the onsct of xhizophrenia It scerned that these f a d e s  

have communication problcms and do not know how to dcaJ with i t  It is the mother who is the 

c ~ n t n l  person for communication in these families. A s  she is alrcady burdened by the tension in 

the family, she is veiy anxious about h a  mernbm's stability and tria to help. 



Thrce tvpes of Family intcnction arc identificd in this study, and thc type of  interaction rcflects 

whethcr the relative's involvement matches with die needs for assistance and independence of 

thUr m~mbcrs, and cxisting f;unily rclationships (prior to the onscr o f  thc illncss) w-hich are 

accepting, depending or tensc. To analyze the intmctim from the dimensions of the 

dcpcndencc/independencc nccds of peFsons with thc illncss and degree of Livolvment of th& 

relatives is supportcd by Iaflcy (1 987a). FIc vicwed that the onset of schizophrcnia impedes the 

dc\rclopmcnt rcquircd for autonomous functioning, and a common problcm in agcd parcnt- 

adul t child relations hips is unresolvcd adolescent Lidependence-dcpendency con fi icts. 

'Ihc dcpendcncy and conflict type of interactions are not hcdthy for both the parmts and th& 

mcmbm with the illness. Parents foc1 burdened and strcsscd while members may suffa from 

low self-esteem and may not actualke to thcir fullest potential. This finding is not new for s o d  

workers working with Chinesc in the mental health ficld. My clinical cxperience reveals that most 

Chincse parmts are protective md that this is th& perception of caring. This c m  be perce id  

as controlling by thcir adult childrm and from a Western perspective I t  is very hard for parents 

to draw a balance bctween care and letting go npecially in a culture where the focus is on the 

farnily rather dian on the bdividunl, and on parents' authocity rather than individual rights. In my 

opinion, thcy do not have the awuencss, knowledgc and skills to enablc th& member; with 

men ta1 illness to bccome more indcpcndent. 

'Tticrc is very h t e d  litcrature about family interactions in managing schizophrcnia. Most 

litcranire about family interactions focuses on how familics cause the illness or adversely affect 

die course of thc dlness. Thc presenr study illustrates how farnilics interact to cope with the 

ilhess partidarly at the stagc of maintainhg mental stability and what the impacts are on both 

parties. The findings of types of Literactions may give insight to parents, mcmbers with iliness 

and to social workcrs Parcnts rnay lcam how to adjust th& involvement in ordcr to reduce 

depmdency of thcir members with illncss and to promotc a positive self-concept. hlembers with 

schizophrmia may leam of the necessity to express thcir needs asscrtivelp and appropnately so 

as to dcvelop control of thcir own fütures to the highcst dcgree possible. Social workers cm 



leam of the importance of dcvcloping an effective intervention to enable both parties to 

estabkh a constructive relationship and to mavimize the coping potentials Li familes. 

Types of interactions derive from different dcgree of relative support in managing the 

schizophrmia of th& sick member. The diffeenices mas be attributed to relatives' perception of 

their sick manbers' capabditics and their care giving role, their vkws of mental iliness and its 

rccorery, availablc personal and h i l y  resources, and their ernotions. 

6.2 1 Perceotion of' Members' Capacity 

The Functioning capacities of pesons with schizophrenia tend to bbe significantly Lnpaired at the 

onset of the illness, and are sd l  Iimited at the stage of IinkLig to matment The tünctioning is 

p d y  improved in the s t w  of mainnining snbility. Fiowever, some parents do not think 

that th& members can take care of themselves and do not feel cornfortable letring th& 

members be morc Lidcpen dent 

1 €md that she has not nrovered in the area of handling things with organization and 
initiatiws. Shç does not do things on lier own and necds somcone to ask her. ... Other 
dian thc routine of bathing hcr two daughters and doing their laundry, sweeping the 
fioor and clcaning disha,  shc does not do any 0th~~ work (hlr. Mak) 

You ask hm to be indeprndcn~ set she does not know to take her medication and to 
dress propedy. 1-ler mcmtai condition will pdually becorne worse, and no onc will take 
carc of h a  She will be more loaely. .... 1 rcmlid her ail the tirne. 1 live with her, it is 
n a d  that I rrrnind hcr. If 1 let her live alone, how cm 1 remlid ha? (Mrs. So) 

hIy son has s m g e  bchaiiour. He does not want to contact people and classrnates. 
hf«rcwvcr, he told mc that hc could not mmorize what hç leamcd. He has the sarne 
problcm Li work, and he does not h o w  how to do work. (Mc Lam) 

As these relîtives perceive th& members cannot take care of th& own daily living needs and 

problems, they become involved frequently in th& membm' lives. 

1 know that she will think about her problems al1 the time if they are not resolvcd.. ..I 
wanted to stop her from continuhg to think about hm problems, so 1 went to see her 
social worker. (Mr. Mak) 



Those relatives who r c g d  their mernbcrs with schèophrenia have achiel-cd a degee of 

normality aftcr rcceiviig treatmnt tend ro provide relatively less suppor~ 

622 Perception of Carc Girine Rolc 

Somc parents perreivc that they have great rcsponsibility to carc for th& m~mbcrs with 

schizophrmia. 

It is my job, 1 gave birth to ha. I have said if my da@ter could not migrate to Canada, I 
would not be hcrc. 1 wodd have staycd Li I - h g  Kong to be with her und I die. 1 made 
up my mind- . . .Whcn 1 bccomc si& and dic, thcrc wi1I bc no onc to takc carc of hcr, 
and she wd1 have to bc independent She cvcntually has to bc on her own. Howevcr, if 1 
haïc only onc dag Icft, I will accompany hcr. (blrs. So) 

'Ihcsc rclativcs mcnhoned that therc will be no one to takc care of th& sick mcmbcrs if they do  

not do it, sincc th& othcr childrcn have to work and do not have time as well as do not know 

cnough about mcnd illncss. Mrs. 1,eung seatcd: 

No othcr way. If  1 do not help him now, no one will help him. 

Mr. Lam stays homc so as to ta2ic c m  of his son. 1 Ic said: 

WC oftcn abscnre hk changes in mental condition. If 1 go to work, I cannot stay on top 
of his situation and cannot takc carc of him. 

This percqtion of their responsibilities secrns to drive thcm to carc a lot for th& members with 

the illness. 

6.2.3 Percention of lllness and Recoreq 

1 low rclativcs sec what is conducivc to recovcry from thc illness affects thar dcgree of suppott 

7hc conducive facrors includc: effective medical treatmmt, rclative concern and support, and no  

adversc lifc evmb. Thosc Tcw parcnts who sec mcdical treatrncnt as thc only important element 

to one's recover). tend to be less involved with thcir children. 

'fie way to deal with her illness is to have psychiatrie treatmmt (Mn. Fun@ 

If  my son continues to takc mcdication which continues to bc cffcctive, he wiU not have 
problems and cven be more nomal than many people.. .. Other than that he conrinues 
tc) rcccive treamicnt and io study, WC do not hwe much to givc him. (Mr. l'am) 



Most parents in this study who believe that social factors affect the menml stability of heir 

membm tq to crcatc a conducive environment or to prcvent lifc stress Tor th& mcrnbers. hfr. 

Mali said that the most important thing is to protect his daughter from over-stimulation and 

f Ion's brother described his vicw of recovery as: 

1 think relatives are very important You have to understand the patient If relatives do 
not carc about the paticnt, cvcn medication couid not help. WC need to pay artencion to 

him to know what he cannot acccpt . . . If relatives do not care about the sick member 
and do not know how to communicate with him/her, his/her illness will be affectcd 

Thac relatives have givcn a lot of  suppon to their m e m b m  throughout the stages, and they 

proceruleci with caution when they wanted to train th& members to be independent 

6.2.3 Emotions of Rclativcs 

Relatives an: uncertain about the prognosis of  schimphrenia in th& mcmbcrs, and are 

ccincemd that thar mcmbers are susceptible to relapse. 

WC do not know whethcr Kwong wiil evcr be M y  recovered. (Mrs. Nd 

What affects me most at the prcsent is Mon's Funire. WC only hope that he wiu not 
rclapsc (Rfrs. 110) 

Rclativcs are anxious and try to prevent rclapsc of their mcmbcr with iihess. 

WL- nccd to sec how to help tlon. We havc to hclp if we want him to be bctter, becausc 
the psychiatist ody gvcs him medication. WC do not espcct him to bc totaily rccovcnd 
as a nom$ pcmon, but WC do not want him t c ~  rclapsc. (i-Ion's brother) 

This refl~rts why rclative involvemcnt is so persistent even at die stage of stability. A few parents 

have g d t  feeling towards th& mcmbcrs, and th& 'piuilt h h c r  Licre3sc rhcir smse of 

rcsponsibility in taking carc for their membm. 

1 rcdly illyvmted to l ~ m  when 1 saw the situation a k  my arrivai in Canada Ffowever, I 
could not leave, even now I cannot because of my daughter's condition. In her words, it 
is me who destroyed her. (Mr. MA) 

6.2.5 Availablc Farnilv Rcsourccs 

Familv resources indude heaith and available time of parnie, th& sense of cornpetence, the 

fmancid condition o f  Familics, and support from siblings. Ihc h d t h  of al1 participant parcnts is 



generally good, and thev havc tirne to takc their mcmbers around if rcquircd. Ma. Irung said, 

"Whm he first came back to Toronto, 1 accompmied hLn whcre evcr he went" 

Somc parents fccl cornpctmt about thcmsclvcs Li tems of hinowlcdgc, pcrsonality and prcvious 

successfid life expcricnces. This sense of compctence helps thcm to cope with the illncss, to 

manage thtir own emotions and to deal with the socid s t i p a  attached to mental dlncss. 

1 am a person with intcgrity and pcoplc rcspcct mc. Our family is not wcaithy but WC are 
wcll bchavcd. WC do not borrow moncy from people and do not Uidulgc in gmbling. 
Our f;IlTiiLv is well bchavcd. My daughtcr lias illncss and it is thc illncss, not hcr own 
chanctcr at fault. @frs. So) 

Parcnts with bcttcr fmancial situations arc ablc to hclp th& mcmbcrs morc. For instance, Mr. 

:ind htrs. So arc paying for th&r dauçhtec's medication so as to promotc her compliancc, aod 

thcy are able to afford a spacious house to allow h a  to have her own physical space Lack OF 

physical space crcatcs stress for somc m~mbcrs with schizophrcnia Financial tighmess poses 

difficulty for rclativcs. hlr. 1,a.m statcd clcarlp that thcy could havc morc cnergy to takc carc of 

their son if thcir fmancial consaints could be cz~scd by appronl of tlieir application foc 

subsidizcd housing. 

hlost parmts have support from othcr childrcn. Somc childrcn provide financial support and 

somc get directly involved to help the parents to manage the illness of th& siblings. Some 

siblings totook up the role as main carc givcrs whilc thcir parcmts werc away. .A few families are 

vcry cohcsivc and havc a strong scnsc of togetbcrncss. - f i s  is a rcsouccc dlowing parnits to 

bcttcr copc with thc illncss. Without thc help olothcr childrcn, a fcw familics would not bc able 

to manage the illncss. 

It is goad to have the daughtcrs to hclp .... othcnvise it would bc bad sincc we did not 
Linow rnuch. (i\trj. Ng) 

A fcw rclahvcs who have few rcsourccs and are caught up with thcir own problcms appm to be 

Icss invoh.cd. Onc mother cannot do much tn help hcr daughtcr (whom is not wclcomcd by hcr 

son's family) because shc herself has to rely on t h a  I Icr o tha  daughter has limited cesources to 

offcr as she is unmployed. Another parcnt stnigdes with his own motional issue of not having 



had a job since his immigration to Canada, and appears to bc more detached €rom his son's 

illness. 

In addition to the gcnml Chinese cultural ïnflumce of the importance of family idcntity and a 

sensc of obligation towards th& mcmbn,  relatives have diff~rent perceptions, resources and 

r motions which shape th& degrce of involvement. 

6.3 Summary 

Thcrr is a high degrcc O€ relative support in manabjng schizophrcnia. I-lowevm, there an: 

ciiffernices arnong relatives which are attributcd to thck perceptions of the impairment of th& 

mcmbers and of thcir carc &Wig rolc, th& mcaning arnchcd to mcntal iIlncss and its rccovcry, 

th& emo tions and the a d a b l e  family resources. Their membm with iUness respond differently 

to th& involvement and form diffecent types of intenaions Mth  th^! main care giver 

dependhg on their need for assistance and independence There are very ltnited studies on how 

familics intmct to copc with thc illncss. This study indicates that thecc arc thrcc types of 

interaction in the sw of maintaining stability: problm free interaction, feeling of 

dcpcndency/burdcn in interaction, and conflict/tcnsion in interaction. Their interaction is also 

çhown to be a continuation of their fvnily reiations prior to the onset of the illness. This fmding 

ïmplies that some parents need to reducc their involvement with their mernbcrs with 

schizophrenia, and some individu& with the ilhess need to leam how to express th& needs 

and to assumc rcsponsibility. There is a need for s&l work intmention to enable bath parties 

to comrnunicate th& motions more effectivcly. 



Supports And Rarriers ln Coping 

In the process of coping with schürophrenia, therc are both supports and barriers for relatives 

and th& membcrv witb thc illnas. Thc supports includc the forma1 support providcd by health 

c m  and social sm~iccs, whilc thc informal supports corne from rcligious affiliation and friends. 

Barriers to coping arc thc social s t i p a  attachcd tto mental i l l n ~ s  and familid lack of cuitud 

and social resources as new irnmi,grnnts. 

7.1 Support 

7.1.1 h'ormai Socid Sunnort 

Formal supports pnjvide diffrrmt kinds of serviccs to both persons with schkophrenia to 

cnablc them ro [ive Li thc cornmunity, and support to th& relatives in managing the impact of 

the illnçss. wthout thcsc supports, both pcrsons with the illncss and their relatives would face 

insurmountable difficulties in managing schizophrenia 

7.1.1.1 Mcn t d  Health Care Seniccs 

hfrntai hcaith care services providc s e v d  h d s  of support to persons with schizophrenia and 

thcir rclatives. 'lhcir primary treatmcnt modality is that of pharmacothcmpy. I lospital c m  also 

provides retnedial trmtment For acute psychotic episodes and cornmunity psychiatnc follow-up 

rnonitors the patient's on-ping mental condition. Studies have shown the efficacy of  a d -  

psychotic medication for treatment of schizophrenia (Davis & Gierl, 1984). Most interviewees 

with the illness rcported that while under mental health c m ,  th& mental condition remains 

stable and th& relatives have similar Mews. One person with the illncss evcn reported thnt 

medication was the most helpful to him arnong all types of supporî. 

With one exception, al1 participants with the illnas have bcen hospidized for psychiatnc 

problcms. Pive persons wcre hospitalized once only, one had two hospid records, while the last 



one had eight to tm hospitalizations. Their Imgth of stay m g e d  from a fcw- days to almost six 

months. The reasons for admission to hospiral were active psychotic symptorns such as 

hallucinations, dclusions, suicidal ideas or attempa, and agpessive or  srrange behatlour (Le. 

stanàhg +st the w d  without food or  sleep for days). 1 I o s p i ~ a t i o n  usually occurred at the 

e d y  stage of t h c l  illncss when they were initially linlied with psychiatric t r m e n t .  For the two 

people who were hospitaiked more thm once, th& latest admissions were within the previous 

hvo j * c m  of thc intmiews. 

Flospitalization is t r q  uscful for them to control thcir acute psychotic symptoms. K m g  

rcported, "A nurse gave me an injection, after which 1 felt very quiet." 1 Iospital is also pmeived 

as a shcitcr. DiIl said: 
< 

Whcn 1 was in hospitai, 1 fclt 1 was a r d  paticnt, as I did not nccd to think about my 
future or look for jobs. 'lhcrc was no n c d  for me tu worry a h u t  this and that. 

'ihe study of Lord et al (1987) found that patients reportcd varïed exprrience with 

hospitalization: a rehige, hclp, o r  a dernomiking eltpaience. PamQpann of  the present study 

also rccaill diffcring exp~ricnccs with hospitals. Tak cornplaincd that his nurse pretended to be a 

ghost to scare him, to take his false cye out, and restrained his hand with the excuse that he 

mi& pokc out his o t h a  cyc. l e  fclt Litimidatcd md powedess in a psychiatric institute. Kwong 

had a positive expcrience with hospital stafc E te said, 'The doctor explained to me that I was 

sick and had hallucliations, and also that was why 1 heard voiccs." 

:Ifter discharge frorn hospitai, p m o n s  with schizophmia are followed up by a psychiat&t in 

thc communiw or at the outpatient c1Liic of hospitals. Possibly duc to the limited number of 

Chinese psychiatrists in Toronto, al1 pamàpants (except the one who was recentiy refened to be 

monitored by a p e r d  physician) arc seekg the sarne tsvo psychiatrists. They report having 

p o d  communications with their psychiatrists and cllk about various issues. ï'hey reported on 

thck mental condition, gave feedback about any side effects, asked about the prognosis of th& 

illncss and whrn medication could be stopped. niey also dkcd about th& sleeping problems, 

fcar, and 0 t h  motions. Th& psychiatrists gave them suggestions such as going to smictured 

programs and advice on how to manage thtir fear, plus instructions on the side effects of  



medication, and how to deal with problcm relaûonships, as wcll as simply prcscribing 

mediaticm. i lowcver, a fcw found that their psychiatrists havc so many pati~nts and diey felt 

tirne pressure d u ~ g  intrn-iew. In responsc, they prepared in advance what they wanted to tell 

th& psychiatnsts or tricd to man* th& condition if possible by thernselves. 

Stuùies showed that camgivers felt fi-ustnted as they had not bcrn Licluded by mental health 

professionals, and th& needs for hcnowledge and sW werc not rccog;Zcd (hlarsh, 1992). 

1 Iowcwr, caregivers in this study report differcnt vinvs. 'Ihcy somctimcs go with th& members 

to sec the psychiatists to talk about th& conccrns such as prognosis, medication, housing, and 

marital problms. hlost r ~ ~ o r t c d  that th& nec& arc being addreçsed. Mrs. So, for csample, said 

that the psychiatiist taught her to buy a pill box for supervislig her daughter's medication. This 

discrepuiq may lie in the fact that the two psychiatrists corne from the sarne ethnic group as the 

pcrsons with the illncss and their relatives. Thus, they rnay understand the importance of 

including relatives in tratment of Chinese patients. 

The effective communication between psychiatrists and f a d e s  facili tates having a berter 

undcrstandiny OF thc illness, and m;~vimizcs the effccts of dmg t r ament  while minimizing die 

sidc cffccts of  the mcdication. 

7.1 -1.2 Social Scwices 

hlcdication only hclps symptom rcduction. Pcrjons with schimphrniia nced social scniccs to 

hclp thcm to rccstablish thtir lkrcs, which wcrc scx-iously disnipted with die onset of th& Uness. 

'Ihey have uscd a numbcr of social services such as an ethnic community menial health agmcy, 

sgowmmcnt fuiancial assistance, affordable housing, mcational semiccs, social recreational 

pmgnms, and othm (childrcn's aid society, home c m  and policc senicc). 

Al1 pesons with schizophrcnia in this siudy have used or are using the case management 

srnices of an cthnic community mental hcalth agcncy (through which they wcre recniited for 

this study). This senicc is considercd an essential componcnt of community support (Anthony 

& Ncmcc, 1984). It t ies to help clients gain acccss to diffcrent services while fiAlowing them to 

cnsurc continuity. 1 t also coordinates seniccs to mcet thch- mu1 tiple needs. Case Management is 



listed as one of the priority scnices in die rnentd h d t h  reform of  Ontario. For a ncw immigrant 

with schizophrenia and limited English, it is particulady important to have a case manager to 

help thern acccss their required sm-ices, as  these are very fragmented in Ontario. Persons with 

schizophrcnia in this study found the case management service helphi to iink them up widi 

various senices and coordliatc these seMces for them. Thep bendit from its counseling and its 

worli with th& relatives, which includes education and mediating f d y  relations. Ri1 imagined 

that the conscquencc o f  his life without this support was that he might stay home al1 day and 

continue to be isolated. Kwong remarked that 

It hrlped me to contact the extemal \i-orld and bought me to see the outside wodd. 1 h d  
thc chancc to contact othcr people. 

hbshrr  (1980 stated that the working relationship of the case manager and his/her clients is 

perr-like nther than parent-like, and thus the clicnt will rake more initiative to control th& own 

iives. A hierarchical relationship still can csist in case management senriccs; it depends on the 

appronch of thc individual casc manager muid eltpectations of clients. Persons with the illness and 

thcir parents genedly regard case managers as someone with knowledgc, and treat hem as a 

rcsourcc pcrson or  consul tant. 

Relatk~s bencfit from thc cthnic community rncntd hrdth agcncy both directlg and Lidirecdy. 

When th& m m b m  gradually rc-establishcd their lives with support, relatives' livcs becme less 

stresshi. Thcy said: 

1 lis illness has been maintained quite wcil due a lot to Ms. Tang's help. She assisted him 
to gct out of thc housc. H c  s l ~ p r  dl day in thc past and I did not know what to do. &k. 
N d  
He kacw more fii~nds. IIe had someone to talk to in the class, and becamc more open. 
There were activities to engag him, and he would not think about other things. (Fon's 
brothcr) 

The study of Reinhard (1394) demonstrated that professional support helps to reduce the 

objective burden of relatives throlyti practical advice and e n h a n h g  personal conuol. Relatives 

p t  direct support from the service througti a family support g o u p  or  individual contact with a 



case rnanagwr. Me. Ng s8d thnt the fnmily support &grcoup hclpcd hcr I c ~ m  about m~ntal illness. 

Mr. Mak commcntcd: 

I find thc most uscU sen-icc is from hIs. Sin at thc cthnic coinrnunity mental h d t h  
d 

agwncy. She hclped mc with wlintc\.er questions I ha1.c.. ..l couid not manage without 
the hclp frnm hls. Sin. 

C ~owmrnent financial assistmce is important to pcnons wi th schkophrenia I t  provides thcm 

thc basic living and medicd cxpenscs which give t h m  and thcir datives a smse of fmmcîal 

sccurity. Mn. I xung said: 

1 aslied his psychiatrist whcther Bill could quit this pu. 1 le msvered that Bill c m  take 
anorlicr onc but it is more cosdy. It costs a hundrcd dollars and hc  did not have a dmg 
card at that timc. I Ic wvs anxious about mcdicd çxprnscs. Now, hc does not nccd to pay 
mcdical cxp~mscs. i Lund hirn to have bccomc more relaved a f i ~ r  hc got pvcmment 
financial assistmcc. 

Somc participants arc living in Mctropolitan Toronto ClousLig Authority (hl.T.1 I.A. - rent 

c,'c';~zc~ to income) housing on thcir own or with th& fnmilics, but none of thcm livc in a group 

hornc situation. A fcw had livcd in diffmnt placcs bcforc scnling down with mçtro housing. Mc. 

hfnk apprcciatcd thnt thcy p t  metro housing with help lrom social \voiliers. hCr. I n n  defuies 

low cost housing as thcir first priority now and hc esplaineci: 

1 cm takc bcrtcr carc o f  him, hc can conccntnte on his recovcv and his brother will nor 
bc disturbcd by hirn. 

I t  shows that affordabie pcrmancnt housing k essential to somc pmons  with the illness and 

their rcIativcs. 

Att~ndmcc in structured prc ipms is ccmducive to thc rehabilitation o f  persons with 

schizophrenia (Cottcrill, 1994). In this study, the propams that most pcrsons with chc illness join 

arc sheltcred wiorkshops, vocationd programs, and L;nglish-as-a-Second-1 mpage classes. rIhese 

activitia provide a roubnc for t h a  and arc a soad connection with othcrs. Participants h m  

diffcrrnt fcelinp about thar  prqgmms. 



A few are working in a sheltered workshop, and their comments about it are quite varied. N o n  

feels content with the sheltcred woik, as she may not be able to handle the pressure of gaLiFul 

~mployment, whilc Bill fiels stressed and reported: 

ï'hey rreat us  as workers rathcr than patients, and as robots to huny up with work. At 
kt, I thought that this workshop is For patient. and should be quite r e k g  They gave 
us pressure and 1 give out so much labor, and only g t  back $1.75 per hou.  I t  is unfair. 
I t  is Gne to give me that amount if they ueat me as a patient 

Fiowever, the workshop provides a place for him to s d i z e  with others. He said that he shares 

with other clients at the workshop information about medication, illness and cornmunit)' 

rcsourccs. 

A fcw had very positive ccpcricnce of participahg in a vocational prognms which provides 

cornputer training, development of office skills, and work experience through placement. 

Kwong found the program brou@ about a positive change in hirn, and he talked about his 

A h  nvo to thrce wvccks, 1 b e p  to fecl that the white people treat me very well. I 
stmtd to nlk rnorc with thc co-workcrs who wcn: fmale and quitc nicc. I b e p  to chat 
with people and fclt p o d .  

A s  thcy are found to bc ndnmblc to cxtrcrncs of social stimulation (CotteriIl, 199+ Strauss et 

al., 1987), pcrsons with schizophrenia rcquire that these structural programs are most beneficial if 

thcy are designecl ro mcer di ffeiing levels of social hnccioning. Inahvity or under-stimulation 

will exactxbatc ncgative symptoms and over-stimulation may precipitatc relapse. When the 

prograns met with th& capacitics, the expeficnca mpowercd people with the illiess ta 

develop a positive imagc of thcmselves and thus helpcd th& recovery. Givcn this requirement 

for varicd levels of stimulation, the diversity of stmcnrred progtams in Toronto is inadequate to 

meet different levels of needs. Other than learning English, a nurnber of participants with the 

illness go to Ilnglish-as-a-Second-Language Classes for the purpose of fïiling th& Mie. It is also 

a program that thcy cm joui with limited En&h abiiity. 

Scvere limitations in choice presmt an expaicnce of powcriessncsq which is a deterrent to one's 

recovery. In a time of budget cuts, it is vecy hacd to ob& fundlig from pvemments to 



develop ncw prograns to provide work oppominities and social contacts in accordance \*th 

vq ing  hnictioning and languagc levcls. As thesc experiences are vimially a necessity in building 

n p o s i t i ~ ~  self-conccp[, (which in mm promotes recorcry), it is of cxiticd importmcc to the long 

t c m  weliness of thosc who suffm from schizophrenia to have such prograns availablc. 

hfobilkation of grcater resources Mthin the community mny be callcd for. Relatives' burden is 

reduced as their membcrs' condition k improved with formal support and they get pracxical 

advicc from thc profcssionals. 

7.1 -2 Informai Socid Support 

Other than profcssional support, personal nctworking with religious institutions and friends 

constinttes a buffer to thc stress of coping with schkophrcnia Worshipping ancestors md god is 

a way for a fcw rclativcs to handlc the illness of th& rncmbcr at thc discovcq stage. Church also 

scmcs the hct ions  of providing a place to spend one's time and a source of emotional support 

for a few pmons with the iilness: 

I fccl deligb tcd aftcr reading thc Bible and going to church. . ..We go out For tca afim 
g a t h e ~ g  md c x h  pay a few dollars. It is God's Icading. M y  church is g ~ ~ o d .  Though it is 
srnail, most time peoplc arc concemcd about each other. (Nora) 

In t m s  of support from fknds, most persans with schizophrenia report that thep had very 

h i t c d  sociai ckclcs whilc th& relatives are found to have sufficient friends to mect th& nceds. 

Ilclativcs obtaincd information about community rcsourccs to assist thcir members with 

trcatmcnt, rcccivcd practical hclp such as accommodation and rides, and had social lives with 

Friends as a relcqsc from the burden o f  managing the illness. 

Most persans with the illness have no fonds. Th& difficulties lLnit th& ability to travel acound 

on th& own. They may lack social skillq and have a limitcd social circle. A fcw of them only 

manage to go to one or two places, usually where they attend programs and see th& 

psychiatnsts. They talked about their diffidties in making friends as: 

1 have h o w n  quite a nurnbrr of friends who have mental illness. Decause of  our iliness, 
we can't get dong wcii and evcntuaiiy f d  apart I aiso h o w  a few fdends who are not so 
sick, thcy prcgress very well and I cnvy thern too. 'Thcy seldom came back to miu with 
our patients with mental &es. l hey  have been rehabilitated. Some have marüed, and 



somc have th~u own c.um. 1 do not know mmp frimds outside. 1 am not sure whether 
rhat relates with my mental illnns. Maybe my life circk is srnail, and thus 1 know fcw 
fnoids. I rnainly hmg around a community mental heaith center and a consumer-mn 
social centcr, and do not have oppominiy to h o w  friends outside. @-ion) 

Noci ewplained why she had not wanted to miu with people having mental illness and how she 

chan@ her attitude: 

1 had a perception in the past Regardless of people who look down upon us with this 
illncss, I at times looked down on mysclfl For enample, I did not join die activities 
organized by the community mental hcalth center or consumer-nin social center. 1 
thought that those people were bad apples. None of them werc good and what was the 
point of phg. I have changed this perception now. 1 should not think this way. If p u  
do not evcn have them as your frimds, whcrc are you gohg to get f?iends? It is lrind of  
lookng down upon people. I lowever, 1 joined a fcw times and felt better about thern. I 
should not have this thinking because they s o m e t h s  know how to help each other. 
For Lismce someone prcpared thc food, and someone arrangcd the entertainment 
'lhey dl conuibuted th& efforts, and I should not see them as bad apples. 

It appcars that th& illness jeopardizes th& ability to socialize. The negative labelhg of mental 

illness made t h m  hesitate to miu with people in th& cide,  and their limitecl life circles posed 

dificulties for thcm to h o w  someonc outside th& group. They cxpmenced severe hardship Li 

'Ihis phenornmon of an inadquate social networli is well documented in the Literature 

(Moirison & Rellack, 10&)). Studies of paons with schkophrenia living in the community 

rcportcd that 75% are described as very isolated or modentely isolated (ïorrey, 1988). The study 

of Estmff & Zhmer (1 994) showed that Lidividuals with schizophrenia were more Wiely to live 

uïth th& family and had smaller nenvorks which were more heavily concentrated among liLi 

than those of any o h m  diagnostic group. Investigation suggcsted that syrnptomatology and 

hospitaiization influence the social nehvork @suoff 8: ZLnmer, 1094). The  stigma of mental 

illness is dso viewed as a c o n t r i b u ~ g  factor; pesons with mental illness are uncertain about 

others' cesponse towards hem and may withdraw from social contacts ( I h k  et al., 1987; Torrey, 

1 988). 



Chincse famillies in this smdy cxpericncc double barriers in their coping. (>ne is the g c n d  sociai 

stigma anachcd to  mcntal illncss and the othcr is the ~-ulncrabilitics of nrw cthnic immigrants. 

7.2.1 Social Stima 

The social stigma of mental illness bas bem demonstmted to be held across various groups of 

people (Skinner ct al., 1995). It has been one of the grcatest obstacles for pcoplc with mcntal 

illncss (Icctc, 1392; T h e  hlad I lattcrs, 1992). Rclatiws and rnembers with schizophrenia in this 

study believe that Chinese hold a stigna towards mental illness and the pcrsons with it Thcy 

csplained that Chinesc y c d i z c  that d l  people with mcntai illncss arc apgcssive and do not 

have control of themsclvcs, and thus are afraid of thcm and rcjcct them. 

I thinli that g.ncrally people wiil like you whcn p u  are prosperous. Ih r re  are vq. few 
pcoplc who d l  c m  about you whcn you arc in adverse conditions, especidy towanis 
sick pcrsons. You arc mentally ill, they \vil1 be afraid that you are aggessivc. If p u  have 
anothcr ilincss, they wiii bc afnid that you arc contagious. People in genml have 
prcjudicc agninst paticnts unless thc patient is our own family membcr. (Mr. 1.m) 

Ilfcntally il1 pcople may bccome nakcd or  misbchavc sesually when thcy arc seriously 
sick and thus people look at than differently. (Mr. hi&) 

Sornc of ihem do not look srnart, and somctimes do  not look clcm. Pcoplc thus have an 
bmrralized irnprcssion that dl pcrsons with mmtd illness are like thcse.. ..somc persons 
with rnintal illness c'mnot takc lfood care of thcmsclves and th& appearance are not 
good. 'ïhcg arc mostly bcing lookcd down upon. (Nora) 

'llicy Lought up the issue of thc detcrrninant factor of social stigna. A numbcr of studies have 

inquimf whcthcr the bchavioun or the acquircd label has a greatcr cffect on the acceptame of 

peoplc with mental illncss. I h c  study of Link et al. (1987) showcd that pcople do not simply 

fom an evaluation bascd on hehaviours or labcls. Rathcr th& pre-existing beliefi about mentai 

illncss affcct thtir 1cvc.cl of acccpance. ïhose  who bclicve that persons with mental illness arc 

dangerous are more Wtely to reject a labeled person. 

Thc rejecting social attitude tciwards the mcntdly il1 poses difficulties for both relatives and thYr 

mcrnbcrs. The difficulties inchde so&l prnblnns in housing, rn- and social relations, and 



subjective suffmngs and diminishcd sclf-cstecrn (Hatficld 8r I r f l q ,  1993; Pag= & Day, 1990). 

Participants in the present study reprted: 

We are renting diis place, and do not h o w  when the landlord will kick us o u t  We hide 
from the landlord about my son's schizophrenia.. ..If the landlord does nat rent the 
place to us, we will bc in trouble as s/he sprcads around the news that my son has 
mental iliness and no one wiil rent to us (Mr. l m )  

1 have pressure to see mjr psychiatrist 1 am afraid that people see me going in and Say 
that 1 have m n i d  illness.. .. Pcoplc sce me going to mental hospital and no one dares to 
bc cbsc to me. Every pcrson looks at you, and Chincse are like that. rd) 

Bill expresscd that he look down upon hhsclf and therefore he will not feel bad about others' 

rejection towards him. I-lis low opinion about himself may affect his recovery. 

Iink, Cuilrn, Mirotmik, and Stmening (1 992) vicwed that persons with mental illness may impair 

thcir ability to Function with thc Litmalization of social stigma The expectation of bekg 

rejected is a sclf-fùlfdllig prophecy (I latfkld & Lefley, 1993). When thcy expca that people d l  

rcject t h m ,  they fcel threatcned bg the interaction with others and thus affect their performance. 

The shidy of Lik et al. (1992) showcd that the dcgree to which a person expects to be rejected is 

associatcd with dcmonlization, incorne loss, and unmploymcnt in individuals Iabeled mentally 

ill. 

Rclatiws dso intcmdizc the socid stigma and haw similar fcars and shame towards h c  iUness 

thmselves as do othcr people. Mr. and Mrs. Lam said: 

We feared that our son became agressive suddcnly as he did not b o w  what he was 
doing, and WC hid the knifc kom hLn every night 

Some parents have handled their own feelings towards the ilhess. Yet othcr fmily mmbers 

still fcel shamefid at having a m a b e r  with mental iliness. Mr. hl& rcported thc worry of his son 

that no one win r n q  him because of having a mentally il1 sister. Mrs. So stated: 

M y  other children do not live with ha. If they did, they would not invite f k d s  home .... 
She has a stranF behaviour of Literrogating people ail the rime. She is vcry eager to 
know friends and when she meets someone new, she asks people where they are living 
and what th& telephone number is. 1-Ier prcsentation makes people know right away 
that shc has a mmtd illncss. 



The ne@\-e attitude t o w d s  disability, objective discrimination m d  subjective selC 

stigmatization, al1 make the process of accepting the illness more ditficult Relatives arc more 

able to acccpt the illness with different strategics, and th& membm cspcricnccd a longx 

process. A h  being dkgnosed with schizophrenia, somc of their manbers tied to accept heir 

illnms uith ;in explanation and a Fcw used denid and avoidance (they stayed at home dl the time 

and refused treatment). Most evenhially corne to an accepmce of their illness, and ideatify 

thanselves as a special group and assume paticnt stanis. Patient stams has different meanings b r  

persons with schizophrenia. dependency or hard work. Some do not think that they have 

dditics to do much. A few gay attention to th& appcannce, assca th& ribhts as persons, and 

makc themsclvcs useM to others. 

People choose mc in mate selcction and I choose them too. J3eople have a right to 
chcmsc mc, why do 1 not ha1.c the ri& to choose thcm and look down on myself so 
low. (Nom) 

1 hope the community knows about mental illnns, and will not have fear towvrds us. 
'[hc g c n c d  public thliks that mcntai patients are violent, and avoid us. WC arc not so 
f~~rsomc ,  and just people who can dso havc mûonal thinking. (lion) 

7.2.2 lmmitrmtion 

Thcrc are numerous dcmands for immigrants to sede in a ncw country. Th& challenges include 

norcltr., and changes in phpsical, social and c u l ~ n l  cnvironmcnt (Baker, 1993). 'fiese dcmands 

will be more salient with schizophrenia in a fmily. 1\11 participants in this study, both the parents 

and their manbers, are fmt p e n t i o n  immiigrants to Canada In manabhg the ilhess, relatives 

reportcd that the vuinerabilities of  bRng a ncw immigrant pose barriers for them. Vdnerabilities 

includc Liadequate information about community's rcsourccs or how the systms of a new 

country works, language problems and unfflllliliarity with the physical environment 

I.ack of knowledge of social services is often nted as a major factor for undcruse of social service 

mong the immigrant population (Christensen, 1986). Wth the pressure of scluzophrenia, 

rclativts were in peat need for senkcs and esperinccd frustration in looking for thcm. Some 



rclatiws fclt great stress at thc beginning of the illnns as they did not know wheni to gct hclp 

and th& mcmbn; werc getting wone. 

1 had been here for less than nvo years when I fmt found the iliness of my daughter . 1 
was not fmiliar with the s o a d  wclfue herc and did not know that therc was an ethnic 
mental health ap;ency to handle my daughtds problem. (hfr. MA) 

New i m m i p t s  need to get sameone to help. We weni blind Li the new environment, 
and wen did not know how to look for a doctor. (Mis. So) 

Some relatives did not know how the s o d  service system worked and asked: 

1s there any monep that 1 need to pay? 1 do not know. There m y  bc something that 
cmnor be spokcn out  or  cmnot be known by others. (hlr. Lam) 

The langpagc barrier is another problem for fmil ie~ in deaiing with various govanment 

d~partmcnts. Ihcy have to depend on someone to do thc translation for thcm. The language 

limitation also jeopardizes relatives' abiiity in coping with the illnas. 

1 do not know about this new cnrirmment If 1 were in mainland China, 1 would not be 
îfcaid as 1 kncw cveqthing wcU. M y  working ability and Lfc experienc~s mabled me to 

sort oui problcms. F laving bccn herc, I do not have the language to cornmunicate and it 
is a big problcm. No matter big or smdl issues, I cannot speak and have no use. (Mr. 
Mak) 

I,mguagc b&cr limits thc choice of progarns fix persans with the illness. They have to have 

some dcgrec of Engiish bcforc they c m  attend any mainstrnm program. This is the reason whp 

most of thcm are athcr in the Endish-as-a-Second-Lmguagc &ses or staying at home. 

1.imitation Li Engtish aiso af fms  onc's ability to cspccss oneself and this lirnits th& sociai 

dations. The worst b k t r  of al1 is inability to communicate with one's psychiarfist in English. 

1 did not know the effects of my medication and even what kind of mentd illness 1 was 
haring. I f 1  asked hcr/him, I could not understand what s/he answerd. (Bill) 

Somc relarivcs also needed to learn to travel m u n d  in the new environment to take th& 

mcmbcrs with illness to various s ~ n i c e  agencics. They are proud when they managc to leam the 

way to places. 

Iiamilies are in need of social senices to enable them to manage the illness but the lack of 

knowlcdge of social srnices and the lanyage problem make it difficult to gct access to the 



rcquircd services. The ethnic community mental health agcncy pla. an csscntial role in hclping 

this parti& group of lnrnigmts. 

Schizophrmia has a grcat impact on the pcrson with it and thcir rektives. Families amicted try 

thcir bcst to copc but cannot managc without social support. Health care providcs psychiatrie 

treatmmt to pcrsoons with the ilincss to control th& symptoms to allow them to b t i o n  in the 

community. Thcp requirc social scniccs to support them to li\-c in thc community with di& 

nccds of financc, affordablc housing, vocation, and social relations bciag met Appropriate 

rchabilitation scnice to t hc i  hnctioning is Found to be vcry bcncficial to th& recovery from the 

illnns. Flowever, therc is inadquate service to cater to various needs of pesons with different 

hnctioning lcvels especially in a time of budget cuts. Without support kom esistlig availablc 

services, relatives would havc gca t  diffidties to cope with schizophrcnia of thcir members who 

.uc likely stuck at homc without tratment 

Other resourccs such as religion and ftimds also mablc fimilics to cope with the iiiness, and 

thcy nced hclp in furthcr devcloping thcsc asscts, cspccially for th& manbers with illncss who 

have a lhited social nctwork I lowcvcr, the coping capacities of f d i c s  are limited by s o d  

s t i p a  and ~ulnerabili tics of immigrants. 



Conclusion 

8.1 Discussion and Summary 

'Ihc purposc of this shidg is to know what Chincse familia have donc to cope with 

schÿrophrenia and to explore what will tnablc them to cope bcttcr. In particular, I focus on the 

interaction betwccn individuah with thc illncss and their rclativcs so as to rcview the shifi from a 

poiarized conceptuaiization of Sther relatives' or consumers' perspective to an inclusive 

conceptualizatioo incorporating both pcrspcctivcs. K e f m c e s  to die cultud background of the 

fiunilies intrrrïewcd is dso made. One of thc major findinp of  this study illustrates that pcrsons 

with schimphrcnia and thcir relatives try their bcst to cope with the illncss. Their coping 

stratcgies include self-rehance, familg-reliance and seeliing estemal help. The role that relatives 

play is cxtrcmcly important in the coping processes in Chinese families. 

8.1.1 1 lih Dcgrec of Rclative Supnorr 

Schizophrcnia poses contliuous strcss for both persons with it and th& relatives. ln coping 

with thc illncss, thrcc sta(fcs cvolvc: discowring thc illncss, linking with treatment, and 

maintaining stability of the iUness. 

In dic stage ~Fdiscovery, some of the persons with schi;rophrmia wcre aware of the changes in 

thcmselves and ticd to manage with self-directed coping strategies such as tolemce and 

nùonalizing th& problems. Whm thcy found themsclves unablc to dcai with thtir incrcasligly 

ovcnvhclming symptoms, they tumed to th& relatives for help. For those who wcre not aware 

of th& own changes, th& relatives noticed th& diffmences. Relatives did not recognize those 

changes as psychiatric problems at the beginning and tried to manage any problems within the 

Lmily. Once thc situation bccamc morc serious or obviously a psychiatric problm, thcy sougtit 

cxtcmal help primarily fiom the medical profession. 



lin, Inui, Kleinrnan, and Wornack (1982) arçucd that the delay in hclp-sceking was duc to ththe 

sùgma of mental illncss and Chcung (1 987) suggcsted that poor understanding of psychiauic 

problm md law a~v;zzmcss of psychiatric semiccs dclaycd the approach to pn>fcssionai 

rcsources. In this study, the lack of knowiedge about mental illness was identified as the main 

rmson for the dclay, and the fmt mtry to prohssiond help was through thc f d y  physician. 

Ik, Tardiff', Donea, and Gorcsky (1378) indicared in their study that the f d y  physician was 

cnntactcd whcn cstcrnal assistancc was sought because the bchaviour disordcrj wcrc seen as 

having a physid etiology. Cheung's study (1987) affeed that the pattern of help-seeking of 

Chincsc psychiatrie patients was rclated to thcir conceptualij!ation of the problms. Most Families 

in this shidy vicwcd that thc illnns has a psycho-socid ongin. T h c  medical consultation may 

da t e  to the lack of diffcrmtiation behvccn mind and body among Chinese and the a\-Ability of 

farnily physicians. 

Al1 pcrsoos with schizophrenia in this study becamc linkcd up with treatment with the hclp of 

thcir rclativcs. 'T'hesc consisted of both parents and siblinp in rnorc than half of the families. 

SiblLigs were more involwd Li this stage because the parents had limited knowledge of 

comrnunity rcsourccs and English to connect with sclccs,  and romc of the parents did not 

have thc basic compctencc to dcal with the situaticm. This rdiancc on relatives in help-seeking 

arnong Chinese psychiatric patients was also found in othcr studies (Chcung, 1992 I i n  cci ai., 

1 978; Lin ct al., 1982). 

Aftcr linking with trcatmcnt, pcrsons with thc illncss strugglcd with thc persistent symptoms, 

sidc-cffccts of medication, th& impaired social hnctioning, and rc-establishment of th& lives. 

They tned to manage these with diffcrmt means such 3s cndumce, accepting their limitations, 

letting thc illness take charge, C O ~ S U ~ M ~  th& psychiatrisr, ~ C C C ~ M ~  hclp from comrnunity 

rncntd hcalth agmcies, and obtaining support from thar rclativcs. Thcir rclativcs g v c  them di 

liinds of emotional and Listmmental support to assist them through di& dificulties. Somc 

relatives equipped th~msclves with more knowledge and skills to carrying out th& supportive 

role through reading, anendhg workshops and consulting profcssionals. 



A t  this stage, most Lidividuals with the illncss trkd to acccpt thcir illness as it ocnirred o r  

cxplaincd it away with fatc, acadent or social isolation. A few had problems accepting ik thcy 

tned to dcal by dcnial or bccomùig depresscd. Relatives ticd lraious ways to dcal with theu 

members' negative response towards the illness, and got help from other children or community 

scn~ices. At the same hme, they helped thmselves to accept the ihess by comparing their 

manbecs with more serious cases, sustaining optimism about possible recovery, focusing on the 

positivc progrcjs of th& membcrs, thinking that thcy wmc not donc, teiling themsclvn that it 

was not sharncful, and channeling their motions into problern solving. 

Rclativcs' involvemcnt continues cvcn whm th& membm arc mentally stablc, as they consider 

ba t  th& mcmbcrs am susccptiblc to strcss, and dius vuinerablc to rclapscs. Thcy kecp on 

rcmhding the il1 members about mcdication, and tly to create 2 stress frec environment for them 

by going dong with thcir ways, solving problems for thern, and kceping somc thhgs secret from 

than. *Rcy also facikitcd the rehabilitation of th& manbers by devcloping their sense of 

responsibility and supporthg them Li engaging in social activitics and stmcturcd pmgams. Most 

persons with the illness recognize the importance of having a routine and try to become 

involwd in smictured activitics. To maintain thcir mental stability, they monitor di& medication 

and psychiatic follow-ups, and rcgulate the amount of stress that thcy c m  handle. Regardhg the 

future, both persons with schkophrmia and th& parents did not think that they c m  have a 

plan. l l e y  cope with the uncertainty of the future with either puaing it aside or having hope rhat 

something wiU work out. 

The snidy fmds chat fimilies use a lot of pcrsonal and Family cesourccs such as endurance, self- 

controt, detrrmliation, diversion, caution, acceptance, putting the problem aside, having hope, 

kccping things secret, and getting help from other family rnrmberç. ' f i e  parents usc additioncd 

tactics of gtt l ig dong with thcù mcmbeiç' ways, providing pradcal support and solving 

pmblrms for thern. Farnilics frequently d o p t  thc phdosophy of doing nothing, for instance, 

lctting the illness rake chargc, accepting the ilInas as it occurs, waiting for oppominig; and 

lctting thc prnblm work itself out  'Lhis passive approach in deaihg with problcms cm be due 

to the influence of Toaist philosophy among ChLiese and th& bclicf in extemal locus of 



control. As self-dircctcd and family-rcliancc coping arc the major coplig smtcgies, strongcr 

cmphasis on dcveloplig familics' coping skills will enhance their problem-sdving abilities. 

Familics also seck help from social scniccs bccause schizophrenia is a setious illncss which 

requircs that thcy havc to rcly on cstemai suppoh This study shows that thcrc arc differcnt 

nccds for familics at diffcrent stages of coping. Doth the p a o n s  with the illn~ss and hcir 

datives @ d d a r l y  the parents) hhavc vicd th& best to cope with schizophrmtia. They worli 

towards the samc p e r d  goai of minimiPng the impact of the illness. However, undesirable 

rclationship, dqcndcncy and conflict, arc dso idcntificd partidariy at the stagc of maintaining 

stqbility. Thcse issues \vil1 be discusscd in the followhg scction which d d s  with the interaction 

bcnucen pcrsons with schizophrcnia and th& relatives (who are prLnarily parents). 

8.1.2 Intmctian 

At the stagc of discov&g, pusons with the illncss relied on their relatives to hclp them to 

manage the illness, and most of  them wcre coopmtive with th& relatives. A few however 

refuscd to acccpt acaonmt due to lack of insight into their illncss, or  lowcr lcvels of cornpliance 

with rclativcs in timcs of xute  synptoms. 

Aficr linking to trcatmcnt, most pcrsons with the illncss becamc more able to manage the impact 

of the illness \rith enormous support from th& rclatïves. hlost f d i e s  worked togcthcr to cope 

with the illncss. A fcw rclativcs and thcir mcmbcrs acccptcd thc illncss at a d i f f m t  pace, and 

thcy wcrc unablc t o  communicitc a c h  othds  concems and espcrimccd contlict o \ n  

medica tion compliuice. 

At the stagc OF maintaining stability, thc intcnctions of thc pcrsons with the illness and thcir 

relatives are diffèrent from those in the prcvious two stagn. Thcre seems to be three types o f  

interactions. narncly problem free, dependen t and con flict- The di f f m t  types ce flcct whether 

relative ir~volvcment matches with the need for independence of th& mernbers. 

In the problem frce interactions, mcmbcrs with the illness arc to somc dcgrcc indcpcndcnt in die 

xcrs of daily living, decision making, social livcs and living arrangcmcnts. Ihcy report the levcl 



of invoh-ement of thcir rclatives matches with th& necds, and appreciate the hpe of relative 

suppott Half of the faznilies fall into this catrgory. 

In the dependent type of interaction, persons with the illness have greater Functional impairment 

and di& rclatives get involved a lot to heip them. As a cowcquence, members with 

schizophrcnia have a poor opinion of themselves while the parents feel burdened. In order to 

make the othcr party feel better, they try to hide their fcelligs. The pcrsons with thc illness cithcr 

desire to have p t e r  control with their situations and to become more capable, or they 

recognke and acccpt th& lazincss. What thcy necd is an environment that facilitates their qing 

out their potentials. Howevcr, thar parents do not havc thc insight, knowledge and skilis to hclp 

hem dcvelop towards independencc because of the lack of appropriate supporti There is a 

mismatch between what the membcrs need and what the relatives provide. This type of 

interaction will adversely affèct the burdcn of parents, and the recovery of persons with 

schizophrenia as they tend to havc problms developing a positive self-concept James Howc, 

forma prnident of the National Alliance for thc Mentally Ill, has similar conccms. Ile stated 

that the carc-giving n>le was dcvimental to aging parcnts with th& diminishing encrgy msources, 

to other childrm stiU living at home, and to thc potcntial indcpendcnt Functioning of the 

mcmbcr with the illncss (citcd in Txfley, 1987% p. 1064)). The advice of simply being non- 

involvcd is not hclpM to both p h e s  cithcr, and worlis agahst the Chincsc cultural n o m  of 

family obiigüons. A morc effective intemmtion to atimpt to ~nablc both parties to change in 

making th& rclationship morc constructive is required. 

In a conflict/tension type of interaction, rclarives arc still involved a lot thou& their members 

are quite capable. Mernbers feel that thcy are b ~ g  controlled and do not know how to deal with 

i t  Thcy somctimcs csprcssed th& cmotions with angcr towards thcir relatives. 

The diffcrences in relative involvement in thcse three types of interactions do not seem to be 

related to the a d  impairment of the il1 members. The esplmation may be: relatives' 

pcrccption of th& mcmbcrs' capabilitics, the mcaning that thcy attach to th& carç giving role, 

theV ~riews about recovery, available personai and family resources, and their motions. For the 

problcm free interactions, parents bclieved that mcdication is important for rccovcry, and are 



more able to rccognize the capacities and thc indcpcndencc necds of th& rnembers as well as 

thcir limitations in providing indehite support duc to th& agc. 

This study sccks to provide new knowledgc of how persons with schimphrmia intmct with 

thcir relatives in coping with thc illness n p e c d y  at the stagc ofrnaintaining the ilhcss, and how 

thtlr recovcries are aff'ed by diffcmt types of rclationships. It also helps del-elop insight into 

the possible rasons for diffcrcnt types of interactions. This study points out thc importance of 

having a dud perspective in dcvcloping intcn-~ntions t o  ma'rimize the coping potmtials in 

familics. 

8.1.3 Support and 13arricr 

Schizophrenia is a long tcrm illness which c m  disablc a person considcnbly and cannot bc 

m m w d  solcly by thc rcsources within a Lhmily, thus pcmns with it have complex long terni 

h d t h  c m  and social scniccs nccds. This study indicatts that persans with schizophrmia havc 

somc of thcir nccds met with the csisting scnices in rL*oronto. 

Most fvnilics fmd thc mcntal heaih care scniccs hclphil. Thcy appear to have effective 

communication with th& Chincsc psychiatrists in the comrnuniry, and relatives feel good about 

bcing involvcd in thc trcarmcnt of th& mernbm. Thcy stiU cornplaincd about thc long waiting 

list and unavdability of Chincse psychiatrists in their ncighbourhnod. 1-iowevcr, research on 

nccds of rclativcs showcd gnicral dissatisfaction with mental health prof&sionals (Iirancell et aL, 

1988; Irficy, 1989). Thc diffcrrnce is that rclatiws in this study arc mostly dcaling with Chinese 

psychiauisû and the staff of  a community mental hcalth w c y  which spccifically recognize the 

importance in the Chinese culture of including relatives, and thus consciously or bp chance meet 

thc nccds of rclativcs. 

Families apprcciatc the assistance that thcy gct from an cthic community mental hcalth agnicy as 

thcy have limited Engiish and knowlcdge to approach the scattercd social services in Toronto. 

'ïhe casc mmagcmmt scrvice has Iinked up thar  m m b e r j  with rcquircd scmiccs and provides a 

long tcrm support to them Thc kind of prograns that thcir rnembcrs c m  get into depends on 

Chcir Innguagc slrills and lcvcl of Functioning. Ihcrc are wry fcw ngcncics which havc staff who 



speak Chinese, and limited ~ p c s  of programs to cater the different functioning levels of th& 

members. Most persons with illness Li this snidy spent th& hme at home, at an ESJ, class or in 

a sheltered worlishop. 

One of the major handicaps of persons with xhimphrenia in this study is social inadequacy, and 

it is a wcll docurnented problem in the iitcraturc (Caton, 1984). The persons with schizophrenia 

in the present snuly reported k a t  social inadcquacy is one reason for th& limitcd social circle. It 

appears that a number of them would iike to have more fricnds, and their relatives &O support 

them in developing largcr social net\i.orks. Some persons wirh the iilness attended a consumer- 

run self hclp crnter, churches and a befumding program For otherç, the inabdity to -el on 

his/hcr own and low self-estcern are thc other bamcrs that restrict th& social activities. Other 

studics suggestcd that symptomatology and the amount of time spent in hospitals influence the 

social network sue of schizophrenic pesons (Estroff & Zimrner, 1994). Social network is 

shown to be help6.d as the incrcase in network ske of pesons with psychiatrie ilhess was linked 

to bettcr mental h d t h  (Cottcrill, 199% Lord, Schnarr & Flutchison, 1987). Their social 

connections are dso related to a lower burdm on th& relatives (Crotty & Kulys, 1986). The 

problcm of socid inadcquacy is hlly recopzed and p r o p m s  on social skills training are 

arrangcd, but the problcm std eaists. More resourccs or  innovative propos& may be requkd 

in this a r a  

In this study, relatives' social nctwork gives thcm instrumental support in coping with the illness 

and niables thmm to have thtir own social entertaliment Though most relatives are new 

immigrants, they main& somc old contacts and havc no problm in estîblishing new ones 

because of the large number of Chinese Lnmigran ts in Toronto. V e v  few of  thcm have attended 

the relative support youps. One parent mcntioncd that winter was a problem for her and 

another one had to rely on available rides. This implies that muhial help suppoa group approach 

for aged parnits may not be very effechve without further supportive a r r a n p m t s .  

Familics in this snidy report double barriers in th& coping. Thae arc social stigma and the 

vdnerabilities of being a new immigrant The strong s t i p a  attached to men ta1 illness mnkcs the 

acceptuicc of the illness difficult for most families. The negative public attitude towards mental 



illncss incrcases rclativcs' feeling of shame and tiz or discrimination in housing, sonal 

relationships and rnarriagp The intemalization of social s b p a  crcatcs anxiety for relatives about 

their members and perpetuates the struggles @nst the "patient' identity for persons with the 

ilhess. 

Social s t i p a  affects how pcrsons with mental illness perccive themselvcs. In this study, some 

accept th& illnas as thcir core identity whdc the others s tqg le  to establish their personhood 

apm from die illness. For the fomcr gn~up, most tind to d e  up the dependent patient stanis. 

For thc latta p u p ,  thcy vary €rom dcnying thc illncss to working hard to establish a positive 

self and to countenct the social stigma The differ~nces in responses betwcen these nvo groups 

lie in whether thcy have a s t r o n p  sense of control or perfarm a more productive role. 

hluch of the litcranire has suwsted that the mental health system and profcssionals contribute 

to stigmahzing mentally di persons and developing their dependent patient identity (Gottiieb & 

Coppard, 1987; Lcete, 1992; I r f l e y ,  1992; hlosher, 1986; Smith, 1990). They are incapable of 

recognking the capacities of persons with menral illness, and erpect them to have a low level of 

functioning, and a poor prognosis as wcll as limitcd capacity for active participation in their lives. 

Profcssionals are also cririched for stigmatizing re1at;ves' bchaviours as a contibuting factor in 

the paticnts' illncss. Some litenturc (Cromwell & Snyder, 1993; Inrd ct al., 1987) states that 

medication may play a role in devcloping patient identity. Anti-psychotics constcict the almess 

of paticnts while controlling th& symptoms. No mattcr what are die sources of stigma, the 

smdy of I h k ,  Cdcn, Mirotznik, and Stcuening (1992) reportcd that labehg' activated beliefs 

which lcad to ncgativc conscquences such as dcrnorahation, a saincd social ncnvork and 

unemployment Thercforc, it is important to erase the s o d  s t i p a  amched to mental iliness 

and to help people with the disorder to deal with it 

Roth parents and th& m m b m  in this study arc ksi pcra t ion  immigrants to Canada, and the 

vuIulnerabilitiu of being a new immigrant hlidcr th& coping with the illness. Iack of knowledge 

of community resources and how they opcrate creatcs stress for relatives in secking for extemal 

help. I.anyagc is a major probinn for access to services. Some relatives feel fiustmted that their 

poor Endish skills limit th& ability to solve problerns for th& mcrnbers with the illness, and a 



few work hard to leam Engitsh to increase thcir independence. Due to thcir limitcd En&h 

ability, most persons with the illness have minimal choices in attendhg programs. A Cew had 

problcm cmnmunicating with their English speaking psychiavists or were admitted into a 

hospitai outside th& neq$bourhood in ordrr to have a Chinese psychiatrist Unfarniliaety with 

the city requires relatives to leam to t r a d  around so as to takc thcir members with thc illness ro 

various services. 

The barners faced by imxnipmts in this study are simikir to those mmtioned in the iitenmre 

(Balicr, 1993; Stcvcns, 1993). Howcvcr, the pmistmce and scriousness of schizophrcnia in 

f h l i e s  malies the barriers cven more pro foundly felt. 

The double barriers mcountmd by pcwns with schizophrenia hiaher increase heir sense of 

powerlessncss. This study shows that pcrsons with schizophrcnia try their best to do what they 

believe they c m  to cope with the illness. Yet, some of them have a subtie feeiing of 

powerlcssness at difÇacnt stages. They are ovmvhelmed by the onset of the symptoms, helpiess 

with persistent symptoms, intimidatecl by hcispitai staff, uncertain about th& prognosis, o r  

rcliant on thtir rclativcs. Ncptivc social attitudes towards mental h d t h  problcms and thRr poor 

English skills Iimit thcir oppoctunities and choices in livcs. Hatfield & Leffey (1993) suggested 

professionals rccognizc the strength of persons with the illness in managing th& probletns so as 

to enable them to have more self-control. Recogpition from professionals alone is insufficient to 

dctcmline how much a sensc of control a person has. This arises pnmarily out of the social, 

structural, cultural conditions and expectahons. 

Coping with mental ilhess cntails adaptation to social consuaints imposed on the persons with 

thc illncss. Wamcr (1994) vicwed that die subsiçienu: economy of the third world more flexibly 

ailowed pemns with psychosis to rcturn to a productive roic that matches with their level of 

functioning. I le attributed the betrer outcome of patients in the developing wodd (found by the 

World flealth O ~ a t i o n ' s  international follow-up sntdy of schizophrenia) to this. In hiu 

opinion, efforts to rchabilitate and rchtegrate persons with persistent mental illicss arc only seen 

at timcs of  extr~me shortage of labor. Most pmons with illness in this study would like to have a 

job that they could manage, and they are aware that it is hard for them to get a job at the preseiit 



economy of  Canada with th& lcss cornpetitive work capacitics. Thcv rcquire assistmce to IL= 

how to deal with this sotid constraint without a feeling of powedessness. At the same time, the 

society needs to take morc responsibility to include them into the labor force. 

8-1.4 Cultural Influences 

In Chinesc culture, collcrtivism is highly valued; an important aspect of  collectivisrn is the 

perception that farnily is a basic social unit (Bond & 1-Iwang, 1992). Lin & Jin (1981) and Gaw 

(cited in iafley, 1985) svessed the importance of including relatives whcn working with Chinese 

psychiatnc patients. This study h d s  that therc is a high degrec of Livolvcment by relatives in 

coping with schimphrenia among Chinese familics, and s u p t s  that the tirs genrration 

Chincse immigrants still uphold thc value of  fmily obligation in taking carc of their mcmbm in 

need. 

Relatil-es in this study are found to be involvcd in the way that thcy perceive their rolcs. R i s  is in 

stark contrasr with I lanson's study (1 993) on white fmilics, wherein relatives becme Livolved 

in rcsponse to support from mental health professi«na.Is. ï h e  relatives did not have much of a 

rolc to play w h ~ n  thcir mcmbcrs wcre hospitalizcd, and thcy had to care for thcir mcmbcrs and 

to obtain rcsourccs for thcrn when thcp were discharged. If the treatment of their mmbers waï 

stable, relatives' rolcs varicd betwccn the hospital and community progmms a s  directcd by 

rn~ntal  heaith professionals. If th& m ~ m b e n  withdrcw h m  al1 formal help, relatives fclt forced 

to re-assumc thc tonl are-giving rolc Compying my study and i-lanson's study, it appears that 

Chincse rclativcs choose to bccome i n v o h d  in their rnembers' coplig and whitc rclativcs 

assumed their role as demanded by the supportive situation of their manbers. Reports from 

relatives, rnernbers of thc National Alliance for thc hlcntaily il1 in U.S.A. (Leflcy, 1987a) indicatcd 

that the care-giving rolc was acc~ptcd not Li lieu of, but due to a lack of acceptable comrnunity 

dtcmatives. IAcy  (1987a) suggested to include cultural noms in viewing relatives' care-giving 

rolc. The difference of these two studies may due to the cultural collectivisrn of Chkac which 

regards family as a basic social unit to care for th& members' needs, and the individuality in 

wcstcm culturc, which cxpects souetal support to assist an adult to be independent 



The amtude of a cultural group towards care-giving may affect th& buràen and responses to 

men ta1 illness. The snidy of f -Ionvia & Reinhard (1 995) showed that black parents rcpoaed less 

stress than white parents with cquivalmt amount of arc-giving to adult children Mth mental 

illness as the are-gjvlig role was perceived as more normative in the black culture. In turn, 

parents' levcl of b u d m  influences th& il1 members. Pesons with mental illness seem tu do 

bettcr Li cultures where f d y  are-giving is viewed as a valued involvement rather thm a 

burdensome activity (Horwitz & RNihard, 1995). 

In addition to the d t u r a l  perception of the cm-@ring d e ,  f d y  smicture dso affects the 

burden experienced by relatives. Wamer (1994) nmticed that the extended family structure 

comrnonly found Li the third World dows a dimision of ernotional over-involvement and 

interdepcndmcc among h i l y  mcrnbcm. This contribut~s to a bcttcr outcorne for persons with 

schizophrcnia With mon rcsourccs in the farnily, individuai relatives c m  be less stressed and 

have lower Ievels of cxprcssed motion. Parents in this studv appeared to be very patient and 

tolerant, and are aware of the need for creating a stress-free environment for their members to 

live in. Assistance €rom ather adult children is one of the supports that hdps to difhise th& 

b urdcn. 

'kditionally, Chinese stress the concept of fîmily and do no t have a \id developed construct of 

individuality. Sue (1994) commented that the Chincse stress colletivist radier than 

indi~idualistic idmtity. ï'hey arc more apt to sce family nccds nther dian individual necds. This 

may be thc reason why p m t s  are lcss s~nsitive to the independence nceds of theif members 

wvith the illness, and the sick member is less able to express thcir individual needs. Moreover, 

Chinese are not socialked to express their fcelings and they have difficulties shaPng how they 

fccl with othcr members. lh i s  lack of e f f h v c  communication between parents and rnembers 

with illness becornes a problern in the dependent and conflict type of interaction. 

Chinese hold a multifaceted view of the ctiology of mmtd illness, and most families in this study 

anribute thc cause of  mental illrtcss to cxtemai factors such as fate, immigation problems and 

socid pressures. This perception hclps thcm to achieve grcater acceptance of die illness. There is 

a folk belief among the Chinesc that persons with mentai illness cannot take much stimulation, 



and this in some way encourages relative involvement in providing a stress free environment for 

their rnembers with the illness. 

Chincse stress collectivism and play down concems with the self. Family is rcguded as the basic 

social unit and hnaions to cue  for its mcmbers. The sense of family obligdtion is cultivated 

from early childhood. * k i s  perception of the family's role is well reflectod in the present smdy. 

The parcnts as thc min care-giver and other siblings as extendcd support netwvork help the 

membcrs with xhizophrenia to cope with the ihess. 

8.1.5 Research Procas In Two Lmmiag- 

I.anguagc captures cultural uniyumess, and reflccts the rt!dity constnin of its speakers. In 

studies of particular erhnic communities, it is advmtageous to have perçons who speak die 

ethnic languagc and undmtand thcir culture doing the prima. rcsearch. This not only facilitates 

the flow of the intenicws and encourages participants to confide more, but also enhances the 

acni raq in understanding and interprebng the data. Ilowevcr, it is difficult to have a direct 

translation of the collectcd information Lito another language. In th& study, 1 faced a dynamic in 

uyislation at the tirne of report writing. On the one hand, 1 had to anslate the voices of the 

participants to make them undcrstandable by English sp&g readn. On the other hand, 1 

wishcd to kccp intact the r d i t y  ct>nstructed by the participants and wished to dcscribc their 

discourse as closely as possible. 

8.2 1,imitation 

The limitation of this study is that participants are families in which both relatives and th& 

mcmbers with schÜ!ophrenia agree to be interviewecl as well as clients of an ethnic specific 

agency, this implies that they are in some kind of wodtable relationship with resources. 

Thmefiire, families with fewcr resources in which the m m b m  with the iilness are rejected are 

not covered in this study. Tt is recornrnended to have Further research to study this type of 

Lmily to find out the rasons for rejection, Li order to dcvelop preventivc mesures. 



8.3 Implications 

The saess-vulnenbdity-protedve model (Glynn & Iibibemian, 19?Jû) provides a usehil 

framavork to explore h o w  persons Mth scrious and persistent mental illness relate with tbck 

relatives in managing the illness. For this embraces the experiences of both parties Li the coping 

process with the foci of protective factors and stressors. Family literature stresses families' 

bucden and th& adaptation to the illoess without active Livolvernent of th& sick members, 

since they are percaved as passive recipients of thAr care. However, consumers see chat they 

themselves have an active role in dealing with th& illness. They would Wre to take charge of 

th& lives, and thus m n  Lit0 significant conflict with their relatives over the issue of control. The 

dwl perspective adopted in this study is an important conceptuai shifi from polarizing family or 

consumer perspective into one which incorporates both views to work towards the common 

goal of reducing the impact of the ilhess on the af£licted person and thus the farnily as a whole. 

With this dual perspective, the prcsmt study is able to rcveai the different types of relationships 

between pmons with schizophrenia and th& relatives. The f m d l i g  imply a need for social 

work interventions on familial relationships, which aim to enable relatives and th& ill members 

to develop a constructive relationship and thus mavLnize the coping potentials in faznilies. The 

interventions should enable parents to recognize the capacities and independence needs of th& 

dl members, and to adiust ch& degree of involvement It is not easy for parents to have a 

redistic appreciation of th& il1 members' capacities and to estabiish appropriate expectations of 

them, e s p d y  with th& emotional involvement and perceptions of illness and recovery. They 

require professional assistance to work towards berter communications with di& members with 

the illness.' Persons with the illness also demand professional support to express th& 

independence needs and to ay out their potential in a saÇe familial context, Li which relatives 

allow th& members to try and to €ail Li their new attmpts. This working model wiI1 hclp 

families to berter cope with schizophrenia and is highly relevant to the exishng reality in which 

Çamilics are expected to take greater respnsibilities in the bng  t e m  carhg process. 

The other implication of  this sntdp is for the provision ot  social senices. Relatives are found to 

provide great support to their members with schworhrenia, and are ready to do so because of 



th& strong scnsc of family olligtion. In ordcr to facilitate th& pcrfofining rhis supporthg mie, 

pvcmmcnt shouid provide additional assistance to them. hforeover, die sense of powedessness 

mmg persons with the illness has to be dcalt with. Provision of a nenvork of comprehensivc 

and accessible semices which cater to th& different levels of Functioning will be more adequate 

to meet thcir necds with choices. this support, they c m  dcvclop their potenhals to the 

fùllcst extent, improve th& quality of lifc and promote th& scnsc of values. Tn h e s  of budget 

cuts in the Ontario govemment, it is essential to e-vamine the cost-cffectiveness of semices so as 

to betier utiiize limited resources. 

lhcrc arc double barners for the intmiewcd fmilics to copc with schizophrenia One is the 

institutional barrier to senices duc to Ianguage problems. The barrier has been weU documented 

and thcre is a recornmmdation for services to ensure the nceds of consumers and their relatives 

are met in accordance with th& soOal contexts. The govanment has to take this problem more 

smously to hlfill its commitmcnt to prmiding equal acccss to carc. 

Social s q p a  is anothcr barria that intcrvicwed fmilics rcporrcd. In dealing with the objective 

discrimination, change is requircd on the macro level. This includes more public education to 

disseminate rcalistic information about mental illnms, incrcasnl opportunitics fix the public to 

contact perscns with the illness, and initiatives to the commercial sector to h i e  persons with 

mental illness. For the subjective self-stigmtiLation, I recommend services that focus on 

cmpowcring persans with rncntai illness. lhese scnrices provide t h m  with an ennched 

envüonmen~ allowing thm to ewperience control and a sense of achievemcnt, with the aim of 

helping thcm to overcome nagative valuaaons and to gain competcnce. 

The cxiséng mode1 of having cornmunity mental health cent~rs especially serve mliority groups 

is ver). helpM to reduce the double barriers in coping with the illness. This study suggests the 

c o n ~ u e d  need b r  support to these agencies. 
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DSM TV Diagnostic Critaia for Schiznphrcnia 

A. Characteristic symptoms: l\c-o (or more) of the following, :,ch present for a 
significant portion of timc during a one-month p~riod (or less if succcssfbiully trcated): 

1. Ilelusions 

5. Negative symptoms, Le. affective flattening, alogia, or avolition 

Notc: Only one critenon A symptom is rcquired if dclusions arc bizarrc or 
hdlucinations consist of a wice keeping up a runnlig commtntary on the 
pcrson's behaviour or thoughts, or two or more voiccs convcrjing with cach 
othcr. 

R. Socid/occupationd dysfunction: For a sigtificwt portion of rhc time sincc the onset 
of thç disturbance, onc or maior arcas o f  Functioning siich as work, interpersonal 
rclationship, or self-carc arc markcdly below the Icvcl acliicvcd pior  to the onsct (or 
whcn die onsct is in childhood or adolescence, failure to achirve cxpcctcd lcvel of 
intcrpersonal, xademic, or occupationai achicl~~mcnt). 

C. Duration: Continuous s i p s  of the disturbance persist for at least 6 rnonths. This 6- 
month pcriod must include ai lcast 1 month of symptom (or l a s  if succcss fully trcatcd) 
diat mcct criterion A (k., active phrase symptorns) and may includc pmiods o f  
prodrornal or residual syrnp toms. DuOng these prodromal or residual paiods, the signs 
of the disturbancc may bc manifcsted by only ncptive symptoms or ISVO or morc 
symptoms listcd in criterion A present Li an attmuatcd form (cg., ocid belich, unusual 
pcrcrptud cxpcri~nccs). 

D. Schizoaffcxtivc and Mood Disordcr exclusion: Schizoaffcctivc disorder and Mood 
LXsorder With Psychotic Fcaturcs have brcn mies out becausc either (1) no Major 
I)cpression, hlanic, or Mixcd iipisodes have occurred concurrcntly with the active- 
phnse symptoms; or (2) if mood episodes have occurrcd during activephrase 
symptoms, t h c i  totai d u d o n  have been bricf relativc to thc duration of thc activc and 
rcsidud pcriods. 



li. Substancc/gfncral rncdical condition exclusion: ïhc disturbancc is not duc to the 
direct physioio@d effects of a substance (cg.., a ddny of abusc, a mcdication) or a 
gmeral mcd id  condition. 

Relationship to a petvasive Developmental Disorder: If thcre is a history of Autistic 
Llisoder or another pcrvasive Developmentd Disorder., the additional diagnosis of 
schizophrnùa is made only if prominnit delusions or hallucinations are also prescnt for 
at least a mon th (or Iess if success f d l y  treatcd). 



AppendY R 

In tcrview Guidc: 

Mernber rrirh schizophrpnia 

1) 'Tell me how your i hess  began. 

3) Flow do you find your iliness now? 

1) What do ).ou think that cause your illncss? 

5) How do you see yourself o f  haWig the illness? 

6) flow does the illness affect you and p u r  iifc? 

7) 1-low do you cope w i h  the impact of the illness on you? 

8) What do you think that your farnily have hclpcd you to cape with thc impact? 

9) How do your family pcrceive your illness? 

10) What is p u r  rolc in your family? 

11) Do your family allow you tu make your own dccision? 

12) l h v  docs your family make dctision, and who has the power? 

13) f low would you desmbe your family relationship, and who is most closed to 

p u ?  

14) What kind of life that you wodd iike to havc? 

15) What would you likc to do if you cm? 

16) How do you use your tirne? 

17) f low do Chincsc see mental illness? 

18) What mental health services that you have used and which you fmd most usefùi? 



Parent-s 

1) TeIl me how your son's/daughter's illness began. 

2) How has his/hcr illncss changed ovcr timc? 

3) 1-low do you fmd his lh~r illness at prrsenr? 

4) Flow do you sec his/her illness? What do you think its cause is? 

5) How d o  the iliness affect him/her? What the family have done to hclp him to 

ovmome the impact? 

6) What are the impact of his/ her illness on the f d y ?  

7) CIow do you deal with these impact? What scrviccs that you have used to hclp 

you deal with the problem? Whirh service that you find most usehl? 

8) Any other things in thc f d y  that makc you w o q ?  

9) Flow do you rtnd the fmily relatianship? 

10) How do your l a d y  make dccision? 

11) What do p u  expect o u r  son/daugtiter? 

12) What would p u  likc to do if you cm? 

13) FIow do Chincse sce mental illness? 



.'\ppmdk C 

Dcmographic Data: 

Member with schizophrenia: 

age, se% marital sram, educational background, duration of illness, age of onset of the 

illness, suicida1 or aggressive behaviours, hospitalization record, living arrangement (with 

family, independnit Living, or in supportive housing progam), country of origm, y e ~ s  in 

Canada, source of Licome/fimanaal support 

Fmily: composition, educatiion, finanCid background, occupation, living arrangtrnen t 



Appendiv D 

CONSENT FORM 

This study, Coping With Schiropbrenia Among Chinese Families in Toronto, aims to undemand 
how you and your fàmily manage and cope with schizopfirenia. It is being conducted by Chrinina Wai 
Mei Chan, a graduate student in the Marrer of Socrai Work Progrcm at York University to filfiil a 
degree requirement. 
All information shared in the inteMew will be held strictly confidentid and participation is completely 
voluntary. Your name and any identiljmg idormation will not be used in the final report of this study. 
Summary of the shidy will be available for you if you wish. 
The study procedure will include one to two interviews with you and one of your fâmily members. Each 
interview should take 6om one to two hours, and will be tape recorded and t m ' b e d  by the 
interviewer. Al1 tapes will be erased following the completion of the study. You wiil be able to review 
the transcript of your intaview. You may decline to answer any question and you rnay discontinue the 
interview or withdraw fiom the sîudy at any point in the process. 
There are no apparent rish to this study. However, you rnay find it tiring to participate in a two hour 
inteniew. While you rnay not directly benefit f?om this study, stiaring your coping experiences may lead 
to the development of improved social work intwventions. 
Any concems or comrnents you rnay have about the study and your participation in it may be addressed 
to the interviewer at (416) 493-22 14 or the supervisor. Atsuko Matsuoka at (4 16) 736-2 100 Ext. 
66328. 
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