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ABSTRACT 

in recent years the Assertive Community Treatment (ACT) model of service 

delivery, which has held considerable Uifluence in policy and decision making in the 

mental health field over the past 30 years, has recently been promoted at the provincial 

policy level in Ontario. Previous studies on ACT have been phari ly quantitative in 

nature and have contributed greatly to the body of knowledge that we now possess 

regarding the dinical outcornes produced by the ACT model. However, with the 

Ontario government's financial plan to significantly increase the number of ACT 

programs in this province, the mental health field would benefit fiom the added 

knowledge of subjective experience that is made available through the use of qualitative 

methodologies. In this study, five ACT clients shared their personal experiences of 

receivhg ACT services in order to answer the question: how do clients experîence 

Assertive Comrnunity Treatment? The findings nom this study suggest: (a) participants 

expenence ACT as a single relationship that exists between themselves and their case 

manager; (b) participants experience a need to fornulate goals that addressed higher 

order needs such as independent employment, increased self-esteem, increased income 

and community integration; (c) participants experience the interaction with and 

acceptance by non-consumer I swvivors as the most important aspect of community 

integration. The knowledge and understanding of the experiences of ACT clients 

provided by this study hold important social and professional implications for both ACT 

and the larger mental health system. 
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LANGUAGE 

Language is always an issue that we need to think very carefully about when 

discussing marginalised groups of any sort. When discussing individuals with 

psychiatric disorders it is important that language reflect individuals first and foremost, 

not illness- In this study I have chosen to use several terms to nfer to individu& who 

have ken  diagnosed with a psychiatric disorder. First, I have chosen to use the term 

"consumer I survivor" for the simple reason that this is how the majority of the 

participants in my study refemed to themselves. I have also used the term "individuais 

with psychiatric disorden", a term endorsed by the International Association of 

Psychiatric Rehabilitation Services (IAPSRS) to be a preferred temi. 1 would like to 

note, however, that when speaking of the roles that exist within ACT, 1 have used the 

tems "case managerœ' and "client". Much literature has been written regarding the 

offensive nature of these terms to consumer / survivors (Carling, 1995). These terms 

unfortunately label one party as somehow dependent on another. In using these terms, 

however, I am anempting to describe a role (not a person) that exists within the structure 

of the ACT model. 1 feel that it is important to be very clear about these roles in order to 

ensure that the experienccs presented are not misconstrued in anyway. It would lx 

problemtic, for example, to use the tenn bbconsumer I survivon" to =fer to those 

individuals in the role of bbclients", as many ACT teams now hire consumer I survivors 

as staffpcrsons. Likewise, the tenn "cese manager" communicates that the role of the 

individuai involves piimary cam for the particular participant in question. For exarnple, 

a client of an ACT tcam may have many 'workers' but only one person has k«, 
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assigned the role of the "case manager." 1 believe that it is absolutely imperative that 

language be used in a way that is respectful of people. Concumntly, however, 1 also 

believe that in order to have a clea. discussion of ACT the most appropriate tenns to 

use, although unfortunate on a personal level, an those that are univeisally used to 

describe the specific roles involved. 



CHAPTER 1 

Introduction and Statement of Topic 

Overview 

Although it has been in practice since 1970, the Assertive Community Treatment 

(ACT) model has received renewed interest fiom the mental health field. in recent years 

speciai issue publications such as those found in the Administration and Policv in 

Mental Health. 25(2), 1997, and the American Journal of Orthopsvchiatrv. 68(2), 1998, 

provide overviews of past research on ACT and outline cunent research being done in 

the area. The designation of ACT as the most effective s e ~ c e  delivery model for 

community treatment in the U.S. by the National Alliance for the Mentally III (NAM) in 

1996, indicates a growing recognition of the ACT model by the mental health field. In 

Canada, the Ontario Ministry of Health has recently endorsed ACT as the service 

delivery mode1 of choice (Health Systems Research Unit, Clarke h i t u t e  of Psychiatry, 

1998) and has provided 1 1.8 million dollars in funding to establish 21 cornrnunity-based 

teams that will provide seMces for up to 1,650 people with psychiatric disordea of a 

severe nature (Ontario MUiistry of Health, 1998). Research into ACT has typicaily b e n  

quantitative; an anempt has k e n  made to objectively measure the clinicai affects of 

these programs on individuals with psychiatric disorden. These studies have 

consistently found that a significant number of individuals who receive ACT services 

experience lower re-hospitalisation mes and pater syrnptom stabilisation than 

individuais receiving simiiar services (Burns & Santos, 1995; Mueser, Bond, Drake & 



Resnick, 1998; Olfson, 1990). Despite the success of the ACT model in these areas, 

however, many individuals in the mental health field, including psychiatric consumer / 

survivors, have criticised the ACT model for king a product of the biomedicd approach 

(Carling, 1995; Mueser et al., 1998; Nugent & Spindel, 1998). These criticisms of the 

ACT model stem fkom the apparent emphasis thar is placed on treatment and medication 

management over and above psychosocial and rehabilitative services. According to a 

description of ACT by Drake and Burns (1995), ACT services are "andogous to care in 

a hospital" (p.667). The focus on syrnptom reduction through the promotion of 

medication compliance, and the primary importance placed on the role of the 

psychiatrist, raises concems regarding the consequent de-emphasis on cornmunity 

involvement, farnily and community -building (Nugent & Spindel, 1 998). 

The gap between the medical effectiveness of ACT (in terms of decreased 

hospitalisation and symptomatology) and the apparent lack of focus on psychosocial 

aspects of care (such as community integration) has created a divide within the mental 

health community. Proponents of the ACT model (primarily mental health service 

providers and farnily members) argw that individuals with psychiatric disorden are able 

to maintain lives in the community primarily as a resdt of the assertive attention that has 

k e n  paid to medication compliance and symptom management. Opponents of the ACT 

model @rimarily academics and psychiatric consumer I survivors) argue that the 

entrenchment in medical philosophy and the lack of a more prominent focus on 

psychosocial aspects of rehabilitation nnder the ACT model uaable to mily empower 

and integrate clients into the community. 
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Both the research that examines clinical outcornes of ACT and the research that 

critiques it are missing one essential ingredient, the subjective experience of the ACT 

client. Although much of the literature that critiques ACT has been contributed to in 

some form by psychiatrie consumer I survivors, these are not individuals who were 

cumntly receiving .4CT services at the time that the resuirch was conducted. The voice 

of the ACT client is a critical missing element in the currently available body of 

knowledge regarding ACT. Rather than conduct research that simply adds fuel to the 

debate, it would be more helpful to try to understand the meaning that clients attribute to 

their experience within the ACT program. 

An alternative way of researching ACT. which might help us to understand it more 

fully, is to acknowledge that each individual experiences the ACT program differently 

and each experience will mean sornething different to each client. To gain an 

understanding of the clients' experiences, educaton and researchers should invite the 

clients to talk about their experiences with the AC? pro-. By exploring the 

experience of clients, insights will be uncovered that will provide meaning and 

understanding. This knowledge will help guide service providers, researchea and health 

planners to ensure that the services offered by ACT are based upon a deeper 

understanding of the meaning of the ACT experience for clients. 

One way to begin to truiy undentand the experiences of the ACT cüents is to ask the 

question: how do clients experience Assertive Comrnunity Treatrnent? This question 

has guided the focus and choice of methodology for this study. A heightened 

understanding of clients' experiences can offer an essential piece to the discussion of 



ACT both in terms of service provision and policy decision-making. 

Personal Interest in Pursuina This Research 

An important premise of the phenomenological approach is the concept of epoch, 

wherein ''the researcher brackets his or her own preconceived ideas about the 

phenornenon to undentand it through the voices of the informants" (Field & Morse, in 

Creswell, p. 54.1998). in my research the issue that 1 am reflecting on is ACT. My own 

perspectives on ACT have been affected by two contradictory experiences. On the one 

hand, my firm employment experience in my field was as a service-provider in a 

hospital-based ACT prograrn. Although 1 was employed on a contractual bais  and only 

held the position for 6 months. 1 was greatly influenced by the program, my colleagues 

and the general program philosophy. In my opinion the generai phiiosophy held by 

program staff and many clients was that the ACT program had k e n  instrumental in 

providing oppomuiities for individuals who had been diagnosed with severe and 

persistent mental illness to [ive in the community. 

Many of the clients fiom this program had been institutionalised for approximately 

10- 1 5 years, in some cases for as long as 20 yean. As a se~ce-provider one of my 

roles was to CO-facilitate a "recovery group." This was a 16 session discussion group 

based on the Recovery Handbook (Spaniol, Koehler & Hutchinson, 1995) that was 

facilitated by myself and another ACT semice provider with 1 2 ACT clients. A main 

cornponent of this recovery group was to have clients reflect upon their own recovery 

and what it meant to them. 1 was always smick by the stories of empowerment that 

accompanied the recovery of individuals who had been institutionaiised for extremely 
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long penods of time. For many of these individuals family contact no longer existed 

(either because farnily members were deceased or because too many bridges had been 

bumt); they possessed linle knowledge of daily living skills (most likely attnbuted to 

long-term institutionalisation); and they were very apprehensive about leaving hospital 

grounds and vennuing into the larger community (again likely attributed tu long-term 

institutionalisation). To listen to the stories of hope and fblfilment that many of these 

clients attributed to entering the cornmunity with the help of the ACT team was an 

inspiration to me. 

Afier this contract position was complete 1 decided to pursue an MA degree in 

comrnunity psychology. Community psychology is the study and application of 

psychology for the purpose of bettering the lives and experiences of marginalized 

people. As Walsh-Bowers (1998) States in his review of the history of community 

psychology in Canada: 

cornmunity psychology is the applied subdiscipline [of psychology] 

that is explicitly onented to developing applications of psychological 

theory, values, and research for the purposes of preventing social, 

economic, health, and mental health problems; improving the 

quality of life and well-being, particuiarly for marginalized groups; 

and building the sense and d i t y  of comrnunity and empowerment 

(Walsh-Bowers, 1998, p. 282). 

Community psychology is based heavily in the values of caring and compassion, 

health, self4etemUaation, human diversity, and social justice (Rilleltensky & Nelson, 
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1997) and is framed within an action-onented approach. When applied to the mental 

health field, community psychology is concemed with improving the quality of life of 

psychiatric consumer I survivon thtough community support and social action. 

During my midies in community psychology many of my previous thoughts and 

philosophies with regard to the mental health system were challrnged. When 

community psychology values are applied to the ACT model many questions arise as to 

whether or not the services provided by ACT promote empowerment, self - 
detemination and social justice for psychiatric consumer / survivors. It is considered 

that ACT follows a medical model approach to service that does not provide the 

independence and community integration that is needed by dl individuals. Questions 

therefon arise as to whether or not ACT teams inadvertently isolate clients from the 

very communities that they try to integrate them with. The question arises as to whether 

ACT teams concentrate too much on clinical issues, such as medications and 

symptomatology, and not enough on including rehabilitative and social services such as 

vocational, educational and social support. 

During my first year of the community psychology program I had the opportmity to 

listen to Diana Capponi, a psychiatric consumer I advocate speak about her thoughts on 

ACT. She expressed that nom her view point the ACT model provided too many 

srnices for clients which in tum impinged upon the client's independence and 

ultimately their ability to be empowered. Additionally, Diana expressed concern that the 

ACT model promotes an in vivo approach that ensures that al1 services are pmvided by 

the team and hence interferes with m e  comxnunity integration; in other words clients are 
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in the community but not a part of the cornmunity. 1 felt myself caught between my 

previous experience as a service-provider with an ACT team and what 1 was learning as 

a student of community psychology. Many questions came to mind; What about the 

individuais who 1 had heard express such feelings of empowerment as a result of king 

integrated into the community by an ACT team? Had they not really been empowered 

but only thought so? Could they have been more empowered? Was there an alternative 

way for individuals who had been institutionalised for up to 20 yean to rejoin the 

community? And ultimately - was ACT a reprehensible model that only served to 

disempower and restrain psychiatrie consumer ! survivors or was ACT a necessary 

initial step in the recovery of individuals who had k e n  institutionalised on a long-term 

basis? In my quea to detemine where I stood on the issue of ACT. it occuned to me 

that there was a very important piece of information that 1 was missing - what do the 

clients think? 1 felt that 1 eould not fornulate a tnily infoned opinion on ACT without 

fint accessing the subjective experience of ACT clients. I also felt that it was important 

to add the stones of ACT clients to the existing knowledge of ACT in order to facilitate 

a broader and more cornprehensive discussion of the model. 

1 have made this thesis, therefore, my quest to access the voices and stones of ACT 

clients. in the process 1 dso hope to put to nst some of my own questions and dilemmas 

with regard to the issue of ACT. 



CHAPTER II 

Review of Relevant Literature 

Assertive Community Treatment 

In this chapter I present the histoncal development of ACT as well as the premises 

for each side of the debate regarding its efficacy. I also review the values and 

asmptions associated with three paradigms in mental health (Carling, 1995) in order to 

situate each of the arguments within a larger philosophical context. 

Historical Backaround 

In order to acquire an understanding of ACT, it is first helphl to review the historical 

context that preceded and surrounded the development of this model. The 

deinstitutionalisation of individuals with psychiatric disorder, that began in the 1950's 

and still continues today, transferred the care of institutionalised individuals h m  the 

psychiatric hospitals to the comrnunity (Mechanic & Rochefort, 1990). The early years 

of deinstitutionalisation were characterixd by inadequate care and housing, undue 

farnily burden and neglect of the rights of individuals with mental iIlness (Mechanic & 

Rochefort, 1990; Mowbray. Collins, P l u ,  Masterton & Mulder, 1997). Many 

individuals who had once been instinitionaiised had difficulty negotiating their way 

around the ofien fiagmented social service system that existed in the community . 

According to a mdy by Mechanic (1991 ), the majority of individuais who had been 

previously institutionalised lacked initiative and possessed a limited ability to advocate 

on their own khalf. Cowquently, many individuais with severe psychiatric disorder 

experienced great difficulty in accessing community-based services such as public 
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tnuisportation, financial services and community housing. As a result of their inability 

to cope with aspects of daily living, the majority of individuals experienced high re- 

hospitalisation rates and often functioned poorly between hospital admissions (Mechanic 

& Rochefort, 1990; Stein, Test & Marx, 1975). 

in order to increase the likelihood of success for individuals with psychiatrie 

disorders in the cornmunity, much effort was put into developing models of service- 

delivery that would assist individuais with daily living skills as well as treatment (Test, 

198 1). The ultimate aim of these models was to provide intensive support to help 

consumer I survivoa maintain their lives in the community (Test, 1992). 

The TCL Mode1 

The most prominent senice delivery model was the Training in Community Living 

(TCL) model developed by Stein, Test and associates in 1970. The TCL model was fust 

described by Marx, Test and Stein (1 973) as an alternative to hospital treatment that 

focused on providing patients with the coping skills and independence required to 

maintain their lives in the community. 

The original TCL model was comprised of 61 former inpatients of the Mendota State 

Hospital who were detemined to be at risk for repeated hospitalisations (Maoc et al., 

1973). Al1 6 1 former patients of the hospital were placed into the community and linked 

with TCL staff who provided services focused on the acquisition of skilis that were 

wcessary to live in the community. Al1 of the treatment services were provided in the 

community. A particdar emphasis was placed upon not re-hospitaiising anyone who 

was king managed in the commUIUty if at al1 possible. StaEwere required to relate to 
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clients as responsible individuals and to develop close working relationships with other 

community agencies. 

Clients lived in a variety of places within the community including the local YMCA, 

YWCA, hotels, apartments and boarding houses. The treatment provided by the TCL 

program consisted of a "full scheduie" of daily living activities in the community which 

included ongoing pharmacotherapy (Marx et al., 1973). Marx et al. (1 973) descnbe the 

support provided by staff as 'motivating, supponing, and ofien being by patients' sides 

day and evening" (Marx et al., 1973, p. 506). Vocationally, clients received intensive 

assistance in locating jobs in the community or in sheltered workshops. Staff are 

described as being in daily contact with clients and their job supervison in order to aid 

with on the job problems. Assistance with activities of daiiy living usuaily addressed 

mch things as laundry. house cleaning, shopping, cooking, grooming, budgeting and the 

use of public transportation. M m  et al. (1973) describe the Frequency of client-staff 

interaction as "daily, even hourly, contact of staff with patients" which was "gradually 

diminished based on each patient's progress in the treamimt program" (Marx et al., 

1973, p. 506). 

Two individual studies were performed on the original TCL mode1 (Marx et al., 

1973; Test & Stein, 1978). The fim midy perfomied by Marx et aL(1973) involved 61 

inpatient clients at Mendota State hospital who, at the time of the snidy, had k e n  

hospitalised between 3 and 18 months. Each of the 61 participants had been determined 

by hospital staff as being "not cumntly capable of sustained community living" (Marx 

et al., 1973, p. 506). 



1 1  

Stuciy participants were randornly assigned to either the Training in Community 

Living experimental group (Community Treatment Group, CTG, n = 2 1 ) or to one of 

two control groups; the Research Unit Controls Group (RUC, n = 20) or the Other Units 

Control Group (OUC, n = 20). The RUC group remained in hospital and received 

inpatient treatment fiom the same clinicians involved in the CTG group while 

participants in the OUC group received inpatient treatment fiom their refemng wards. 

The treatment given to the experimental group is described by Marx et al. (1973): 

Patients were given sustained and intensive assistance in finding a job or 

sheltered workshop placement . . .. Patients were aided in the constructive 

use of leisure time and development of effective socialisation skills by 

staff prodding and supporting their involvement in relevant community 

recreationd and social activities . . .. This frequently included staff 

members accompanying patients to such functions on a regular basis 

(Marx et al., 1973. p. 506). 

The results of this snidy indicate that afier five monihs of treatment, participants in 

the experimental group had experienced significantly less time in hospital and more time 

in semi-sheltered settings than either control group. Additionally, the experimental 

group achieved higher levels of occupational fùnctioning than controls but did not 

improve significantly with regard to psychiatnc symptomatology. 

The second snidy performed on the TCL model by Test and Stein (1 978) was 

intended as a follow-up to the study by M m  et al. (1 973). This study involved 130 

study participants randomly assigned to either an experimental group (n = 65) who were 
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assigned directly to the TCL mode1 (never entering hospital) for 14 months before being 

integrated into existing comunity agencies or to the control group (n = 65), which 

received in-hospital treatment for as long as necessary before k ing  Iinked with 

appropnate community agencies. Assessment data were collected on smdy participants 

at baseline and every 4 months for 28 months. The resuits of this foilow-up study 

replicated those found by Marx et al., (1 973). It was found that participants in the 

experimental group expenenced significantly less time in hospital than the control 

group. Additionally the experimental group spent significantly less time unemployed 

and earned significantly more money as a result of full-time competitive employment. It 

is important to note, however, that no more tirne was spent by experimental participants 

in full-time competitive employment than convol participants. Of great importance was 

the finding that study participants in the experirnental group experienced significantly 

reduced psychiatric symptomatology as compared to the control group. Experimental 

participants were also found to be significantly more satisfied with their life situations 

than controls at 12 months. 

Follow-up results (Stein & Test, 1980) h m  this audy, however, indicated that once 

experimental participants "graduated" fiom the TCL program and were receiving solely 

traditional community programming, gains that had been seen up to the 14 rnonth period 

began to diminish sipificantiy. nie= was a gradua1 increase in hospital use after 

participants left the prognun. Time spent in hospital doubled for the experimental group 

while hospital use by the control group remained stable. There was a steady decline in 

~ ~ c i p a t i o n  in sheltered workshops, and there was no longer any significant difference 



between experimental and control participants with regard to social adjustment, 

satisfaction with life and psychiatric symptomatology (Stein & Test, 1980). 

In sumrnary. studies on the original TCL mode1 (see Table 1)  indicate that during the 

time in which subjects actually participate in the program they are significantly more 

IWy to experience deçreased hospitalisation and psychiatric symptomatoiogy and 

increased employrnent in both sheltered and competitive positions. Results aiso 

indicate, however, that once participants are no longer receiving TCL treatment the 

likelihood of experiencing any of these gains drops significantly. 





Replications of the TCL Model: Assertive Cornmuni& Treatment 

Fidelity. Many replications of the TCL model have been put into place since the 

results of the original model were first published. The replication models are referred to 

as either Programs for Assertive Cornmunity Treatment (PACT) or simply Assertive 

Cornmunity Treatment (ACT) teams. According to McGrew, Bond, Dietzen and Salyers 

(1 994), there is great variation in the degree to which these programs replicate the 

elements of the original TCL model. The degree to which a program adheres to the 

original model is refened to as fidelity. The study by McGtew et al. (1994), that 

examined 18 programs using the Index of Fidelity of ACT (IFACT). indicated that "later 

generation programs differed fiom earlier generation prograrns both in terms of lower 

fidelity (replicated the elements of the original model to a lower degree) and in 

decreased program impact in reducing days hospitalised" (McGrew et al., 1994, p. 675). 

In other words, although the replicated programs are based on the model, each program 

has not been implemented to conform exactly to the original model. Also, the more 

recent a program has been implemented, the less likely it is to place as large of a focus 

upon reduction of days in hospital (McGrew et al., 1994). Another major way in which 

more recently implemented ACT programs differ fiom the TCL model are with regard to 

long-terni treatment. Many ACT prognuns now provide non the-limited treatment 

allowing the clients to stay and receive treatment on an indefinite basis. 

Drake and Burns (1995) describe the ACT model as consisting of a multidisciplinary 

team of support Etaff which provides continuous, individdised treatment and support 

for an unlimited p#id of the. ACT teams purportedly provîde al1 of the supports that 
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are necessary to assist clients in maintainhg basic living requirements in a community 

environment (Mueser et ai., 1998). 

These services include a range of medical and psychologicai services, including: 

assistance in meeting basic financial needs, learning basic living and self-care skills, 

intensive care propams. outpatient treatment services offering both medications as 

required and practical problem-solving therapies, adequate residential support and 

supportive services to family memben and other cornmunity residents (Bachrach, 1988; 

Mechanic, 199 1 ; Test, 198 1 ). The focus of these services is concentrated into five major 

areas: (a) vocational and work related skills, (b) activities of daily living, (c) social and 

recreational activities. (d) family support and (e) medications, psychotherapy and 

nursing care (Estro ff, 1 98 1 ). 

Ontario euidelines. The Ontario govemment has recently published guidelines for 

ACT teams practising in Ontario. These guidelines state that al1 ACT teams are required 

to meet the following criteria: (a) staff make-up will be multidisciplinary in nature, 

including both a psychiatrist and a psychiatn'c nurse; (b) the team will consist of between 

10- 12 full time staff, with a staf%consumer ratio of between 1 :6 to 1 : 12; (c) programs 

will provide assertive outreach that takes place in the environment of the consumer's 

choice; (d) interventions and services will be provided on an individualised basis; (e) 

services will be made available 24 hours a day, 7 days per week, 365 days per year; ( f )  

the program wil1 maintain on-going links with existing cornmunity services; (g) 

appropriate monitoring and evaluation mechanisms will be irnplemented to e m  that 

program design and intention are met; and (h) the purpose of the team will k to meet 
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the needs of individuals with severe mental illness (Ontario Ministry of Health, 1998). 

Review of outcome studies. Over the past two decades the ACT mode1 has becorne 

increasingly well known in the field of community mental health. To date over 40 

empirical studies regarding ACT exist in the literature (Mueser et ai.. 1998) and 

currently practising ACT teams exist in over 30 U.S. States (Deci, Santos, Hiott, 

Schoenwald & Dias. 1995). 

1 have chosen to review 19 of the major randomised controlled trials that have been 

reported on ACT programs up until May 1999 (including the original studies by Marx et 

al., 1973; Stein & Test, 1980; Test & Stein,1980). Table 2 provides a summary 

description of these studies. Each study has been reported in ternis of the effects of 

treatment on the experirnental group. 

The majonty of these studies indicate that ACT services result in less time in hospital 

for clients. Nine out of the 19 studies reviewed reported findings that participants who 

received ACT services experienced significantly less time in hospitd than controls who 

did not receive ACT services (Bond, Miller, Knunwied & Ward, 1988; Bush, Langford, 

Rosen & Gott, t 990; Essok & Kontos, 1995; Hoult, Reynolds, Charbonneau-Powis, 

Weekes & Briggs, 1 983; Lehman, Dixon, Keman, De forge, Co~ol ly ,  Muijen, Audini, 

McNamee & Lawrence, 1997; Marks et al., 1994; M m  et al., 1973; Stein & Test, 

1980). Hospitalisation was the one variable most often found to be significant, m a h g  

it the one consistent finding across studies. 

Next to hospitalisation the most reponed finding among the 19 studies was a 

significant increase in independent Living for individuals who receive ACT senices 
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(Essok & Kontos, 1995; Lehman et al., 1997; Marx et al., 1973; Morse, Calsyn, Allen, 

Tempelhoff & Smith, 1992; Morse, Calsyn, Klinkenberg, Ttusty, Gerber, Smtih, 

Tempelhoff, Ahmad, 1997; Stein & Test, 1980). independent living refen to a "living 

situation in which the client lives in the comrnunity where there is no 'built in' 

psychosocial support" (Marx et al., 1973, p. 5 1 0). ACT clients also experienced 

significantly decreased symptomatology (Hoult et ai., 1983; Marks et al., 1994; Morse et 

al.. 1997; Stein & Test, 1980) and increased satisfaction with services (Chandler, 

Meisel, McGowen, Mintz & Madison, 1996; Hoult et al., 1983 ; Marks et al., 1994; 

Morse et al.. 1992: Morse et al., 1997) in a moderate (4 and 5. respectively) number of 

the studies. 

The majority of studies tested for experimental effects with regard to treatment 

outcornes, such as hospitalisation, symptomatology and satisfaction with services. It is 

important to note that psychosocial variables were less likely to be inciuded as indicators 

in the studies. Only 7 of the 19 studies used vocational functioning as an outcome 

variable (Bond, McDonel, Miller, Pensec, 1991; Hoult et al., 1983; Marks et al., 1994; 

M m  et al., 1973; Morse et al., 1997;1982; Stein & Test, 1980). Of these seven studies 

only two reported any significance for the experimental group with regard to vocational 

functioning (Mm et ai., 1973; Stein & Test, 1980). Both of these snidies incoiporated 

specific vocational components into the ACT program. Meuser et al. (1 998) suggest that 

the incidence of vocational significance for programs that incorporate speciaiised 

pmgramming may indicate that improvement in vocational fiinctioning is due to the 

vocational component itseif and not to ACT per se. 
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Social adjustment has been defmed as the "quality of social relationships, the ability 

to meet social role expectations, or social networks" (Mueser et al., 1998. p. 42). The 

majority of randomised controlled studies that have used social adjustment as an 

outcome variable have found little to no significant improvement that can be attributable 

to ACT (Bond et al., 1 988; Bond et al., 1991 ; Chandler et al., 1996; Jene!& Hu, 1989; 

Lehrnan, Herron, Schwartz & Myers, 1993; Lehrnan et al., 1997; Marx et al., 1973; 

Mone et al., 1992; Muijen, Cooney, Strathdee, Bell & Hudson, 1994; Solomon & 

Draine, 1995a; Solomon & Draine 1 995 b; Stein & Test, 1980). Only three of the studies 

that incorporated social adjusmient as an outcome measure suggested any significant 

impmvement attributable to ACT (Bush et al., 1990; Marks et ai., 1994). 

Additionally. few studies have focused on quality of life as an outcome of ACT. 

Mueser (1 998) defines quality of life as a ''patient's subjective satisfaction with different 

areas of living such as housing, finances, relationships and health (Mueser, 1998, p. 

42). Of the 10 studies that investigated quality of life (Bond et al., 1988; Chandler et al., 

1996; Essok & Kontos, 1995; Hoult et al., 1983; Jernl& Hu, 1989; Lehman et ai., 

1997; Solomon & Draine, 1995a; Solomon & Draine, 1995b; Stein & Test, l98O), only 

four showed any significant improvement in the quality of  life of ACT clients (Chandler 

et al., 1996; Essok & Kontos, 1995; Stein & Test, 1980). Meuser et al. (1 998) suggest 

that these improvements may be more attributable to changes in hospitalisation or 

housing stability. 

In summary, clinical outcornes such as decreased hospitalisation and symptomatology 

have ken found to be faKly consistent findings across randomised contmlled trials of 
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ACT. The majority of the studies reviewed, however, did not incorporate rehabilitative 

and social supports as experimental outcomes on a consistent basis. This lack of focus 

on psychosocial services as indicators of ACT success suggests that the individuals 

researching ACT consider medically-oriented outcornes to be the primary focus of ACT. 

In accordance with the lack of focus on psychosocial ~Ztriûbles experirnentally, the fact 

that few significant effects were found in these areas also suggests a lack of focus in the 

provision of these types of services by ACT clients. 
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Qualitative Shidies of ACT 

The above reviewed studies of ACT are al1 quantitative in nature. Although 

quantitative mearch on ACT is very beneficial in ternis of producing objective, 

outcome findings, qualitative research can add to the understanding of the experience of 

ACT for clients. The only published qualitative study on ACT that 1 am aware of is 

Sue Estroff s book, Making it Crazv (1 98 1). This study is an ethnographic study that 

examines the culture in which ACT clients live. Estroff (1 98 1) explains her reasoning 

for choosing a qualitative approach to the study of consumer / survivors: 

1 regard out voyages into the experiential and daily world of the 

psychotic, the developmentaily different, the anxious, depressed, 

and excited as elementary steps toward an understanding of 

humanness that encompasses, appreciates, and invites differentness 

in living, thinking, and feeling rather than excluding, denigrating, 

and eschewing these individual variations (Estroff, 198 1, p. 16). 

Estroff s two-year study in which she embedded henelf in the daiiy culture of ACT 

clients, enabled her to "dixover the richness and diversity of the clients' world" 

(Estroff, 198 1, p. 249). One of the major findings of Estroffs work was that ACT 

clients seem to have less control over their time, space and resources than people in the 

cornmunity. However, observations of ACT clients also seemed to indicate that they 

experienced more control in these areas than individuals who were hospitalised. The 

ACT clients involved in Estroff s study tended to spend the majority of theù time with 

each othei. This phenornenon was attributed to lower income, lack of mobility and 
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decreased accessibility to living space. Estrofs work also drew attention to the lack of 

sufficient dmg-fiee alternatives as well as lack of encouragement within the mental 

health system to explore hg-f iee alternatives. Findings regarding work showed that 

clients of ACT often faced a "subtle discrimination [by the] cornmunity at large." Many 

empioyers wouid not hire clients who they evaiuated as empioyment risks (long histories 

of unemployment). Co-workers on volunteer jobs would often patronise clients and 

highlight their deficits. Additionally, alternatives offered by the mental health system 

were ofien seen by clients as hurniliating and degrading. Of great importance was the 

finding that the majority of ACT clients. while prefemng each other and psychiatric 

professionals for Company, ultimately preferred to be alone. Estroff hypothesised that 

this may be due to their own perception of differences between themselves and people 

outside of the ACT team and that clients did not view themselves as "regular" people. 

Criticisms of ACT 

ACT is often criticised by individuais who consider it to be a product of the bio- 

medical approach, which therefore, places a prirnary focus on producing treatment- 

oriented outcornes. such as reduced hospitalisation and syrnptomatology. This bio- 

medical focus can be seen in the many descriptions referring to ACT programs as king 

"much like hospital-based t~eatment" (Burns & Santos, 1 995, p.669; Marx et al., 1 973; 

Stein & Test, 1980). It is common, for example, for ACT staff to monitor clients' 

medication intake on a daily ba i s  (Burns & Santos, 1995; Drake & Bunis. 1995) and to 

devote a signiticant amount of SM tirne to rymptom assessment. 

Many critics of the ACT model, including psychiatric consumer I survivors, believe 
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empowennent. uue community integration and social justice (Carling, 1995). The 

power diflerential between the staff and clients of a mode1 that is based in the bio- 

medical approach becomes very apparent when you consider that mental health 

providers are viewed as professionais and psychiatnc consumer / s w i v o n  are viewed as 

patients or even clients (Carling, 1995). Critics of ACT claim that this power imbalance 

manifests itself in the form of social control (Nugent & Spindel, 1998). Social control 

exists when patients or clients are required to comply with medication regimens in order 

to continue to be eligible for services. Financial management is also a cornmon practice 

of ACT which socially controls clients by keeping their money in an effort to help them 

to decide what they should or should not spend their money on. Another form of social 

control that is cited by critics is the practise of providing continuous "observation" 24 

hours a day, seven days per week, 365 days per year. Although these social control 

practises are seen by proponents of ACT as ways of ensuring health (both physical and 

mental) and stabilisation for clients in the community (Drake & Burns, 1995; Marx et 

al., 1973; Stein & Test, 1980), critics of ACT point to the fact that these practices stand 

in the way of individual rights (Carling, 1995; Nugent & Spindel, 1998). 

A second area of concem regarding ACT lies with the scientific Literature itself. The 

concems lie with both the process uscd to undenake the studies and the outcome 

fbdings that were produced. With regard to process, many of the studies were 

conducted by nomindependent intewiewea and in many cases the relationship ôetween 

the nsearcher and those king researched is unclear. Fot example the person collecting 
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the data in many of the studies was the case manager. This causes much concern with 

regard to bias. Larson, Attkinson, Hargreaves & Nguyen, (1979) emphasise the need to 

ensure that evaluations of individuais with psychiatric disabilities is not biased toward 

the perspective of the service provider (see Clark, Scoll & Krupa, 1993 for a more in- 

depth review of staff introduced bias). 

Outcome findings produced by randomised controlled studies on ACT concentrate 

primarily on hospitalisation and symptomatology as indicators of ACT's success (see 

Table 1). The small nurnber of studies that have examined psychosocial or rehabilitative 

outcomes indicate that these are not seen as important aspects for determining ACT 

success. This fhding alone emphasises ACT's concentration on treatment-oriented 

outcomes, its entrenchrnent in the medicai model and suggests the inability of the model 

to deal with the whole individual. Of primary concem are the findings that have been 

produced fiom the few studies that have examined psychosocial areas such as 

vocational, educational, and social functioning. These studies have found few to no 

significant effects for clients (see Table 1). In fact the only effects that have been found 

for vocational fiuictioning are moa likely due to the addition of specialised 

prognunming, suggesting that the original guidelines are not sufficient for producing 

significant effects in this area. According to Mueser et al. (1998), ". . .if models of 

intensive cornmunity care are to improve the lives of persons with major mental illness, 

they will have to demonstrate more success than simply helping patients stay out of the 

hospitd" (Mueser et al., 1998, p. 63). 

In summary, Nugent and Spindel (1998) describe their thoughts on ACT 
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The PACT mode1 would seern to be a throwback to a tirne when the 

rights of those being "treated" were not of much concem to mental 

health practitionen. The degree to which current mental health 

workers and administraton are embracing PACT is partïcularly 

womsome for this reason. It points ro the absence of a grounding 

philosophy in cornmunity mental health practice, which has at its 

base, a solid respect for the autonomy and rights of individuals 

(Nugent & Spindel. 1998. p. 1). 

Paradiam Shifi 

In ordet to fully understand the ACT debate, it is important to undentand the shift in 

paradigms that has occurred since the conception of ACT. A knowledge of the different 

paradigms and the values that lie behind each is necessary in order to M y  understand 

the two sides of the debate. 

A paradigm may be viewed as a set of basic beliefs (or metaphysics) 

that deais with ultimates or first principles. It represents a worldview 

that defines, for its holder, the nature of the "world," the individual's 

place in it, and the range of possible relationships to that world and 

its parts, as, for example, cosmologies and theologies do. The beliefs 

are basic in the sense that they must be accepted simply on faith 

(however well argued); there is no way to establish their ultimate 

truthfiiiness (Guba & Lincola, 1994, p. 107). 

Carling argues that the field of mental health is cumntly undergoing a shift in the way 
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that it views individuals with psychiatric disorders or rather a shifi in paradigms 

(Carling, 1 995; Ridgeway & Carling 1 988; Zipple & Ridgeway, 1990). He contends 

that the fint paradigm commenced during the time of institutionahation (1 930-1 950) 

when individuais with mentai illness were looked upon as patients. 'This paradigm, 

nfened to as the medicai model or biomedical approach is charactensed by facility- 

based thinking that focuses exclusively on illness. According to Nelson, Lord and 

Ochocka (1996) the medical model is entrenched in the values of professionalism, 

institutionalisation, and places a primary focus on treating illness. 

The second paradigm, according to Carling began with the rehabilitation rnovement 

(1970-1 989) when individuals with mental illness were viewed as service recipients 

(Carling, 1995). This school of thought was most influentid in terms of community 

planning and mental health policy in the early and mid 1980s (Spaniol, Zipple, Cohen, 

1991). This paradigm is viewed by Carling (1 995) as a "transitional" period in which 

individuals with psychiatric disorders were seen prirnarily in terms of their disabilities 

and were viewed as service recipients (clients and consumer / survivors). The 

rehabilitative school of thought developed out of a need for increased cornmunity 

services for individuais with severe mental illness (Anthony & Blanch, 1989). The 

approach focuses on the provision of community treatment, decreased re-hospitalisation, 

and life ski11 development for individuals with severe mental illness (Nelson, Walsh- 

Bowers & Hall, 1998). Unlike the medical mode1 which focuses primarily on 

medication, psychosocid rehabilitation recognises the need for support around the 

development of coping skills (i.e., stress management, interpersonal relations, 



29 

budgeting). The rehabilitative approach places a greater emphasis on the values of de- 

professionalism, comrnunity orientation, and a focus on psychosocial deficits (Nelson et 

ai., 1996). 

Carling (1995) puts forth the notion that a third paradigm has begun to emerge in the 

1990s in which individuals with mental illness are seen as citizens with rights to 

complete community participation and integration (Carling, 1995). This new paradigrn 

emphasises change at both systemic and individual levels (Nelson et al., 1998) that 

promotes viewing individuais as "citizens who . . . share with al1 citizens the potential 

for, and nght to, full community participation and interaction" (Carling, 1995. p. 3 1). In 

practise this approach promotes the use of the community as a resource, the use of 

supports based on reciprocal relationships, and the centraiisation of power around the 

individual (Carling, 1995). Consistent with this shift, Trainor, Pomeroy and Pape 

(1993) have developed a h e w o r k  for the provision of support to individuals with 

mental illness. The framework emphasises a centralisation of power around the 

individual and the various groups providing support. Also, equivalent services are 

provided by consumer groups, family, friends, and generic cornmunity groups as well as 

by mental health professionds. The empowement-cornrnunity integration approach 

promotes the values of informal supports, community integration and a holistic focus on 

individual m g t h  and potentid (Nelson et al., 1996). 

By viewing ACT in relation to the various paradigms we can see how the ACT mode1 

emerged h m  the valucs of the biomedical approach. The emphasis on treatment as 

seen in the importance placed on outcornes such as decreaxd hospitalisation rates and 
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psychiatrie symptomatology is clearly a product of the illness focused rnedical paradigm. 

1 would argue, however, that the reduction in emphasis upon decreased days in hospital 

noted by McGrew et al. (1 994) as a fidelity issue for more recently implemented ACT 

programs, is a reflection of a change in philosophy and possibly an effort to bring the 

ACT model more in line with a rehabiiitative philosophy or approach. The TCL model 

was implemented in the early 1970's just as the second paradigm was forming. The 

TCL mode1 therefore, followed the traditional. medical model way of thinking. As 

replications of the TCL model were implemented though (especially during the 1980s 

when the rehabilitation paradigm was at its influential peak), the focus changed fiom a 

medically-oriented focus to a slightly more psychosocially-based focus. 

Criticisms of ACT, on the other hand. clearly corne from the empowement- 

community integration paradigm. The concems that are being expressed about the ACT 

model are entrenched in the values of empowerment. community integration and 

diversity. The empowerment-cornmunity integration approach has thne key underlying 

values: (a) stakeholder participation and empowerment, (b) community support and 

integration, and (c) access to valued resowces. Stakehoider participation and 

empowement refen to the process by which individuals increase the amount of input 

and control that they have over their lives (Rappaport, 1987). Conversely, the 

biomedicd approach attributes the label of expert to the service provider while the 

consumer is viewed as a patient or client (Nelson et al., 1996). This situation creates an 

imbalance in the power that is distributed between sewice-providers and consumer I 

survivors. The commwiity integration - empowerment approach shib this power 
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imbaiance into a sharing of power between service providea and consumer / survivors. 

This shift in thinking is facilitated by the belief that both consumer ! survivors and 

service-providers have something valuable to contribute and l e m  (Nelson et al., 1996). 

The value of community support and integration emphasises the notion of community 

belongingness. In order to become a part o f  community (as opposed to ssimply being in 

the community) individuals need to become integrated into normal community settings 

(Carling, 1995). The biomedical approach works mainiy with individuals with mental 

illness in institutionaiised environments. Even in instances where the approach may be 

used in the comunity (Le., with ACT teams) the service is usually in vivo and often 

does not utilise outside community services to a very large extent. The shift in thinking 

that accompanies the emerging paradigm places an emphasis on the mutual growth 

potential that can corne fiom enabling individuals with mental illness to fully integrate 

into society (Nelson et al., 1996). 

The third key concept of the empowerment-community integration approach is access 

to valued resources. This concept, also known as distributive justice (Prilleltensky, 

1994), encourages equil standards of housing, work, income, and education for 

marginalized people (Nelson, Wiltshire, Hall, Peirson & Walsh-Bowen, 1995). The 

biomedical approach of'ten addresses such needs by providing specialised pro- that 

lead to stigma and segregation frorn society (Nelson et al., 1998). The community 

integration - empowerment approach, on the other hand, places a priority on providing 

normalised oppomuiities and living independently in the comrnunity (Nelson, et al., 

1998). 



CHAPTER iII 

Conceptual Framework 

Conce~tual Frarnework 

Ouaiitative A~~roaches to Research 

Methodology refea to the philosophic framework and the fundamental assumptions 

upon which the study will be based (Van Manen. 1990). The methodology that gcides 

this study is entrenched in the qualitative approach. In this chapter, 1 describe some of 

the significant differences between the ernpiricai-scientific approach and the qualitative 

approach in order to justie my choice of the latter. Within the qualitative perspective 

there lies five traditions. I briefly explore these traditions and provide a rationale for the 

use of the phenomenological perspective in this study. 

The empirical-scientific approach examines human behaviour which in tum is 

monitored, objectified, systematised and then rationalised into specific stmcnirtd 

findings (Patton, 1990). ï h e  obvious argument that exists with regard to this approach 

is that it can only answer quantifiable questions such as "is there a decrease in the 

number of days spent in hospital for individuals who receive ACT services?" 

Although a strict adherence to what is measurable is important when one wishes to draw 

cause and effect conclusions fiom the data, it often cornes at the expense of leaming 

more about the subjective experience of the phenornenon. For example, snidies 

examining ACT have primarily focused on the behaviour of those individuals who 

receive ACT services Le., amount of the  spent in hospital, the degree to which people 

use non-hospital senices and the number of thes people are cornpliant with their 
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medication. This form of inquiry provides us with a knowledge of general trends across 

a number of people and allows us to measure improvement and declines in these 

trends. While this knowledge is extremely important in program planning and policy 

development, it is also important that the policies that we develop and the programs we 

implement take into consideration more than just general wnds. Consider for a moment 

a student whose grades have fallen during a period of farnily turmoil. If one's only 

source of knowledge was based upon the lowered grades themselves one may conclude 

that the problem is that the student is not grasping the matenal. This conclusion, 

although not incorrect, is only half of the picture. Were one to delve M e r  hto the 

student's expenence of the course, one would discover that the reason why the student is 

not grasping the material is because thoughrs of her family problems are interferhg with 

her ability to concentrate on the lectures. The added knowledge of why the girl is having 

difficulty will bener enable her teacher to help her. It is important, therefore, that one 

consider multiple sources of knowledge when investigating a phenornenon. 

The qualitative approach offers a way of researching subjective phenornena such as 

the lives of individuals. social movements and interrelationships (Strauss & Corbin, 

1990). Strauss and Corbin (1 990) describe the requisite skills involved in conducting 

qualitative research as the ability "to step back and critically analyse situations, to 

recognise and avoid bias, to obtaùi vaiid and reliable data, and to think abstractly'' ( p. 

8)- 

The purpose of this study is to examine the subjective experience of ACT clients. 

nie quantitative approach of monitoring and objectifying behaviour clearly would not 
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be able to provide insight into such a subjective phenomenon as experience. Qualitative 

methods, on the other hand, enable the researcher to capture an individual's subjective 

experiences in a holistic marner through critical analysis. 

Within qualitative methodology there are five main traditions: biography, case study, 

ethnography, grounded theory, and phenomenology (Creswell, 1998). 1 wiil briefly 

describe each tradition and provide a more extensive account of the tradition that 1 have 

chosen: the phenomenological approach. A biographieai study focuses on the study of 

the individual and her or his experiences as described to the reseatcher. This type of 

study explores the entire life story of an individuai and is written by a second party, 

narnely the researcher (Creswell, 1998). As opposed to the holistic nature of the 

biographical study, the focus of a case study is on the study of a particular case or 

situation. The case may be a program, event, activity or individual but it must be bound 

or situated within a single setting. The data that are collected for a case study are a 

collective of multiple sources such as observations, interviews and relevant documents 

(Creswell, 1998). An ethnography differs from a biography or case study in that it 

provides a descriptive and interpretative account of a cultural or social group (Creswell, 

1998). The ethnographie researcher observes the behaviour and customs of individuals 

who are bound together in a cultural group. Altematively, the intent of a grounded 

theory, is to generate or discover a theory about a phenomenon and then paint a Msual 

picture of this phenomenon (Creswell, 1998). The researcher is interested in how 

individuals act and react to the phenomenon. There is an attempt to relate emerging 

themes to fonn a conceptual scheme. Phenomenology, on the other hand, provides us 
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with a way of capturing the inner feelings, thoughts and ideas of a personal experience. 

This approach is concerned with extracting fiom an individual what a particular 

phenomenon means to them in al1 its intncacies 

The Phenomenolo~ical Perspective 

The importance of phenomenology lies in the perspective of the approach. nie 

phenomenological approach has at its core the personal experience of the individual. 

The purpose of the phenomenological method is to describe the experience in a way that 

captures the detail and full essence of the phenomenon without analysing, judging or 

explaining it. The researcher simply wants to understand a new experience and then 

ailow a new understanding of this experience to become part of the knowledge base 

(Moustakas, 1994). 

The challenge for this study will be to describe the experience of ACT and how the 

thoughts and feelings related to the experience of ACT affect the relationship to oneself 

and others. In the process of developing a description of clients' experiences of ACT, 1 

hope to discover what ACT is and means to clients. 

The insights gathered through a phenomenological midy will not provide a personal 

history of an ACT client, nor a study of ACT clients in a particular situation, nor still an 

interpretative account of the ACT culhue nor a substantive theory regarding the 

generalised experiences of ACT clients. The phenomenological approach will provide 

us with the meaning anached to an experience of a particular phenomenon, "to 

detennine what an experîence means for the persons who have had the experience and 

provide a comprehensive description of it. From the individual descriptions, generai or 
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experience (Moustakas, in Creswell, 1998, p. 13)." For the purposes of this study, the 

phenomenological approach is used to uncover the experiences, perceptions and 

interpretations of ACT clients. 

There are four core tene ts associated with the phenomenological approach (C reswel l, 

1998). The fim, a return to the fraditional tush ofphilosophy, reflects a desire to 

r e m  to a pure philosophy which is devoid of empincal science. The second tenet, a 

philosophy vithout presuppositions, reflects a suspension of al1 judgement regarding 

what is real until a greater foundation for judgement is provided. The third tenet, 

intentionah?y ofconsciousness, represents the assumption that the reality of a 

phenomenon is completely interrelated with one's conscious experience of it. The 

refual of fhe subject-object dichotomy is the fourth tenet. This is the idea that the 

perception of a phenomenon is interrelated with the meaning that the experience holds 

for an individual. 

Too often the knowledge that we posses regarding a phenomenon is based on 

extemal observations. Too ofien it is this type of knowledge that decisions and policies 

are based on. We need to incorporate fint hand knowledge and knowledge based on 

experience into the repertoire of knowledge that underlies policy-making decisions. 

Previous Oualitative Rescarch with Consumer / Survivors 

Although I am not aware of previous studies that have utilised the phenomenological 

appmach to examine issues regardhg ACT, other qualitative approaches have ken used 

to exaInine issues regarding both psychiatrie consumer / survivors generally and ACT 
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specifically. In order to determine the perceived community needs of consumer/ 

swivors Lord, Schnan and Hutchinson (1 987) conducted a qualitative study in order to 

gain insight and understanding into the needs of psychiavic consumer I survivors and the 

significance that they attnbute to these needs. According to Lord et ai. (1987), the 

qualitative approach embled the researchers to access the consumer voice which 

provided the study with a consumer perspective of needs. This personal perspective, in 

twn, enabled the researchers to "grasp dilemmas and contradictions faced by powerless 

people" (Lord et al., 1987, p. 34). The wealth of information that was derived from 

using the qualitative approach in this study allowed the researchers to determine that 

many consumer / survivors felt strong community needs in the areas of employment, 

housing, money and self-help groups. Issues regarding stigrna, fiiends and suppon were 

ovemding themes, which came up regarding al1 areas of cornmunity life. This rich 

interpretative data could only have been accessed through a qualitative methodology. 

To my knowledge, ody Estroff's (198 1) work has examined ACT fiom the 

perspective of the client. EstrofYs work allows us to vicariously experience the ACT 

culture through her observations. The curreni study is meant to add to the knowledge 

provided by Estroff s work by examining the meaning of the ACT experience for ACT 

clients. 

Research Pumose and Questions 

Moustakas (1994) States that "the first challenge of the researcher, in preparing to 

conduct a phenomenologicai investigation, is to arrive at a topic and question that have 

both social meaning and persona1 significance" (M~ustakas~ 1994. p. 104). The purpose 
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of this study is to answer the question "how do clients experience Assertive Cornmunity 

Treatment?" In qualitative research several methods are available for explorhg the 

research question: direct observation, focus groups and in-depth interviews. 

Typically in the phenomenological investigation the long interview is 

the method through which data is collected on the topic and question. 

The phenomenological interview involves an informal, interactive process 

and utilises open-ended comments and questions. Although the primary 

research may in advance develop a series of questions aimed at evoking a 

comprehensive account of the person's experience of the phenomenon, 

these are varied, altered, or not used at al1 when the CO- researcher shares 

the full story of his or her experience of the bracketed question 

(Moustakas. 1994. p. 144). 

1 have chosen to use in-depth interviews as the method for this study in order to 

capture the experiences of ACT clients and to develop a ncher and deeper understanding 

of the phenomenon. I believe that the choice of personai interviews reflects the guiding 

methodology of the phenomenological approach. ï h e  words of individuals receiving 

ACT services will provide meaninfil descriptions of ACT that will enable 

phenomenological interpretations. 

Develo~ment of Interview Ouestions 

Formulation of advisorv  mou^. The goal of the interview is to extract fiom the 

participants the meaaing that they attribute to their experience with ACT. It is 

important, then, to ensm that the questions asked in the interview are such that they 
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encourage participants to share their experiences with, mernories of, and reflections on 

ACT. In order to be certain that the interview questions will allow participants to share 

the meaning of their experiences, the interview questions were developed fiom the 

results of a small focus group with two psychiatric consumer / survivors. One of the 

participants in the group is currently a client of an ACT program while the other 

individual has received community based services in the past but not specifically ACT. 

The focus group question that was asked of these individuals was "What is the best way 

to encourage psychiatric consumer f swivon to discuss the meaning that their 

experiences of ACT have for them?' The focus group compriseci of two, one-hour 

sessions in which the advisory group membea discussed rhis topic with me. The fmal 

questions used in the interview guide were developed collaboratively during these 

discussion periods. 

The ideas and concepts that emerged fiom this focus group suggested that it would be 

important to explore areas related to: (a) the value that clients place on ACT, (b) what 

ACT means to clients in the contem of their daily lives, (c) the client 1 case manager 

relationship, (d) relationships with peers, (e) personal goals in areas of life such as 

employment, education, family and personal relationships, (f) the desin for the 

assistance of ACT in the pursuit of these goals and the desire for community integration. 

Interviews. 1 initially contacted the clients of the program by phone. 1 explained to 

hem the purpose of my study and ensured them confidentiality should they choose to 

participate in the study. When the individuai expressed an interest in participating in the 

study 1 ananged to meet with her or him to provide her or hun with a letter of intent (see 
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Appendix B) and to answer any questions that she or he may have had. individuals who 

decided to participate signed a copy of the consent fom (see Appendix C) and began the 

interview. 

Al1 interviews were conducted in a private place chosen by the participant. This 

allowed the participant the opportunity to select an environment in wfiich shehe felt at 

ease. Three of the interviews were conducted in the participant's home and two were 

conducted in my office at Queen's University. The interviews lasted between 45 

minutes and 1.5 hours, depending upon the participant's openness to discussion. in 

order to select the participants for this study, I contacted each person on the CIP client 

list (see Participants and Sarnpling, p. 52) until five people agreed to participate in the 

study. Seven people declined to participate in the study. Two were female and five 

were male. 1 was unable to make contact with three individuals who either did not 

return my messages or were never home when 1 called. Each interview ended with an 

invitation for the participant to contact me if they thought of anything else they would 

like to include (none did). A transcription was made of each i n t e ~ e w .  Each participant 

was asked to review her I his transcrïpt and was invited to recommend any additions and 

subûactions that she / he felt appropriate (no one recommended changes to any part of 

the transcripts). Each participant received an honourarium of $1 0.00 for their tirne, 

effort and contribution. The purpose of this honoumium was to ensure that in return for 

the valuable information that is provided by the participants, something tangible is given 

back to the consumer community. Funding for the howurarium was provided by the 

"Variations on Assertive Community Treatment; A Study of Approaches and Client 
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Outcomes of Four Teams in South Eastern Ontario" project. Participants will receive a 

fuial copy of the composite findings. 

Interview guide. From the ideas and concepts expressed in the focus group, emerged 

seven areas of concentration (see Appendix D for the complete Interview Guide). The 

fint area focuses on the value that clients place on ACT as well as the importance that 

they place on the activities that they do within the context of ACT. The focus group 

members thought that. in order to determine the value that is placed on ACT by the 

client. it was important to begin the interview by asking about the types of activities that 

the client engages in during the week. By having the client discuss ail of the activities 

that they are involved in during the week (not just those associated with ACT), it was 

thought that 1 wouid be more likely to determine to what extent activities associated with 

ACT dominate the penons' daily life. 

The second area of concentration attempts to determine how the client conceptualises 

ACT. For example, a client may not be aware that ACT refers to a multidiscipiinary 

team that provides multiple services aimed at maintaining her / his life in the 

community. hstead, a client may associate ACT with just their case manager or a 

weekly group. In order to determine what the client associates ACT with, 1 asked her / 

him to tell me what they think ACT does. 

Relationships were detemiined by the focus group participants to be an important 

area of inquiry. These participants thought that it would be important to try to detennine 

to what extent the client's level of satisfaction with the program was dependent upon the 

nature of her I his relationship with her f hîs case manager. It was detemiined that the 
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extent to which the clients' circle of fnends was made up of other ACT clients would 

also be important. 

As ACT has oflen been criticised for not providing enough of a focus on 

psychosocial areas the focus group participants thought that inquiring about personal 

goals would be a way of examining clients aspirations in areas of employment, 

education, farnily reelations. housing, income, social relationships and independence. in 

addition to inquiring about clients' goals in each of these areas 1 also asked whether the 

client currently desired to receive help frorn the ACT program in pursuing these goals or 

if she / he would rather pursue them on her / his own. 

The fifth area of concentration is community integration. I examined whether the 

client had a desire to experience greater integration with the larger community and 

spend tirne with individuals who are not aware of their psychiatrie disability. 

The sixth area is concerned with the amount of choice and control that the client 

perceives shehe has over herhis treatment and daily activities. In order to discuss 

issues of power and choice, the questions in this section focused on the extent to which 

weekiy activities are infiuenced by ACT. 

Finally, in order to determine the types of ACT services that bring satisfaction to the 

clients and those that are not satisfiing, I ask the client to share with me both her / his 

best and worst experiences with the ACT program. 

It should be noted that in the acnial i n t e ~ e w  questions 1 have referred to the ACT 

program as the Community Integraiion Program (CIP), h e a d  of ushg the term ACT. 1 
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have done diis because the clients of CIP have never heard of CIP being referred to as an 

ACT pro-. The program is aiways referred to by its name, CIP, therefore the clients 

would most likely not recognise the term ACT as refemng to this particular program. 

As the interviews progressed new questions arose. 

Partici~ants and Sam~linq 

As this study examined in-depth information, gathering information fiom a small 

number of people provided the study with enough information-rich data for analysis 

(Patton, 1990). Creswell(1998) nates that phenomenological studies typically collect 

data from interviews with between 5 to 10 individuals. 

I interviewed 5 ACT clients fiom the Cornmunity Integration Program (CIP): an ACT 

program located in the downtown cote of Kingston, Ontario. 1 chose to work witb the 

CIP program both as a result of its location in Kingston and because it is the one 

Kingston team in which 1 have not had pnor contact with the clients (due to previous 

employment positions). It is important when doing a phenomenological study to ensure 

that the participants have experienced the same phenomenon. Creswell(1998) states 

that "it is important [that] . . . ail participants experience the phenomenon king studieà" 

(Cnswell, 1998, p. 1 18). Due to the variable degm of fidelity found amongst ACT 

teams, the five subjects for this study were dl selected fiom a single ACT program in 

order to ensure a commonality across experiences. 

With regard to sarnpling strategy for a phenomenological study, Moustakas (1 994) 

States: 

There are no in-advance criteria for locating and selecting the research 



participants. General considerations include: age, race, religion, ethnic 

and cultural factors, gender, political and economic factors. Essential 

critena include: the research participant has experienced the phenornenon, 

is intensely interested in understanding iis nature and meanings, is willing 

to participare in a lengthy interview and (perhaps a foilow-up interview), 

grants the investigator the nght to tape record, possibly video tapes the 

interview and publish the data in a dissertation and other publications (p. 107). 

By selecting the participants from only one program 1 ensured that each participant 

has been subjected to similar experiences. Although participants were selected fkom one 

team to control for experience, inevitably clients had different case managers. As this 

thesis is embedded within the "Variations in Assertive Community Treatment" study, 

the selection of participants was limited to those participants who were randomly 

selected for the larger study. Participants for the larger study were randomly selected 

fiom four ACT teams located in the Kingston and Brockville areas: the Psychosocial 

Rehabilitation Prograrn (PSR), the Assertive Community Rehabilitation Prograrn 

(ACRI'), the Assertive Community Care Team (ACCT), and the Community Integration 

Program (CIP). In order to maintain confidentiality, clients were randornly selected 

througb the use of their casebook identification numbers. Once selection was 

completed, program staff were provided with a lia of the randornised case book 

numbers and asked to approach these clients and inquire as to whether they wished to 

participate in the study. If a client indicated that they did wish to participate in the study 

the staff membet filled out a fom with the name of the ciient. This fom was then 
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submitted to the research team. The participants for this thesis were selected fiom the 

previously randomly selected group fiom the CIP program. Creswell(1998) suggests 

that a phenomenologicai study include five to ten partkipants. As I could not predict 

how much material would be genenited from the interviews, 1 decided to begin with the 

minimum number of participants. Upon completion of the analysis of the five 

interviews 1 thought that 1 had acquired enough matenal to adequately describe the 

meaning of the ACT experience for my participants. In order to select the participants 1 

began with the first person on the randornly selected CIP list (n=28) and contacted each 

person until 5 people agreed to participate in my study. 

The participants in this study were recruited from the Cornmunity Integration 

Program (CIP). This ACT prograrn is governed by Kingston Psychistric Hospital 

(WH). However, the prograrn itself is operated from a separate community site. There 

are approximately 90 active clients registered with the program with a client to staff 

ratio of 16: 1. The CIP prograrn is comprised of a multidisciplinary team of 

professionals who represent various health case disciplines including psychology, 

nwsing, and social work. A psychiatnst is available to the tearn 12 hours per week. The 

tearn primarily utilises the admissions services at the Kingston Psychiatrîc Hospital 

(WH) for hospitalisations. CIP shares its community site with a variety of vocational 

programs including several consumer-supported businesses and a transitional 

employment program. The program cosrdinator is a psychologist who is employed 

full-the but works 0.6 Ml-tirne equivalent (FTE) hours with the team and about one 
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half of this time involves direct client service. Many of the residents who have entered 

this program were previously served by a psychiatnc hospital on a long-term. in-patient 

basis. 

The CIP tearn huictiow as the 'primary therapist." Caseloads are shared and thc 

program holds daily tearn meetings for treatment planning and scheduling for al1 clients. 

Twenty-four hour, on-cal1 access to the team is available. After regular office hours 

clients of the program c m  reach the team through the KPH hospital switchboard. nie 

total average for al1 contacts exceeds 18 contacts per client, per month. nie average 

number of comrnunity-based visits pet client is estimated to be 12 per month. The ratio 

of community visits to office visits is estimated to be 60:40. 

The goals of the program and the services provided are consistent with the ACT 

guidelines established by the Ontario Ministry of Health (1998) in that clients meet the 

mental health reform definitions for serious mental illness, functionai impairment and 

are in need of continuous hi&-intensity services. 

Researc her Ro le 

The role of the researcher and the relationship of the researcher to the participants in 

this study is somewhat complex. In addition to studying community psychology at 

Wilfiid Laurier University, 1 am also employed full-time as a Research Coiirdinator at 

Queen's University in Kingston, Ontario. The project that 1 am CO-ordinating is a 

thm-year evaiuation of four ACT tearns in the Kingston (3 teams) and Brockville (1 

team) areas entitled "Variations on Assertive Cornrnunity Treatment: A Study of 

Approaches and Client Outcornes of Four Teams in South Eastern Ontario." This 
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project is funded by the Ontario Ministry of Health through the Canadian Mental Health 

Evaluation Initiative (CMHEI) and has received ethical approval fiom the Queen's 

University Health Sciences & Affiliated Teaching Hospitals Research Ethics Board (see 

Appendix A). My thesis is embedded within this larger study and as a result is 

supported financially (honorarium for participants) through CMHEI funds and I am 

accessing ACT clients who have agreed to participate in the "Variations in Assertive 

Community Treatrnent: A Study of Approaches and Client Outcomes of Four Teams in 

South Eastern Ontario" study. 

As the project CO-ordinator 1 have been at m s  length fiom the actual data collection 

for the "Variations in Assertive Community Treatment" project. Clients who have 

agreed to participate in this larger study would be familiar with my name and position 

but would not know me personally. 

Additionally, as a result of pas  work expenence in the Kingston area 1 am very 

familiar with clients from two of the ACT prograrns that are being studied through the 

larger study. In an effort to maintain objectivity I have chosen to work with the one 

Kingston team with which 1 do not have any previous expenence and would, therefore, 

be less likely to have any previous relationship with clients. 

An advisory group has been formed to advise and guide the research process for the 

"Variations in Assenive Community Treatment: A Study of Approaches and Outcomes 

of Four Teams in South Eastern Ontario." The advisory group is comprised of 

representatives of four stakeholder groups: ACT clients, family members, ACT staff, 

ACT directors and the research team. The advisory group consist of 14 membm: 2 
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ACT clients, 2 family members, 2 ACT staff, 4 ACT directors and 4 researchers. This 

comrnittee rneets once every three months. The advisory group is also involved in the 

guidance of al1 peripheral research projects such as the one outlined in this paper. 

Consequently, results of this study wil1 be presented to the advisory cornmittee upon 

cornpietion. 

Data Analvsis 

1 have chosen to use the methods of transcendental phenomenology as outlined by 

Moustakas (1 994). This method of transcendental phenomenology has been described by 

Creswell as a "highly structured approach to phenomenological study" (p. 53). There 

are four aspects involved in the process of retracting knowledge fiom phenomenological 

data: epoch, phenomenological reduction, imaginative variation and synthesis. 

Epoch is the process by which one brackets or puts aside al1 thoughts, feelings and 

ideas that one has about a pmicular phenornenon. The purpose of this exercise is to 

ensure that the previous knowledge that a researcher has about a phenornenon does not 

interfere or bias the interpretation of the experience. 

Moustakas (1 994) describes the process of bracketing as: 

An ability to gaze either inward or outword, is indeed something that 

requires patience, a will to enter and stay with whatever it is that interferes 

until it is nmoved and an inward clearing is achieved, an opening, an 

intention directed toward something with clarity and meaning. Every time 
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a distorted thought or feeling enters, the abstention must once again be 

achieved until there is an open consciousness. 1 envision a rhythm of king 

receptive, of being struck with the newness and wonder of just what is before 

me and what is in me while dso being influenced by habit, routine, expectation, 

and pressure to see things in a certain way until at last, with effort, will 

and concentration, 1 am able to perceive things with an open presence (p.89). 

A second dimension of the phenomenological process is phenomenological 

reduction. The premise underlying phenomenological reduction is that in order to 

achieve ultimate mth it is important that the expenence be reflected upon fiom multiple 

perspectives. Each time we look at an object or phenomenon we see it fiom a slightly 

different perspective and each perspective of the phenomenon brings new knowledge. 

Take for example. a life-like wax figurine. Upon first view one may assume that the 

wax figure is a peaon. The second tirne one glances back at the figurine one notices 

that the "peaon" has not moved. On a third glance, one notices that the texture of the 

"person" seems wax-like. Finally. one concludes that the "person: is actually a wax 

figurine. 

Moustakas (1 994) explores the concept of phenomenologicai reduction by stating 

tbat: 

Each looking opens new awareness that connects with one another, new 

perspectives that relate to each other, new folds of the manifold features 



that exist in every phenomenon that we explicate as we look again and 

again - keeping our eyes tumed to the centre of the experience and 

studying what is just before our us, exactly as it appears (p. 92). 

The process of phenomenological reduction is aiso coacemed with describing the 

qualities of the experience which enables us to bring forth the nature and meaning of the 

experience (Moustakas, 1994). Moustakas (1 994) states that: 

The task requires that I look and describe; look again and describe; look 

again and describe; always with reference to textural qualities - rough and 

smooth; small and large; quiet and noisy; colomil and bland; hot and cold; 

stationary and moving; high and low; squeezed in and expansive; fearfil 

and courageous; angry and cairn - descriptions that present varying intensities; 

ranges of shapes, sizes, and spatial qualities; tirne teferences; and colours al1 

within an experiential context (Moustakas, 1994, p. 91 ). 

It is important to note at this time that in the process of phenomenological reduction 

there is a r e m  to the self. Although there is a great effort during the epoch process to 

bracket al1 pre-judgements and to distance the self fiom the phenomenon, in order to 

describe the phenomenon there must be a r e m  to self, as 1 can only reach beyond my 

own perception if I first recognise and attend to my own experience of a phenomenon. 

Moustalras (1994) highlights the importance of this concept when he states that: 



Ultimately we may be seeking an intersubjective description of what 

appears as phenomenal. We grasp the other's experience with the same 

perceptual intention that we grasp a thing or event presented to us 

(Schutz, 1967, p. 106). This self-reference. the retum to self. is an essential 

requirement (Moustakas, 1 994, p. 94). 

According to Moustakas (1 994) the steps involved in phenornenological reduction 

include: 

bracketing in which the focus of the research is placed in brackets. 

everyihing else is set aside so that the entire research process is rooted 

solely on the topic in question; horizonalizing, every statement initially 

is treated as having equal value. Later, statements irrelevant to 

the topic and question as well as those that are repetitive or overlapping 

are deleted. leaving only the horizons (the textwai meanings and invariant 

constituents of the phenomenon); clustenng the horizons into themes; and 

organising the horizons and themes into a coherent temural desctiption of 

the phenomenon (p. 97). 

The next step in the phenomenological process is imaginative variation. Imaginative 

variation is the process that is w d  to arrive at a deeper understanding of the experience: 

a description of the underlying dynamics of the experience and the themes and qualities 



that comprise how feelings and thoughts are co~ec ted  with the phenomenon 

(Moustakas, 1994). Moustakas (1 994) States that: 

The aim [of imaginative variation] is to arrive at structural descriptions 

of an expenence. the underlying and precipitating factors that account 

for what is being experienced: in other words the b b h ~ ~ "  that speaks to 

conditions that illuminate the ''what" of experience. How did the 

experience of the phenomenon corne to be what it is? (p. 98). 

The steps involved in imaginative variation include: 

(1) systernatically varying the possible structural meanings that underlie 

the textural meanings; (2) recognising the underlying themes or contexts 

that account for the emergence of the phenomenon; (3) considering the 

universal structures that precipitate feelings and thoughts with reference 

to the phenomenon, such as the structure of time, space, bodily concerns, 

materiality, causality, relation to self, or relation to othen; (4) searching 

for exemplifications that vividly illustrate the invariant structurai themes 

and facilitate the development of a structurai description of the phenomenon 

(Moustakas, 1994, p. 99). 

Synthesis of meaning is the final step of the phenomenological mxarch process. The 

ptocess of synthesis is described by Moustakas (1994) as an "intuitive integtation of the 
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fundamental texturd and structural descriptions into a unified statement of the essences 

of the experience of the phenomenon as a whole" (p. 100). This unified staternent 

provides a synthesis of the meanings and essences of the experience for the entire group 

of experiences that are being studied (Moustakas, 1994). 

Epoch is the process of clearing one's mind of any and al1 biases toward a 

phenomenon. In order to tmly hear the esperience of another one must remove hedhis 

own interpretation of a phenomenon from the picture. In order to do this the researcher 

first explores and States clearly her / his own thoughts and feelings of the phenomenon. 

The stating of the researcher's biases is viewed almost as a purging and it is assumed 

that the researcher is now able to temporarily suspend (bracket) her / his view of the 

phenomenon in order to clearly understand the experience of the phenomenon for 

another person without the obstruction of her f his own biases. 

My purpose in punuing this study is gmunded in my own need to explore ACT and 

to corne to some greater understanding of the needs of psychiatrie consumer / survivors 

in the context of ACT. In order to explore this study it is important to recognise that the 

ba is  of my own final understanding of the experiences will ultimately be grounded in 

my own experiences, thoughts and ideas. 1 can only reach beyond my own perception if 

I fim recognise and attend to my own experience of a phenomenon. In order to mach 

beyond myself to gain knowledge fiom another's experience, 1 must be willing to 

temporarily set aside my own feelings, thoughts and ideas about the phenomenon so that 

my own expeciences do not intetfere with my king able to rnily hear another's story. 
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This process of "packing away" my own thoughts on ACT that have come fiom my own 

personal expenences, is not easily done. I am not sure that one ever riuly becomes 

completely removed fiom al1 that one knows and strives for. Once I have opened myself 

to a point where I can t - l y  heur what people are telling me of their experience of ACT, I 

am charged with trying to present or describe this experience using the voices, quaiities, 

expressions and feelings of the storyteller. To do this 1 need to immerse myself in the 

words of the story-teller and to refiect back upon my own thoughts and feelings. 1 need 

to r e m  to my own purpose of pursuing this study and keep open my mind to the 

possibilities of new or altemate perceptions, in order to fmd meaning and essences and 

deeper tmth. 

In setting aside my own assumptions and expectations. 1 m u t  acknowledge and lay 

bare my experience both as a service provider and as a student of comunity 

psychology. In contemplating my own assumptions of ACT 1 realise that 1 consider 

ACT to be structured in a way that most likely directly disempowers individuais through 

lack of choice and community integration. Concunently, however, 1 also believe that 

the field would not be where it is today conceptually were it not for the perception that 

individuals with psychiatrie disorders could maintain lives in the community; a 

perception which was first initiated by models such as ACT. No paradigm or 

philosophy exists solely unto itself Each is comprised o f  a series of idem, thoughts and 

conceptualisations that come together to form a largcr theory or perspective. The ideas 

and thoughts that comprise a paradigm build continually until the paradigm is 

strengthened and then ultimately discarded when it no longer addresses this ever- 
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expanding body of knowledge. Each concept, each perspective, each paradigm has 

somehow been aficted and influenced by the one that came before it. in keeping with 

this, it is my perception that ACT was the first step in a long road toward citizenship for 

individu& with psychiatrie disorder. 



CHAPTER V 

Presentation of Data 

Presentation of Individual Data 

In this section 1 present the data for each individual participant. The experiences of 

each participant are presented in the form of an individual textural description and an 

individual structural description. The individual t e x t d  descnption provides a 

description of the way in which each individual expenences the phenornenon. Each 

description is constructed fiom the themes and horizons ( the statements highlighted by 

the researcher as relevant to the topic and research question) that anse fiom the text. 

The individual structural description. on the other hand, provides the tesearcher's 

interpretation of the structures that underlie an individual's experience: in other words 

how the individual experiences what she I he experiences. 

Individuaf Textural Descri~tion: Sharon 

Sharon is a 48 year old mother of two girls. Sharon and her former husband spent the 

majority of their married life teaching in Zaire, Gabon and Mali Afnca, and raising their 

wo chilàren. The family moved back to Canada off and on during their teaching 

pends in Afnca and finally settîed in Canada for good in 1996. Sharon became il1 

shortly d e r  their r e m .  Sharon and her husband were divorced swn a f k  the onset of 

Sharon's illness. She moved to Kingston with her two daughters and entered the welfm 

system. Sharon was eventuaily admitted to the Kingston Psychiatrie hospitai where she 

was diagnosed with Schizophrenia. While Sharon was in the psychiatrie hospital she 
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was evicted from her CO-op apartment and her children were put in foster care. Sharon 

becarne involved with the CIP program immediately after leaving hospital and has been 

with the program for two years. Her children now live with their father in Quebec and 

Sharon has just recently mamied another member of the CIP program. Both Sharon and 

her current husband live in their own apartment in Kingston. Sharon supplements her 

disability income by selling Avon. She also volunteers as a tour guide at Kingston City 

Hall. 'fhe interview with Sharon was conducted in my office at Queen's University. 

The interview lasted an hour and a hdf. Sharon was very willing to do the interview and 

was very talkative. Sharon was very good at articulating her thoughts and feelings 

around ACT. 1 found that in many cases just asking the open-ended question did not 

elicit as much information as 1 would have liked. However, afier one or two prompts 

Sharon had answered most of my questions in each category. 

Sharon experiences Assertive Community Treatment primarily within the context of 

her relationship with her psychiatria and case manager. For Sharon ACT is her 

relationship with theK two primary people. The purpose of her relatiomhip with her 

case manager is very similar fo that of a cornpanion or ail); "someone to vent things 

with or to nun to, consult with or ask for advice, sort of a support thing." Whereas, 

interactions wirh the psychiatrist dealprimarily with medication, for Sharon ACT is 

also a resource with an address, easily accessible telephone and fax machim and a 

receptionist who is 'baiways in the office." 

For Sharon, a primary experience of ACT is that too much emphds ispluced on 

medication. She feels inundated by questions and concems related to medication. ' R i s  
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focus on medication becomes al1 consuming to the point where she feels that other 

important life issues become secondary. 

1 feel that [ACT sraffj are just figure heads, and they always corne back 

to their list, like if you get taking about sniffand their like, the medicine, 

how is the medicine? You know and don? take a stand pretty much on 

anything . . .like they keep refemng to the medicine three or four times 

during the space of a 20-30 minute talk. 

Sharon resents what she sees as a narrow focus on one aspect of her needs. She feels a 

Ioss of control over where emphasis will be placed in her treaunent, "...for them, 

everything resorts to a pill." 

Community integration is of primary importance to Sharon. It is this area where she 

feels that primary focus shouid be placed. True integration occurs when a person 

becomes active in ail areas of their life; fnends, jobs, social activities. For Sharon, 

working and gening paid for meaningful employrnent is the largest and most important 

step in becoming re-integrated into society. There is a feeling that you are worthwhile 

and valued by society when you get paid for what you contribute. 

1 will feel 100% integrated when I get a regular pay cheque. That is an integration, it 

is considered that your work merîts a salery, and that is a big thing to feel, that you, 

someone feels your work merits a salary. That gives you a sort of a feeling of 

satisfaction. 
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In order to achieve me integration one needs to gain "self-esteem", "confidence" and 

"self-assertion" skills that c m  be transferred into successful interactions with people in 

the community. Sharon believes that these skilis are the keys to true integration and that 

more emphasis must be placed on their development through workshops and social 

activities. Sharon expresses disappointment for what she sees as a Iack ofpriority 

placed on the developnrent of skills that underlie o person S obility tofully inregrate inro 

sociefy . 
I think [ACT staff] are supposed to help people re-integrate into society 

right? Well. 1 don't think they do that at d l ,  very much, so, and they 

don't say how can 1 help you find out where you can get more self- 

esteem, how can 1 help you find out where you can have mon confidence 

so that when you do look to work, you will come across as confident 

enough to be considered a candidate, and stuff like that. How cm I teach 

you how to be more assenive in reiationships and not come across as 

aggressive when you get mistrated, so that people don't get scmd of you 

and you don't get readmitted to hospital.. . 

Ofien, the experience of ACT leaves Sharon feling like there is no connection to 

faniil). The sûains that family members are put through when mental illness strikes a 

Ioved one can separate a family: 

It is almost as if [fimilies] are scared to find out more or to get involveâ, or to get 
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closer to the issue or to figure out, you know stuff about it, to try and understand, it is 

like they really believe that mental illness is a virus and you might catch the virus if 

you get too interested. 

There is a desperate desire to gain a helping hand in putting these relations back 

togethet. and a feeling that more could be done by ACT in this regard: 

1 think [ACT] could do more with regard to calling people's families 

and saying, you know, we would like you to come and see us because, 

you know maybe the family has an environment, or the family attitudes 

could have been part of the problem, or could make the situation a lot 

better from now on ,.. 

A resentment and an anger exists in situations where ACT staffdo not provide direct 

assistance in areas rekited tofinding work, family issues and social rictivity. Sharon 

interprets the lack of direct assinance in these areas as an unwiilingness on the part of 

staff to engage in matters that fall outside the realm of medication. Sharon believes that 

in many situations the support is not intense enough to fil1 particular needs because staff 

do not care to get too involved in the lives of their clients. There is a feeling that they 

should be more active in a direct way; do more. 

1 tell them about things with my kids, and concems and stufflike that 

and they, well, they are not that involved, or they son of just.. .say, well, 

give it tirne, . . . like 1 don? get tbat much satisfaction talking to them 
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about each thing, it is like they just want to have minimum involvement.. . 

It seems that they feel threatened when you.. . try to Say, well, is there 

anything you people can do? 1 am really concemed about my children, 

1 don? have input, could you cal1 their father, talk to them, and I want 

somebody, 1 am really concemed about those kids, I think they are really 

mixed up, you know.. .oh well, how's your medicine going?. . .You sort 

of say, okay well, you guys are, you don? want to take a stand chat much 

do you. ..? 

At the same time. the need to be independent is just as strong as the need to have 

someone to depend on. There is an acknoidedgement of the fact that recovery can only 

comefiom within. Consequently, there is a strong desire for space and autonomy in the 

punuit of personal goals: 

1 can tell hem my projects and then get their advice and talk about certain 

aspects of it or, you know, if they have to, if 1 have to borrow money, they 

would tell me you could only do part of it. or something like that, but 1 

mean , if 1 am going to follow it through it is because I am really 

interested in it. 

Sharon believes that situations occur in which independence is not stressed enough as a 

result of staff not being willing to "let go " of clients. 

Some of those soîdled workers themselves, they are a littie bit put off, 

they see people moving out of these group situations who don? need them 
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anymore, who have gone beyond that . . . Well, I don't feel that they are 

ready for people to evolve. You know for them that's pretty threatening 

and that's al1 1 can Say.. . 

For Sharon. the relationship between herself and her social worker is extremely 

important. In many ways the psychiatria and the social worker are the only people fiom 

ACT that Sharon has contact with on a regular basis with the case manager king the 

primary contact. In Sharon's eyes the case manager is "...the mirror, you know what is 

offered through them.. . because they are the first person you contact.. ." The purpose of 

the relationship with the crise manager is to provide support: persona1 support, support 

around resources, a person who will guide when guidance is needed and who will give a 

helping hand when that is needed. If is important thai ihere be afeeling ofgenuine 

inrerest on the pari of the case manager. Sharon wants to feel that her case manager is 

interested in who she is as a person. She wants to work with someone who has both the 

t h e  and interest to become involved in her life, much like a cornpanion. 

If [case managers] are really outgoing and giving you information about 

stuff  you could be doing, or s t u f f  that is offered and what is going on, or 

how you cm get involved in stuff, well, then it is great, al1 that much better. 

But if they give you the impression they have 5000 people as a case ioad 

and you just phone they have thm minutes to talk and the phone is ringing, 

so it is kind of superficial, I just think well.. . they don't have much time to 



get that involved in my iife, or give me much help.. . 

A major concem for Sharon is the feeling that there is little opporiunity/or growth 

within the relationship with her case manager or to address changes in the service nom 

what it was when she first entered the program. She feels that there is little oppomuiity 

for ciients to be viewed in a continuously changing, dynamic state. 

It seems, once they got somebody categorised, this is the file, well put 

that file there, it stays there, and that file sits well there, it is Nce and 

orderly we are not going to look at it. open it and read it over and Say, 

that person doesn't seem like this now.. .. 

In Sharon's experience the treatrnent and expectations on clients are based solely 

upon the assessrnent (physical. social. emotionai) they first receive upon entering the 

Program* 

A m e r  concem for Sharon is the pro/ssionalisatiion of ACT srafl Titles and 

positions enable the case manager and psychiatrist to keep theh own individuality out of 

the relationship with the client which in tum serves to de-intensiQ the nlationship. For 

Sharon, this profissiona1isation/acilita1es an unequal and dis~unt rekationFhip, 4 think 

they are hung up with theû titles of professional, so that they are afraid to corne out fiom 

behind it." This feeling of unequal footing is obvious when compared with tâe 

relationship to support staffwith whom Sharon feels more cornfortable, "1 have V, who 

works there, she works then ail of the time and I send faxes through her, so 1 can get my 

divorce procedures completed, the employees there 1 consider as rny quai, mon than 

the professional people!' 
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Sharon believes that there is roomfôr choice around goals; to decide to pursue what 

is within your means or to decide to put certain goals on hold or not to pursue a 

particular avenue. "We don't always have the means to do everything we would like to 

do, but you have choice to work towards it or Say, oh that goal is really too f a "  There 

is no control, however, over how case managers and psychiatrists react to the choices of 

clients. There is frustration regarding the lack of control over how the case managers 

view clients. "1 don't have any choice over their attitudes.. .you know I can't make hem 

change their attitudes or make them re-examine their initial diagnosis, or Say, maybe we 

should re-evaluate this person, you know I can't do anything about that." 

For Sharon it is ideal to have solid relationships in both rhe consumer and non- 

consumer communities. There are extremely important benefits that are offered by both 

communities and to neglect one or the other would mean missing out on some of those 

benefits. The consumer / survivor community offen cornfort, support, empathy and 

acceptance, "you can be with the people who have been through it like you, so you sort 

of feel like more farnily with them and you know that they are not going to be d o m  on 

you if you blow your cool." The non-consumer community, on the other hand offea a 

chance to live in the "real world" which is an extremely important part of recovery and 

community integration. By associating with people fiom the nonsonsumer community 

you "leam how to cope in the real world." It is essential that you deal with the real 

world, "y00 have got to know about it." 

Sharon believes that the most important element of core is believhg in people, tMr 

ubiliries andpotentlals, even if you have to give them a helping hand to get there. 
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Sharon describes her fmstration at an event that was organised by the ACT team for a 

summer get together in which she felt that this belief was iacking. Staff took clients of 

the program to the beach ". . .everybody was just sitting around waiting for the meal, and 

they didn't organise any garnes or sports.. . you felt like you were just, they thought you 

were such a vegetabie that you couldn't even do a relay race.. . it was a sort of half- 

hearted affair, you know, like they didn't get into the spirit of making it exciting." 

Overall, Sharon feels that the changes that will happen in her life around her goals for 

a job, house, greater cornmunity integration and greater family contact will occur as a 

result of her own efforts as opposed to those of a case manager or other ACT Staff. Of 

this she feels both pride and resentrnent. 

Individual Structural Description: Sharon 

The structures that underlie Sharon's expenence of ACT are expressed in her 

experiences of ACT as a one on one dynarnic with one or two other people who are th 

to help her meet her needs. Sharon does not conceptualise ACT as an agency or team 

that provides multidisciplinary services because al1 of her encounters occur at an 

individual level. To a smaller degree, Sharon does recognise ACT as a resource that lies 

outside of the relationship with her psychiatna and case manager. It is an opportunity to 

utilise tangible resources that may aot be othewise affordable. She sees these resources 

as oppomuiities to comect her to the outside world. 

Sharon feels~ustruted with her relationship with her case manager. There is a 

desire for a more intimate involvement. She describes her hstration with this 
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relationship in a way that suggests that what she wants is afiiendship. Sharon also 

senses, however, that the profissionalisation of the relationship between herself and her 

case manager creates a barrier that keeps the relationship fiom truly gelling. 

Additionally, Sharon experiences an underlying resentment around the time that is taken 

away h m  this relationship to be devoted to other clients. The general disappointment 

toward the client - case manager relationship seems to stem h m  the incomistency thal 

exists between what Sharon hopes to gel out of this relationship and the type of 

relationship that can only emerge out o fa  profssionally oriented service. 

Uofortunately. the very nanire of ACT doesn't allow the case manager to be a me 

cornpanion. ACT. as it is currently structured, is a professionally oriented sentice that 

provides intensive case management to ten clients per one case manager. Within this 

context Sharon will always feel that she is one of many and that the case manager or 

psychiatrist are zoo busy to becomefifly involved in her Iife. The lack of clarity around 

the nature of the relationship with her case manager results in Sharon's experience of 

resentment and hstration. She feels that she is being let down and this resentment 

hinders the other aspects of the relationship. 

For Sharon, the type of support that she receives fiom ACT can be broken d o m  into 

two facets: the ficus of support and the level of support. ui Sharon's experience the 

ficus of support is unbakanced. The seerning primary importance placed on issues 

around medication is difficult for Sharon. She wishes to de-emphasise treatment. In 

Sharon's perception the constant emphasis on medication does not adâress the desire to 

work and integtate with the community. It places an emphasis on ikhess as opposed to 
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recovery. As Sharon walks along the path to recovery there is always this constant 

juxtaposing entity that tears her focus away fiom recovery ami forces her to focus on 

illness. It is mistrating for Sharon to not be a part of society in the way that she was pnor 

to becoming ill. There is aimost a desperation for something to happen to r e m  the 

fullness of being that she once experienced. She wants everyone around her toficus on 

her recovery: to f o w  on life areas nrch as communi~  integrorion and work. She 

questions whether others could do more in this regard: could psychiatrists de-emphasise 

the priority they place on medication? Could case managers become more involved in 

iife areas and less focused on symptom assessment? Could more services be provided 

that are designed to integrate? 

Shuon f preferences around level of support present an inieresting push and pull 

b e ~ e e n  wanting service providers lo nctively participare in direct activities that will 

facilitate her recovew and recognising rhat the route to true recovery lies in her own 

actions. Sharon experiences resentment when the level of the nippon is too fat either 

side of the spectnim. This resentment is directed toward service providea but does have 

some reflection on Sharon's own ambivalence around her recovery. in areas where she 

feels strong, she has an equaily strong desire to be independent. Where she is unsure, 

however, there is still a desire that exists to take on the role of the client and have things 

"done" by others. Often, Sharon fmds herself in a position of wanting ACT to provide 

direct assistance in areas where direct assistance may k counter productive to achieving 

her end goal: independence. This is most likely due to prcvious experiences bat Shmn 

has had, both with ACT and with other areas of the mental health system, where s e ~ c e s  
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have been provided for her rather than guiding her to accomplish things on her own. As 

a result Sharon bas difficulty conceptualising any other way in which assistance could be 

provided. 

At this point in her recovery, community integration is clearly where Sharon's 

concems and efforts centre. For Sharon, the underlyingfiundutionfor successfi<l 

community integration lies with se&esteem. seFeonfidence. and seifassertion. These 

are areas that Sharon lacks confidence: areas where she feels that she needs to do more 

work. in Sharon's experience ACT does not approach community integration by 

providing opportunities to build this foundation. Sharon's concern over her own ability 

to interact effectively in the community is heightened to the point where she associates 

ineffective or inappropriate interactions with re-hospitalisation. Clearly Sharon feels at 

a loss as to how to comunicate and socialise in society. Sharon feels that she was 

given the opportunity of experiencing community interaction without first having a 

foundation of esteem and confidence. This expenence has resulted in confusion and fear 

of interactions in the community. This is an area where Sharon is looking for 

involvement fiom her case manager, someone to show her how to start on the road to 

building this foundation. 

A strong connection exists between this diminished level of comfot uround 

community interactions and the tendency to view the cunsumer/mrvivor conrmunity as 

sa& toleront and understrnding. The way that Sharon describes her feelings for the 

consumer~swvivor communïty suggests that she experiences considerably less pressure 

(whether real or perceivcd) to communicate or interact in any prescribed way. 
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Interestingly, Sharon associates the nonîonsumer community with the real world, a 

cornpetitive world that cannot be escaped. This view seems to suggest that the 

consumer / swivor  comrnunity, although safer, is aiso somehow less important for 

Sharon than the larger cornmunity . 

In summary, Sharon's experience of ACT is one of ambivalence. She feels that she 

has achieved many things that have improved the quality of her life. However, she 

attributes many of these successes to herself alone. 

Individual Textural Description: Maraaret 

Margaret was bom in Toronto 47 years ago. Margaret found school very dificult. 

She saw her first psychiatrist when she was in grade 8. Margaret has been in and out of 

hospitals since she was diagnosed with uni-polar depression at the age of 15. Margaret 

married another consumer I survivor when she was 17, and they have now been married 

for 25 yean and own their own home on the north end of Kingston. Margaret has had a 

sporadic work history. She and her husband enrolled in George Brown College when 

they were first married in a chef-training course but Margaret became il1 halfway 

through the course. Since then Margaret has worked in a few restaurants as a bus girl 

and as a dishwasher. Cunently, Margaret is unemployed and has not worked for several 

years. Margaret became involved with the CIP prognun seven and a half years aga. The 

interview with Margaret was conducted in her home and lasted one hou. Margaret was 

very willing to participate in the i n t e ~ e w .  At h t ,  she was a linle uneasy about the 

amount of t h e  that it would take to complete the inteniew. However, once we started 
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the interview she was fine. Margaret required a lot of prompting as she didn't respond a 

lot to the open ended questions. 

For Margaret the experience ofACT is one in which shefeeïs as though she belongs. 

There is a feeling of knowing that she is cared about and that she has a place to go to for 

help. ''1 feel like 1 belong to something, like that 1 am a part of the community that will 

help me." She feels secure in the knowledge that the help that she will be given will be 

in her best interest: 

The best thing. 1 didn't know at the time. but the best thing 1 needed was 

to go to the hospital and they planned it out and I did go to the hospital and 

everything worked out you know. so that was good. 

For Margaret fhe muin purpose of ACT is ro help her with her ilhess, "1 think they 

are there to help you.. .when it is hard to cope with your illness to sort of talk you 

through it." ACT is a "one on one" relationship with her case manager who cornes to 

see her once a month and a psychiatrist who she sees every few months. Margaret does 

not view this relationship as an ail encompassing eternent in her life. "Basically, that is 

what it is, the nurse, the doctor 1 see, so there is not really, I don? do too much with 

hem, you know.. .really, [ACT] is kind of independent of my life you know." Margaret 

describes her interactions wirh her case manager as inwlving conversations orowd her 

illness "how 1 am coping with my illness and how 1 fd physically and tbat, mentaily 

and that.. .if I am feeling reaily down, you know, 1 would like to have somebody to talk 

to about that.. ." The moa important aspect of her relationship with her case manager 
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and psychiatrist is knowing that she can rely on them at any time, ''that is the most 

important thing, you know. if 1 really need them.. .there is somebody to call." 

Margaret ofken finds that she is bored. She fiels fricstrated and sad over the lack of 

activity in her life. There is a sense that if she did more she would get a greater sense of 

satisfaction out of her life. Margaret descnbes her week as involving "housework, 

reading, watching television and listening to the radio, not too much, I would like to 

have more things to do but I kind of nay at home bored, 1 am really bored you know." 

Although she is living in the comrnunity, in a home with a husband and a few fiiends, 

in many ways MrrrgaretfeeIs abandoned by life. She senses that there could be more 

purpose for her: 

Life is kind of too easy for me right now, it is not hard at all. I don? have 

any major decisions or anything, 1 don? have very many choices, I don? 

make too many you know.. .I find one day goes into the other, which 

makes me kind of upset you know. 

Margaret can see what some of these other things Nght be; a job, education, social 

activities. She has a strong desire toflll her lfe wirh these things; to put more activity 

into her I l f e .  Margaret describes her overall objective as a desire '%O do more tban 1 do 

now. To meet more people and that." Her personal goals within that objective are to: 

Have a job, meet more people.. . [get] out more, more hobbies and having 

a closer relationship with my fmily than 1 do now. ..I would like to see a 
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go bowling you now, or have more picnics and stuff you know. Or 1 like 

the apple picking and that. it was good.. .playing, doing things, sport, 

going for walks, stuff like that 1 guess. 

Margaret is expenencing a smiggle in conceptualising the goals she wishes to pursue 

and how she will pursue them. Margaret believes that it is her responsibility to pursue 

her goals. She feels that the onus is on her to initiate and maintain her pursuit of these 

goals. "1 think it is up to me ... 1 guess it is basically up to me." A job is seen as the open 

door to the outside world, a way to access a life. She feels that by accomplishing her 

goals she will become more integated with society: 

Right now, 1 dodi really feel that way. integrated into the cornmunity. 1 

jus  feel that 1 am part of it but on the outside.. .I don't know, maybe, if 1 

met more people and if 1 had a job and SM.. .if 1 knew more people in the 

neighbourhood you know. 

In the end, however, Margaret has some very large reservations about punuing her 

goals: 

1 am bored, but yet I am also afhid that if my life got too complicated 

would 1 be able to handle it, you know. That's what 1 am afraid of you 

know. I sort of, you know, got too easy a life, but I don? want you know, 

life to be too hani, but I fid life is way too easy right now. 

Margaret doesn't really ta& about hcr goals with her case manager and ppychiatrist, %e 
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don't redly do that." She has primarily developed an interest in these particular goals as 

a result of her own past experiences and personai desires. Although Margaret wishes to 

pursue her goals and sees them as her nsponsibility, she seems to be stuck in non-action 

by a lack of confidence in her ability to obtain success. When she discusses her goals 

she does so in a way that emphasises an underlying lack of self-confidence: 

Maybe in five years, 1 rnight not have a job yet. 1 might have a volunteer 

job, but not a paying job, you know ..A is just, 1 don't really see rnyself 

working now and 1. you know. it is hard gening a job in the first place. 

As a result, Margaret has not begun to pursue or to initiate pursuit of her goals. Possibly 

this is why she aiso desires that ACT become more involved in providing opportunities 

for her. She believes fhat ACT could help her ro pursue her goals by providing 

structured services aimed ai providing opportunilies to engage in socialisation. 

Maybe, if they could have a group, a talking group sometime you know, 

to just talk.. .a social group.. . meet people.. .They should dso have a 

program you know, where you socialise more and that, son of like a 

discussion group you know. Where you do things you get out into the 

community and you do activities you know. Like sometimes, they go 

apple picking and that, 1 would Like to set more things like that. 

For Margaret it is important that her case manager cares about the job that she is 

doing, that "she is doing it because she is concemed about me. ..I think she has to c m  
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you know, and she has to be the son of person to be able to talk, bring you out you 

know." Margaret's relationship with her case manager is extremely important to her.. 

Margaret descnbes Shefeels very close to the woman who is her case manager und 

experiences a bonding with her that is akin to that of a confidant her relationship with 

h a  case manager as that of "a fiiend, a girl fiiend or something." in many ways this 

relationship rexmbles a closer cofidant than a regular friendship. "In some ways, I can 

open up more with [my case manager] than 1 can with [my friends]." 

Margaret has a strong drsire to fiIl her life with more people and in particular people 

who do not corne fiom the consumer/survivor community. "1 would like to see other 

you know, people. outside that [consumer/suntivor] area more." Shefiels stroogîj that 

only associnting herselfwith the corasumer/swvivor comrnunity is unhealthy, lhat ir 

creates an unbalanced emphasis on illness. "You know, 1 don? really want to be 

concerned with psychiatrie survivors al1 the time you know, because people who have 

these problems tend to talk about their problems a lot more you know." Margaret 

believes that the nonsonsumer community would offer her more in terms of a heaithy 

outlook on life. She feels that the nice aspect of joining the non-consumer community 

would be that they would taik about "anything besides their problems." 

Choice is something t h  Margorer doesn 't feel she has a lot oJ She wants more. 

Choice is an issue that cornes up in so many aspects of Margaret's life and afEects hcr on 

various levels. On the level that affects her immediate sunoundings, she feels she does 

have choice within the constraints that are placed upon her: 

Yah, 1 have a choice to make the best of my own life, they show you that you 
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1 guess. everything is up to you basically when it cornes down to things like, 

the ultimate choice is yours, what you want to do. 

At the level that involves the ACT program, Margaret is ambivalent with regard to the 

amount of choice she has. In some ways she feels that she has an important infiuence 

and choice around her medication. She feels that she has input with her psychiatrist into 

what medication she is on. She values this input and is proud of the results that it has 

facilitated. "1 feel that 1 made the right choices on medication. I am on Lithium so 1 feei 

that 1 am on the right medicine. so 1 made the right choice." In other ways Margaret 

believes that she has very little choice over other aspects of ACT. She describes a 

situation in which she did not have a choice over who her psychiatrist would be. As the 

psychiatrist plays an integral role in her relationship with ACT. Margaret was very 

disappointed in her lack of choice in this matter. 

When 1 had really no choice, I just son of had to see this doctor and that 

was it ... 1 wanted a choice, but they don't reaily have a choice, they don? 

reaily have many psychiatnsts, you know. So, 1 thhk they shouid have 

more psychiatrins, there you know, so they give more people choices. 

Margaret experiences a significant amount of fnistration around her lack of choice at 

a systems level. She feels that her life is severely impacted by systemic issues over 

which she has no control. 
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too much jobs.. .it rnakes it impossible to have a choice if you know the 

amount of money 1 make and that. 

Overail, Margaret's imrnediate experience with ACT is positive. She feels confident 

about the role that ACT has played in relation to her illness. However, she is very 

disillusioned with what her life holds for her. 

Individual Structural Descri~tion: Margaret 

The structures underlying Margaret's experience of ACT is best expressed within the 

context of her daily activities. Margaret experiences her daily life as lacking in activity. 

Margaret's whole life revolves around her home and what is contained within it; 

housework, the television, her husband and the visits that she receives fiom her case 

manager. Margaret describes henelf as bored; she feels that she should be doing more 

outside of the home and should be more active. At the same time that she feels this 

desire for more activity. however, she ais0 experiences a deep seated fear that she might 

not be able to handle more in her life. Margaret W O ~ ~ S  about the impact that too much 

activity would have on the -te of her illness. This persona1 confiict has nsulted in an 

inability to initiate the pursuit of her goals on her own accord. Although she recognises 

that the responsibility to nsolve tbis codlict lies with her, she has placed this 

responsibility on ACT. 

Although Margaret does not require many services fkm ACT, she dependî on her 

case manager for Company. Her case manager is someone who will corne and visit 
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regularly and fil1 some time in Margaret's life. As Margaret's life involves so few 

elements extemal to her home, this is extremeiy important to her. This relationship is 

also important to Margaret because her case manager is one of the only people in her life 

who is not a consumer/survivor. As a result, this relationship is one of the very few that 

lets Margaret experience a relationship with a non-consumer!survivor which, in turn, 

represents to her a safe step in pursuing her goal for cornmunity integration and 

acceptance by the non-consumer community. 

Margaret feels that al1 of her basic needs have been met at this point in her Iife: 

living in the community. secure housing. an effective medication regimen and a support 

system that she c m  tum to if anything goes wrong. Margaret attributes ACT with 

meeting her basic needs and feels very grateful to them for providing this. Margaret s 

goals, however, involve needr that are higher order. The type of needs that corne about 

once basic needs have been met, the need for a job, friends, education, activity. For 

Margarei, hese goah represent the differeence berneen suntival and having a [Te. 

These life goals are not king met in her life currently. 

In one breath she will tell you that she feels it is her responsibility to pursue these 

goals on her own. However, in the next breath she will tell you that she can't acnially 

see henelf beginning to pursue these goals without the help of a very structured, pre- 

arranged plan implemented by someone else. She lacks confidence and is unsure of her 

ability to pursue these goals. Unfortunately, in the end Margaret probably will not 

attempt to pursue these goals unless it is done for her. This is why Margaret has a desire 

for ACT to play an integral part in organising the activity in her life. She secs this as a 
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solution to her struggle. Ironically, however. if Margaret possessed the self-esteem and 

confidence that she is seeking, she most likely would be able to pursue these goals on 

her own. 

It is as if after meeting basic needs there is another aep that must be provided before 

she is able to pursue her recovery independently. niere is a need for services devoted 

specifically to building the self-esteem and mlf-confidence that is necessary to be able to 

become independent in the pursuit of one's goals. 

Murgoret is discouraged by the lack of choices in her life. Margaret finds that a lot 

of choice has been taken away fiom her as a result of the larger system. She feels that 

her choice in jobs is limited due to her level of education. The amount of money rhat she 

receives rakes away a lof of choice. Within ACT she feels she has some choice. She 

feels that she has influence and choice over small things in her life such as what she will 

do with her day. However, she experiences disappointment over her lack of influence 

and choice in a psychiatrist. The lack of choice in Margaret's life impacts on the amount 

of responsibility she has in her daily life and the way she feels about herself. Margaret 

feels a lack of worth: like she is somehow very unimportant in society. These feelings 

of worthlessness feed into her sense of low selfesteem. Margaret is resentfd of the 

system that has stripped away her ability to implernent choices conceming her own life. 

However, she feels helpless to do anything about it. 

Overall, Margaret's life is for the most part very empty. She is grateful to ACT for 

addressing many of her basic needs quite adequately but she experiences a holIowness 

thot stem fiom so many still wfici$Iled needr. 



individual Textural Description: John 

John is a 47 year old, single male. khn grew up in Gananoque, just outside of 

Kingston, where he attended high çchool until grade 10. Afier leaving high school, John 

became a bit of a drifier. When he first left home. John moved to Toronto for a year 

where he worked as a shipper / receiver. After a year, John moved back to Gananoque 

to live at home and do odd jobs. When John turned 21 he hitchhiked to Vancouver 

where he stayed for 3 years ''just hanging out" in night clubs and working as a dish 

washer. From there. John "kicked around South-eastern Ontario" until he settled into a 

five- month food preparation course at George Brown College. John has continued to 

travel around obtaining positions as a cook's helper in various places throughout South- 

eastem Ontario. Cunently John supplements his disability pension working as a chefs 

helper at Kingston Penitentiary. John has been located in Kingston and receiving service 

from the CIP program for the past seven and a half years and lives in his own apartment 

in downtown Kingston. Diagnosed with both schizophrenia and a substance abuse 

disorder. John has a history of being in and out of hospital numerous cimes over the past 

twelve years. John did not show up at the scheduled time for our interview. 1 called 

John (once he was 20 minutes late) to find out if he was still coming. John called me 

back five minutes later to say that he had fdlen asleep and forgotten about the interview 

but diat he could corne over right away. John and 1 conducted the interview at rny office 

at Queen's University. John was able to articulate his thoughts and feclings quite well. 

He kept insisting tbat he d l y  wouldn't know any of the seMces offierd by CiP as he 

tried to "stay away fiom psychiaûy.'' 
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John conceptualises ACT as a single relationship that exists between himself and his 

case manager. As John sees it, his case manager is involved in his life to aid him with 

obtaining his basic needs. John periodically sees a psychiatrist who is associated with 

ACT; his case manager also attends these meetings. For the most part, al1 of the needs 

that are fulfilled by ACT for John are adcùessed by the case manager. Consequently, 

Johnfiels very close 10 the wonan who is his case manager and has corne to rely on 

her. John depends on ACT for support and assistance in areas that relate to basic 

survival needs such as access to medication and help with issues around penonal care, 

both physically and mentally: 

[ACT just means that 1 got sorne help with problems that you run into 

being on your own after being in hospital.. . [my case manager] makes 

certain that I get my medication renewed, live half decently.. . [there is] 

somebody that will give you a helping hand to get things organised in 

your life. 

John sees ACT as a small par[ ofhis life and feels that in many ways he has been 

instrumental in ensuring that ACT nmains on the periphery of his life. The only 

assistance that John wishes to procure nom ACT is with regard to his basic needs. John 

feels very strongiy that ACT not become too involved in his life, "1 try to stay away h m  

psychiatry as much as 1 c m ,  jua take my medication and try to live half decently." 

John feels the need for support fiom ACT but is cautious of having that support 

become too intensive in his life. He is very resistant to receiving any support that goes 

beyond his basic needs. Johnjees thar he murt put Ihits on the support thut he 
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receives or it could encompass his life to a point where he would lose his independence. 

Still, he does feel that he requires the suppon of ACT to meet his most basic needs: for 

example, making sure that he has hi11 access to his medication, someone to "keep him 

on track" so that he can take care of himself and his home properly: 

[ I l  just [want to] have someone there to keep me on track.. . with a 

decent living.. .just by making certain 1 did things, like get my 

medications so I can go to work. 1 don? like the limitations of having 

someone Iooking afier my affairs . . . I look after everything. 

John experiences a trusthg and respec@l relationship with his case manager. He 

relies on his case manager for many services such as enswing that he has proper access 

to medication, providing him with transportation: 

[she helps me with] my medication, she is going to keep it coming to 

the clinic d o m  there and if 1 can't get down, bnng it up to me.. .[I like] 

getting rides home fiom my appointments with M, [when] she just happen[s] to 

be on her way out the door. 

John relates to his case manager as a fiiend. He feels that he can open up to her and 

share with her as he would a cornpanion. "[She] is Fnendly and easy to get dong with 

and she is easy to talk to and to explain thîngs to.. .[l see her] more like a friend." 

John 's Ife isfilledprimarily with work. He is ernployed in a full-îime position in the 

cornrnunity. Aithough John has not been at this current job for an extensive length of 

tirne, he has been working at regular jobs in the community for many years. Work plays 



a prominent role in John's life. It is his tie to the community; the real world. 

Employment in a regular job in the community provides John wirh an escapefrorn 

the consumer/suntivor world: the system, the people and the illness. Work is a powerfbl 

entity that gives John the motivation that he needs to get up in the moming. For John, 

this reason to get up is an integral part of feeling good about himself. 

[1 work] just to feel better about myself.. .Everybody needs a little 

self-esteem. You know, a reason for being dive, 1 did it for ten years, 

laying on my side eating chicken, drinking beer and watching T.V. 

For John, the influence of work on his quality of life is so substantial that he insists on 

working despire of the dificulties that it sometimes presents. Because he receives 

disability benefits. employment has not necessarily put John any M e r  ahead 

financially and has, at times. negatively affected his mental health: 

I can make 5 160 a month, and after that, I keep 25% of what 1 make. So, 

it is, 1 am really not working for that much money. Like, when I could just 

be sitting on my pension. 1 think so far, it has been casting me to go to work, 

because I have to be there at 530 in the moming, and &er a couple days of 

aomping back and forth to work on my feet, 1 take a taxi a couple of times, eh. 

And that just eats up the profits fiom working. 

The pressures thar open accompany employment in the community have, ut times. 

resulted in near relapsesfor John: 

My fmt four days working [at this job] 1 got five hours sleep. Anxiety 

and SM you know, going on in rny life, that 1 just couldn't sleep. 1 was 



just about ready to go back to the hospital, but then 1 got three days off, 

and 1 just drank myself to death ta get over it al1 and to get some sleep. 

Despite these obstacles, John continues to see employment as apositive elemeni in 

his personal recovery. John places a considerable amount of weight on the fact that his 

employment is in no way connecied to his psychiatric disability. No one at work knows 

of his psychiatric background and he does not receive any special accommodation. John 

describes the aggravation and disenchantment he felt over a situation where he felt that 

he had been identified as a consumer/survivor: 

1 had one job al1 sewed up, and [the supportive employment worker] spoke 

up and she was at the interview with me, 1 forget her narne and evemng,  

but she spoke up and mentioned that she would be around to help out, but 

they never called me back. Like she was talking with the chef and the 

manager. we had an interview going there and like the worker was with me. 

And he said sornething like ... $6.50 an hour I guess, and the chef spoke up 

and said $6.75, like this and 1 was hired. But she spoke up and said, well, 

if there is any problem I will be around to help out ... it took a few days to 

realise that they weren't calling me back. 

John experiences a seme of isolafionfiom bofh the "real world" os well ar the 

consumer /suwivor conimunfty. John wants as linle as possible to do with the 

consumer/survivor commUUty. He feels thaî the only way to ensure bat his whole life 

is not contained within the walls of psychiatric disorder is to separate a part of his Iife 

nom anything at al1 that has to do with his ilhess. John fears that king around other 



people with psychiatric disabilities will b h g  him down and his life will become 

stagnant: 

1 ûy to keep away fiom psychiatry, like in [the group home], I was dways 

depressed just from the fact of king there, it didn't do any good for me. 

I have seen people [with psychiatric disorders], they just sat there, they don't 

do nothing, just sit and stare at the walls.. .they9d be better off back in the 

hospital. 

John experiences u general sense of unease uround his involvement in the consumer / 

survivor coinmuni@. John feels that his own mental health is often a loi to hancile and 

he doesn't find much comfort in being around others with problems as he feels that in 

some ways he would have to deal with rheir problems as well as his own: 

I just don? want to be too associated with them because you never know 

what is going to happen with them. Like a friend of mine, like he stabbed 

himself in the side with a four inch blade, and you know, jus if he did it to 

himself, he could do it to me. Like I said, I try to stay away h m  them ... The 

psychiatric patients are actudly quite intelligent and would know how to do 

a con job on you reaîly easily, and you are dealing with unbdanced people. 

I'm a linle unbalanced rnyself and 1 don? need to be with somebody else that 

is, that's why I say, I try to stay away . . . 



85 

There is a resentment that exists around having to deal with other people's problems in 

addition to his own. He senses ttiat the consumer/survivor world is somehow removed 

fiom the "real world," that it is a world where the niles are different and things are 

easier. He doesn't want to be kept in a world that coddles him, or where people don't 

take responsibility. He fears that if he were to become too involved in the 

consumer/survivor community there wouldn't be any challenge left in life and he would 

become depressed: 

You meet people in these programs. and it is like an artificial life, and you 

get, if things don? work out and as an easy way out, like getting divorced or 

something, they Say, well, it wasn't me, it was the program ...y ou know,. .. so 

I back away from any of that. 

John wants to feel integrated into the community but he feels that he must hide a pan 

of himself in order to be accepted. John feels that if people were to fuid out that he 

suffen fiom a psychiatrie disorder they would 'ïease me or maybe try to thump on me or 

sornething. They are angry because they are not getting $930.00 a month for watching 

T.V., you know". John spends the majority o f  his time et work interacting with non- 

consumer / survivors. However, when he is off work he fdls his time with solitary 

activities such as 'Watching television" or "going to the bar." John doesn't socialise 

outside of work other than for "necessities." 

Althaugh he hides a part of himself in order to be accepted, this segregation of parts 

of himself also leaves John feeling isolated fiom society. 1 is as though no one realiy 



knows who he is: 

I didn't want anyone at work to know that I'm a shrink patient.. .[but] if 

no one knows much about you, you are still within yourself and in an 

isolation situation,. .there is the odd sole that 1 can talk to, maybe four or 

five, different people that, you know, I cm be honest with about myselt 

On the one hand, John says he doesn't want to be a part of the consumer/survivor 

community and on the other hand he says that in many ways it is less intimidating, fewer 

expectations, "1 wouldn't look as bad." The consumer/survivor community is like an 

artificial world where everything is made easy. When John is in this world he doesn't 

feel that he has to hide part of himself. He feels good about this, but it feels 

uncornfortable knowing that he is not being held up to the same standards and 

expectations that exist in the "real world". This makes him feel as though he is not a 

"reai" person and he feels useless. John is very confused about the idea of community 

integration. He feels that he is living on the periphery of both communities. John would 

like to be fully integrated into society but he feels that this can only happm if he can 

reveal all of himself. Unfortunately, John feels that the part of himself that he hides will 

never be accepted, so he continues to hide and as a result ends up feeling isolateci h m  

buth communities. 

John's major goal is to "get ahead finaaciaily." John's level of income affects his 

daily life in many ways, one of which is his access to medication: 
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What happened was like my medication, like I ration it out so it corne right 

to the end of the month when 1 got my cheque so 1 could afford to pay the 

user fee. That was at the MS but, it just kept slipping back, getting to the 

25" when 1 needed it again, I didn't have the money and.. .D at the MS said 

that's okay, pay me at the end of the week. or at the end of the month, 

whatever.. .Now RMNE absorbs the user fee and 1 get it whenever 1 

need it. 

Choice is something that John doesn't feel he has a lot of within the structure of 

ACT. The professionalisation of staff roles gives John the impression thar ACT 

providers know more than he does regarding his illness and his needs. John feels that if 

he were to disagree with his case manager or his psychiatrist he would 'probably give 

in.. .like these people are supposed to know what they are doing, and you know.. .but 

then they are only human too, they can make mistakes." John feels confident, however, 

that the staff are in a position to make the best decisions for him. 

Individual Structural Description: John 

The underlying structure of John's experience of ACT can be seen in his 

concepnialisation of ACT as an entity that addnsses his basic swival needs: 

medication and self-maintenance. These are areas where John feels that if he were to 
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fa11 off track it would jeopardise his quality of life. John does no! wonr ACT 10 address 

anything more than his basic neeh. John views his association with ACT as necessary 

and productive within a particular sphere of his life. Outside of that sphere, however, 

ACT taps into John's fear of dependence and stigma. As a resuit of this feu of the 

negative impact of being associated with the mental health system, it is extrernely 

important to John that ACT is kept as a small. separate part of his life. John feels that if 

he wen to become more involved with ACT he would have to give up his independence. 

He feus that he would have no decisions to make and that his world would become 

devoid of responsibility. For John, this would mean his life would have no meaning and 

that his main purpose in life would sirnply be to exist. 

Stigma is another issue that John closely associates with ACT. John ssrongfy senses 

rhar the part of his life fhar is associated with mental illness would no1 be accepred by 

the Iarger sociey. John feels that the existence of stigma in the community is very 

strong. He feels that most individuais in the comrnunity would not have compassion for 

someone suffiering from a psychiatrie disorder. Consequentiy,fiar of stigma hus forced 

John inro a life offiagmented realiries. 

So long as John feels that he rnust segregate a part of himself fiom society, he will 

live his life in isolation. The only place where John feels that he would be completely 

accepted is within the consumer/swivor community. He feels that there would be 

fewa expectations on him and that generally he would fit in b e r  than he does in 

society. Overall, however, John doesn't feel any more cornfortable within the consumer 

communîty than he does outside of it. The consumer community hctions as a black 
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hole, ready to envelop John if ever he lets his guard dom: he must constantly jighf ro 

avoid being consumed by a life defined solely by a psychiatric disorder. The people, the 

issues, the workers, the entire community exists for one reason; illness. John wants his 

life to be about more than just mental illness and he resents the people who envelop their 

life wiwithin the mental health system. 

John's sole tneans ofparticipaling in society is his work. Work is the one place in 

John's life where his illness is not the prominent focus. It is a place where he is seen 

and treated as a "regular" person. For John, it is extremely important that there be a part 

of his life wherein he c m  function as a "regular" penon. Where the expectations and 

rules placed on him are the sarne as those placed on other people in society. It is at work 

whue John cornes closest to feeling normal. accepted and well. 

John trusts that his case manager and psychiatrist will make the proper decisions 

regarding medication and other basic services on his behalf. There is definitely a view 

of ACT staff as the "expert." John is cornfortable with leaving decisions regarding 

medication and other basic services such as domeaic maintenance up to his case 

manager and psychiatrist. He doesn't question their judgement because he sees them as 

professionals who know more about these issues than he does. It is as though John sees 

individuals in the "professional" role as infallible or flawless. 

The karger systemic issues that surroundfinancial restitution for psychiatric 

c o r n e r  / survivors influence John 's ability to make choices in a varie@ of wuys. John 

feels remicted by the financial limitations placed on him as a mult of receiving a 
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government subsidy for disability. The govemment subsidy, as a fmancial entity, does 

not encourage Uidividuals with psychiatnc disabilities to earn money outside of this 

ailowance. John works because he fmds persona1 meaning in doing so, but in his own 

experience John does not benefit financially. Poverty robs a person of choice, and 

iflness takes away any choice other than poverty. Because John feels that there will 

always be a danger of his illness manifesting itself to a point where he can not work, 

John doesn't feel he can afford to tum d o m  the govemment subsidy he receives each 

month. nie cyclicai nature of John's illness, however. ensures that he will also have 

many periods where he is well enough to work but will never be able to produce 

financial gain. The poverty that John lives with affects his choices regarding where he 

lives, when he can afford his medication and what he does for entertainment. 

In summary. John sees the world created by the mental health system is contrived, 

consisting of manufactured rules, expectations and responsibilities. As John sees it, 

individuais who live in this world don't actually have an easier life as a result of this 

arti ficiality ; instead they becorne beings devoid of substance, vitality and vigour. John 

feels an ever-present need to separate himself from the mental health system and the 

consumer/swivor cornmunity in order to ensure that he does not fdl into this way of 

life. Yet, at the same time John feels a very strong need for the d e t y  net that ACT 

represents arowid medication and personal health. 

Sylvie is 3 1 years old, she lives with her non-conswner boyfiiend in his home in 

downtown Kingston. Sylvie and ber boyfnend have been together for nine yem. Sylvie 



was bom in Quebec but has lived in Kingston since she was 13 yean old. After 

completing high school, Sylvie attended the fine arts program at the University of 

Waterloo. Sylvie dropped out of the program after two years and moved back to 

Kingston to attend the fine arts program at St. Lawrence College. In 199 1, Sylvie 

switched from the fine arts program (she had been in the program for two years) to the 

nursing program where she met her boyfiiend. Sylvie graduated fiom the nursing 

program in 1992 but has chosen not to pursue a career in nursing as her boyfiiend feels 

that the field would be too tough on her. Currently, Sylvie is seeking employment as a 

secretary. Sylvie has been with the CIP program for one and a half years after king 

diagnosed with schizo-affective disorder (schizophrenia with a mood component). 

Sylvie has never been institutionaiised in a psychiatrie hospital. The interview with 

Sylvie lasted approximately 45 minutes. Sylvie was very happy to participate in the 

interview. The interview was conducted in the home she shares with her boyfriend. 

Sylvie was able to articulate her thoughts and feelings about ACT very clearly. Sylvie 

required some prompting afier the initial open-ended question. 

Sylvie 's connecrion with ACT makes herfeel special and important. She likens this 

experience to that of visiting a dentia in that someone is thete to pay attention to and 

address her needs. The exclusivity of the situation makes ber feel valued The fact that 

someone is paid good money to addnss her needs m u t  mean that she is important and 

that her needs are of significance to someone else. Sylvie feels vaiued by this 

experience and fccls as though she is respccted by the ACT team: 

[Being a client of ACT] means you are not just a patient, you are somebody 



special md they think of you as someone that deserves respect and that.. . 

they treat you like a person, they don? think of you as lower than them, 

they think of you as their equal. 

Sylvie sees the purpose of ACT as being primarify related to medication. Sylvie's 

needs around medication are compiex and involve more than just access to a 

prescription. Most imporiantly Sylvie feels the need for help in ensuring that she 

follows her medication regimen and doesn't "slip up." Sylvie is particularly fearful that 

she rnay "slip up" in this regard if she did not have some type of aid. "1 go there every 

Tuesday and get pills and like you know, you meet people and that, it is nice." The 

intent of ACT is to provide structure or form to the lives of people with a psychiatnc 

disorder who may need help in organising aspects of their lives: 

1 think [the purpose of ACT] is to help control people a linle bit more, like 

so they have sornething to do or whatever. Like some people look forward 

to going in there and working in the factory.. .just like the rnoney and bat, 

people with money, they have a little bit of money there and they have a 

little bit of spending money there, 1 don't, but a lot of people have 

spending money there and it helps them so they budget a linle bit more, 

helps them budget. 

Sylvie's concepnialkation of ACT encompasses the relationship that she has with her 

psychiatrist and her case manager. For Sylvie, the relationship with the psychiatrist is 

important; it is her tie to hm medication. It is the relationship with the case manager, 

however, that holds moa importance. ïhe case manager serves us the Iink to ACT. It is 



this person who maintains regular contact with Sylvie, who is moa familiar with 

Sylvie's life and who relates fo Sylvie as afiiend: 

[I see my psychiatrist] maybe once every five months, or once a year.. . 

[my relationship with my case manager] is like a fnend. [I see my 

psychiatrist] once in a while, whenever 1 need a change in meds or 

something like that. 

The support thul Sylvie desires fiom ACT /ocuses on issues aro und her medication. 

Sylvie prefers very intensive support when it cornes to her medication regimen. She has 

actually moved from a less intensive to a more intensive approach which has provided 

her with a significant sense of remsurance. Sylvie describes the support that she 

receives around her medication as one of her best experiences with ACT: 

When [ACT) started giving me the pills.. . I  didn't have to go to RMNE 

al1 the time because it was always closed when I went down there. The 

best idea was that 1 pick up my pills [at the ACT program]. because I 

wouldn't have to worry about it.. .It was nice for them to fil1 [my pi11 

dispenser] because 1 wouldn't have to do it. Like I do it when 1 go down 

there, but it is like nothing, but if 1 had to do it by myself, 1 might slip up 

or something. 

Sylvie doesn't wish, however, to receive other supports h m  ACT. She is quite 

determined to fiilfil her other needs and to pusue ber life goals without the support of 

ACT. For the most part Sylvie's needs are filled outside of ACT primarily by her 

boyfnend. Sylvie is integrated into the communiîy through her boyfiind. She lives in 
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her boyfiend's house, shares his fnends and receives encouragement fiom her boyfnend 

to pursue work and education. "Like I already have fnends [in the community]. . .they 

corne here. Yah, like fiiends of my boyfkiend and me.. .my boyfiiend and Tommy [give 

me support]." Whatever Sylvie does accomplish on her own without the support of 

ACT is a source of great pride. There is a sense that pursuing these things independent 

of ACT is good for her. 

Syivie's relationship with her case manager is important to her. It is this relationship 

that links Sylvie with ACT and through which her needs are met. Sylvie relates her 

relationship with her case manager to that of a friend. She does not, however, consider 

this to be her closest relationship as she feels closer to her boyfiiend and her own 

fiiends; "they are closer than [my case manager]." Sylvie considers her relationship 

with her case manager as one that occurs on an equal footing. For Sylvie, the mosr 

important element within the client - case manager rela~ionship is respect, a sense that 

you are valued and the case manager does not feel that she f he is somehow above the 

client. '4 think respect [is important], like not thinking you are lower or higher, like just 

equal . . . equality . . . we are both just as capable of doing something." Sylvie describes her 

worst experience with ACT as a tirne when she felt as though her case manager did not 

treat her as an equal. Sylvie felt as though she was king treated like a patient. This 

incident made Sylvie feel isolated fiom the case manager: as though ail of the d e s  had 

changed and in that moment she no longer knew her own mle within the relationship: 

m y  worst experience] would be when [my case manager] mumbled 

one the.  She said, "ah, do whatever you want," iike that, like sercastic 



or whatever. Yah, that was the worst.. .she just treated me like a patient 

for about 10 minutes. 

Although Sylvie's relationship with her case manager is important to her, the 

relatiomhip that she shares niih the ACTprogram ir most imporrani. Sylvie cornrnents 

thar, if given the choice, she wouid stay on wirh CIP d e r  than follow her case 

manager, in the event that her case manager switched to another team in the area. She 

feels a certain comfort with the program and a familiarity with the other staffmembea. 

"I'd stay with [this ACT program] because I see a lot of people that 1 am familiar with 

I'd like to stay.. .I get to know the staff, they are really nice." 

Sylvie is acutely aware of the stigma that exists towards individuais with psychiaeic 

disorden. Consequentl y, Sylvie doesn 'tfeel as though she c m  allow other consumer / 

survivors ro play a part Ni her l@. She feels that were she to be associated with other 

consumer / survivors she would be "painted the same colour" by members of the 

cornrnunity. Sylvie is intensely fearîbl of the repercussions of stigma fiom the 

comrnunity. She refuses to be associated with other consumer / survivoa and is both 

supponed and encouraged in this decision by her boyfnend: 

Al1 of my fiiends are [non-consumer / survivors]. Cause, like my 

boyfkiend doesn't want me to hang out with them. Because he doesn't 

want me to be classifkd, sort of labelled cause they, when you hang out 

with one person, you are painted the same colour as them. So al1 of my 

friends are outside, in the community. 

Sylvie's impression of how psychiatrie consumer / survivors are viewed by the public is 
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quite severe. She likens the hypothetical experience of being on a consumer baseball 

team to that of being on "a tearn of whores." In Sylvie's view consumer / survivon are 

rejected outcasts of society often looked upon as the lowea of society. 

Sylvie feels that all consumer / survivors should be "integrated" into society; that 

they should make their lives as normai as possible. to ensure that they donTt "stand out" 

fiom other community members both in terms of their individual behaviours and in 

terms of associating dl in one group: 

It is good for everybody to have [consumer / swivors] integrated. 

Like my boyfnend says like there is this one guy that used to go to 

[ACT] and he still does. but he is looking better now, he's got a good 

coat. nice clothes on and [my boyfiend] says, 'good for him.' It is good 

for everybody if people are not so stand-outish. I just saw a group home 

down the Street, and like I wouldn't want to live there. Cause like, 1 don't 

know.. . it is something that 1 don? want to get into. 

Sylvie also expresses concem over being around individuals who may have 

experienced institutionalisation. For Sylvie, the idea of associating with consumer / 

survivors who have ken institutionalised at various points in their lives is quite 

fiightening. There is a sense that they may have needs beyond what Sylvie is willing to 

deal wiîh: 

It is like, they dl taik about the hospitai, and it scmd me away because 
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some of them lived in the hospital. it scared me. Scared me a 101. There's 

nothing wrong with them.. .it is jwt something that 1 don't want to get into. 

It is something that 1 don? want to be a part of. 

Sylvie describes her best experience with ACT as the annual summer picnic that is 

put on for the entire program including al1 clients and staff. For Sylvie, the importance 

of this experience was the joy that she received from participating in and watching 

others participate in activities. Sylvie really felt that everyone enjoyed themselves. 

which made it enjoyable for her. "I'd have to Say the picnic [was the best experience]. 

[I liked just seeing] a lot of srniling faces." Yet fear of stigrna and her boyfiend's 

disapproval keeps Sylvie h m  joining other outings with the ACT program. "1 don? 

really want to go.. . I'm trying io get. like 1 am trying to get a job. [The picnic was good] 

for them.. . it makes them happy." 

Choice is something that Sylvie feels she has a lot of in her life. She feels that she 

makes the decisions that affect her daily life independent of ACT and this is a source of 

pride for her: 

1 tW 1 have 100% choice 1 choose to be with my boyfiiend.. .and 1 have 

a choice to live here . . . 1 have a choice of what field of work 1 want to do, 

and I have a choice of hair colour, I have a choice of how to Wear [my hair]. 

1 can Wear it whatever way 1 want. And 1 have a choice whether 1 want kids 

or not, and 1 have a choice of names.. .choice of what I want for supper. I 
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have a choice of whether to smoke or not ...[ today] 1 decided to visit [a 

fnend]. . .and 1 decided to go to the [day centre] and 1 decided to do the dishes. 

Sylvie does not feel that ACT or her case manager take choice away nom her in any 

way . 

My [case manager] does not control rny life or anything like that, she is 

good with that.. .she just does my pills. But once in a while, we go for 

coffee and get to know each other.. .she doesn't have any rules or anything 

like that. 

Sylvie is also quite content to leave choice regarding medication up to her psychiainst. 

She ûusts his judgement completely and does not question ir. 

[The psychiatna] decides how much [medication] there is, and 1 am happy 

with what he says. because he is the doctor. not me. ..I trust him with my 

life.. .because he is older. He is old enough to be rny grandpa and I wa 

the older people. 

Sylvie's goals are very much in tune with white middle class values; a house, two 

children, two cars, and a supplemental income of $25,000 a year. 

1 want to be a secretary on a cornputer and stuff. In personnel or something 

like that, like intewiewing people.. .Two kids.. .vue will probably live in the 

country.. .we will have two c m . .  .[I wouid like to be making] $20-25,000. 



99 

Sylvie feels very strongly that she wishes to putsue her goals on her own without the 

assistance of ACT. The most that she sees that ACT could do for her around her goals 

would be to provide her with "connections" for work and education. For the most part, 

Sylvie feels that she has enough supports outside of ACT to help her achieve her goals. 

One of Sylvie's goals is to rnove on fiom ACT. Sylvie, however, is  still very tied to 

ACT and as a result does not feel that she is ready to move on just yet. "I'm not ready to 

move on.. .I'm still on the pills, so 1 have to get rny pills. ..I think you have to have a 

psychiatna, because they are psychiatrie pills." 

Sylvie believes that it is important that ACT provide more opportunities for activity 

within the program. She believes that this would be important as the few times that she 

has participated in program activities she has O bserved how important the outings are for 

clients, "[I think there could bel more outings for the clients, like maybe more 

picnics ... hiking and swimming, like maybe go to Picton beach once in a while ...y ah, for 

the people, for the clients, just [to see] the smiles on our faces." 

Overall, Sylvie's need for ACT stems fiom her needs around medication. Although 

tied to ACT as a result of this need, her fear of stigma fiels a concerted effort to 

disassociate herself fiom the program and the consumer I survivor community as much 

as possible. 

Individual Structurai Description: Sv lvie 

The underlying mucture of Sylvie's experience with ACT is expressed in her 

conceptualisation of ACT as a service that is provided to meet ber needs around 



medication. 

Sjdvie S psychiatrb represents her tie to her medication which she sees as the 

primary reosonjor her relationship with ACT. Sylvie holds her psychiatrist in high 

esteem; she regards him as an expert and trusts him completely, even though she meets 

with him on a fairly infiequent basis. The case manager, on the orher haad, j N s  ihe role 

of afiiendfor Sylvie. The case manager is important because she is the person who is 

most available to Sylvie and with whom more time is spent but is not held to quite the 

same degree of "expert" as the psychiatrist. 

fi is exwemely important to Sylvie that she be seen by her case manager as equal. 

Sylvie describes her worst experience with ACT as a tirne when she felt that her case 

manager treated her like a 'patient.' The interaction was quick, curt and devoid of 

tolerance and patience. As Sylvie associates personalised attention with respect, she felt 

extremely disrespected and devalued within the context of this interaction. It is 

interesting that Sylvie associates this specialised or personalised attention with feeling 

like she is not being treated as a patient. She associates being treated like a patient as 

not receiving personalised attention, of being ignored, of not having anyone to listen to 

her needs, of not having any time for her. 

Although there is a part oflylvie that seeks social opporunities with other clients, 

there is an even larger part of her that completely rejecrs the consumer community. 

This adamant rejection in light of ber enjoyment of social activities with clients of ACT, 

speaks to a fear of stigrna. Sylvie is convinced that were she to display her comection to 

the psychiatrie community in any way she wouid not be accepted by people in the 
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comrnunity. Sylvie experiences great concem over the level to which she is accepted in 

the community as this acceptance is tied very closely to the quality of life that she 

experiences. Her life is tied to individuals without mental illness who she fean would 

look at her differently were they to see her as a consumer. Sylvie's boyfnend, who is 

aware of her connection to the mental hedth world, stresses to her the importance of not 

associating with other consumer survivors; of looking and acting "nomai" at dl times. 

It is this intense fear of rejection from both the cornmunity and her boyfnend that 

accounts for the contradiction that exists in Sylvie between finding enjoyment in 

socialising with other consumer swivors and at their same time likening this 

experience with being forced to deal with the ridicule that one would incur were they to 

associate with individuals labelled as whores. 

Another issue that presents a barrier for Sylvie around her association with the 

consumer/survivor community is the level of discornfort that she feels with individuals 

who have been hospitalised. There is a fear of the unknown: that other consumer / 

nwivon are somehow unstable or dangerous, that their experiences with psychiatrie 

disorders are somehow different from hers. Sylvie sees herself as different fkom other 

clients who have been institutionalised and her lack of knowledge about their 

experiences becomes a source of fear and ultimately rejection of this group. 

Although Sylvie looks outside ACT to have her needs met, Sylvie's main support 

system outside of ACT lies primarily with one person: her boyfriend. Sylvie is 

dependent on her boyfnend for a home and friends. As a result, the question arises as to 

whether Sylvie mily experiences independence or whether she simply has an alternate 
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support system upon which she depends. 

However, the choices and decisions that she makes occur around her basic everyday 

needs: food, appearance, socialisation and housework. Decisions and choices that affect 

higher order needs such as employment. education and medication are unially made in 

conjunction with others and in some cases Sylvie seems to defer entirely to another 

person. Issues such as work, education and who to associate with are greatly influenced 

by the opinions of her boyfhend. Sylvie places great trust in her boyfnend and seems 

very unwilling to make a choice that he might disapprove of. Sylvie is equally trusting 

of ber psychiatrist and she considers him an expen regarding psychiatrie medications. 

She defers al1 decisions regarding medication to her psychiatrist. For Sylvie, the thought 

of questioning either the decisions of her psychiatrist or her boyfnend is unthinkable. 

Sylvie fiels that she has cornpiete choice in her fije but is gravely unaware of areas of 

her life in which she could have more choice. Sylvie has also not been infomed about 

how to receive services around medication outside of ACT. This information would be 

valuable for Sylvie to have when weighing whether or not she will move on fiom ACT. 

This lack of information regarding the system also takes away choice and leaves the 

decision of when to move on from ACT in the hands of other people. 

lndividual Textual Description: Pat 

Pat is 46 years old. She was bom and grew up in Kingston. Pat became pregnant at 

the age of 15. Shortly &a the pregaancy Pat became il1 and was hospitalised at the age 

of 16. She was diagnosed with schizo-affective disorder (schizophrenia with a mood 

component) and in more m e n t  yean has also been diagnosed with a substance abuse 
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disorder. Pat became pregnant again in her early thirties. This child is now 1 3 years old 

and lives with her adoptive farnily in Gananoque. Pat has 'ken able to keep in touch 

with her daughter who she sees on a periodic basis. One of Pat's goals is to re-gain 

custody of her daughter. Pat has been in and out of hospital on a very fkequent basis 

over the past 28 years. She has lived with her boyfiiend, another member of the CIP 

prograrn, in an apartment in downtown Kingston. Pat works in a sheltered workshop 

program run by the Kingston Psychiatrie Hospital and is looking to move to a supported 

prograrn in the contract factory where she would make more money. Pat has ben with 

the CIP prograrn for the past eight years. The interview with Pat lasted a total of 50 

minutes and took place over two visits. Pat stated that she was nervous during the 

interview. She srnoked a lot during both interviews. Both interviews were conducted in 

Pat's home. Pat appeared very shaky (her hands and legs kept shaking) during the 

interviews and 1 wondered if this was due to the side-effects of the medication that she 

was taking. Cognitively, Pat seemed to Ioose her train of thought easily and fiequently. 

She often wanted to change the subjcct to talk about something else. During the second 

interview Pat seemed very distant and disascted. 1 am not sure if this was due to 

symptoms of her illness or again due to side effects of the medication. Pat answeted my 

questions but not to the same extent or wich the same clarity as she had in the first 

interview. Generally, 1 found that it was more dificult to get at the meaning of the 

experience for Pat and 1 often had to re-word questions. 

Put 'sprimary associattion with ACT is with regard to medicoron. She feels that she 

is tied to ACT for this naMn and could only ever leave ACT if she found a replacement 
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for the services that she receives around medication. For Pat. ACT essentially means a 

place where she goes every two weeks to receive an injection. "[ACTI means 1 go in for 

injections and they talk to me. [ACT] helps us out like, you know.. .I got bad nerves eh, 

so, I get injections eh, every two weeks." Pat feels that she has someone with whom she 

can taik to about things that may be bothering her in her everyday life panicularly 

around issues of medication. "They talk to us.. .whatever is bothering me. 1 see [my 

case manager] mostly. Sometimes 1 see my psychiauist when something is bothenng 

me eh? Like if 1 canot sleep or my nerves are bad." Fat views her experience with ACT 

as very different from her experience in the hospital. "1 definitely feel part of the 

cornmunity, not part of the hospital, 1 don? want to go back in [the hospital] as long as 1 

live," 

Pat looks to ACT to provide her with fairly intensive support around medication. 

She receives injections every two weeks as administered by ACT staff. Pat feels very 

reliant on staff to provide this service and feels that this type of support is extremely 

important in her life. Put ulso receives support fion, ACT m u n d  other areas ofher life 

includhg work, educarion and social activifies. Pat relies on ACT to provide her with a 

tie to opportunities to work in supportcd employment offered by outside agencies. Pat 

has a strong desire to work, to have something to do and to eam extra money. She is 

very bappy that she has received support that has comected her to an oppomullty that 

provides both activity and extra money: 

1 am trying to get into [occupationai thenipy] right now, eh. Where 1 knit 
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separate worken, special [occupationai therapy] workers that do the 

knitting and crocheting. [My case worker] helped me get into the program. 

She suggened it to me. 1 would like to work at the ... contract factory. 

They work with nylon and that, eh. I'd be bringing in the nylon and 

putting it on the machines.. .I'd just like to. mainly because of the money, 

it is not bad, eh. But if you make extra, they deduct it from your cheque, eh. 

For Pat the most important aspect of being hooked up with an occupational therapy 

program is to gain extra money. She is unclear as to which program to pursue; contract 

factory or knitting. For Pat, the actual activity is not the point as much as it is simply to 

have activity and the opportunity to eam extra money. 

Outside of areas that concem medication and work, Par receives her primury support 

fiom her boyiiiend and his famiïy. "[ACT] doesn't help me with al1 that much reall y." 

Pat relies primarily on other people in her life for much of the support she receives. Pat 

socialises with her boyfiiend and his family : 

We go grocery shopping every Tuesday, S's mother takes us. S and 

his brother, yah, they are good fiiends. S is my boyfiiend but we are 

also fnends. 1 talk to him when 1 got problems and that And he helps 

me out by saying something to the staff or something, if something is 



bothenng me or something. S's mom. 1 talk to her quite a bit. Pretty 

well everyday she phones yah, 1 talk to her. L do bar-be-queues and 

thnt with hem, with S. 1 go with S's relatives. 

Pat's case manager has linked Pat up with education, and drives her to see her 

daughter. There are areas in which Pat feels that she couid receive more support from 

ACT. She has some difficulty, however, conceptualising exactly what form this support 

would be provided in. Although she would like help fiom ACT she is not sure exactly 

how they could help. Pat experiences difficulty conceptualising what she could get from 

ACT around her goals. The type of support that Pat envisions that ACT could provide 

her with takes the f o n  of having someone do something for her. For example, Pat's 

suggestion for support around education would be to have ACT "put me in a course" or 

let her "make long distance calls" to facilitate a closer relationship with her family or 

have her case manager "help me find a place" and take her "down grocery shopping' so 

that she could live on her own. 

Potfiels ihar she is inlegrated into the community; that the community welcomes and 

accepts her. She describes her associations as having a few f'riends from the consumer / 

survivor cornmunity but that most of the people in her life are non-consumer I survivors. 

"A few fnends [who] are ex-patients, S is an ex-patient, but most of [my friends] are 

out in the community." Pat feels that it is bea for psychiatrie consumer / survivon to 

associate with non-consumer I suwivon so that they are exposed to the way things are 

done in the ' r d  world. For example, Pat's reaction to the question of whether it would 
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be better to design a baseball team for consumer / survivors or to involve them in an 

integrated team was this "[A] mixture [would bel better for the psychiatrie 

patients.. .because they get to l e m  how to play the bal1 game right." However, Pat feels 

that some consumer / survivon will never be able to live in the community on their own: 

Some will have to be locked up forever, you know. They are just too 

messed up.. . [you] can't let them nui around the streets like that, half 

undressed and you know, the way they act and that. [When 1 was in 

the hospital] 1 saw people.. .half dressed, you know, it was horrible.. . 

and they will be in there the rest of their lives. 

Pat sees a certain section of the consumer population as being unable to live in the 

cornmunity and sees herself as different from them. "Like, 1 don? have serious mental 

illness where 1 have to be locked up or anything. I'm just kind of siow and not quite as 

&aid as some of the others." 

Pat considers her relationship with her case manager to be very important. It is 

important to Pat, that she feels comfortable with her case manager and that she has a 

fiiendly relationship with her. 

1 have a pretty good relationship with [my case manager]. It is pretty 

important.. .so 1 can talk easier, talk better with her.. .a littie more 

comfortable. 1 x e  [my case manager] as a person, she is fiiendly and 

that, and she is kind hearted. 
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Put considers her relationship with her case manger IO be more like thut of "alriend. " 

Pat's goals for the M e  include creating a closer relationship with her daughter who 

has been adopted by a local family, finding work, punuing more education, forming 

closer relationships with her family and quitting smoking. The goals that hold most 

importance for Pat are finding work in the contract factory, getting custody of her 

daughter and quitting smoking. Pat feels that work in the contract factory would help 

fil1 some of her needs amund money. Pat is aware, however. that even if she got a job 

with the contract factory she would still face rnonetary issues that corne with being on a 

disability pension: 

I'd just Iike to work [at the contract factory] mainly because of the money, 

it is good money, it is nor bad, eh. If you make extra, they deduct it fiom 

your cheque, eh ... at one time 1 was going to get off the pension, eh, yeh, 

maybe work outside in the community. I thought that'd be better you know, 

actually, but 1 know 1 am still here though. 

Of these goals, Pat's case manager has provided suppon around helping her quit 

smoking by providing her with the antismoking drug Zyban and has also driven her to 

see her daughter. 

Put is quite pleased with the amount of choice that she has in her l@. She cites 

many decisions that she makes regarding everyday activities in her life: 

One thing, in the moming have a choice ofi getting up out of bed ... and 
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when 1 listen to the television or radio thatbs one of my decisions, whether 

1 want to eat or not. Whether or not 1 want to have breakfast, or lunch or 

whatever, supper. Sometimes 1 only eat one meal a day, eh. 

Pat feels she is the prime decision maker over many issues in her iife such as the 

decision to enter hospital, take her medication and decisions around her daily routine. 

"Yah, like nobody pushed me into coming into the hospital, 1 just signed rnyself in, eh. 

You know, like, nobody forced me into it or anything. So, 1 think 1 have a lot of 

choices." Pat also feels that she has choices amund her medication " 1 donTt really have 

to be on it if 1 don't want it. I don? have to be on medication." Issues regarding money, 

however, are where Parfiels thar she has very little choice and control. Pat related an 

incident in which she disagreed with her case manager and psychiatrist around money: 

1 wanted money. They didn't seem to want to give it to me. Well, like 

something 1 wanted. Usually, I do get it though, but not al1 the cime, 1 

don? get it as much as I like, because, like bey are trying to make a savings 

account for me, eh. They are trying to Save my money.. . 1 get discouraged, 

a little bit upset but then is nothing you can do about it, eh.. .l lied about 

trying to get some extra money or something, and it didn't work out, I got 

caught in my lie, they weren't pleased, they wen rnad at me. Ticked off 

at me, eh, because 1 was lying to them.. .bey wouldn't give me the money. 
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Pat describes her best experience with ACT as the annual sumrner picnic. She enjoyed 

this expenence for the opportunity for socialising and activity it provided. "[The best 

expenence was] the picnic, in the summer time we go out to the Me. [I like it] because 

they al1 have fun. We go swimming and we play volleyball, or something and then we 

sit around taik and eat food.. .sometimes we sing, sit on the bus and sing something." 

Individual Structural Description: Pat 

Put 'E perception of ACT is basedjirst andforernosr upon the services she receives 

around medication. The injections of medication that she receives on a regular basis are 

the first thing that cornes to Pat's mind when she is asked about the purpose of ACT. 

Pat is aware of other services that exist within ACT and are offered by her case manager, 

for example, having her case manager provide her with access to a vocational program, 

or receiving support fiorn her case manager to quit smoking. However, when asked 

whether or not she would follow her case manager to another prograrn, Pat's largest 

concem is whether or not she would retain the services that she currently receives 

around medication. This concem indicates the amount of importance that Pat places on 

the services that she receives around medication. Not only does Pat see medications as 

the prlmary purpose of ACT but it is also extremely important to her that she receive this 

type of assistance. Pat concepnialises ACT as primarily a relationship that she s k s  

with her case manager and psychiatrist for the purpose of maintaining a medication 

regimen. Pat's primary contact is with her case manager and she often engages in 

activities other than those related to medication with her case manager. However, Pat 

does not view these activities as the moa important aspects of her association with ACT. 
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Pat definitely conceptualises ACT as a different experience than king in the hospital. 

Par sees the experience ofACTas one rhat is in the communiy, one in which her case 

manager is herfriend and one in which she is treated respectfirlly. Pat's experience in 

the hospital, on the other hand, was predominantly a negative experience where she felt 

separateci from the community . 

Pat's primary goal for the future is to obtain some form of employrnent that will 

allow her to earn the 160 dollars a month that she is allowed to earn on top of the regular 

disability pension that she receives. Pat feels a requirement for extra money than she 

currently receives. She finds it difficult to f i o r d  her smoking habit and often Ends that 

she is unable to afford social activities such as going to a movie with fiends. 

The support that Pat receives in relation to her medication is very intensive. This 

type of support is very outcome oriented in that it promotes the final outcome (Pat 

following her medication regimen) as opposed to the process (guiding Pat to figure out a 

way on her own.) Consequently, when Pat tries to think of other ways that ACT could 

heip her in various areas of her life (work, seeing her daughter, etc.) she aiso 

conceptualises this type of help as outcome oriented (e.g., providing her with a ride to 

see her daughter, signing her up for a course, or finding a vocational program for her). 

Pat does not conceptualise a process oriented approach to receiving services âorn ACT. 

As a irsult she is unable to ask for a different kind of support that may be more 

conducive to her gaining skills and independence. 

Pat's integration into society is limited primarily to her boyfiiend's family. Her own 

family is quite distant fiom her (both physically and emotionally) and she has a daughter 
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who now lives with adopted parents who she sees on an infiequent basis. She socialises 

primarily with her boyfiiend who is also a psychiatrie consumer/survivor. Pat sees her 

associations as consisting of a mixture of consumer I sunivon and non-consumer I 

s w i v o a  as her daughter and her boyfiend's family are not nom the consumer 

community . Par commenrs thal she does na[ parricipctie in many social activin'es in the 

community due ru a lack of muney. Pat sees her relationships with consumer / sunivors 

as individuals who aren't socialised in how to do things the way that things are done in 

the "reai" world and who could benefit in this way from opportunities to interact with 

non-consumer / survivors. 

Pat does not see the time that she spends with her case manager as necessarily tirne 

that she is receiving services other than when she is in for her injection. Pat's 

experience is that she is spending time with her case manager chatting. For Pat, her 

relationship with her case manager is not as important as k i n g  a client of ACT; the most 

important aspect of ACT for Pat is that there is a structure in place for her to follow her 

medication regimen. 

Pat experiences choice around her daily activities such as; meals and viewing 

television. Pat also feels that she experiences choice around larger issues such as 

whether to enter the hospital or whether to take her medication. Pat doesn't feel that she 

experiences choice around issues of money, however. Pat often has dficulty accessing 

extra money that she may have as certain restrictions have ken put in place by ACT in 

order to help Pat with her budget. Pat finds tbis experience Enistrating as she 

experiences a loss of control over decisions regarding her money. Pat does not feel that 
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there is anything she can do to ovemde the rules set by ACT in this regard. She does not 

demand her money or leave the program as she is not aware that there are any other 

options. 

Presentation of gr ou^ Data 

ln this section 1 present the data in a way that encompasses the experiences of al1 

participants as a synthesised whole. The composite texturai description depicts the way 

in which the group experienced the phenornenon. The composite structural description, 

on the other hand. describes how the group as a whole experienced what they 

experienced. Finally. the textural / structural synthesis provides a synthesis of both the 

composite textural and structural descriptions. In other words, a coming together of the 

meanings and essences of the experience for the whole group to present a complete 

picture. 

Comwsite Textural Description 

For each reseatch participont ACT is experienced as a single relationship thar exisrs 

between themselves and lheir case manager. There is also a recognition that there is a 

link between their reiationship with the case manager to a psychiatrist who they see for 

medication purposes on an infiequent basis. The participants do not conceptuaiise ACT 

as an institution with an associated body of people working as an integrated 

innastructure. Participants who have k e n  hospitalised in the past perceive ACT as a 

resourrc for the many needs that aise when a person first n-enters the community. The 

area that is seen to be ofprimary concernfor al2 participants and the one thaf ACT is 



most prepared ro offer supporl oround. on a consistent bas& is medication. 

All of the participants in the study viewed their relationship with their case manager 

within the context of a friendship. in al1 cases this relationship was viewed as positive 

and close. In some cases it was perceived to be one of the closest relationships in the 

participants' lives. The case manager is viewed by ail participants as a fiiend someone 

who is easy to talk to. who will listen to their problems and who they spend time with 

socially. 

Most of the participants value this relationship a lot and wish that they had other 

close f'riendships like this one out in the community. Mosrparticipantsfeel a lack of 

fiiendship in their lives. They wish thal they hud more opportunities fo fôrm social 

relations eirher with orher consumer / survivors or wifh non-consumer /survivors. 

When participants describe the type of relationship that they are looking for, describe a 

partnership in which someone is interested in tinding out about them. Most participants 

don? feel that bey have this type of fnendship in their life currently. Many of the 

participants have s p o w s  or are living with a partner but ni11 feel that this type of 

friendship is missing in their lives. Both the d e s  of the psychiatrist and case manager 

are seen as professional and expert. For the most part, parîic@ants do not question the 

decisions made by either the psychiafrist or the case manager. 

Al1 of the participants receive ruther intensive support uround medication. For 

certain individuals this support involves pre-arraigned, biaionthly injections as p d d e d  

by a staff nuise. For othea, it involves ennuing that ihey get their monthly prescriptions 

by dispersing the prescription tbrough ACT. Still others receive support in comctly 
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filling their pi11 dispensers. Some participants receive various types and levels of 

psychosociai support in addition to the support they receive around medication. This 

support is typically experienced as less intensive and in many cases has been initiated at 

the suggestion of the case manager. Types o/psychosocial support open engaged in by 

participants cire vocational and educational. The type of support provided around these 

psychosocial areas often involves having the case manager enter the participant in an 

educational program at the local college or assist the individual in obtaining some type 

of supponed employment designed for consumer / survivors. 

Many participants expressed rhar they would like ro receive further support around 

their persona2 goals for education. work, comrnunity integration. development of self- 

esteem und increase in socid activiry. Many of diese individuals feel that ACT would 

probably help them with these goals but they have never asked for assistance in these 

areas. 

Participants oflen conceptualise the type of support that ACT would provide in 

various areas as direct service. For example, they conceptualise the case manager as 

amuiging a group for them to participate in where they would engage in social activities 

or when they would meet non-consumer I survivoa. Participants do not concepnialise 

ACT as providing them with services in a way that would be more guiding. For many 

participanrs, there is a strong desire to not let ACTprovide them with supports oiher 

than those around medication. These individuais experience a strong desire to k 

independent of ACT at the wune time as they experience an equally strong desire to 

maintain fairly intensive support around medication. 
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The desire to be independent of ACT eomesfiom several sources. For most there is a 

perception that being dependent on ACT is somehow unhealthy for them as individuals. 

A predominant experience is a fear that any link to ACT will result in a label which in 

turn will result in rejection fiom the community. Still others feel that ACT is simply not 

willing to provide services outside of medication, hence. the only way to achieve one's 

goals i s independentl y. For these reasons, individuels are more 1 ikely to pursue their 

goals oround educrrfion. vocation and community integration on their own or with the 

help ofindividuaIs nul associated with ACT. Consequently, the results of their efforts 

are more likely to resemble a normalised picture. For example, al1 of the individuais 

who rejected support from ACT in finding vocational opportunities are either seeking 

independent employment or volunteering in an independent work setting, whereas, the 

participants who sought support from ACT around vocational opportunities are currently 

seeking work in a supported vocational program. Likewise, those individuais who 

refùsed the services of ACT outside of medication support are mon likely to have a 

larger social network and aiso more likely to associate with non-consumer / survivors. 

The goals th& are most important to the participants are obtaining or maintuining 

work, building self-esteem and se&onfidence, increusing the amount of income they 

have and beconring better htegrated hto the conrmunity. These areas are ofien goals in 

participants lives because they are areas in which they experience littie satisfaction. 

Participants experience a lack of clarity around how to go abour developing and 

meeting these gouk Some try to pursue these goals independent of ACT by applying 

for jobs through the comrnon market. Others look to ACT to help them meet tbeK goals 
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and often become enrolled in suppotted programs designed for consumer / survivon. 

Al1 of the participants expressed confusion about how to go about building self-esteem 

and becoming integrated into the community. Al1 par~icipontsfiit that their lives were 

purticdan'y lacking in these areas. Some participants experience a desire to have ACT 

provide programs that address these issues, for example, a group designed to hold 

discussions on self-esteem or a group that encourages a mixed membenhip of consumer 

/ survivon and non-consumer 1 survivors. These participants experience a sense of 

fnistration that this type of support is not offered. Other participants feel that in order to 

achieve self-esteem they must hide any link to the mental health system. Participants 

experience an overall sense o f  fmstration and despair that they may never be in a 

position to realise these goals. 

Aii of the participants experience work as a top priori@ in their lives. For some 

individuals the priority is set around obtaining work and for others it is maintaining 

work. For many individuals work represents a way of puning meaning into one's life 

through activity. The largea benefit to work is the feeling of productivity. This is 

relevant whether the person is a volunteer, in a supported approach or in an independent 

position. The second most important aspect of work is whether or not the work is paid. 

Payrnent is seen as an acknowledgement that their work, and by extension that they 

themselves are vdued by the community. Paid work is a symbol of acceptance and 

respect fiom society. Receiving a pay cheque is also valued as a way of providing 

oneself with extra money over and above the monthly allotment of the disability 

pension, Independent work is seen by al1 participants as the ultimate fom of community 



integration, independence and separation from the consumer community. 

Many purticipan~sfiel~usîr~ted by a Iack of self-esteem. This luck of selj- 

conjdence is seen as a barrier fo becoming integrareci info the community, engaging in 

social relolionships, urrnd upplying for jobs outside of the consumer community. There is 

a sense that if only ACT wodd provide hem with die services to be able to build self- 

esteem and self-confidence they would be able to pursue goals around vocation, 

community integration, education and fiendships independent of ACT. The participants 

who feel that they lack self-esteem and self-confidence look to ACT to provide hem 

with services to address this need through some type of program. 

Increased income ir an isstir for al/ parriciponts. Each participant receives a 

disability income of approximately â900/mth. The disability income is a federal 

govemment subsidy for individuals who have been deemed unable to work due to a 

debilitating disability. For al1 participants this amount of income addresses basic needs 

such as rent, food, clothes and personal arnenities. This amount, however, does not 

easily lend iuelf to pursuing activities that address higher order needs. Many 

participants relate the lack of social activity (movies, local theatre, joining a group) in 

their lives <O a lack of h d s  left over afler adàressing basic ~ z e d  areas. Although two of 

the participants have profound smoking addictions that infnnged upon the availability of 

excess money, al1 participants experienced a restriction in the degree to which they could 

punue social activities. nese participants experïence low income as a mqor barrier to 

pursuing opportunities t h  theyfeel would udd meuning to their Iives. 

All participants feel a need for income above the monthiy allotment fiom the 
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disability pension. Government regulation conceming disability pension States that any 

individuais who receive a disability pension are Iimited to earn $l6O/mth in addition to 

their monthly ailowance from the govemment. Any amount earned over the $160.00 is 

deducted fiom the individual's pension. AI1 participants desire the opportunity to earn 

the additional entitlement of % I6O/mth. Each feeis that additional income would help 

her I him to pursue social activities such as going to the movies and going out with 

fiiends, 

All participants experience the disability system as extremek'y limiting. Each feels 

that even if they were fortunate enough to acquire a paying position they would never be 

in a position to "get OR' of the disability pension. Most participants feel that due to the 

temporal nature of mental illness (many individuals fiequently experience extended 

periods of wellness between petiods of illness) there are many periods in their life where 

they could be employed in the workforce. Yet. these penods may just as easily give way 

to periods of debilitating disability. Participants feel that the system robs them of the 

opponunity to be self-suficient, to pursue paid rneaningful activity at tirnes in their life 

when they are capable of achieving this. 

Ail participants fPel that the most important aspect of community integrution is the 

interaction with and acceptance by non-conrumer / suntivors. There is a generd 

perception of the existence of two comrnunities: the community at large and a consumer 

community. The consumer cornmunity is seen as king separate fiom the community at 

large, with its own set of d e s ,  responsibilities and expectations. The participants view 

the consumer community as artificial: a place where the niles, expectations and 
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responsibilities are fabricated by the mental health system. The community at large, on 

the other hand, is viewed as the "real world": a place where the niles, expectations and 

responsibilities are legitimate. In viewing the larger society as the "real world", 

participants are viewing the consumer community as a protective society in which the 

rules, regdations and expectations are easier for them. For al1 participants the idea of 

becorning tmly integrated Nito sociew through independent employnent. independent 

housing und associarion with non-consumer /survivors symbolises true recovery: o 

reflection thar they have what it rakes to make it in the "real worlà. " 

Although al1 participants have a strong desire to be integrated into the comrnunity 

and to live their life in the ''real world". many feel a sense of safety and acceptance in 

the consumer community. The rules, responsibilities and expectations in the consumer 

cornmunity are perceived to be very tolerant. ernpathic and accommodating. In contnist, 

participants experience the niles. responsibilities. and expectations of the larger 

community as challenging and wony that they may not be able to successfully meet 

these expectations. 

Many participants feel that it would be beneficial for them to be involved in both 

cornmunities: to have the opportunity to both pursue the challenge of meeting the 

existing expectations of the "real world" and to be able to retreat to the consumer 

community when the challenges of the "real world" become too ovenvhelming. For 

other participants, the separation of the consumer community fiom the larger society is 

seen as a source of stigma and lack of acc~tance of consumer / nwivors by society. It 

is felt that by associating with the consumer community in any way (associating with 
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other consumer / survivors or being linked with a mental health agency) ensures that 

they will not be accepted by rnembers of the larger society. Many of these participants 

fiel that they have worked hard to ochieve a level of acceptunce within society with co- 

workers. partners andpiends and, hence, are very fearfuul of losing ~his acceptance. 

They feel that the people who they have fonned relationships with will abandon them if 

they were to find out about their association with the consumer community. These 

participants feel that they have to hide a part of themselves in order to be accepted by 

society. Unfortunately this also affects how they feel about themselves. They feel as 

though only a part of hem, the well part, is valued and accepted within society. The 

other part, the illness part, is not accepted or valued. 

All porticipanis experience a signifcmt amount of choice around issues regarding 

their dail'y activities. They feel as though they are the primary decision maker regarding 

when they will get out of bed, what and when they will eat, when and what they will 

watch on television. Participants do not experience choice in their daily lives around 

more cornplex issues such as the type and omount ofmedication they are on. the type of 

job they have, and how integrated they are into the community. 

Strucnirall y, ACT is organised in such a way that it promotes an intensive 

reiutionship to develop between the client and the case manager. As a nmlt of the ACT 

structure, clients have littie to no contact with other ACT staffexcept the psychiatrist to 

whom visits range h m  once per month to every six months. The presence ofri 
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psychiatrist symbolises medication. Any counselling that occurs between client and 

psychiatrist is around medication, hence the relationship with the psychianist is very 

much centred around medication. Al1 clients receive different psychosocial services 

fiom ACT depending on their needs. in fact, the only consistent support provided across 

the group is reiated to medication and for some participants this is the only support they 

receive fkom ACT. 

Participants conceptualise the type of help that ACT cm give in the same way as the 

direct assistance they aiready receive from ACT around medication. ACT has a certain 

prescription for how they offer services, structured. in vivo, intensive and direct. Some 

clients reject ACT because they don? like the way the services are offered and end up 

inadvertently achieving a more normalised solution to their goals than if they had asked 

for ACT'S help. In orher cases participants look for progtarns to address personal 

n e e h  such as community integration und seFesteem. When these progmms are not 

offered an anger buiZds toward ACT. There is an essentiai lack of understanding that the 

way in which services are typically offiered by ACT is incompatible with the pursuit of 

goals such as self-esteem, self-coddence and community integration. Participants 

experience hstration over a lack of clarity of how to address these issues outside of 

ACT. For some, this fiutration leads to a rejection of ACT. It is this fiutration that 

underlies a concertcd effort to go about achieving these goais independently and in 

others this fhtmtion festers and leads to a sense of hopelessness and helplessness that 

in turn fosters a m e r  withdrawai fiom the community. 

The intensity of service offered by ACT ensures that they are in contact with clients 



on a very fiequent basis. As a result, most seivices prorided by ACT occur in the 

community. When this theocy is transferred to a transactional level, however, the end 

result is that much of the time spent between case manager and client occun in coffee 

shops and in clients' homes. The majority of interactions consist of taiking. Despite 

whether the case manager is assessing how a person is doing, what they have done in 

their day or how their medications are, to the client this interaction is perceived in a 

social manner. 

The participants express their desire for fiiendship in a very one-sided way. 

Participants want someone to get to know them and to spend time with them but they do 

not. in tum. express a desire to get to know another person on an intimate level. It is as 

fparticipants have nof experienced a rehionship based on reciprocity. There is a lack 

of awareness that reciprocity is an integral part of a relationship. This relationship 

between client and case manager has elements of friendship but the danger is in creating 

a situation where clients think this is a real fiiendship. 

Work is so important because it addresses so many needs in the lives ofparticipants. 

Work is an opportunity to earn the extra money that they are allowed to earn on top of 

disability pension. Society places a value on earning a living and devalues "handouts" 

such as welfare and disability pensions. Participants are aware of this value system and 

feel sornehow less worthwhile. They feel that they are a burden on society if they are 

only living on a "handout." Most participants place a lot of value on the activity that 

work plays in their lives; it gives them a schedule, a tirne to get up and a place to be. 

Getting paid is a symbol in our society of worih. The more somethhg is worth, the 
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more people will pay for it. Although volunteer work provides the activity and sense of 

meaning that are important to consumer / survivon; it does not provide a sense of worth 

fiom the perspective of the cornmunity. Consumer / survivors spend so much of their 

lives feeling isolated and not accepted by society that the need to feel accepted by 

society is very great. Payrnent for a service that they provide makes them feel as though 

they have something to offer that is valued by society and through this they sense a level 

of persona1 acceptance. Work, whether it is a supported position or an independent 

position, provides the opportunity for social interaction. The majority ofthe participants 

experienced rather limited social networks; many craved the opporrunity to interact with 

orhers on a sociaf level. Work is seen as a primary way ro facilirrte opportunities to 

meer other people: a way to makefriends and jus! be around other people. Independent 

work provides the opportunity for a sense of community integration. To be performing 

the same work as non-consumer / survivors with the same role, responsibility and 

expectations brings about a sense of tnie integration often not felt in any other situation, 

a feeling of being nomal and accepted, not a feeling of king "special" or different 

which is so ofien felt by consumer/ survivors. 

Clients of ACT usually begin with the program after spending a period of t h e  in the 

psychiatrie hospital. When a person first enters the cornmunity fiom a stay in the 

hospital she / he often experiences many needs. Most individualls do not havefonrilies 

or outside supports who can fully provide for ail of these needr such as houring, income, 

access to medication, and support during crises. ACT does address these basic nee& 

particularly those that are moa pressing when one first enters the community after a 
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period of time in the hospital. For al1 of these participants. basic needs such as 

housing, medication, food and a conneetion to some sort oforganised support had been 

provided. With the exception of the continuous need for medication and crisis support 

the basic needs that participants had when they first ieft the hospital and joined ACT 

have been addressed. Whot h a  not been addressed. however, are the needs rhar mise 

once basic needs have been accommodated. 

ACT places a prionty on addressing basic physiological and safety needs. 

Consequently, needs associated with personal growth are addressed only peripherally. 

Because of the way that ACT is stnictured, however, clients oniy see one way to achieve 

these growth needs: to have it done for them by sorneone else. The very nature of 

growth needs (self-confidence, self-worth), however. ensures that the responsibility of 

pursuing and meeting these needs must lie with the individual. The approach for 

physiological and safety needs is very assertive and intensive, perhaps as it should be, 

and concentrates on giving the responsibility of the task to the provider to ensure that 

needs around medication and crisis are met. Unfortunately, however, it is precisely this 

asseriive, in vivo, one on one structure that inherently creates bmiers to the attainment 

of higher order needs such as empowennent and community integration. Higher order 

basic needs and growth needs cannot be met within the context of such a rnicroscopic 

approach. Likewise, it would k dficult to address crisis situations through an 

appmach designed to promote empowennent. It is here where the crw of the problem 

lies. By designing systems t b t  place as their focus either an emphasis on illness or an 

emphasis on welîness, we are mlutely unable to provide an adequate structure to 
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address the needs of the whole individual. Until we design structures that recognise 

implicitly the synthesis between both illness and wellness we will continue to fragment 

individuals through our approach. 

TexturaYStructural Sythesis 

At the most primay Zevel participunis ' concepiuuh'se ACT es a singular relutionship 

that exists between rhemselves and their individual case managers. This relationship is 

ever present and at the same time, ever changing, depending upon the nature of the 

interaction between client and case manager. The interconnecteci levels that occur 

within this relationship are grounded within the elements of fnendship, support, 

professionalisation. choice and needs. 

For the participants, ACT is no! experienced as ir is dejined in theory (Tes% 1981). It 

is noi experienced, for example, as a mctured multidisciplinary team of individuals 

coming together for the purpose of providing suaained and intensive assistance to 

maintain individuals with psychiatnc disorden in the community (Test, 1992). Instead, 

participants possess a localised view of ACT. Their perception of ACT occun at the 

level at which ACT irnmediately affects hem, and is confmed to a particular situation 

involving their relationship with their case manager. 

[ACT means that 1 see my psychiatrist] maybe once every five months, or 

once a year.. .[my relationship with my case manager] is like a niend. [1 

set my psychiatrist] once in a while, whenever 1 need a change in meds or 

something like that. 

Although there is a Iimited awareness of an entity that extends beyond the relationsbip 



with the case manager, it is not hlly wticulated in the way a typical consumer would 

perceive a service: as an entity consisting of a rnultidisciplinary staff offering a range of 

services. hstead, ACT is viewed pnmkly as a singular relationship that both provides 

and links participants to a predetermined set of structured supports. "[The case manager 

is] the mirror, you know what is offered through them.. . because they are the fust penon 

you contact.. ." This finding raises the question as to the possible dissonance between 

the theory of ACT and how this theory is vanslated into practise. 

Despite this relatively localised view of ACT, however. there is a point at which a 

dichotomy exists between the perception that participants hold of their case manager as 

their primary link to ACT and the responsibility which they place on this person for any 

dissatisfaction they have with the prograrn. Most participants viewed their relationship 

with their case manager as an extremely positive experience. However, at the same 

time, most participants also expenenced various levels of disappointment with ACT 

related to issues around the focus or intensity of support they received. The relatively 

obvious explmation for this contradiction involves the perception of the case manager as 

the primary tie to ACT. There is a reluctance on the part of the participants, possibly 

even an inability, to dinct this disappointment at the case manager while concumntly 

perceivhg this individual to be the link to existing supports. Consequentiy, aitbough 

ACT is conceptuaiised as a singular relationship that exists between client and case 

manager, the client does not hold the case manager dinctly responsible for 

disappointments that she I he expenences smounding the type of support that she / he 

teceives fiom ACT. 
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Participants experience the relationship between themselves and their case manager 

primarily at the level of fiiendship, "In some ways I can open up more with [my case 

manager] than 1 can with [my fiiends]." The element offiiendship within the 

relutionship with the case manger is viewed as extremely important by al1 participants. 

ln fact, fnendship is perceived to be the critical ingredient that determines the strength 

and productivity of the relationship between client and case manager. Although this 

element of fiiendship was instrumental for al1 participants. this fnendship took on 

added meaning for those participants who had fewer ties to the nonîonsumer 

community. For these participants, the friendship with their case manager represented 

their only relationship with a non-consumer/survivor: their only tie to something outside 

of the consurnedsurvivor world. In these instances. there existed a tendency to view the 

case manager as a more important figure in their life than in situations where 

participants had other connections to the non-consumer community. 

Many of the participants seemed to be looking to the case manager to fil1 a void, to 

provide a close relationship akin to that of a best friend or confidant. In these instances, 

a transfened expectation is placed upon the case manager to provide an intimate 

niendship separate fiom the role of case manager. Possibly this expectation arises out of 

a non-verbal b l h n g  of the lines between the role of client and case manager. The case 

manager. after dl .  does interact with the client within the context of a fiiendship. For 

exemple, the majority of interactions between the case manager and client, whether for 

the purposes of symptom assessrnent or goal identification, occur in the client's home 

over a cup of coffee. Possibly this biurring of the lines between the puipose of the 



interaction and the context within which the interaction occurs opens the door for 

unredistic expectations on the part of the client. The participants who desire a close 

relationship with their case manger express a desire to have someone in their life who 

will take on a more therapeutic role, as one participant stated "find out [what makes] me 

tick": 

If [case managers] are really outgoing and giving you information about 

stuff you could be doing, or stuff that is offered and what is going on, or 

how you cm get involved in stuff. well, then it is great, al1 that much better. 

But if they give you the impression they have 5000 people as a case load, 

and you just phone and they have three minutes to talk and the phone is 

ringing, so it is kind of superticial, 1 just think well.. .they don? have much 

tirne to get that involved in my life, or give me much help. .. 

interestingly, however, clients, in tum, do not express an interen in finding out what 

makes another person tick. This desire for a uni-lateral relationship is most likely 

precipitated by a life-long experience of relating to professionals in a therapeutic 

context. The confusion grows Iarger when this professional relationship is pnsented in 

the guise of a niendship. Although fnendship is  primarily experienced in the 

relationship with the case manager, there also exists an element of sepuration be~ teen  

client and case manager. The underlying structure of the relationship surroundhg the 

provision of support fiom the case! manager to the client, facilitates a hierarchical 

division that places one individual in the role of expcrt and provider and the other in the 

role of leamer and receiver. The professionalisation that is created by this division in 



role seems to underlie ail aspects of the relationship with the case manager. This 

underlying role differentiation also seems to facilitate an experience of hstration and 

confusion for the individual in the role of client. If we consider that the relationship 

between client and case manager is viewed by the client primarily as a niendship, it is 

easy to see how professionalisation (a boundary that prevents the relationship nom 

growing and expanding) would be met with confusion and hstration. Participants 

experience professionalisation as a sudden imposition of boundaries that occurs just 

when the relationship is beginning to becorne close. 

Participants experience a perception of both the case manager and the psychiatnst as 

experts. These individuals are considered to possess a greater arnount of knowledge 

than the client regarding what the client requires in tems of medication and support. 

Clients experience professionalisation as both a comfon and a mistration. On the one 

hand, professionalisation facilitates a deep trust in the ability of others to advise one's 

life. A comfon is found in the belief that one's life is in the hands of individuals who 

are "expert" in their estimation of what is best regarding medication and support. 

[The psychiatrist] decides how much [medication] there is, and 1 am 

happy with what he says, because he is the doctor not me.. . 1 trust him 

with my life. .. because he is older. He is old enough to be my grandpa 

and I trust the older people. 

Men one does not believe in the ability of professionals to determine what is  best for 

one's life, however, professionalisation is experienced as a lack of choice. A significant 

sense of fnisûation and resentment occurs when one feels that decisions are king made 
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about one's life by individuals who do not know what is best. It is at this point where 

professionalisation is expenenced as a barrier rather than as a cornfort: '4 think they are 

hung up with their titles of professional, so that they are a h i d  to corne out from behind 

it." 

The relationship experienced between client and case manager within the context of 

support is characterised on various levels by tension. This tension exisfs between the 

concurrenl desiresfor dependency and autonomy. On one level, participants experience 

the type of support that they receive h m  ACT as primarily focused on medication. Al1 

participants perceive medication as the primary purpose of ACT and the service that is 

provided to them on the most intensive basis. Whether participants' experience of this 

intensity as due to the concrete nature of this service as compared to services around 

psychosocial needs. is uncleu. What is clear, however, is that participants consistently 

experience medication as the most intensive support provided by ACT. Participants 

who experience this intensive focus on medication as positive experience this type of 

seMce as a source of security. 

The best thing, 1 didn't know it at the time. but the best thing 1 needed was 

to go to the hospital and they planned it out and I did go to the hospital and 

everything worked out you know, so that was gooâ. 

Participants who enperience this intensive focus on medication as negative feel as 

though medication is the only part of them in which ACT is interested: they bave been 

duced  to a pi11 taker in the eyes of ACT. These individuals experience this view of 

themselves as a reflection of their own identity. They resent this narrow, view of 
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themselves. It affects not only their own sense of identity but it aiso fiels a resentment 

over the localised nature of support that they receive fiom ACT. As one participant 

States: 

1 feel that [ACT staff] are just figure heads, and they always come back 

to their list, like if you get idking about stuff and their like, the medicine, 

how is the medicine? You know and don't take a stand pretty much on 

anything.. .like they keep referring to the medicine three or four times 

during the space of a 20-30 minute talk.. .for hem, everything resoN 

to a pill. 

Most participants, particularly those who are not c o ~ e c t e d  with supports outside of the 

consumer community, possess a strong desire to have support around needs that fa11 

outside of medication and crisis support. These needs encornpass what 1 would 

describe as higher order or meta needs. Meta needs are described by Maslow (Hall & 

Lindzey, 1985) as those needs that extend beyond the physiological. such as the need 

for socialisation. vocation, and integration: 

1 think [ACT staff] are supposed to help people re-integrate into society 

right? Well, I don't think they do that at all, very much, so, and they 

don't say how can 1 help you find out whem you can get more self-esteem, 

how can I help you find out where you can have more confidence so that 

when you do look to work, you will come across as confident enough to 

be considered a candidate, ami stuff like that, How cm 1 teach you bow 

to be mon assertive in relationships and not come across as aggressive 



when you get fhstrated, so that people don't get scared of you and you 

don' t get readmitted to hospitai . . . 

Although al1 participants experience an overwhelming need to pursue goals that 

addressed meta needs, participants who do not possess supports outside of the consumer 

i survivor cornmunity are more likely to look to ACT to provide them with this type of 

support. These participants have formed an expectation that ACT is responsible for 

enswing that these needs are addressed. Possibly due to the slow nature of developing 

such psychosocid areas or due to a decreased focus in these areas on the part of ACT, 

participants experience significantly less satisfaction in these areas than they do in the 

areas of medication and crisis support. Participants who reiy on ACT to provide support 

in these areas develop a resentment toward ACT for their decreased satisfaction in thex 

areas. 

Participants who do have some connection and support within the larger comrnunity 

also perceive ACT as placing an emphasis on medication and also feel a very strong 

need to formulate goals around meta needs. These participants ore more likely, 

however, to pursue rhese goals on their own and less likely to fiel thaf thisficljilmeenr of 

meta needrfills within the role of ACT. These participants are more Iikely to feel that 

the main purpose of ACT is to provide support arounù basic physiological needs such as 

rnedication and crisis support, and are more likely to feel that keeping their involvement 

with ACT limited to this basic support is more beneficial to them in ternis of community 

integtation. 

m just [want to] have someone there to keep me on track.. .with a decent 



living.. .just by making certain I did things, like get my medications so 1 

cm go to work. 1 donTt like the limitations of having someone looking 

after my affairs.. .I  look after everything. 

Interestingiy, pizrîicipants who seek support Rom ACT around meta n e e h  are less Iikely 

than those who have ourside support to turn the desirefir thefi@Zment ofthese needs 

into smcrured goals. 

A general tension exists betweer. wanting to place the responsibility for support on 

oneself and also wanting to place the responsibility for support on ACT. Participants 

recognise rhar in order fo move forward in their own recovery rhey need ro move fiom 

dependency on ACT to a greater reliance on the seiJ In this way participants experience 

a sense of fnisiration and resentment when they feei that the services provided to them 

by ACT are provided in a way that encourages dependency. At the same time as 

participants are experiencing this resentment of dependency, they are also experiencing a 

fear of becoming fully autonomous. By being completely independent of ACT, there is 

a fear that an invisible safety net will be removed. 

1 am bored, but yet 1 am also afkaid that if my life got too complicated, 

would 1 be able to handle it, you know. That's what I am afraid of you 

know. I sort of, you know, got too easy a life, but 1 don? want you know, 

life to k too hard, but 1 find life is way too easy right now. 

This invisible d e t y  net exists when there is a belief on the pan of othen that consumer 

/ swivors cannot do for themselves or that they wiiî need extra help. Certahiy a 

resentment exists toward this attitude: it is unempowering, takes away oppomuiity and 
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choice, as well as selfssteem. On the other hand, participants experience a sense of 

safety in this philosophy that is very powerfül. This tension between the cosccming 

desires for dependency and autonomy precipitates a confusion and a resentment that 

affects both the relationship between participants and ACT as well as the participants' 

own identity and ability to successfilly pursue goals that fdl outside of basic 

physiological needs. 

The issue of needs and the type of services that participants desire fiorn ACT is very 

complex. Participants experience ACT as a relationship of suppon that focuses 

primarily on issues related directly to psychiatrie disorder (medication and crisis 

support). 

[ACT] just means that 1 get some help with problems that you run into 

king on your own after being in hospit ai...[ my case manager] makes 

certain that 1 get my medication renewed. live ha1 f decently . . . [there is] 

somebody that will give you a helping hand to get things organised in 

your life. 

Al1 participants feel that support directed solely at this Ievel of need is insufficient. 

Each participant in this study experienced a propelling need to continue to reach 

beyond their present cirnrmstances: to formulate goals thai addressed areas of their Iife 

that extended beyond the physiological. These goals represent in many ways a search 

for meaning, or to bonow a term from Malsow, a need to "self-achialise" (Hall & 

Lindzey, 1985). Participants speak of a desire for work, to be integrated with the 

community, to gain self-esteem, and to have more activity in thch daily life. These 
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strong desires exist despite of the existence of shelter. structwed physiological support 

and standard income in each of their lives. In other words, although each participant's 

basic needs nave been sufficiently met (in terms of shelter, medication, food, clothing, 

stable income), there is a continued desire to address needs that go beyond the 

physiological. 

Maslow, in his theory of needs. speaks at length about the human experience of 

developing varying needs that arise in a hierarehical fashion (Hall & Lindzey, 1985). 

Maslow has broken this set of needs down into five categories: physiological needs, 

safety needs (security, stability, structure, order). needs of belongingness and love (feel 

part of a home, family, circle of fnends. working group), and esteem needs (strength. 

mastery, self-confidence. independence, respect of others, status, importance, dignity). 

These needs comprise the basic or deficiency needs. Meta needs and the need to self- 

actualise (aliveness, self-suficiency. wholeness) comprise the growth needs. Mûslow's 

theory contends that "'the basic or deficiency needs are those that mise fiom some clear 

lack. or deficit, within the penon. Once the deficiency needs are more or less satisfied, 

the meta needs, or growth needs, arise out of the human king's ~ e d  to punue goals, to 

continually go beyond, to becorne something better, rather than jun to be, or to continue 

to exist" (Hall & Lindzey, 1985, p 65). The needs that participants are lacking and have 

now ôeen met by ACT fit with the f~ two levels of basic needs as defined by Maslow. 

Physiological needs are addressed by medication and access to regular food. Safety 

needs are addressed by sheiter, organisation and structure. Participants feel secure in the 

knowledge that there is sorneone they cm count on in a crisis if something chaotic or 
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unmanageable happens. The needs that participants don? feel have been satisfied are 

higher order needs and growth needs. Participants wish to formulate goals to pursue 

these needs because their basic needs have been gratified and they now seek to pursue 

goals that satisfy the next Ievel of need. As Maslow explains "a new discontent and 

restlessness will . . .develop unless the individuai is doing what he individudly is fitted 

for" (Hall & Lindzey, 1 985 p. 196). 

Concurrent to the desue to self-actualise is the strong experience of feeling safe and 

secure physiologically. As each participant has been in a place at one time or another 

where their physiological needs were not met there is a strong reluctance to do anything 

that might jeopardise the curent support that they receive around medication and crisis 

support: 

When [ACT] started giving me my pills.. .I didn't have to go to RMNE 

dl the time because it was always closed when 1 went down there. The 

best idea was that 1 pick up my pills [at the ACT program] because 1 

wouldn't have to worry about it. ..It was nice for them to fil1 [my dosset] 

because 1 wouldn't have to do it. Like 1 do it when 1 go down there, but 

it is iike nothing, but if 1 had to do it by myself, 1 might slip up or something. 

1s this desire to hold on to such intensive support around medication a result of leamed 

helplessness: are participants' desires for such intensive medical support a syrnptom of a 

mental health system that has supported consumer dependency? 1s it simply due to a 

lack of awareness on the part of participants: an inability to choose other alternatives 

because they have not ken made aware of other options? Or is it due to the fact that 
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intensive support amund medication and crisis is an important element in the lives of 

individuals with psychiatnc disorder? It is hard to tease out the Uitertwining effect of 

psychological, social and physiologicai elements that bear consideration when asking 

such questions. One thing that c m o t  be questioned. however, is the intensity with 

which each participant experiences the need for securit). in the m a s  of medication and 

crisis support. The concurrent need for both continued physiological suppon and the 

pursuit of self-actualised goals suggests the complex interconnection of physiological 

and meta needs for ACT clients. 

The desire for work is mongly expressed by participants. As the notion of work as 

noble permeares out- whole culture ii is the single most important symbol of community 

acceptance : 

1 will feel 100% integrated when 1 get a regular pay cheque. That is an 

integration. it is considered that your work merits a salary, and that is a 

big thing to feel, that you. someone feels your work ments a salary. That 

gives you a sort of a feeling of satisfaction. 

[I work] just to feel better about myself.. .Everybody needs a linle self- 

esteem. You know, a reason for king alive, 1 did it for ten years, laying 

on my side eating chicken, drinking k e r  and watching T.V. 

Participants' desires to puMe paid, independent work is very strong. Most participants, 

however, felt unsure about how to pmue this goal. They experienced a need for support 

in this ares, 



Choice comprises another interco~ected level of the relationship between 

participants and ACT. For participants who have expenenced institutionalisation in a 

psychiatrie hospitai, the choices that present themselves to clients of ACT are extremely 

important. Choices pertaining to such basic life decisions such as when one will wake, 

sleep, eat, watch teievision or go for a visit, are experienced as a fnedom that hasn't 

always been present in their lives. This freedom represents a moving on fiom hospital 

or ncovery. There is a sense of pnde that they are in a position of having control over 

their daily lives. 

1 think 1 have 100% choice to be with my boyfnend.. .and I have a choice 

to live here.. .I have a choice of what field of work I want to do, and 1 

have a choice of hair coiour, 1 have a choice of how to Wear [my hair]. 

I can wear it whatever way 1 want. And I have a choice whether I want 

kids or not, and 1 have a choice of names.. .choice of what I want for 

supper. 1 have a choice of whether to smoke or not.. . [today] 1 decided 

to visit [a friend]. . .and 1 decided to go to the [day centre] and 1 decided 

to do the dishes. 

Al1 participunrs do express, however. some recognition ofa lack of choice amund more 

cornplex decisions that affect their lives. Choice within ACT is experienced as limiting. 

Decisions regarding the type of care that they receive from ACT are expenenced as 

king in the domain of ACT staff and not within participants' control. Frustration is 

experienced regarding a perceived lack of choice around one's psychiatrist, how staff 

relate to hem anâ how one spends their money. Y don't have any choice over their 
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attitudes. ..you know 1 can't make them change their attitudes or make them re-exarnine 

their initial diagnosis, or Say, maybe we should re-evaluate this person, you know 1 can't 

do anything about that:" 

When 1 reaily had not choice. 1 just sort of had to see this doctor and that 

was it . . . 1 wanted a choice. but they don't reall y have many psychiatrists, 

you know. So, 1 think they should have more psychiauists there, you 

know, so they give more people choices. 

1 wanted money. They didn't seem io want to give it to me. Well, like 

something 1 wanted. Usually. 1 do get it though, but not al1 the time, 1 

don't get it as much as I like, because. like they are trying to make a 

savings account for me. eh. They are trying to Save me rnoney.. .I get 

discouraged, a linle bit upset but there is nothing you can do about it, 

eh.. .I  lied about trying to get some extra money, and it didn't work out, 

1 got caught in my lie. they weren't pleased. they were mad at me. Ticked 

off at me, eh, because I was lying to them.. .they wouldn't give me the 

money. 

Choice is also limited regarding options within the Iarger society. May see their 

education and the amount ofincorne as barriers toward choice uroundj'obs and 

community inlegrution. 

1 don't have really good education and 1 don't reaily have a choice of 

too much jobs.. .it makes it impossible to have a choice if you know 



the amount of money I make and that. 

There is a strong desire to expand outside of the relationship with ACT. An 

important aspect of recovery for al1 participants is being able to cope in the "real 

world " The consurner/survivor community is seen by ail participants as a somewhat 

artificial world. 

You meet these people in these prognuns, and it is like an artificial world, 

and if things don? work out and as an easy way out, like getting divorced 

or something, they say. well. it wasn't me. it was the program ...y ou know. 

it is just. so 1 back away fiom any of that. 

Participants who do not have connections to the larger society view the consumer I 

survivor community as a safety net, a place where they can fail and not be rejected. 

These individuals do have a desire to be a part of the community but want to be able to 

have access to the consumer / survivor cornmunity if things are too hard. "You c m  be 

with people who have been through it like you, so you sort of feel like more family with 

them and you know that they are not going to be down on you if you blow your cool." 

Participants who experience connections to the larger cornmunity, on the o k  hand, 

are more likely to reject the consumerlswivor comunity for fear of stigma fiom non- 

consumer 1 swivoa. Thece exists a very strong sense that non-consumer / survivoa 

would not be empathic or tolerant of their situation. To this extent, the possibility of 

anyone kcoming knowledgeable about their psychiatrie disorder is constantly perceived 

as a t h t  to the level of integration that they have achieved. Consequentiy, these 

participants feel that it is necessary to hide this part of themselves and in many ways end 
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up rejecting the consumer / survivor community in order to decrease the probability that 

anyone in society will "find out." 

Al1 of my fnends are [non-consumer / swivon]. Cause, like my 

boyfnend doesn't want me to hang out with [consumer 1 survivoa]. 

Because he doesn't want me to be classified, sort of labelled cause they, 

when you hang out with one person, you are painted the sarne colour 

as them. So al1 of my fiiends are outside, in the community. 

ironically, this tendency to hide a part of themselves leads to a feeling of isolation fiom 

the community that they are trying so hard to be a part of. In keeping a part of their lives 

hidden they feel as though no one tmly knows them. 

1 didn't want anyone at work to know that I'm a shrink patient.. .[but] if 

no one knows much about you, you are ail1 within yourself and in an 

isolation situation. ..there is the odd sole that I can talk ta9 maybe four 

or five, different people that, you know, I can be honest with about myself. 

The integrated experiences of participants presents an interweaving complexity of an 

existing sense of security and a desire for personal growth. In looking at the experiences 

of the participants as a whole we are presented with the intricacy that exists within the 

relationship that participants have with ACT. The intncacy of this relationship exists on 

many levels and can be seen in how participants concepnialise ACT, the relationship 

that exists between participants and case managers, the type of support that participants 

desue fiom ACT and the d e p e  to which ACT is involved in the lives of the 

participants. Through their various interactions with ACT, participants expenence 



143 

confounding feelings of security, belongingness, isolation and diminished potential for 

growth. The result is confusion around the role of ACT and its place in their lives. 



CHAPTER V 

Positioning the Data within a Working Framework 

In this chapter. 1 would like to position the findings of this study within a working 

framework. The purpose of employing an emergent design within a phenomenological 

study i s  to ensure that the meanings of individuals' experiences speak for themselves as 

much as possible. 1 felt that it was important to ensure that I did not look at the nones 

of the participants fiom the lens of a preconceived framework, as this framework may 

interfere with my ability to see the real essences and meanings in participants' aories. 

To this end, 1 purposely chose not to employ a preconceived h e w o r k  fiom which I 

would view the stories shared with me by the participants prior to analysing the data. 1 

preferred, instead, to try to fit a h e w o r k  in post hoc fashion, to the themes and ideas 

that emerged fiom the data analysis. In taking this approach to framing the data, 1 feel 

more confident that the h e w o r k  that 1 chose fits well with the experiences and themes 

presented by the participants. 

The Life-Context Mode1 

The essences and the meanings of the experience for the participants seem to fit best 

into an integrative framework that allows for the conceptuaiisation that a person is 

neither il1 nor well at any given time. Rather, individuals are constantly in a state of 

coping with the concurrent potential for both illness and wellness. 

The framework within which 1 have chosen to position the data is the Ise-context 

model ptoposed by Davidson and Sauiss (1995). This approach is based upon the 

original work of George Engel who first discussed the biopsychosocial model in 1977. 
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nie life-context model, as outlined by Davidson and Strauss (1 995), is an approach that 

integrates both illness and health as ever-present nates within the life cycle of an 

individual. Currently, two dominant approaches exist within the field of psychiatry for 

individuals with psychiatnc disorders. One, the biomedicd approach, places the illness 

as the centrai feature of the fhmework. Psycchiatric illness is viewed similarly to a 

physical illness in that the approach is centred around the stabilisation and management 

of the illness. Davidson and Strauss (1995) point out the difficulty in encornpassing the 

conceptualisation of the whole person when the focus of the approach is on the illness. 

A model that is based primarily on illness only encourages us to look at the person from 

the perspective of illness. On the other hand. the other dominant approach to working 

with individuals with psychiavic disorders. the empowerment model, is to focus on the 

wellness of the individual. The central focus of this approach is the life of the person 

within the context of wellness. A priority is placed upon working with the person 

around issues of quality of life. community integration, empowerment and hope. In 

order to focus on aspects of wellness, this model dememphasises illness. 

Davidson and Strauss (1995) suggea that the way in which these two approaches 

have presented themselves as mutually exclusive of each other has, in fact, created a 

situation in which the approach to working with individuals with psychiatrie disorders is 

to slot individuals into categories of either illness or wellness. Wben you consider that 

psychiaaic disordets are persistent across a life sphere, it becomes evident that the 

difficulty in choosing one or the other of these dominant approaches is that neither 

allows for a focus on both illness and wellness, which in tum does not allow for a focus 
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on the whole person. in choosing either the biomedical approach or the nhabilitative 

approach, one is automatically choosing to de-emphasise a part of the whole person. 

Davidson and Strauss (1 995) suggest that possibly these two apparently opposing 

models are in fact not incompatible but rather equally necessary in the way we 

conceptdise and work with individuals with psychiatric disorders. Davidson and 

Strauss (1995) refer to this situation as a state of antinomy where ".. .two approaches to 

the same issue are both required yet mutually exclusive; where, in other words, there are 

two contradictory perspectives, both of which appear necessary" (Davidson & Strauss, 

1995, p.46). 

Davidson and Strauss (1 995) suggest that the next step in the progression of working 

with individuais with psychiatnc disorders is to build on Engel's work to develop a 

"comprehensive model of psychiatric illness that integrates both disorder and person 

aspects" @avidson & Strauss, 1995. p. 46). Engel put forth the notion of a "unified 

concept of health and disease that would bring together, in one model, both factors that 

focus on the person and those that focus on disorder" (Engel, p. 1 OS, as cited in Davidson 

& Strauss, 1995). Davidson and Strauss (1995) have expanded on this concept to 

include the conceptualisation of "a constant interweaving of [the biological, 

psychological and social] throughout the person's ongoing life, providing a context for 

the transformations of health, illness and recovery" (Davidson & Strauss p. 47). This 

life-context approach is pnsented as a unimng h e w o r k  that has as its focus the 

person's life; ncognising that the life sphere of any individuai is comprised of "multiple 

dimensions of disorder, heaith and ncovery" (Davidson & Strauss, 1995, p. 49). This 
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focus involves "describing illness no longer as an absence or deviation, but in tems of 

its particular configuration of features and their impact on the peaon's life as a whole. 

It also entails describing aspects of a person's life only in tems of what it lacks" 

(Davidson & Strauss, 1995, p. 49). 

The life-context mode! is in line \hith the community integration-empowennent 

approach described by Carling (1 995) that emphasises viewing the individual on a 

holistic level; as a citizen of the community. The life-context model, however, places a 

larger emphasis on the intemlationship between illness and wellness. Davidson and 

Strauss (1 995) outline four areas which they contend characterise the "concrete and 

ongoing life of the afflicted individual as the context for understanding and recovering 

fiom illness" (Davidson & Strauss, 1995, p. 50). These four areas encompass: (a) 

intentionality, (b) temporality. (c) meaning, and (d) the coexistence of cornpetence and 

dy shction. 

Intentionality refen to the phenomenon that al1 individuais are propelled toward the 

continuous achievement of goals. Like Maslow's theory of needs, intentionality 

contends that once individuals have achieved goals that address a certain level of need, 

they continue on a constant pursuit of achieving goals that address larger and more 

complex needs. Intentionality is pn-set at al1 points in one's life sphere even at times 

when illness may be at the forefiont of one's experience. Davidson and Strauss (1 995) 

explain that ". . .one's projects rnay be interfered with in various ways, one's 

possibilities and choices may be restricted. Even in cases such as these, however, 

intentionaiity is never lost entirely" (p. 50). 
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Texnporality refers to the facr that every given moment in one's life is temporal. 

Therefore, the state in which one exists at any given moment, whether that state is 

primarily one of illness or wellness, is also temporal. This temporal perspective is one 

that is not accommodated by any mode1 that places a focus on either illness or wellness 

at tbe expense of the other. Davidson and Strauss (1995) explain: 

While attempts have ken  made to investigate psychiatrie illness within 

a longitudinal fmework. such attempts have most often either considered 

illness to be itself the product of faulty development or ro have brought 

developrnent to at least a temporary halt. in neither case is there an 

appreciation of illness as sornething that happens to people while they 

continue to develop, in whatever direction and at whatever pace. Shifting 

to a notion of development as not always following a strictly linear and 

normal path, and no longer seeing it as a naturally unfolding process in 

which individuals play only a passive role, may allow for a different 

appreciation of the interplay of development over t h e  and the occurrence 

and effects of illness. (Davidson & Strauss, 1995, p. 5 1) 

The third area, meaning, refen to the meaning that individuals amibute to the 

expenences in their [ives. It is important that methods be utilised that provide us with 

the knowiedge to understand the meaningful connections ktween biologicd, 

psychologicai and social cvents that make up one's experience of life. Davidson and 

Strauss (1995) stress the importance of.. . 

Pmvidïng the vehicle for the acts of sense-making essentiai to human 
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consciousness, expenences both contribute to and are made up of the 

stories people compose about their lives. As such, they hold significance 

for individuals in ways that have not been captured adequately through 

quantitative approaches alone." @. 57) 

The last area of the life-context model is the recognition of the coexistence of 

competence and dysfunction. This area refers to the "simultaneous presence of strengths 

and weaknesses in any one person at any one time. Attention to the life of the penon 

entails acknowledgement of both the illness (its signs and symptoms) and h c t i o n d  

competence and coping" (Davidson & Strauss, 1995, p. 52). In other words. in order to 

hlly account for a holistic approach that encompasses an individual's life context there 

must be acceptance of the simultaneous presence of both illness and wellness at any 

given time. 

The Ex~eriences of Participants as Grounded within the Life-Context Mode1 

Meaning 

One of the primary areas of the life-context model is related to the meaning of the 

subjective experience of a phenornenon. In conducting a phenomenological mdy on the 

expenences of clients of ACT, I was able to access the essences and the meanings of the 

experiences of five individuals. The phenomenological approach is suggested by 

Davidson and Strauss (1995) to be a methodology that "allows for an in depth study of 

people's lives as intentional, temporal and meaningful in na& @. 53). 
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Intentionalitv 

Within the iife-context model, intentionaiity refers to '2he fact that a person is 

directed toward goals that are in a constant process of unfolding" (Husserl, 1983, as 

cited in Davidson & Strauss. 1995). The experiences of the participants encompass a 

strong desire to continue to pursue goals in their lives that meet needs beyond those that 

have been satisfied at the present. The experience is one in which individuals feel a 

sense of security and contentment around their basic physiological and safety needs. 

These needs have been addressed by access to medication, stnictured medication 

regimens and reliable continued support that can be accessed on an as needed basis. 

Frustration and despair exist. however. around the need to continue to pmue goals that 

meet higher order and meta needs. A desire exists to continue to pursue other goals such 

as those addressing issues of cornrnunity integration, selfssteem, work, and daily 

activity. Participants experience fnistration around how to pursue these goals. They feel 

they are somehow lacking in the knowledge and skills required to achieve these goals 

but the desire to have these needs met is very strong. 

Temmralitv 

Temporality, the thûd area outlined in the life-context model, refea to the issue of 

"the longitudinal nature of life.. .any given moment of a person's life is only a slice of 

the overall hiaorical totality, merely one frame abstnicted fiom a constantly running 

movie" (Davidson & Strauss, 1995, p.55). The participants expenuice a sense of 

ternporality of their present state: there is an awareness that the goals and needs that they 

experience at one moment may be different in the next. Goals and needs that are 
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currently focused around wellness rnay, in fact, be focused on illness at some point in 

the fbture. For this reason, participants experience a reluctance to fully detach 

themselves from access to support around needs that may be presently satisfied because 

there may be a need for those supports in the hture. 

Coexistence of Comwtence and Dvsfiinction 

Participants expenence a preference by others to place a focus on either their cunent 

state of illness or their state of wellness. Within ACT, they experience a focus on 

illness. The majority of conversations with the case manager and psychiatria taice place 

regarding medication or symptoms. In fact, the entire relationship with the psychiatrist 

is illness related. The supports that are often provided around issues of wellness (work, 

community integration, self-esteem) are often illness-focused. Focus is placed on what a 

person lacks in their ability to pursue a particular goal (i.e., sheltered workshops or 

supported approaches to work offer "support" to make up for skills they lack). 

Concumntly. participants experience the expectations of the community as focused on 

wellness. Participants feel as though there is no place for illness if they are to be 

accepted within the larger community. They feel that non-consumer 1 survivors would 

not accept that part of them. This creates a sense that only a part of them is welcome in 

the community, only a part of hem can be expressed. 

The overall experience is lonely and separating, participants feel that then is no 

where in which they are accepted as a whole person; there is no where that the co- 

existence of both illmss and wellness are recognised and accepted. 



CHAPTER VI 

Outcornes and implications 

Consideraticn of the Limitations of the Study 

With the choice of any methodological approach cornes the limitations integrally 

associated with that particular methodology. The most obvious limitation associated 

with the phenornenological approach is the inability to generalise the persona1 

experiences of a few individuals to a population. The experiences of the participants in 

this study are not only confhed to the personal life situations of five people, but are also 

confined to the experiences of a single ACT tearn. The degree to which the expenences 

of the participants accurately reflect the experiences of other ACT clients bah within 

CIP and within the greater ACT community is questionable. We can find some 

reassurance, however, in the fact that many of the findings are congruent with other 

findings in the literature. Findings in this study. for instance, point to a lack of 

satisfaction and fùlfilment with regard «, higher order needs such as vocation, education 

and cornmunity integration. Likewise, many quantitative studies have found few 

significant efXects in the a m  of rehabilitation and social supports, suggesting a lack of 

focus in the provision of these types of services by ACT prograrns. Another major 

finding that came h m  this study was the perception of medication as the most intensive 

support provided by ACT. In conjunction with this finding randomixd controlled trials 

of ACT have consistently produced fmdings of decreased hospitalisation and 

symptomatology also suggesting a treatment focus. 
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Limitations are also inherent in the sampling technique used for this snidy. Clients 

were selected simply upon their association with the CIP program and their availability 

for an interview. Tbere are no assurances, therefore, that the individuals who 

participated in this study are representative of rypical ACT clients in ternis of age, 

gender, Iength of time in prognun, diagnosis or chronicity. In fact, it is probably safe to 

Say that a majority of the participants in this study have been ACT clients longer (7 - 8 

years) than the typical ACT client in Ontario (1 base this assumption upon the fact that 

the oldest ACT tearn in Ontario was developed in Brockville only 10 years ago, Lafave, 

de Souza & Gerber, 1996). 

Another important caveat to this study is the nature of the questions asked to obtain 

the experiences of the participants with ACT. The degree to which the data encompass 

the experience of individuals receiving ACT is dependent primarily on the ability of the 

questions to elicit the hi11 medng of the experience for the participants. In order to 

strengthen the integrity of the questions, 1 formulated an advisory group comprised of 

two consumer / survivors to help me devise the questions, the assumption king that, as 

a result of their shared experience of  being consumer / swivors, the members of the 

advisory group would posses a personal knowledge of the types of questions that wouîd 

enable ACT clients to express the meaning of their experience. 

Lastly, as with any mdy perfonned in the human sciences, it is important to 

recognke that al1 individuais have expenences outside of the phenornenon that is king 

studied. We can never be sure to what extent the other expenences in one's life 

influence the way in which an individual interpets and experiences a particular 
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Future Studies 

The findings of the subjective experiences of ACT for clients raise many questions 

for which more extensive investigations should be conducted. Primarily, investigations 

taking a more detailed look at the meaning of medication and the division of needs 

within the experience of ACT clients would serve to facilitate a larger discussion on the 

notion of developing a system that is based on the assumptions of intentionality, 

temporality and the CO-existence of competence and dysfùnction. 

Outcornes in Tems of Social and Professional Im~lications 

The expenences outlined in this study are particuiar to the unique experience of the 

five individuals who participated. as well as the unique structure of the Cornmunity 

htegration Program. The findings that have k e n  formulated fiom these experiences 

then, are in no way generalisable across the expenences of ail ACT clients. As such, 

these findings are not to be seen as a critique of rhe ACT model. Having said this, 

however, there are certain themes and patterns that corne up across interviews that 

certainly lend themselves to a discussion of ACT. 

The experiences of the participants in this study address the issues of intentionality, 

temporality and the coexistence of competence and dysfunction as presented in the Me- 

context model (Davidson & Strauss, 1995). Participants experienced a Iack of address 

of the dynamic nature of iliness, the simdtaneous presence of both wellness and iilness 

and the ever presmt need for continuous achievement of personai goals. These findings 



have serious implications for the way in which the mental heaith field works with 

individuds with psychiatrie disorder. 

The experience of the participants in this study was that the services provided by 

ACT adequately met basic physiological and safety needs. Basic needs for individuals 

te-entering the community consist of an effective medication regimen, adequate shelter, 

nourishment and access to crisis support. Participants experienced a sense of safety and 

secwity fiom the knowledge that there was always someone to cal1 in case of cnsis. We 

camot discount the importance of this experience for participants. For many, it was this 

sense of security around medication and cnsis support that tied them to ACT despite 

other misgivings that they may have had about the program. 

Unfomuiatefy, however, designing a longitudinal mode1 that places a primary focus 

on basic physiological and safety needs presupposes that individuais will not experience 

a continuous need to pursue goals that address larger and more complex needs. 

Although psychosocial factors which address higher order need areas such as vocation, 

education and socialisation are addressed within the services of ACT, participants 

consistently experienced these services as less intensive than those offered around 

medication and cnsis. Participants also expressed a relative dissatisfaction with the 

degree to which they had achieved their goals in these areas. An argument could be 

made that the decrease in intensity experienced by participants around psychosocial 

services is due to the fact that services around medication and crisis often tend to be 

more concrete in nature than those that address psychosocial factors. Consequently, 

services nlated to medication and cnsis support are perceived as king more intensive. 
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Ultimately, however. the argument as to why psychosocially-based services are 

experienced as less intensive is, in the end, less relevant than the fact of the expenence 

itself Consequently. despite the causal elements, the simple knowledge that participants 

experience low levels of satisfaction in the areas that address higher order, psychosocial 

needs is extremely valuable. 

1s it necessary, however, that psychosocially based, higher-order needs be addressed 

by ACT? 1s it possible that the very structure of ACT (one on one case management, 

assertive, in vivo) ensures that these higher order needs cannot be met by ACT? For 

instance. how do you develop community integration within a structure that is one on 

one and in vivo? How do you provide genuine friendship when the primary role is to 

provide services? How do you develop citizenship through an in vivo system? 

When we speak of the need for community integration. friendship and citizenship, we 

are speaking of the need for community-building. Social services such as ACT7 by 

nature, focus exclusively upon individual needs and in the process inadvertently 

decrease the level of recognition that these individuals hold mmy qualities that are very 

similar to other memben of society. There is a need, both within the context of ACT 

and in the larger mental health system, for an approach that can accommodate the 

intentionality, temporality and the co-existence of cornpetence and dysfunction that 

encompass psychiatrie disorder. ACT is designed to target a specific portion of the 

psychiatnc disorder population at a specific period in the course of the disorder. The 

nature of the ACT services are very intensive and ensure that the focus is both needs 

based and in vivo. This type of needs based, in vivo approach, although very successful 
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in ensuring medication cornpliance and effective cnsis management, also results in 

isolating individuals fiom the larger community. The pursuit of higher order needs such 

as vocation, personai esteem and community integration, is not achieved effectively in 

isolation of the larger community. ACT. like the mental health system, in generai. 

attempts to address the needs of individuals with psychiatric disorders rhrough 

specidised services. Needs around vocation, education and socialisation are addressed 

through programs designed specifically for individuals with psychiatric disorder. Hence, 

the aid that individuals receive from ACT and the mental health system is segregated 

fiom the larger community. 

Building community for individuals with psychiatric disorder (whether clients of 

ACT or otherwise) may be one of the m o a  important ways to provide individuals with 

the capacity to effectively pursue higher order and meta needs. The way to build 

comrnunity within the mental health system is to link individuals with psychiatric 

disorders with potential partners in the cornmunity (Kre tzma~  & McKNght, 1993). 

Tàis is not to Say, however. that there are no solid achievements that have been made by 

ACT. Certainiy, extremely important issues have k e n  effectively addressed by the 

intensive needs based approach with regard to the eflectiveness of medication regimcas 

and cnsis management. Perhaps these issues are most effectively dealt with in this way. 

Howevet, if we want to address the intentionality, temporality and CO-occurrence of 

illness and wellness that exists in psychiatric disorder and if we want to address the life- 

context of individuals with psychiatric disorder, we need to build community capacity 

within the mental health system. 
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This is not to Say that ACT should necessarily change its focus fiom an intensive, in 

vivo service to a builder of cornmunity capacity. My point merely being that a needs 

based, in vivo approach cannot adequately address needs that are based upon the desire 

for normalcy and integration. The type of approach that one would use to address 

physiological and safety needs is not necessarily an approach that is amenable to 

meeting higher order basic needs and growth needs. As each person lives her I his life 

within both the context of illness and wellness, individuals need to have access to both 

services that address the seriousness of psychiarric disorder and the equally important 

need to be a member of society. The need for access to both of these types of services is 

ever present even though the need for one over the other may be at the forefiont at any 

given time. 

Cornmunity building happens in the transaction we have with people: in the 

interdependence of individuals, families. community and society (Kretzmann & 

McKnight, 1993). in order to build capacity for individuals with psychiatric disorder we 

need to facilitate the opening of the door to community membea, families, fiiends, to 

society. Consequently. we need to retonceptualise what we provide to individuals with 

psychiatric disorders at both a program and a community level. It is vitally important 

that we not remove ounelves fiom the responsibility of addressing the higher order 

needs of individuals with psychiaaic disorder: that we not place an emphasis on illness 

and oniy adcires issues of wellness periphediy. 

Fidings of this snidy suggest that we are not seehg the extent to which community 

integration is a stniggle in the lives of individuais with xvere psychiatric disorder. 



159 

These individuals have been integrated through an acknowledgement of difference and 

as such they exin on the penphery of society. As personal empowement is 

interconnected on so many levels with cornmunity empowement, it is impossible to 

empower any single individual without first addressing the disempowerment of the 

psychiatric cornmunity as a whole. In order to do this we need to develop resourcts 

devoted to building comrnunity capacity for individuals with psychiatric disorder. In 

keeping with the notion of temporality. we need to concentrate on fonning an integrated, 

connected system that allows individuals to access services that meet their needs at a 

particular point in their life sphere. In order to accommodate this the mental health 

system needs to provide services based upon the recognition that the needs of 

individuals with psychiatric disorder will change in various ways as they continue to 

move through their lives and hence the need for access to services that address both 

illness and wellness is ever present. The lack of recognition on the part of the mentai 

health system around the coexistence of cornpetence and dysfunction can be seen in 

services such as the Farnily Benefits Allowance (FBA) system upon which many 

individuals with psychiatric disorder subside. Like many other services provided by the 

mental health system, the disability pension labels individuals with psychiatric disorder 

into either a state of illness or a state of wellness. If the person is in a state of illness and 

unable to work she 1 he receives FBA; if a person is well and able to work he / she is 

considered self-sustaining and no longer receives FBA. A systern based upon the 

recognition of the comistence of illness and wellness, however, would address the state 

of k i n g  well enough to want to fiilfil the self-actualising need for productivity and 
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worth through paid vocation and at the same time also accommodate the state of being 

too il1 to be self-suficient. Services such as ACT cannot be based upon an assumption 

that the primary need of individuals with psychiatric disorder will always be nlated to 

medication and crisis support and that the pursuit of higher order needs will always be 

secondary to basic physiological needs. 

The need for access to intensive services around medication and crisis management 

may always be necessary in the lives of individuals with psychiatric disorder. Certainiy, 

findings from this study would suggest that the services they receive fiom ACT in these 

areas are very important and in many cases is the expressed sole reason for remaining 

with the ACT program. The integral problem with the ACT model, however, is the 

presumption that if needs beyond the physiologicd are to be addressed ACT is somehow 

responsible for addressing them. 1 believe that ACT has tried to address these issues 

within the context of the existing model; however, an intensive needs-based, in vivo 

approach is in opposition to the type of support required to address needs based on 

normalcy, socialisation and integration. in the end, ACT has been unsuccessful in its 

attempt to address the higher order needs of individuals with severe psychiatnc 

disorders. We need to re-conceptualise ACT as a component of the larger mental health 

system. Individuds need to have continual access to the type of intensive services 

provided by ACT regardless of the degree to which they need the service at any given 

time; an open door policy must be in place. However, individuals also need to be able to 

connect with the community in order to address higher order needs. Then is need, 

therefore, for a system of capacity-building within the mental health system to build new 
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relationships with resources that exist outside of the mental health comunity through 

concrete, mutually beneficial partnerships (Kretzmann & McKnight. 1993). It is 

important to note that 1 am not suggesting a step-down method. The step-down method 

that has been implemented by some ACT programs is a process of providing de- 

intensified services to ACT clients on a less fiequent basis. Step-down methods, 

however, continue to be ACT in structure and it is this structure that is incompatible 

with producing citizenship, community integration. Building community capacity 

requires a more global address of the issues within a framework that will develop the 

opportunities for empowennent. community integration, for individuals with psychiatrie 

disorder on a community wide basis. 

In a phenomenological study, what is said is often as important as what is not said. It 

is interesting that some issues often associated with ACT, such as adequate housing 

(Muexr et al.. 1998) and increased levels of cohesion (Nugent & Spindle. 1998) were 

not spoken of at great length by the participants. A11 of the participants in the study were 

comfortably sheltered in independent homes or apartments. I can only assume that the 

lack of emphasis on housing within the stories of the participants is a reflection of the 

client's satisfaction with this aspect of their lives. The issue of cohersion, on the other 

hand, is more complex. Issues related to control were certainly evident in participant's 

stories of theY experience with ACT. Frustration was expressed at choice and control 

that was lost at both the level of ACT and the p a t e r  mentai h d t h  system. This 

fuistration over choice and control, however. did not translate into a Mew of the client - 
case manager relationship as cohersive. My own explanetion for this would k that 
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participants are reluctant to see the case manager in a negative light as this would 

threaten the link to suppon that currently exists through the case manager. T'his 

explanation may also account for the significantly more negative view of ACT often 

presented by consumer / survivors who are not cunently clients of ACT. 

In sumrnary, the knowledge and understanding of the experiences of ACT clients 

provided by this study, hold important social and professionai implications for both 

ACT and the larger mental heaith system. Knowledge of individuals' experiences of the 

ACT mode1 bring to the forefront the need to look at issues regarding individuais with 

psychiatric disorders fiom a new perspective, one that is rooted in the recognition of the 

full life context of the individual, 

Final Refiection 

Since the firn attempts at deinstitutionalisation in the 1950's, the mental heaith 

community has stmggled to integrate individuals with psychiatric disorder into the 

community. With each new piece of knowledge and understanding we grow in our 

capacity to provide the resources for me integration. The stages of growing have seen 

us through the initial concepnialisation of placing individuals with psychiatric disorders 

into the community, the recognition of the need for continuous access to support around 

medication and crisis management and most recently, the need for support around the 

pursuit of higher order needs. To progress in our joumey toward truc integration we 

again n d  to reconcepnialise the way in which we perceive and work with individuals 

with psychiatnc disorders. Citizenship will only be achieved if there is recognition on a 
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systemic level of the interrelationship of wellness and illness. Individuals need to be 

able to move easily through a system that does not require a person to be either il1 or 

well but that is prepared to equally address needs that fa11 into either category. 

For many participants, ACT provided a service that enabled them to maintain a 

structured medication ngimen which often meant fewer relapses into severe illness as 

well as fewer and shoner retums to hospital. This type of nippon was considered 

extremely important by most participants. But, community integration does not end 

with maintaining people in the community and the responsibility of the mental health 

system does not end with the provision of services around physiological needs. 

Recovery for individuals with psychiatrie disorder should include being a part of society, 

through socialisation, work. education and self-sufficiency. Only a recognition of the 

complex interco~ectedness of illness and wellness and the need to rely on a variety of 

different supports will enable us to meet this responsibility. 

in conclusion, 1 would Iike to put forth a list of recommendations based upon my own 

leaming fiom conducting this study. These recomrnendations are intended for 

individuals involved in the planning, development and implementation of ACT services. 

First, it is extremely important that a priority be placed upon the clarification of the role 

the case manager plays in the lives of ACT clients. Clarification needs to occur around 

issues of power imbalance. Clients need to know the degree to which the relationship 

with their case manager is personal and to what degm it is professional. Clients need 

clarification around these issues so as to avoid the fhstration and confiision that &ses 

from the lack of articulation that cumntiy exists in these areas. 
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It is also important for policy and decision-rnakers as well as ACT providers to 

recognise and understand the localised way in which clients concepnialise ACT. In 

viewing ACT primarily as a relationship between themselves and their case manager, 

ACT clients are not prepared to relate to ACT in the manner of true consumer. Unless 

clients have an integral awareness of the broader organisational structure of ACT they 

are not in a position that would enable them to choose, critique or influence senices. 

We need to address the rather persistent effects that a long term relationship with the 

mental health system has upon the socialisation of individuals with psychiatric disorder. 

The effects of constantly being involved in psychotherapeutic relationships with 

professionals provides clients with artificial representations of relationships and creates 

unredistic notions of relationships on the part of the clients. This constant exposure to 

therapeutic relationships facilitates a view of al1 relationships as unilateral. 

Unfortunately, when clients then go outside of the mental health community to elicit 

relationships they lack the experience and knowledge around how to be reciprocal in a 

relationship. 

We need to recognise the value of paid work as distinct and separate fiom volunteer 

or under paid work. Adequate payrnent (at least minimum wage) for work is seen as a 

comment on the value that society places upon both the work and the person who 

provides it. In other words, feeling as though one's work is valued by the community is 

synonyrnous to feeling accepted by the community. The biggest leaps toward full 

comrnunity integration for individuals with psychiatric disorders will corne fiom 

opportunities for paid work in the community. Although adequately paid work within 
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the consumer / survivor movement exists and is rewarding, more effort needs to be 

placed on the development of independent oppomuiities in the community for 

individuals with psychiatric disorder. 

The lack of satisfaction experienced around personal growih presents an issue that 

questions the ability of ACT, as it is currently stnictured, to adequately adâress the 

clients' needs to pursue self-actualisation. At its basis there needs to be a recognition 

within the mental health system of the need for self-actualisation in al1 human beings. A 

recognition solely of individual physiological needs neglects a recognition of the 

extensive range of needs that comprises the whole person. It also needs to be 

recognised. however. that mental health organisations cannot provide services to meet 

these needs. Persona1 growth needs, by their very nature, can only be attained through 

the individual. The mental health system, however, does hold the potential, and 1 

believe the responsibility, to impact the facilitation of opportunities for personal growth 

for individuals with psycbiahic disorder through community development. 

In order to adequately address the needs of individuals with psychiatric disorder we 

need to begin to look beyond individual clients and mental health organisations in order 

to incorporate the efforts of the community. Interventions that address the actions, 

behaviours, beliefs and values of the comrnUNty need to occur if we are to achieve true 

community integration for individuals with psychiatric disordea. A reciprocal 

relationship needs to exist ktween the mental health systern, the consumer / suMvor 

community and society at large in order to create the type of environment that d l  

enable individuals with psychiatric disorders to live hi11 and complete lives as citizens of 



our c o d t i e s .  

We need to implement continuous dialogue around the values upon which ACT is 

structured. As we continue to grow in our conceptualisation of how we view and work 

with individuals with psychiatric disorder the values that guide us in our work also 

continue to emerge. It is important that we ensure that the services we have in place also 

continue to reflect our emerging value base. A continuous, open discussion about our 

values is necessary if we are to ensure that the services we provide adequately represent 

these emerging values. 

In order to tnily achieve community integration and empowement for individuals 

with psychiatric disorder. however, we must go beyond the discussion of values to 

examine the structure that exists both within ACT and within the larger mental health 

system. It is true that the current structure of ACT is based upon a set of values that 

place a focus on illness. It is this emphasis on illness and peripheral treatment of 

wellness that inherently creates bamers in the way of empowement. If we wish to 

affect the success of ACT in addressing issues of wellness for individuals with 

psychiatric disorder, we need to re-evaluate the stnicture of ACT as well as the values 

upon which this structure is based. To Say, however, that the stnicture of ACT should 

be based upon the values of wellness would fail to recognise the seriousness that 

psychiatrîc disorder can play in the Iives of individuals. Just as a systemic structure 

based on illness does not adequately address States of wehess experienced by 

individuals witb psychiatric disorder 1 believe that structures based on wellness would 

equally fail to adequately address severe experiences of illness. The systemic structure 
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of ACT provides us with the key to how we will grow in our relationship with 

individuals with psychiatric disorder. This structure needs to be reconceptualised in a 

way that acknowledges fint and foremost the intricate complexity of the cotxistence of 

illness and wellness. We need to recognise that a person does not experience one state 

over and above the other. As a result, individuals do not benefit fiom services that place 

an emphasis on one state or the other. Instead, structures need to be built upon the 

assurnption that individuals with psychiatric disorder will experience 60th periods of 

wellness and periods of illness. We need to build a system of mental health care that is 

designed to accommodate this notion of temporality. The systems that we design also 

need to reflect the notion that al1 individuals experience an innate need to self-actualise: 

to grow beyond themselves. In this regard, simply providing services around individuals' 

most basic physiological needs is not enough. 
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Appendix A 

Queen's Ethics for "Variations in Assertive Community Treatment: A 

study of approaches and outcornes of four teams in South Eastern 

Ontario" research project. 



1. RATIONALE: 
a. Background: 

This researrh projecf has received funding through the Community Mental Healih Evaluation Initiative. 
A consortium of provincial rnentai health organizations combined their rmurces to improve through 
-ch and policy development, the delivery of mental health uue smices and supports in Ontario. The 
On&o Mental Health Foundation. nie Canadian Mentai Health Association - Ontario Division and the 
Health Systems Rcsarch Unit of the Clarke bstitute of Psychiatry formed a Mental Health Policy Research 
Group CO nsearch and advocate solutions for major issues and problems in rhe mental h d t h  anna The 
Community Mentai Health Evaiuaaon initiative was one component of the Group's mandate. This 
submittcd rt~carch project has k a  granted funding, dong with six oher reseprch projecu, through a 
cornpetitive, peer rcview pnxrss, to study vaiiaus aspects of mental health nfom in Onfario. 

A Multi-site Coordinating Centre has ken established with the prirnary goal of coiiecting 
and analyzing a common protocol of data across the projcct sites. in this m e r  each of the furided research 
pcojecu will a d d m  research questions common across the sites. and reseacch questions spscific to the 
projen It is hopad that Uiformation collected h m  acmss sites wiîi  provide important insighu into the 
p~ogres~ of mental health rcfom across Ontario. The Multi-site Coordinathg Centre includes hvcstigators 
h m  the Health S ystems Research Unit at the Clarke Institute of Psychiarry and the principle investigatorr 
h m  the 6 pmjecu in the province awarded funding through the Community Mental Health Evaluation 
initiative. 

b. Rationole for this research study 
A major focus of menmi healrh refom in Ontario is the development of case management services 

that facilitate the community adjustment of adults wîth b o u s  mental ilinus. The program for Assenive 
Commltnity Treaanent (ACT), as developed in Madison Wisconsin by Test, Stein and colieagues. uses an 
intensive and eontinuous treaanent mode1 to suppon adults with serious mental illness in the communicy. 
Empincal studies of ACT have ken  favourable. The mode1 has becn widely npücated in the United States 
and abroad and it was recentiy endoned by the Ontario Ministxy of Health as a setvice mode1 of choice for 
people with Mous  mental iUness. Many local pianning initiatives have rccmtl y focuscd cheu attention on 
the potenciai for ACT tcams. Sound evaiuation saidies arc essentiai to duennine the effectiveness of thcse 
tcams in helping individuais with severe psychiatric disorders to live successhilly in the community in a cost 
effective manner. 

Within the field of community meaial health. Kingston and Bmckville an unique in that they have 
four community bascâ tearns developed according to the ACT modcl. This nsuvch smdy will evaiuate the 
effectivancss of these fout t m  in meeting the objectives of mentai health reform. S p e c i f i d y  the study 
will evaluate: 
1. Whether the individuals with s e v m  psychiatric disorden sewiced by these tearns demonsrne: 

improved community tenu=; impmvements in psychiatrie impairments and symproms; improved 
community adjusmirnt a d  qualjfy of life: incnased smse of empowmenc and: satisfaction with 
services. 

2. The cos& associated with ACT services. 



Although the essential elcments of an ACT team have been identified. rhe nlationship between 
spacific feaaires of the lepm and outcomes is unclear. Despite considerable attention to the nfinemenc of rhe 
critical dimensions of ACT, nplications of the mode1 have been subject CO adaptations. The impact of 
madificatioas to the mode1 has b e n  virniaily unexploreci. Detemining the impact of innovations to the 
ACT model is essencial to the development of best pcactices in community mental health. 

The four teams hcluded in this study have ben developed according CO the ACT model. Closer 
eramination of the teams indiates that each team has made adaptations and nfincmcnts to the original ACT 
modd. By identifying and examinhg the helatioaship be-n these adaptations and spacific outcoma this 
research study wiU help us to undastand the following: 

1. Are there characfcristics of rhe model that can be adaptcd without sacrificing positive outcomes? 
Adaptation of the madel may save to contain the costs associated w i l  the service. 

2. Despite an opcrational definition of "MOUS mental iliness" this is a hetemgeneous gmup of people 
with respect to diagnosis. matment history, socio-economic stanis and otha charactcnstics. Is it 
possible that criticai fcg- of the ACT model will vary with s p i f i c  client f a t ~ n s .  This 
infornaon would assist with the development of these services. ensuring a closer fit between 
prognun featuies and actuai client need. 

3. It m y  be chat modifications to ACT are able to maintain the positive outcomes which have ban 
associated with the mode1 and impmve on the outcomes associated with community life and social 
adjusanen t. 

a) Subjtxts: 
Subjects h m  four Assertive Comrnunity Trcauneni (ACT) teams based in Kingston and Brodcviiie, 

Oatario wül participaie in this saidy. As a component of the ACT team guideLines, ail participants will 
mide and rcceive mias in the commun@ The nature of the data to be collected and the data anaiysis 
techniques that will be used require a large sample. The investigatoa are awm, however. that the costs 
wociatcd with studying di cüents across the four tesms is prohibitive. As well the ükeühood of ai l  cüents 
pemicipating in the smdy is slim. Thcrefore. investigators decided that it would be appropriate to aim to 
include 50% of the clients for each team. The subjccts thet will panicipate in bis snidy wiii be randomly 
selected. 

b) Method: 
As demopaphic data m nsdily avdlable diis information will be collected on 100% of the clients in 

each ACT tcam (sec Appndix A unda S ~ a u  Mcasures). Fifky percent of the clients in ach team wiU be 
rudomly selected to partkipatc in a series of interviews that wiil occur at baseüne, during die ninth and 
eightatnth month. Each paiod of dui coliection wiU occur within a t k e  wcek time kame. nie uimiews 
will be conducted by tline crained c c m ~ ~ h  Uitewiewers. A pilot saidy indicates that the Mes of 
inttmiews should requin ap~~oxicnately one hour of a subject's timt per annum. New clients entering the 
ACT tums will also be ~ d o m l y  sdected to participate in the snidy. As it would not be possible to include 
a mie conml group for dw saidy, new clients to the pmgnms wiîi s m e  as a semiconml gmup. 
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Each subject will be interviewcd using a prede<mnincd set of interview scala that have bem select& 

basai upon a) their pnvious use with individuals with mentai iiîness and b) their smng psychomecric 
pmpatie~. Some scales will be common amss sites and ohers will be spe!cific to this study (see Appendh 
A for a list of these s d e s ) .  Data from these interviews wiU be analyzeû using univariate and multi variate 
whniqucs. The oucame data wii l  be analyzed in te na^ of treatment variables such as length of 
hospitalitarioo. severity of illness. spptomology; psychosocial variables such as qualiry of Life. social 
thetworks. soàocnvimnmentai stanis, cornmuniry integntion; pmgram variables such as naturc of services 
onend rid client sarisfacrion with service; and cost vaxiables. A List of the various hypothcsc~ for this 
st~dy ue included in Appendix C. 

3. SAMPLE 
The Bmkville Assenive Community Rchobilitacion Rognun team aurrntiy serves 80 clients. Focty 

(50%) clients h m  rhis pro- wül be m i t c d  to participate in diis saidy. Participation in rhû snidy wül 
constihite paxticipating in a SCties of htaviews givm by resacch interviewas at baseline. during the nuith 
and eigh<eeath month. Interviews will take place over a h e e  wetL paiod and will requin the quivalent of 
one hour of a subject's tirne per year. 

4. RISKS OF PARTICIPATION AND BENEFFTS TO SUBJECTS 

IUSKS 
Clients pmicipating in chis study may experience some feelings of discomfon as a result of 

unaimiliarity with the interviewer and the interview questions. This pviod of discomfon is most likely to 
occur eorly in the interview phase and wili subside when the client becomes more familiar with the 
interview smicture and with the interviewer. Similtu research pmjects in the past have successfully 
employed Jimilar rnethodologies and intewiew scales. The investigators klieve, thereforc. that the protocol 
pmposed here wiii not mate undue risk for clients. 

Ihe intavicwers associatcd with rhis -ch projet wiii be wined in the use of intewiewing skills and 
W a h  devote time a developing a rapport with saidy participants. Interviewas will refcr any study 
participant who appears to k in distress to the m i c e  providers. Saidy participants wiU be inforniad that 
dKy can end the interview sessions. rnodiQ the length of the interviews, and arrange a flexible interview 
schedule to meet their personai needs. 

4. B E N E r n  
Thac WU be direct ôenefit for study participants in the f o n  of an honorarium of ten doilan per subject 

cad rmi be givcn to clients for dK purpose of recognition of participation in the mdy. This small sum is 
uot sieeificant cwugh to be considcd as an incentive or wercive act. An indinct benefit for study 
puticipmts wiii k the p o m U  to impmve the savices offaed by the four prognims. Study participants 
my e x p a i a ~ ~  a psychologicai ôenefit h m  having the oppominity to talk to someone about their life 
riaution. They may expaiaice a sense of altruia in participaring in a study that may be of -fit to ocha 
people widi saious mental üiness. 

S. ALTERNATIVES ANDIOR STANDARD THERAPY 
Ibis study does not provide rny therapy to participants. nor is any therapy withheld fiam them. 

6. DATA MONITORING 



Monitoring will be perfamed by one of the investigaton (GJG). Participants are free to withdraw from 
the sludy at any time 

7- CONSENT AND COERCION 
Each potential snidy participant wiU be approached by a staff mernber of rhe ACT team. nie staff 

member will UK a script (Appendix 8) to provide the client with a description of the snidy. if the client 
wants to leam mon about the snidy. hdshe will complete the form at ihe bottom of rhe script to indicate 
i n m t  in rneeang an investigator or mearcher. and the pnfernd method of contact. A dsearch assistant of 
the study will then confact the client to arrange a meeting. At ihis meeting. a description of rhe snidy ml1 be 
providcd. an if the client is interestcd rhey will be a s k d  to provide i n f o d  consent (see auached consent 
forni). Since these study participmu wiU al1 be living in the cornmunity and managing theV own fiain they 
an ~casidaed capable of providing infornecl consent. Infonned consent will be repeated at the nine month 
and eighteen month âata collection periods. 

Study piuticipants wüi  be rcimbursed for travel expcnse incumd and wiil be compensated S 10.00 
annually for participation in outcorne interviews. This compensation is consistent with the poiicies of the 
funding organisation. Consumea of mental health services in O n h o  have spoken out against traditionai 
rcscarch practices that have failed to financially recognise the active mle they play in mental health 
evahation and rcsearch. The amount has been selected to acknowledge the time and effort and cos& 
associated with participation in the study, but not instil a sense of coercion 

8. CONFlDELYTIALITY: 
The interviews will be held in locations which ensure pri vacy. Although staff of the four services 

will know which clients are involved in the study. data will be collected to ensun confidentialiry. Al1 data 
will be identified by code. The names of pdcipants associatexi with these codes will be held only by the 
principal investigaiors. Narnes. addresses and other identifj6ng infonnation will be stored separately from 
the data. hfonnation in nlated reports and publications wiii focus on data collected for the group and will 
eiiminate any infornation which may identim an individual saidy participant. AN subject information and 
data will be stond in locked rihg cabinets in locked offices. The interview and questionnaire data will be 
kept for five y*us following the completion of this snidy and afrer rhis only cornputer records wiii be 
mrintaimd. Paper records will be shredded. 

nie following issues nlated to confidentialicy and the sharing of infonnation wiih the Multi-site cenue 
have ban addrtssed: 
1. Ail identifying information wiii be stripped from the data records befon they are transfemd to the 

cornmon data set 
2. The consent form has been modifiai (see attached) to infonn prospective participano of the additional 

use of the sady data. 
3. A copy of the finai protocol. outlinhg the comrnon instruments to be used across the sita. and those 

specific to rhis project. has been auached. 
4. A poticy and protocol regarding ownership of and access to the common data set will be developed by 

the Coordination Cenm investigaton. 
5. The multi-site study will undergo its own separate scientific and ethical review ai the University of 

Toronto. 



A roster of the total ciient population for al1 four pmgrams wiii be obtsined h m  pro- mmigen. 
Descriptive data for this group will be obtained dittctly h m  hospital and program ~cords. The roster 
will k uscd to select a random sample of 50% of the patients who will be m i t c d  to participate in the 
coliection of  outcome data at baseüne. 9 month end 18 month inmals. A SU€€ memkr will approach 
each Mdomly selected patient to provide general infomtion about the study and to inquin about the 
cüent's willingms to mcet with the study mearcher. Procdum as oudhed in numbtr 7. Consent and 
Coercion, wiU be foiiowed. 

Over the k t  two y t u s  of the study. al1 new clients in each program wiii be approached and invited to 
participate in dK snidy. nie spm recniiiment procedures. as describal above, wiii be foiiowed. 

10. BREF DESCRIPTION OF PROJECI' 

A major focus of mentai hcalth nfom in Ontario is the development of community basai case 
management semices for pmons with senous mena illness. Assertive Community Treatment (ACT9 
has bem shown to be an effective model of case management for & W g  wmmunicy tenurc for 
persons with saious mmtai iiiness. Four ACT model teams located in Brockvüie and Kingston w P  be 
study to evduate th& effectiveness in meeting the goals of mental health reforrn in Ontario. h addition. 
while the essenrial elemmu of the ACT model have ken identifiai, the nlationship betmen specific 
leanires of the team and client outcomes in uaclear. This study will idenlifY the adaptations and 
rcfinemcnts h m  the srandad ACT model for each of these four teams and examine the nlationship 
between these variations and specific client and semice outcomes. 

This ttuee year prospective saidy uses a quasi+xpaimenral design. Dam on demographics. 
hospitalizatiom and symptom sevcrity will be coiiected fiom aii ciiene ( ~ ~ 3 5 0 )  of the hur mices. A 
random ample of one half of the total client population will be m i t &  to collect &ta on outcome 
measures (n475). Also data wüi be wllectcd on ai i  new rrfarals and analysai separately (n=120). 
Measuns for fidelity to the critical dimensions of die standard ACT t e ~  will be complet& for each of 
the Four t em.  Tcam acpivity mcasum will be completcd over a cwo wedr p&od at baseseline and at 
nine month and eightaa monch intuvals. Ouicorne variables include sevaity of  iîiness. socio 
-environmentai staais. empowcrment, ciient satisfhetion. social nerworks. quality of üfe, community 
inccgration. and cwt pcr client. Client outcomc for the candornly s e l d  mple  wiil be coIlected 
annuaily by mineci m h  assistants. Data wiU k analyseà using univariate and multivariate statistid 
techniques. 
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Appendix B 

Letter of Intent 



Salinda Horgan 
Queen's University 
Kingston, Ontario, K7L 3N6 

Participant Address 

1 am the Ptoject Coordinator of the ''Variations in Assertive Comunity Treatment; A study 
of approaches and client outcomes in South Eastern Ontario." 1 received your name because you 
agreed to participate in this study in September 1998. I would like to inforni you of a smaller 
research audy 1 am conducting with clients of the Community Integration Prograrn which is part 
of the "Variations in Assertive Community Treatment: A study of approaches and client 
outcomes in South Eastern Ontario" and is also the basis of my thesis for Wilfrid Laurier 
Univeristy. The main question that this research will address is: Whut is your experience of 
Assertive Community Treatment? As you are currently receiving services fiom the Community 
Integration Program I would like to ask you to participate in this study. 

Participation would involve a 45 minute personai intewiew that would be conducted at your 
choice of either your home or in an interview room at the Community integration Program or 
Queen's University. The interview would be taped and would consist of questions regarding the 
meaning and importance which you place upon holistic services. The questions in the interview 
will address areas that relate to: 

I) The value that you put on the CIP program. 
2) What the CiP program means to you. 
3) The types of relationships that you have in your life. 
4) Your personal goals. 
5' How integrated you feel in the cornmunity. 
5) The experiences that you have had in the CIP program. 

The interview will be transcribed and a copy of the transcription will k sent to you so that 
you can make suggestions for changes prior to the Malysis of the data. The intorrnation that you 
provide will be kept confidentid and in no way will the final report idcntify you as a participant. 
Approxhatcly 10 clients h m  the Community Integration Program will be interviewcd for this 
shdy. You will nccive a copy of the final report once the study has b e n  completd. 

It is your decision if you want to take part in this study. You can change your miad and leive 
the intdew at any tirne. This will in no way &ect the services you rcccivc h m  the 
Comrnunity Integration Program. You will still -ive the kst carc they can provide. Xat MY 
point you dccide that you do not wish to complae the intemiew the tape will k aascd and 
nothing that you have said will k urcd as data for this project. 



If, at any time, you have any questions about this study you can cal1 me, Salinda Horgan at 533- 
6000 ext. 74756 or my thesis supervisor, Steve Chtis at (905) 994-0198. If  you have any 
questions about your participation or rights in this research, pplease contact Dr. Linda Parker 
who i s  chair of the Research Ethics Board at Wilfiid laurier University (7OS)884- 1970 ext. 3 126) 

Salinda Horgan, M. A. Candidate 



Appendix C 

Consent Form 



Wilfrid Laurier University 
Informed Consent 

The Lived Experience of Receiving Assertive Community Treatment; 
A Phenomenological Study 

Details of the studv 

My name is Salinda Horgan and 1 am the Project Coordinator for the "Variations in Assertive 
Community Treatment; A study of approaches and client outcomes of four teams in South 
Eastern Ontario." I received your narne because you agreed to participate in this study in 
September 1998. 1 am working on a mialler research snidy which is part of the "Variations in 
Assertive Community Treatment: A study of approaches and client outcomes in South Eastern 
Ontario" project and is also the forms the basis for my thesis work at Wilfiid Laurier University. 
The title of this study is "The Lived Experience of Receiving Assertive Community Treatment; 
A Phenomenological Study." 

The purpose of this research study is to help us understand how services such as the Community 
Integration Program may or may not be helpful to people who have had long term mental health 
problems. 

1 am asking you to take part in this study because you are in the Community Integration Program. 

What's Involved? 

The researcher will conduct a personal interview with you. This interview will concem your 
experience as a client of an Assertive Community Treatment Tearn. The interview will be taped. 
Only myself and the person who transcribes the interview will hear the tape. The tape will be 
erased as soon as the interview has been transcrikd. It is expected that the interview can be 
completed in one visit for a total tirne of 45 minutes. A break will be built into the interviews, 
but you can have additionai breaks if you feel that you need them. 

Participation in this study should not cost you anything. You will k givcn the money to cover 
any travcl costs that you rnay have as a result of participating. 

You will k paid tcn dollars for participating in the interview. This is a small amount of money 
to ncognise the t h e  and effort you put in to help complete the study. 

No risks arc expected fiom taking part in this study. The i n t e ~ e w  will k taped and this may 
makt you fael newous during the intennew. If you fcel uncornfortable duriag the intcMcw 
pl- ta the rcscarcher know. You can take a b d ,  or meet at another tune. You can decide to 



end your participation in the study. If there is any question you do not wish to answer, just tell 
the researcher to skip it. 

You may not benefit directly fiom this study. A possible benefit for you is the chance to talk to 
someone about thuigs that are important to you. 

Any infomtion that you give for this snidy is confidentid. Your case managers and the other 
staff of the Community Integration Program will not be infomed about the information that you 
give me. Instead of your name, a code number will be used to identify the information you 
provide. The information will be kept in a locked storage space at Queen's University in the 
School of Nursing and will be destroyed after 7 years. Any research reports that corne fiom this 
study will not identiS, you in any way. The reports will be wrinen about everyone that takes part 
in the audy, as a group. As this research is part of the "Variations in Assertive Community 
Treatrnent: A study of approach and client outcornes of four teams in South Eastern Ontario" 
study the principle investigators for that study; Ms. Terry Knipa an Assistant Professor in the 
school of Rehabilitation Therapy at Queen's University and Dr. Shirley Eastabtook an Assistant 
Professor in the School of Nursing at Queen's University, will also have access to the data. 

It is your decision if you want to take part in this study. You can change your mind and leave the 
interview at any time. This will in no way a e c t  the services you receive fiom the Comrnunity 
Integration Program. You will still nceive the best care they can provide. If at any point you 
decide that you do not wish to complete the interview the tape will be erased and nothing that 
you have said will be used as data for this project. 

You will receive a copy of the transcribed interview one or two weeks aAer the completion of the 
interview so that you cm review it and provide me with suggestions for adjll~tments prior to data 
d y s i s .  You will also nceive a more in depth report of the background of the rcscarch, how the 
information was gathcd and whet the findings werc. 1 anticipate completing this report by 
J a u a ~ y  2000. 

k @ ~ t  name of participant) have r d  and understand what is involved in 
the mdy. My questions have al1 ken ansmrcd. I bave had enough tirne to think about whethr 
1 want to takc part. 1 am signing this fonn voluntluily (on my own). 1 know that 1 can change my 
mind and not takc part at any time. 1 will still w i v e  the bcst carc available. i f1  h v e  more 
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questions 1 will call: Salinda Horgan at 533-6000 ext. 74756 (researcher); Dr. Stevc Cbris at 
(905) 994-0 198 (thesis advisor); Dr. Shirley Eastabrook at 5 3 3-6000 ext. 74755 (principle 
investigator); Professor Teny Knipa at 533-6236 (principle investigator). If I have questions 
about my participation or rights in this research, 1 can contact Dr. Linda Parker who is chair of 
the Research Ethics Board at Wilnid Laurier University (884-1970 ext. 3 126). 

Signature of Participant Date 

Signature of investigator Date 



APPENDIX D 

INTERVIEW GUIDE 



Interview Guide 

A) Value of ACT + What does CIP mean to you? + What kinds of things do you do in your week? + 1s there anything major that is coming up for you this week? + What things do you look forward to in your week? 

B) Concept of ACT + What does CIP do? + What activities have you participated in? + What is the most important thing that CiP is helping you with now? 

C)  Relationabips 
-3 What qualities are important for a case manager to have? + What do you value in your relationship with your case manager? + Scenario: Your case manager changed jobs and went to work with another team. 

If you had the choice would you go with your case manager or stay with CIP? + Do you wish that you had the kind of relationship that you have with your case 
manager with someone in the comrnunity? 

+ What kinds of t h g s  do you do with your fnends? + What do you like to do with your &ends? + How many of your fnends are fiom the psychiatric comrnunity? 

D) Personal Goals + Where do you see yourself in five years in terms of employment? + " " education? 
-9 " " farnily relations? + " " social relationships? + " " housing? + &' " incorne? 

E) Community Integratioct + Would you like to spend more tirne with people who don't know that you have a 
psychiatric ibess? 

+ Scenario: Say you knew a person who was a client of CIP and they were a really 
good basebd player. What if shehe had a choice of two teams to play on, one 
was a CIP baseball team that was made up of staff  and CO? clients or a 

community 
baseball team. Both teams have good and bad points about them. If the person 
joined the CiP baseball team they would aiready know everyone. On the 
community team the person would be able to meet new people who didn't know 



that they had a psychiatrie illness. Which team do you think the person should 
join? + How many conversations did you have yesterday? 
who were they with? 

F) Cboice + This week when you saw your case manager did shehe suggest things for you to 
work on or do this week? 

3 Does your case manager often suggest things for you to work on / do with your 
time? + When you discuss things that you can work O or do with your tirne do you also 
have your own suggestions? + Are there times when you disagress with your case manager about how you 
shouid be spending your time? + What happens when you disagree with your case manager about how you should 
be spending your the? + Did you make any decisions or choices today? 
What were they? 

G) ACT Experience 
3 Tell me about your best experience with CIP + Tell me about your worst experience with CIP + Are there areas in which CiP could ôe better? 

What are they? 



GPPErnIX E 
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Wilfrid Laurier 
University 

Ms. Salinda H o r p  
Depvunmt o f  Psydiology 
Wilfrid Laurier University 

Deu Ms. H o r p :  

Re: Your Raearch Proposai Enâdd, "The Livcd Expcricncc of Rccciving Assertive 
Cornmunicy Tramcnt; A Phcnomcnologicai Study" 

1 have micwcd the changes to rhe above proposai and determincd thu rhey an e th idy  sound. 

If the mcarch plan and mcthods should change in a way that may b ~ g  into question the p@cctts 
adhcnncc to acceptable ethicai n o m ,  p l a x  contact mc as swn as possible and More the changes arc put 
into place. 

LUdr Parker, PhD 
Assistant Dan of Gndurtc SNdics and Raeuch, and 
Chakpmon, WLU Raardi Ethici Committcc 

The Dean of Graditate Stiidies nnd Resmrch 
Wilfrid Laurier University, Waterloo, Ontario, Canada N2L 3CS (519) 881-1970 Fax: (519) 884-1020 




