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ABSTRACT 

Family caregivers filled the gap between deinstitutionalization and the shortage of 

community resources for persons with schizophrenia (PWS). A holistic ^proach for 

caring for the &mily caregivers is necessary. Discovering the quality oflife and its 

contributing factors in family caregivers of PWS helps community mental nurses to better 

work with the &mily caregivers. 

This study used a descriptive desing with 68 family caregivers of PWS recruited 

from the National Alliance for the Mentally 111 (NAMI) chq)ters in L. A. A set of 

questionnaires includes demogn^hic characteristics, social resources, social stress, 

caregiving experiences, and quality of life were self-administered. The results showed 

that &mily caregivers reported fiurly good quality oflife. The quality oflife was 

directly impacted by the positive caregiving experience, negative caregiving experience, 

and chronic stress. Economic resources and social resources had indirect impact on the 

quality oflife. 

There were three major findings. First, it is in^rtant to note that positive 

caregiving experience co-existed with negative caregiving experience, as opposed to exist 

on two ends of a continuimL Identifying and discussing the positive caregiving 

experience can help to improve the &mily caregiver's quality of life. Third, a 

parsimonious model was developed to depict &ctors contributing to quality oflife. 

The &mily caregiver's quality oflife was impacted more by the day-to-day stress 

than by the negative caregiving experience. Mental health nurses have to include the 

non-caregiving-re]ated stress when evaluating the fiunily caregiver's needs. 



CHAPTER I INTRODUCTION 

13 

INTRODUCTION 

Schizophrenia is the most severe form of mental disorders. Its one-year prevalence 

in adults ages 18 to 54 years is estimated to be 1.3 percent. Persons with schizophrenia 

(PWS) require extended long-term care, however, forty percent of the PWS do not 

respond to the treatment well, but continue to e}q)erience severe symtpoms. It is 

estimated 50 to 60 percent of all the persons with mental illness have co-exiting alcohol 

or substance abuse causing symptoms to worsen (Friedrich and Flory, 2000). 

The movement of deinstitutionalization caused many PWS to &11 in the cracks 

between shortened institutionalization and lack of efficient community care (Lehman & 

Steinwachs, 1998). As a result of inadequate care, many of the PWS ended up on the 

street or in jail. About 10% of PWS commit suicide (Friedrich and Flory, 2000). A 

limited number of PWS live in group homes or nursing homes. The rest, i^iiich is 

estimated between 60 to 70% of all persons sufifering from mental illness, live with their 

families. Family members, therefore, become the de&uh community caregivers. 

Family members providing care to relatives with chronic illnesses &ce great distress 

(Ascher-Svanum & Sobel, 1989; Bray, 1992;Given, Given, et aL, 1992; Holicky, 1996; 

Mohide, Torrance, et al., 1988}. Their life styles are inevitably changed by the 

caregiving role. The priorities and the routines in life are shifted when one becomes a 

family caregiver. The acquisitk)n of the caregiver role definitely changes the &mily 

caregiver's life. 
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The focus of community mental health care profi»sionals is on the quality of 

care delivered to the PWS. Since a major proportion of the caring responsibility is 

assigned to the &mily caregiver, it is crucial for mental health nurses to work with the 

family caregivers to inqirove the quality of care. Research had shown that fiunily's 

attitudes impact tremendously on the rel^se rate (Platman, 1983). When caregivers are 

distressed from either caregiving-related or unrelated stress(»s, an unhealthy or unhaj^y 

family caregiver cannot deliver adequate care to the care receiver. Therefore, it is 

important to examine the quality of life of &mily caregivers and e^qilore fiictors 

contributing to quality of life before one can help the &mily caregivers to fiimish quality 

of care. 

This study explored the quality of life in family caregivers of persons with 

schizophrenia (PWS), and examined factors associated with quality of life. The author 

proposed that economic resources, social resources, positive caregiving e?q)erience, 

negative caregiving experience, and social stress have direct and/or indirect effect on the 

family caregiver's quality of life. The model developed provides mental health nurses' 

guidance in working with family caregivers of PWS. 

PURPOSE OF THE STUDY 

This study had two aims. The primary goal was to explore the quality of life in 

family caregivers of PWS. The secondary goal was to examine Victors contributing to 

the caregiver's quality of life. Previous researchers have overlooked quality of life in 

family caregivers of PWS. 
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Three areas of quality of life were examined: the overall quality, its 

specific aspects, and the weights of each life a^)ect in this study. The results provided 

mental health nurses guidelines to better evaluate the fiunily caregiver's life in general 

and in various specific aspects, and subsequently can be used for outcome evaluation of 

various family interventions. 

The efifect of the e^qwrience on the &mily caregiver's quality of life is rarely 

studied as most studies treated the caregiving experience as an outcome rather than a 

factor impacting on quality of life. The relationships between caregiving oqierieiice 

and quality of life therefore remain unclear. By exploring fectors contributing to fiunily 

caregiver's quality of life, this study examined economic resources, social resources, 

social stress, and caregiving experience for their relationships with quality of life. 

Family caregiving is considered as only one aspect of the caregiver's life. When 

evaluating factors that contribute to quality of life, this author included both the 

caregiving experience and social stress from other aspects of the caregiver's life. The 

purpose of including social stress was to increase the mental health nurses' awareness of 

factors, both ca<-egiving-related and non-related, that might be affecting the &mily 

caregiver's quality of life. 

While most studies treated positive and negative caring experiences as outcome 

variables, if positive aspects re included at all (Loukissa, 1995; Maurin & Boyd; 

Potasznik & Nelson, 1984), this study proposed to examine the negative and positive 

caring experiences as independent variables as suggested by Hatfield (1997). Findings 

from this study helps health care providers and family caregivers recognize the positive 



aspects of caring for PWS. Recognizing the positive aspects of caregiving 

subsequently improves &miiy caregivers' quality of life. 

In summary, this study e}q)lored the quality of life in family caregivers of PWS and 

factors contributing to quiUity of life from a holistic viewpoint. The caregiving 

experience is but one role in the caregiver's life. It is important to understand the 

influence on quality of life of both the caregiving ejqserience and outside stress and 

chronic strains. 

FAMILY CAREGIVERS 

Schizophrenia is the most severe form of mental disorder. The American 

Psychiatric Society (American Psychiatric Association, 1998) reported that PWS 

consume almost $65 billion per year in direct treatment and societal and frmuly costs. It 

is characterized by a spectnmi of synq>toms ranging from hallucinations and delusions to 

passivity. The disease is debilitating and chronic. While further research is underway 

to uncover the etiology of schizophrenia, it is generally agreed that schizophrenia is an 

incurable brain disease (Clarke, 1998; Lee, 1997; Lin & Kleinman, 1988). 

The diagnosis of schizophrenia is devastating to the ill relative and the frunily. A 

PWS is usually diagnosed right before they are ready to pursue their goals in life, in their 

late teens or early 20's. Many PWS are diagnosed at the time close to finishing school, 

and dreams for the PWS's future sometimes are given up. Family members, on the 

other hand, have to &ce the great unknown and to prepare for a long-hard journey of 

caring for the ill member. 

The impact of schizophrenia is muhifaceted and generates con^licated emotional 
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responses. Family members find most of the syn^oms of schizophrenia 

disturbing (Parker, 1993). For instance, it is difiBcult for the &niily to interact with the 

person with schizophrenia v^n s/he is withdrawn. Other symptoms, such as bizarre 

behaviors, can bring a heavy load of shame and embarrassment to the &mily. Most of 

all, disruptive behaviors can make &mily members feel intimidated and sometimes fear 

for their lives. Symptoms of schizophrenia along with social stigma can drive friends 

and relatives away, as it is difficuh for an "outsider" to understand what the PWS and 

their &milies go through. 

Family caregivers of PWS often experience mixed feelings towards their loved 

one. They often feel grief from k)ss because their k)ved one is so changed. Anger and 

frustration arise when handling annoying situations associated with the behavior of the ill 

member. Guilty feelings are frequently reported by the frunily caregivers when the ill 

relative has to be physically restricted. Worst of all, instead of receiving support from 

society, family members had been blamed as either a cause or an aggravator of the illness 

(Bray, 1992;Brooker, 1990; Jones, 1996; Paricer, 1993). These situations cause 

enormous stress in the femily. 

The current treatment model for schizophrenia encourages PWS to return to the 

community oiKe their conditions are stabilized (Anderson & Lynch, 1984; Herz, 

Endicott, et al., 1976; Lamb, 1981), yet su£Scient community resources are not available. 

The purpose of returning to the community is to place the PWS in a normal environment 

so that the PWS are no longer secluded from the regular society (Reinhard, 1994). 

Nonetheless, despite their stabilized conditions, most PWS are not able to lead 
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independent lives. The symptoms of schizophrenia may be inqiroved, but they 

do not con^letely dis^jpear. Many PWS have to rely on Social Security, MediCare, 

and other financial assistance because they are unable to woric. Their disabilities make 

PWS uninsurable because schizophrenia requires expensive medical treatment. 

In addition to their financial dependence on society, PWS rely on various levels 

of supervision for day-to-day life, including meal preparation, medication, bill paying, 

etc. Some PWS require only occasional directions for difficult decisions; others need 

extensive guidance with daily activities. All in all, ^^lile benefiting fix)m the 

normalized life, most PWS in the community demand continuous personal and 

professional care that is e^qwnsive in time and money. 

Because of the great demands PWS place on the community, health care 

professionals are not able to provide adequate care (Anderson & Lynch, 1984^^amb, 

1981, 1998; Munk-Jorgensen, 1999). Most responsibilities fidl on to the &mily. 

Family members make ideal caregivers because they not only interact with the ill 

relatives frequently, but are also willing to take an active role in the treatment process. 

Most importantly, a &mily member's tender loving care is something that a professional 

will not be able to fully provide. 

Since &mily caregivers make an impoitant component in the mental health care 

system, they need to be inchided in the treatment plaiL Quality of care to the PWS is 

warranted only when the family caregiver is in good physical and mental heahk The 

family member requires education when first acquiring the caregiver role, and needs 

intervention when distressed or overloaded. In order to monitor &mily caregivers' 
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needs and provide adequate care to them, one has to understand the impact of the 

caring responsibilities in combination with other life events on the caregiver's quality of 

life. 

Few of the studies of family caregivers of PWS (Lefley, 1996; Gallagher and 

Mechanic, 1996) focused on the fiimily caregiver's quality of life. Most studies 

explored either how &mily members afifect the person's illness (Brooker, 1990) or how 

family education can improve quality of care (Doombos, 1997; Lefley, 1996; Pfeififer & 

Mostelc, 1991;Szmukler, Burgess, et aL, 1996; Yamashita, 1996). Studies targeted on 

the &mily caregiver mostly focus on how much &mily members suffer from acquiring 

the caregiver role, or how &mily members cope with this difiScult situation (Doombos, 

1997; Solomon & Draine, 1995; Thompson & Doll, 1982; Uttaro & Mechanic, 1994). 

Most of these studies are patient-oriented instead of &mily-oriented. 

Two issues dominate the current &mily caregiver literature. First, while caring 

for the PWS may be stressful, one needs to remember the possibility of a positive 

experience from caregiving. Despite the feet that many scholars agree long-term fiunily 

caregiving to any illness is burdensome (Brody, Litvin, et aL, 1992; Bulger, Wandersman, 

and Goldman,1993; Hoenig & Hamilton, 196S;Horwitz & Reinhard, 199S; Jacob, Frank, 

et al., 1987; Loukissa, 1995;Maurin & Boyd, 1990;Parker, 1993; Pickett, Cook, and 

Cohler; Potasznik & Nelson, 1984), other studies have found positive consequences of 

the &mily caregiving experience (Greenberg, 1995; Greenberg, Greenley, and Benedict, 

1994; Ludbrook & Hafiier, 1998). Howitz (1996) stressed that caregiving is a 

reciprocal exchange between the fiunily caregivers and the relative with mental illness. 
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The more support given by the &mily caregivers to the ill relative, the more 

support they received from the ill relative. Family caregivers also report receiving 

assistance and conq[)anionship from the ill relatives. 

Assuming a totally negative e>q)erience prevents the researchers from seeing the 

con^lete picture. Furthermore, vi^e the caregiving responsibilities may occiq)y a 

significant portion of life, the frunily caregiver is also engaged in other roles in life. 

Needs and stress from other aspects of the caregiver's life have to be considered, as they 

will directly or indirectly affect the quality of care delivered to the ill relatives. 

The family caregivers of PWS are a unique population. They are not mentally 

ill, but they are very much affected by the ill relative's condition. Family caregivers are 

not part of the professional team, but play a significant role in the treatment process. 

The PWS usually sqipears to be physically healthy and independent, yet often requires 

more extensive care than any other type of patient. The nature of the illness results in a 

unique caregiving e}q)erience for the &mily members. 

This study focuses on the family caregiver's perceived quality of life and the 

factors that contribute to the quality of life. Quality of life refers to one's satisfaction 

with life in general, and was evaluated subjectively instead of objectively. Each &mily 

caregiver determined the inqx>rtance of each life aspect after rating the level of 

satisfaction. The picture of the &mily caregiver's life provides the health care 

professionals better ideas of who they are and what they need. 

Results from earlier studies showed that the &mily caregivers reported worse 

conditions in certain life aspects than the general population (George & Gwyther, 1986). 
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Family caregivers of demented adults rated their mental health as much worse 

than the general population. The same caregivers repotted decreased time in social 

activities and hobbies. These results are expected, because &mily caregiving 

monopolizes much of the caregiver's time and energy, and lacking social connection 

leads to poor mental health. However, the level of physical health status reported by 

family caregivers of demented adults is similar to that reported by the general population; 

this may be due to the relative youth of caregivers for the elderly. 

The differences between &mily caregivers of PWS and &mily caregivers for the 

elderly are readily apparent. First of all, the caregivers' relationship to the care 

receivers is difiTerent, as are the caregivers' average ages. The tasks for caring for PWS 

and the elderly are different because of the variations in the nature of the illnesses. 

Finally, family caregivers for PWS bear more psychological burden than those look 

after the elderly due to the social stigma of mental illness. The following is a discussion 

of the uniqueness of femily caregivers of PWS. 

Schizophrenia is usually diagnosed between age 18 to 30; therefore, parents 

become the &mily caregivers for most patients (Greenberg, 1991,1995; Greenbcrg et aL, 

1993). Parents as caregivers for adult children have advantages and disadvantages. 

Most importantly, the unconditional love from parent to child is not replaceable by 

anything else. Parents naturally want to help their children, without weighing costs and 

benefits. Parents are willing to do almost anything to he^ their children. They also 

have more tolerance for the negative behaviors. In addition, aging parents v«1x> are 

facing the "empty nest" phase of their lives may enjoy the conq)anionship of taking care 
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of an aduh child. 

Even though parents are probably the best caregivers, there are some needed 

issues to be addressed when parents care for their aduh children with schizophrenia. In 

order to handle the PWS' symptoms and behaviors, parents often have to leam new skills 

and obtain new knowledge. Learning can be challenging to some older persons, and 

changes certainly create difSculties for both the fiunily caregivers and the PWS. The 

new knowledge and behaviors may break existing parent-child interaction patterns, and 

make both sides frustrated. 

The most important issue, particularly when elder parents take care of adult 

children, is aging (Greenberg, 1991). As the ill person grows from young aduh to 

middle-aged aduh, his or her parents advance from middle age to eUerly. Aging not 

only afifects the learning abilities of some parent caregivers, but also interferes with the 

continuation of care when parents get ill. Parents often wonder who will care for their 

son or daughter after they are physically disabled or when they die (Cook et aL, 1994; 

Greenberg, 1995). In contrast, future arrangements are less of a concern for younger 

relatives caring for an elderly person. 

The caregiving tasks for PWS are similar to those required for elderly persons in 

some ways, and different in others. The caring tasks for PWS and for the eWerly both 

involve a wide range of work: from maintaining personal hygiene to providing financial 

support. Both types of care receivers can be irrational and difficuh to communicate with 

at times. Differences in the caring tasks usually revolve around the nature of the illness 

and the care receiver's needs. For instance, when a PWS becomes violent, the family 
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caregiver not only has to intervene with the ill relative's psychiatric condition, but 

also needs to handle the consequences of the violent behavior, which could involve the 

legal system (Parker, 1993). This may or may not h£^>pen to a &mily caregiver for 

elderly persons. 

The symptoms of schizophrenia along with the social stigma of mental illness 

cause expensive psychological distress for &mily caregivers of PWS, but not so 

obviously for the caregivers of the elderly. The diagnosis of schizophrenia is often 

associated with "madness' or '̂ craziness" and brings shame and embarrassment to the 

family. The patient's socially unacceptable conduct, appeaxance, or violent behavior put 

the family caregivers in a fiistidious position (Bulger, Wandersman & Goldman, 1993). 

Many family caregivers still find it difBcuh to admit that they are associated with a PWS 

(Phelan, Bromet & Link, 1998). 

Furthermore, the £unily caregivers of PWS carry another burden of "shame and 

blame" (American Psychiatric Association, 1998) that is not evident for caregivers of the 

elderly. Earlier research theorized that fiunily members were one of the etiological 

factors for schizophrenia (Brooker, 1990). Family members were blamed for causing or 

exacerbating the illness. This phenomenon of'l)laming the victim" adds pressure to the 

already stressful family caregiving responsibilities. As a result of feeling shameful and 

guilty from the blame, reaching out for social support becomes more difBcult. Lack of 

social support further compromises the family caregiver's quality of life. 

Parker (1993) provided one of the best portrayals of family caregiver ejq)eriences 

with mental illness. Parker focuses on negative emotions such as grie^ guih, anger. 
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powerlessness, and fear. First, she stresses that fiiinily caregivers are not granted 

the choice of assuming the responsibility, nor are they prepared for this role. Family 

members normally do not come to realize that they are feeing a life-long caregiving 

responsibility until they acquire more information from health professionals. 

Second, Parker described caregivers of persons with mental illness deal with an 

extraordinary situation where they have psychologically lost their loved one, but 

physically have to take care of an individual who is no longer femiliar to the family. 

This is particularly true for PWS due to their lack of connection to reality. The femily 

caregivers have to deal with their feelings of grief at the same time as the required 

caregiving tasks. 

Next, Paricer points out that fiunily caregivers of persons with mental illness have 

to live with the recurrence of the illness, which in turn brings up the feelings of 

helplessness and hopelessness. This finding is supported by this author's personal 

experience. Many family caregivers describe the experience as 'Yiding the roller-

coaster". It is frustrating for the caregivers to lose hope time after time. The number 

of recurrences fluther increases the frustration. 

Finally, Parker indicates that fiunily caregivers have to deal with anger toward the 

patients, toward themselves, and toward other femily members. In feet, they probably 

also feel angry toward the health care system. It is hard for the fiunily caregivers to deal 

with the anger ^ipropriately while responding to the heavy caregiving tasks. 

In summary, femily caregivers of PWS not only face difficuhies, they also &ce 

the uncertainly of the future. The diagnosis of schizophrenia brings multiple. 
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sometimes-conflicting feelings to the fiimily. Family caregivers of PWS have 

different concerns conqiared to those who look after elderly persons, and the negative 

impact of schizophrenia on &mily caregivers is significant. 

SIGNinCANCE OF THE STUDY 

As schizophrenia affects about 1% of the general population in the United States 

(NIMH, 1995), the &mily caregiver becomes an important resource for long-term care. 

Health care providers need to understand how the fiunily caregivers perceive their quality 

of life and what fiictors influence their perception of life. This knowledge enables 

health care providers to more effectively help femily caregivers in^rove their quality of 

life, and subsequently enhances the quality of care delivered to the PWS. 

As mentioned earlier, the caregiver role is only one part of the fiunily caregiver's 

life. It is important to consider the family caregiver's life as a whole when conducting 

nursing evaluation. Few studies provide a holistic view of &mily caregivers of PWS; 

even fewer mention their quality of life (George and Gwyther, 1986). One can expect 

findings from this study to enrich professional knowledge in this sense. 

In addition, this study examined both positive and negative e}q>eriences. 

Greenberg (1993) stressed that acknowledging the positive findings not only raises the 

PWS' self-esteem, but also hel^s &mily caregivers recognize the positive side of their 

lives (Rose, 1996). It was found that positive experience had a beneficial impact on the 

family caregivers' quality of life. This information is very useful for mental health 

nurses. 

One important contribution of this study is the information on the overall quality 
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of life for the &mily caregivers. These findings fiimish an inqmrtant basis for 

flitTire research. Investigators interested in the influence of caring for a PWS on the 

family caregiver's life will be able to sqiply findings from this study. Outcome 

researchers will also benefit from this study if they are interested in learning which 

aspects of life may be improved by certain interventions. Furthermore, the model 

developed provides mental health nurses with a framework to assess and to inq>rove 

family caregiver's quality of life. 

Those who plan or have recently decide to assume the &mily caregiver role will 

gain useful information from this study. By looking at the specific life aspects, they 

will be better prepared for the particular changes brought on by the caregiving experience. 

Family caregivers will also recognize that stress from other areas of their lives may also 

affect their quality of life. Furthermore, fiimily caregivers will be able to identiiy 

positive events from other aspects of their lives that help ciulail the stress from 

caregiving. 

In siumnary, this study provided information on various aspects of family 

caregiver's general life. Findings will be useful not only to health care providers, but 

also to &mily caregivers. Learning more about the fomily caregiver is essential for 

mental health care professionals as patients are moved from hospitals to community-

based care. 

RESEARCH QUESTIONS 

1. What is the &mily caregivers quality of life? 

2. What factors contribute to &mily caregivers' quality of life? 
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CONCEPTUAL FRAMEWORK 

Fawcett and Downs (Fawcett & Downs, 1992) stressed the importance of 

establishing conceptual models for nursing research. They proposed a model of three 

levels: a conceptual nursing model, domains of concepts, and enq)irical evidence. 

Findings led by a general nursing model are interpreted more appropriately. This study 

adapts Ferrans and Powers's (1996) quality of life model adding the proposed &ctors 

contributing to quality of life for caregivers of PWS (see Figure 1). Concepts in the 

model will be placed at Fawcett and Downs's second level, v^iiile the qjecific items of 

quality of life and other &ctors will be positioned as the empirical indicators. 

Ferrans and Powers' (1992,1996) conceptual frameworic furnishes an essential 

basis for measuring quality of life. Their conceptual model is based on an 

individualistic etiology. Ferrans and Powers have validated their theory with 

populations of various medical conditions as well as a general healthy population 

(Ferrans, 1990, 1996; Ferrans & Powers, 1985, 1992), but not with fimiily caregivers of 

PWS. One unique feature of this model is that the participant's weighing of the 

importance for each life domain is taken into account when calculating the overall rating 

of quality of life. The person's quality of life, therefore, is defined as "... person's sense 

of well-being that stems from satisfaction or dissatis&ction with the areas of life that are 

important to him/her." (Ferrans & Powers, 1996 p. 296) 
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Figure 1. Conceptual framework 
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Ferrans and Powers' (1996) four domains that are critical to quality of life: 

health and functioning, socioeconomic, psychological/^iritual, and &mily are also used 

in this study (Figure 1). The health and functioning domain includes aspects such as 

usefuhiess to others and physical independence. The socioeconomic domain pertains to 

standard of living, neighborhood condition, friends, and so on. The 

psychological/spiritual domain covers hairiness, peace of mind, control over life, and 

other factors. The &mily domain includes &mily happiness, children, spouse, and fiunily 

health. While it is difficult to exhaust all elements of life, these four domains cover 

most elements considered important to quality of life. For this study, the four proposed 

factors influence the perceived quality of life. 

The economic resources, social stress, and caregiving e}q)erience are proposed as 

influencing the quality of life as seen in Figure 1. Economic resources included 

objective indicators such as household income, and subjective indicators such as if the 

income is enough to cover emergencies. Social resources covers areas of social support 

Social stress reflects stressful life event, chronic stress, and major traumatic events. 

Caregiving experience was considered in both positive and negative aspects. 

The relationships among the variables were suggested from the literature, even 

though several relationships were unclear from the literature. It was this author's 

hypothesis that the antecedents, which include economic resources and social resources, 

influence the caregiving experience, social stress, and quality of life. Caregiving 

experience and social stress were thought to impact on the family caregiver's quality of 

life. 
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To operationalize this model, this study employed several instruments. 

Economic resources and social resources were measured by sub-scales from the Older 

Americans Resources and Services program (OARS) (Fillenboum & Smyer, 1981;George 

& Fillenbaimi, 1985). Turner's and colleagues (1995) social stress indicators were used 

for measuring stressfiil life events, chronic stress, and major traumatic events. Szmukler 

and co-workers' (1996) E^qierience of Caregiving Inventory were iqq>lied to measure 

caregiving experience. Finally, Ferrans and Powers's (1984) (Quality of Life Index were 

en:q)k>yed for measuring quality of life. Detailed discussion of each scale are presented 

in Chapter 3. 

SUMMARY 

The purpose of this study is to understand the quality of life for family members 

who take care of a person with schizophrenia (PWS). This author intended to evaluate 

the &mily caregivers' quality of life using four domains. Stress from other life events 

was taken into account when measuring quality of life. The caregiving experience was 

considered both positive and negative. The results provided useful information to both 

health care providers and &mily caregivers. 
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CHAPTER n LITERATURE REVIEW 

INTRODUCTION 

Family caregivers play an essential part in the commimity care system, despite 

their lack of professional trainiqg. Numerous researchers have e}q>lored fiunily 

caregivers' role, their coping process, and their needs (Ascher-Svanum & Sobel, 1989; 

Guamaccia, 1992; Heriman, Schofield, Murphy, Singh, 1994; Jones, Roth, et aL, 1995; 

Solomon & Draine, 1995; Szmukler et aL, 1996; Uttaro & Mechanic, 1994; Wicks, 

Milstead, Hathaway, Cetingok, 1997). Programs to he^ the family members adjust to 

this caregiving role have also been examined (Cartwright et aL, 1994; Lin et aL, 1991; 

Noh & Turner, 1987; Pfeififer & Mostek, 1991; Rose, 1998; Solomon & Draine, 1995; 

Tessler & Goldman, 1982). Whether taking care of an ill relative is volimtary or a 

decision out of no choice, the &mily caregiver usually makes every effort to provide care 

to their loved ones. But only when the family caregivers are themselves cared for as 

whole persons can good quality of care to the person with schizophrenia (PWS) be likely. 

This chapter reviews the key variables that were measured in this study. The 

literature review will start by examining the target populatmn, that is, persons with 

schizophrenia (PWS). Next, the chapter will discuss fiunily caregiving experiences 

explicated in the literature, as well as issues of measuring concepts such as muh^le 

definitions. Finally, quality of life studies will be reviewed. 
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PERSONS WITH SCHIZOPHRENIA 

The National Institute of Mental Health (NIMH) estimated in 1995 that about 7 % 

of the total adult population in the United States is diagnosed with severe mental illness. 

Included in this category are diagnoses of schizofrfirenia (1.5%), b^lar disorder (1%), 

major depression (1.1%), panic disorder (0.4%), obsessive compulsive disorder (0.6%), 

and persons with more than one of the above diagnoses (2.8%). It is also estimated that 

each year persons with mental illness cost the nation SI 50 billion for treatment. 

Schizophrenia alone costs the United States $30 billion each year (NIMH, 1995). 

Symptoms of schizophrenia are delineated in the Diagnosis and Statistics Manual 

(DSM rv, American Psychiatric Association, 1994). The person has to e}q)erience two 

or more of the following symptoms each present for a significant portion of time during a 

1-month period (or less if successfully treated): 

• delusions 

* hallucinations 

« disorganized speech (e.g., frequent derailment or incoherence) 

« grossly disorganized or catatonic behavior 

« negative symptoms, Le., affective flattening, alogia, or avolition 

The person also may be socially or occupationally dysfunction before or at 

the onset of the disturbance. 

Symptoms of schizophrenia can be difficult to deal with and sometimes socially 

unacceptable. Persons with hallucinations respond to voices that other people do not 

hear. The person may not be able to cany on normal conversations because of 
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incoherent thought processes. Negative symptoms socially isolate an individual. 

So symptoms from the illness lead society to place the PWS in a special category. 

Even though most symptoms of schizophrenia are controllable by medication, 

only one in five persons fully recovers (NIMH, 1995). Medications for treating 

schizophrenia have yet to overcome the debilitating side effects, many of which are so 

disturbing that treatment has to be modified or discontinued. 

Furthermore, schizophrenia manifests a cyclic nature in its process. Numerous 

family caregivers describe the disease process as a '̂ roller coaster experience'*. The 

recurrence of symptoms is uiqnredictable. Besides, PWS are unlikely to be con:q>letely 

symptom-free even during remission. Family caregivers often feel frustration, grie^ 

anger, loss, or guilt as a result of the highs and lows of the synq}toms (Solomon & 

Draine, 1995, 1996). The uncertainty of when the symptoms will worsen adds to the 

caregiving stress. 

In addition to the difi^cult-to-manage symptoms, half of the PWS are diagnosed 

with co-morbid substance abuse disorders (Dixon, 1999). Substance abuse seems to be 

associated with poor treatment outcomes. Therefore, on top of dealing with the ill 

relative difficult behaviors, &mily caregivers often have to manage the additional 

consequences of substance abuse, ^^ch can exacerbate symptoms of schizophrenia. 

Persons with schizophrenia and their ftimily members are not only incapacitated 

by the illness, but they also carry a burden of social stigma (Phclan et aL, 1998). The ill 

relatives are often perceived as difficult to communicate with, dangerous, violent, and 

crazy (Parker, 1993). It is embarrassing to introduce the ill relative to friends and 
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relatives, or even simply to associate with a PWS (Lefley, 1996). On the other 

hand, &niily members were sometimes thought to cause or exacerbate the abnormality in 

the past (Brooker, 1990). These theories provide another reason for social isolation, and 

further separate the &mily caregivers for PWS from family caregivers for persons with 

other conditions. 

In spite of the debilitating nature of schizof^irenia, studies suggested that 

schizophrenia symptoms lessen after middle age and continue to decrease through later 

life (Harding, 1988 from Cook et al, 1997). Besides, treatments for schizophrenia have 

been improved over the years and continue to inwove with further medical research. 

New drugs for schizophrenia often have fewer side efifects and aie more efiScacious 

(Cook et aL, 1997). These &cts more or less alleviate the family caregiver's sense of 

hopelessness. 

In summary, persons with schizophrenia experience ^moptoms that are difiQcuh for 

themselves and for their fiunily to deal with, with the &mily sufifering shame, 

embarrassment, and guilt. Social stigma is a result of the public's view of both the PWS 

and the family members. Fortunately, improvement in treatments of schizophrenia 

gives hope to &mily caregivers that the illness can be controlled if not yet cured. 

FAMILY CAREGIVERS 

Whether caring for a sick child, a sick sibling, or an aging parent, femily 

caregivers have stretched their normal roles and functions to perform caregiving tasks 

(Ascher-Svanum et aL, 1989; Parker, 1993; Schumacher, 1995). First of all, the 

relationship between the caregiver and the care receiver is beyond normal parental care; a 
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sister could be caring for a brother, or an aduh child could be caring for a parent. 

In the case of persons with schizophrenia, an aging parent often takes care of an adult 

child, whereas normally the adult child is expected to lead an independent life. Second, 

taking care of a PWS is often a long-term, even lifetime commitment. It is difficult to 

foresee an end once the caregiving role is assumed. Third, inexperienced femily 

caregivers have no way of forecasting the time and energy required for caring for an ill 

relative. 

In addition, the tasks of caregiving for PWS usually call for professional 

knowledge and skills that are beyond the &mily caregiver's daily routines and expertise. 

Most &mily caregivers, unlike professional caregivers, do not have formal training for 

the required skills (Bray, 1992). Nor do &mily caregivers realize this is a k>ng-term 

commitment until a diagnosis is established. They have to learn through trial and error 

most of the time. 

Finally, professional caregivers are able to separate private life from workplace, 

and their responsibilities are defined in the job description. This is not true for fiunily 

caregivers. The &mily caregiver's workplace is usually mixed with his or her personal 

life. A family caregiver often lives with the ill relative; home, therefore, becomes the 

workplace. Furthermore, when the ill relative requires financial assistance, it is difBcuh 

for the femily caregiver to draw a clear boundary as a professional caregiver may do. 

Family caregivers often have to include an ill relative's financial needs in their budgets. 

Family caregiving responsibility is, interestingly, usually assigned to females: 

mothers, wives, daughters, or sisters. Female family members occupy about 70% of the 



caregiver population in various cultures (Ascher-Svanum & Sobel, 

1989;Guamaccia & Parra, 1996; Herrman et aL, 1994; Jones, Roth, Jones, 1995; Nolan et 

aL, 1995; Solomon & Draine, 1995; Szmukler et aL, 1996; Theis et aL, 1994; Uttaro & 

Mechanic, 1994; Wicks et aL, 1997). The role of fiunily caregiver seems to be a 

extension of women's culturally prescribed nurturing role beyond the childrearing years 

(Ascher-Svanum & Sobel, 1989, p. 844.) Men assume the caregiver role only when 

there is no other alternative, such as being the only son (Holicky, 1996; Robinson, 1997). 

In summary, &mily caregivers for any type of ill relatives a-«Kiifng a role that 

requires trained skills. The role also requires time, energy, money, and patience. The 

care they provide is sometimes beyond a profi»sional scope because the caregiving tasks 

interweave with daily activities. Family caregiving, \«^ch is mostly required for a 

chronic condition, is usually a long-term or lifetime commitnient assumed by women. 

CAREGIVING EXPERIENCE 

A &mily member ^^iio cares for a chronically ill relative evidently experiences 

changes in his/her life. The experiences vary depending on the nature and severity of 

the relative's illness, the relationship between the caregiver and the care receiver, their 

cultural values, and other fiictors (Greenberg, Seltzer, Greenley, 1993). Family 

caregivers reported higher rates of mental problems such as depression, anxiety, burden, 

and distress than non-caregivers (Cochrane et aL, 1997; Holicky, 1996). On the other 

hand, &mily caregivers also reported a closer family tie with and support from the ill 

relative (Anderson & Lynch, 1984; Greenberg, 1995; Greenberg et aL, 1994; Horwitz et 
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aL, 1996; Ludbrook & Hafiier, 1998). Specific oqpenences of fiunily caregivers 

will be discussed in the following paragnqihs. 

Family caregivers for PWS constitute a distinct group among the general fiunily 

caregiver populations, for the nature of the illness manifests mostty behavioral and 

mental problems instead of physical problems. Tessler & Goldman (1982) estimated 

that between one- and two-thirds of persons with chronic mental illness return to the 

community or to their fiunilies after being discharged from mental ho^itals. Because the 

onset of chronic mental illness tends to come between late teens and early adulthood, the 

majority of &mily caregivers for persons with serious mental illness are mothers \^se 

ages range from 40 to 70 (Bulger, Wandersman, Goldman, 1993; Conley & Baker, 1990). 

It is estimated that one-third to half of the frmiily caregivers live with the patients. Most 

of the family caregivers claim daily contact with the ill relative ( Jones, 1996; Rauktis, 

Koeski, Tereshko, 1995; Solomon, 1998; Solomon & Draine, 1996; Jones et aL, 1995; 

Bibou-Nakon, Dikaiou, and Bairactaris, 1997). 

The &ct that the majority of family caregivers of PWS are mothers of the ill 

relative creates several issues. First, Western society does not normally eiqiect an aging 

mother to take care of an adult child, thus generating normative distress (Gallagher & 

Mechanic, 1996). Second, since these mothers are entering their later life, a concern for 

the ill relative's future arises. This concern usually does not appear in parents caring for 

a sick child or in adult children looking after elderly parents, but aging parents voiced 

high levels of anxiety over what will iuq)pen to the ill relative after the caregiver's death 

(Terkelsen, 1987). 
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Next, PWS manifest various cognitive and behavioral problems that are 

disturbing to both the fiunily members and the community. The disturbance can be very 

difficuh to understand and deal with, and it leads to many negative consequences. 

People without knowledge or ejqierience with this illness can be uncomfortable with or 

even frightened by a PWS's behavior. Both the PWS and the family members then 

suffer social isolation. 

Dealing with PWS requires extra patience because of their incoherent thinking 

process. Family members win have frequent contact with the ill relatives can k)se 

patience and subsequently feel anger and guik (Paricer, 1993). Worst of all, fiunily 

members may feel unable to connect to the PWS despite the ill relative's physical 

presence. This feeling of loss brings grief and creates more emotional stress among the 

family caregivers (Rose, 1998). 

Stigma, a mark of abnormality that causes social rejectmn, can '*spill over" to 

other family members (Phelan, Bromet, and Link, 1998). For PWS, the social rejection 

results not only from their '̂ crazy" behavior, but also from cultural belief about the 

etiology of the illness. For example, symptoms of schizophrenia are attributed to 

metaphysical causes in some societies (Lin & Kleinman, 1988; Lin et aL, 1991 ). This 

type of belief stigmatizes the PWS and the &mily. A family can be seen as having 

offended some kind of evil spirit, as an example, and associating with this &mily can 

bring bad luck. Social avoidance and lack of social support thus is resulted. This 

obviously affects the &mily caregiver's quality of life (Lefley, 1998). 

Families of PWS at one point were considered an etiological fector of the illness 
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(Brooker, 1990; Jones, Roth, and Jones., 1995). Theories of schizophrenogenic 

mothers, dysfunctional fiunily and expressed emotion proposed that &mily members 

cause or exacerbate the severe mental illness (Doombos, 1996). While parents, 

particularly mothers, or other &mily members may cany heavy guilt for allegedly 

causing their k>ved one's illness, they are the very people who must attend to the ill 

relatives (Sveinbjamardottir & Dierckx de Casterl'se, 1997). Even though recent studies 

have generated evidence of biological changes in mental disorders, the concept of 

the "crazy-making &mily" is deeply rooted in the general population (Brooker, 1990) 

The ill relative's bizarre behaviors still keep people away from the &mily (Hoenig & 

Hamilton, 1965; Phelan et aL, 1998). 

Studies on schizophrenia are frequently buried in those fixnised on the population 

of persons with all sorts of severe mental illness. Literature on &mily caregivers for 

persons with mental illness covers a wide range of topics including expressed emotion 

(Platman, 1983; Vaughn, 1989), &mily interventions (Cartwright, Archboki, Stewart, and 

Limandri, 1994; Herz, Endicott, Spitzer, 1976; Holicky, 1996; Szmukler et aL, 1996), 

caregiver burden; (Carpentier et aL, 1992; Cook & Pickett, 1988; Cook et al., 1994; 

Crotty & Kulys, 1986; Hoenig & Hamilton, 1965; Loukissa, 1995; Maurin & Boyd, 1990; 

Stueve, Vine, and Struening., 1997; Thompson & Doll, 1982 ), and positive feedback 

from the ill relative (Greenberg, Greenley, and Benedict, 1994; Greenberg, 1995; 

Horwitz, Reinhard, and Howell-White, 1996; Ludbrook & Hafiier, 1998). Among these 

topics, studies on burden occupy a good proportion of the literature. 

In the mid-80s, researchers studied both the caregiver's well-being and burden at 
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the same time (George & Gwyther, 1986). They argued that burden is unique for 

family caregivers, and that measuring an overall e>q)erience of these fiunily caregivers 

will not reveal their specific sense of burden (Stuckey, Neimdorfer, & Smyth., 1996). 

Recently, Greenberg and colleagues (1993,1994,1995) pioneered studies on the positive 

aspects of caring for persons with severe mental illness. Horwitz and colleagues (1995, 

1996) also examined the rec^ocal exchange in &milies with seriously mentally ill 

relatives. These researchers believe that the caregiving experience is not entirely negative, 

and that the positive a^cts should be pointed out and used to fiicilitate the coping 

process. 

The femily caring experience is a multidimensional phenomenon (Cook et aL, 

1997). There is not a single variable that can determine the outcome of &mily 

caregiving. This author believes it is in^rtant to examine both the positive and the 

negative elements of the caregiving e?q)erience. In the following section I will review 

studies on both negative and positive impacts of caregiving. 

Negative Impact of Caregiving 

Family caregivers report various problems with caring for persons with mental 

illness (Doombos, 1997){Doombos 1997 ID: 78}. Family caregivers lack freedom 

because the ill relative requires daily monitoring and decision making, generates stress 

from the unexpected, and even negatively affects the caregiver's retirement plans. 

Other problems include the ill relative in^propriate behaviors, emotional disabilities, 

hallucinations and delusions, and outbursts of rage. The ill relative's dependency, 
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inadequate social skills, and inability to maintain en^loyment also bother &mily 

caregivers. Family stress and conflict are also reported as a result of caregiving. 

The term "burden** often stands out when describing negative inq)acts of family 

caregiving. Studies in the last three decades have established that caring for a person with 

severe mental illness creates a burden (Loukissa, 1995). Bibou-Nakon and colleagues 

(1997) defined burden as **the presence of relatively concrete problems and the 

perception ofi'or reaction to them (p. 104), Miiere the problems refer to the presence of 

illness. Herz et al (1976) generated a list of common &ctors of burden, ^^ch include 

worry about the future, tension, nervousness, fear, sadness, depression, and difBcuky 

sleeping. Burden is mediated by the fiunily's coping process. Caregiving burden 

significantly affects the family caregivers well-being (Maurin & Boyd, 1990). 

To further define the broad concept of burden, Hoenig and Hamilton (1965) 

distinguished objective and subjective burden. Objective burden includes observable and 

tangible costs to the fiunily caregiver. Financial support to the ill relative leads to 

objective burden. Subjective burden refers to the &mily caregivers' emotional reaction 

to the caregiving process and how they perceive burden (Bibou-Nakon et aL, 1997; 

Hoenig & Hamilton, 1965; Levene, Lancee, & Seeman, 1996; Loukissa, 1995; Maurin & 

Boyd, 1990). The emotional stress fi-om providing financial support to the ill relative 

qualifies as subjective burden. The U1 relative's symptoms or disturbing behaviors causes 

objective burden; how the fiunily caregiver perceives or reacts to the syn^toms raises 

subjective burden (MacCarthy, Lesage, et aL, 1989; Thompson & Doll, 1982). 

The relationship between subjective and objective burden remains unclear (Jones, 
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1996). Some studies found a weak relationship between them (Thon^>son & 

Doll, 1982). Factors such as coping strategies, social suppoit, and the patient's 

excessive demands mediate the relationship between subjective and objective burden 

(Jones, 1996; Jones et aL, 1995). Jones (1996) used Tessler's (1982) burden scale to 

follow 457 study participants for 3 years. She found that &mily caregivers reported 

lower subjective burden than objective burden in general, but subjective burden increases 

when the patient presents excess disruptive behavior. 

Studies on &mi]y caregivers' burden suffer from a major problem of lacking 

operational definitions (Szmukler et al, 1996). Szmukler and colleagues (1996) argued 

that burden is a limited concept and is difficult to operationalize. They objected the two 

assiimptions that the concept '"burden" is developed on. First, a disruption is assumed to 

occur in the caregivers' '̂ normal life". Second, this disruption is attributed to the 

relative's illness. The authors challenged these assumptions because there are no 

baseline measures. In other words, it is difficult to measure the &mily caregivers' life 

stress before they assume the caregiving responsibility. Burden researchers seemed to 

attribute all the load of stress to the ill relative rather than to other life events, vdiich is 

not a &ir statement. 

Nevertheless, the literature has established the &ct that burden exists when a 

family member takes care of a person with severe and persistent mental illness (Bibou-

Nakon et aL, 1997; Carpentier et aL, 1992; Cook & Pickett, 1988; Crotty & Kulys, 1986; 

Fredman, Daly & Lazur, 1995; Greenberg, 1991; Horwitz & Reinhard, 1995; Jones, 1996; 

Loukissa, 1995; Maurin & Boyd, 1990; Pickett et aL, 1994; Pickett, Vraniak, Cook & 
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Cohler, 1993; Potasznik & Nelson, 1984; Stueve et aL, 1997; Wicks et ah, 1997). 

Several authors stressed the importance of examining the consequences of burden 

(Loiikissa, 1995; Maurin & Boyd, 1990), but few studies have examined burden as an 

independent variable. Those studies repotting &mily caregivers' well-being or coping 

strategies mostly used &mily interventions as an independent variable. It will be 

interesting to examine burden as an independent variable and uncover its relationship 

with the &mily caregiver's well-being. Some researchers argue that burden and well-

being are opposite sides of the same coin (George & Gwyther, 1986). Stuckey and 

colleagues (1996) voted argued against this idea as does this author. Stuckey and 

coUegaues studied 129 &mily caregivers of persons with Alzheimer's disease, measuring 

burden and well-being. The results showed that wiiile burden and well-being are related, 

the concept of burden captures a unique aspect of caregiving that cannot be assessed by 

the global well-being measures. Burden, therefore, is a key element in the &mily 

caregiving experience. 

In summary, a rich body of literature supports the kiea that burden results from 

family caregiving for persons with severe mental illness, even though only a small 

nimiber of studies were focused on relatives caring for PWS. How burden afifects the 

family caregivers' well-being has yet to be studied. Furthermore, burden should not be 

considered as the only caregiving variable; positive feedbacks fiom the caregiving 

experience should be included. 
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Positive Impacts of Caregiving 

Researchers argued that burden should not be the sole ooeasure of the &mily 

caregiver e^qierience (Greenberg, 1995; Greenberg et aL, 1994; Horwitz et aL, 1996; 

Ludbrook & Ha&er, 1998). There must be a rewarding element in the caregiving 

process that encourages the &mily to continue offering care to the ill relative (Szmukler 

et aL, 1996). It is the mental health care professional's goal to inqirove the relationsh^ 

between the family caregiver and the PWS, to iqilift the PWS' self-esteem, and to 

decrease the subjective and objective burdens e^qierienced by the &mily caregiver. By 

pointing out the positive aspects in their relationsh^s, &niily caregivers consequently 

feel less burdened. At the same time, the ill relative's self-esteem will be inq>roved 

(Greenberg et aL, 1994). 

A number of studies reported positive oqieriences from &mily members caring 

for ill relatives with different diagnoses (Cartwright et aL, 1994; Greenberg, 1995; 

Greenberg et aL, 1994; Horwitz et aL, 1996; Ludbrook & Hafiier, 1998). Cartwright 

and colleagues interviewed 21 caregivers for frail elders using a grounded theory 

approach. These authors found that &mily caregivers reported enrichment from the care 

delivery process, arising from both regular routines and innovative routine breakers. 

The consequences of enrichment were a stronger dyadic afSliation and feelings of self-

esteem or of identity sustenance for both caregivers and care recipients. 

Greenberg and colleagues (1994) pioneered a study of how persons with mental 

illness contributed to their mothers' later life. They interviewed 105 noother-son or 

mother-daughter dyads. The length of caring experience for their study participants 
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averaged more than 10 years. The majority of these mothers reported that their 

sons or daughters provided at least some ongoing help such as household chores, 

companionship, and other daily living assistance. This positive su|̂ rt was related to a 

lower level of subjective burden. The author suggested future research on how these 

mentally ill adult children provide support to their aged parents, particularly when a 

parent loses a qmuse in later age. 

Pickett and colleagues (1997) also studied the positive relationships between 

parents and their adult children with psychiatric disability. They interviewed 222 

parents of an aduh child with serious mental illness and 384 parents whose adult child is 

not disabled in any form. Interestingly, these researchers concluded that it is the 

parent's perceived caregiving burden that affects the parental feelings of distress in the 

parent-adult child relationship. In other words, the adult child's mental disability makes 

no significant contribution to the parent-aduh child relationship. However, they found 

that ill female relatives reported a more positive relationship with their parents than ill 

male relatives. The authors suggested that those parents reporting a positive 

relationship with their offspring derive satisfaction from providing care, an experience 

that increased their feelings of intimacy with the aduh child. 

Recently, Ludbrook and Hafiier (1998) in Australia studied 55 persons with 

serious mental illness and a relative that each lived with. Each ill relative rated his or 

her contribution to the femily, and each healthy relative rated the contribution the ill 

relative made to the &mily. The majority of the &mily members recognized support 

from their ill relatives. The overall ratings between the femily caregivers and the ill 
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relatives are consistent. Similar to Pickett and co-woricers' (1997) findings, 

these authors also report a gender difference. Parents of a female ill relative reported 

more a positive relationship. Interestingly, the female ill relatives rated their 

contributions significantly less when they were acutely ilL 

Sveinbjamardottir and Dierckx de Casterle (1997) proposed that positive 

emotional e?q)erience seemed to increase i^n the &mily accepts the illness. These 

authors conducted a phenomenological study of 18 femily members of persons with 

severe mental illness. The &mily members engaged adaptation strategies to develop an 

acceptance of the illness and ways of handling the stress. They also keep their 

expectations within realistic limits. Once £unily members accepted the illness, they 

were able to report positive e^qmences. 

In general, studies have confirmed that the &mily caregiving e?q)erience has its 

rewarding elements; it is not a totally negative experience. Female ill relatives seem to 

contribute more than do male relatives. It will be interesting to learn how this positive 

impact influences the quality of life of the femily caregivers. 

Factors Influencing the Caregiving Experience 

Information on factors rekited to the caregiving experience is mostly inconclusive, 

as stiidies varied in their findings. Theoretically, demogr:4)hic characteristics, social 

resources, and social stress could affect the caregiving e^qperience. Among these 

variables, social stress is the least discussed in terms of its relationship with die 

caregiving experience because, as mentioned earlier, fiunily caregivers' other social roles 
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have been mostly overlooked in previous studies. 

The relationship between caregivers' age or gender and perceived burden is 

debatable. Hoenig and Hamilton (1965) reported no correlation between e^qperienced 

burden and social class, ethnic background, age, or gender of the caregivers. Other 

researchers observed that female caregivers are more distressed and reported greater 

burden than male caregivers (Crotty & Kulys, 1986). Jones and co-workers (1995), 

however, reported that the gender of the caregivers does not influence either subjective or 

objective burden. It is the gender of the ill relatives that contributes to the perceived 

burden. Female and okler ill relatives are less objectively burdensome. These findings 

were supported by Gallagher and Mechanic (1996). Furthermore, Jones et aL (1995) 

found older caregivers to be less embarrassed by their ill relatives' behavior, however, 

older &mily caregivers seem to perceive more subjective caregiving burden. 

The caregiver's marital status obviously is related to the perceived burdeiL 

Carpentier and co-workers (1992) reported that single parents of schizophrenics revealed 

less contact with professionals, and indicated that they needed more services and felt 

higher levels burden. Similarly, Brody and colleagues (1992) found that married 

caregivers for the ekierly experienced fewer burdens. However, these authors foiled to 

recognize that being a single parent is stressful; single parents probably will report higher 

stress even without being a caregiver for an ill relative. 

Race and ethnicity have been found to contribute to differences in perceived 

family caregiving burden. Despite the &ct that they have more social stress and more 

involvement in caring for sick relatives, Afiican-American fimiily caregivers seemed to 
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report less burden than their M^e counterparts (Pickett et al., 1993). This could 

be explained by differences in cultural values, in ^^ch caring for an inquired relative is 

a norm for African-Americans but not for Anglo-Americans. In addition, African-

American caregivers seem to view helping a sick relative as more valued and rewarding 

than Anglo-American caregivers. Finally, African-American caregivers seem to suffer 

less stigma associated with the mental illness (Horwitz & Reinhard, 199S). 

While previous studies found that living or having extended contact time with the 

ill relative increases caregiving burden (Anderson & Lynch, 1984; Jacob et aL, 1987), 

Carpentier and coworkers (1992) found the opposite. Among the IS fimiilies not living 

and 22 frmiilies living with PWS, these authors found no differences in the stress leveL 

Gallagher and Mechanic (1996), however, found that living with a person with mental 

illness is associated with poorer subjective health and increased service utilization 

reported by the &mily caregiver. It was unclear wiiether the poorer health is associated 

with higher burden. 

To examine whether length of caring experience is associated with burden, Bibou-

Nakou and colleagues (1997) conq)ared the psychological stress reported by two groups 

of &mly caregivers with either more or less than two years experience of taking caxe of a 

PWS. By applying the stress-process model, the authors concluded a significant 

association between burden and the carer's psychological well-being, mediated by 

perceived mastery. The authors enqihasized that frunily caregivers with longer 

e?q)erience seemed to be more passive (have less mastery) because they were not able to 

set any goals to strive for. 
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Few studies examined the disease process and its relationship with 

burden. A qualitative study found that the fiunily members of persons with 

schizophrenia showed hostility toward the ill relative ^^len the relative condition 

improved (Conley & Baker, 1990). The authors attributed this phenomenon to a release 

of anger and hostility that &mily members suppressed during the acute phase. Once the 

ill relative shows great in^irovement, the &mily either considers the ill relative now 

capable of handling negative emotions, or it e;q)eriences "stressfiil undoing of their grief 

reaction" (p. 900). Furthermore, the fiict that the ill relative had improved and would be 

released to the community seemed to cause the fionily caregivers anxiety for their quality 

of life. 

One important aspect of burden is negative social interaction. Rauktis and 

colleague (1995) proposed that negative social interaction causes distress and depression 

among the l&mily caregivers for persons with severe mental illness. Interestingly, these 

authors concluded that while negative social interactions led to distress, positive social 

interactions did not significantly alleviate depression in fiunily caregivers. 

Issues in studies of family caregivers 

The number of studies in &mily caregiving specifically for a PWS is limited, but 

more information can be found in studies of family caregivers for persons with severe 

mental illness. Thisbodyofliterature, however, represents a variety of patient 

populations. There are two major sources of variation: the study populations and the 

measurement. Differences in these two areas lead to difGculties in conqxiring studies 

and to generalizing the findings. 
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The target populations are almost never the same between studies. A 

number of researchers studied parents of persons with severe mental illness, since parents 

most frequently become the caregivers for this patient population ( Cook et aL, 1994; 

Cook & Pickett, 1988; Greenberg, 1991; Greenberg, et aL, 1993; Horwitz & Reinhard, 

1995). Some studies are even limited to mothers of the ill people (Greenberg, 1991; 

Greenberg et aL, 1993). Furthermore, the majority of the studies recruit &mily 

caregivers with extensive experience, that is, more than 10 years of caregiving experience 

(Cook, 1988; Greenberg et aL, 1993; Greenberg et aL, 1994; Guamaccia & Parra, 1996). 

This may be due to difficulties in recruiting study participants, for &mily caregivers of 

newly diagnosed ill relatives may not wish to be identified. For the same reason, many 

of these studies recruited &mily caregivers who participated in the National Alliances for 

the Mentally 111 (NANfl). Since this is a confined populatun, conclusions cannot be 

generalized to aU family caregivers. 

The second source of variation comes from differences in operational definitions. 

As mentioned earlier, researchers have noticed this problem in burden studies (Maurin & 

Boyd, 1990; Szmukler et aL, 1996). The concept of burden is measured differently in 

different studies. While positive impact is a new concept, its measures also vary from 

one study to another. Greenberg (1991) interviewed &mily caregivers for their positive 

experience, while Horwitz et aL (1996) asked the ill relatives for their contributions using 

an index. The only measure that contains both positive and negative e^qierience is the 

Experience of Caregiving Inventory (ECI) generated by Szmukler et aL in 1996, wiiich 

will be used in this study. Chc4)ter m will present a detailed description of this scale. 
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SOCIAL STRESS 

As mentioned earlier, &miiy caregivers play other roles in their lives. It is not 

reasonable to contribute negative quality of life totally to the caregiving experience. In 

order to capture stress from life events other than caregiving to a PWS, social stress was 

introduced to this study. 

Very few researchers recognize non-caregiving-related stressors in &mily 

caregivers. Hobbs(1997) was one of the few who recognize the social stressors 

CTqjerienced by family caregivers. In his study of 138 caregiving mothers of adult 

schizophrenics, Hobbs tested the causal relationship between care and non-care stressors 

and their relationship to depression. However, Hobbs &iled to find a relationsh^ 

between social stress and depression. Hobbs attributed this finding to better adaption 

skills by his study pariticipants. 

Progress of stressors before and after a major &mily transition, such as major 

illness, was identified by McCubbin and Patterson in their work with physically disabled 

children (1983). These authors thoerized that the day-to-day needs and demands change 

over time. The stressors, therefore, "pile-up" over time. McCubbin and Patterson 

asserted that the pile-up of demands are particularly obvious from a chronic stressor such 

as caring for a disabled &mily member. 

Social stress was found to cany a negative relationship with mental health (Turner, 

1995), therefore, is possible to contribute negatively to quality of life. The social stress 

framework adapted for this study contains 3 parts (Turner, 1995): stressfiil life events. 
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chronic stressors, and lifetime traumas. Stressful life events refers to incidents 

occur to the individual as well as to his/her significant others. Turner and colleagues 

(1995) observe that women seem to have a wider domain of concern. The authors 

contribute this phenomenon to an emotional **cost of caring" in women (p. 113). 

Wheaton (1994) stressed the importance of chronic stress. He describes chronic 

stress in four conqmnents: stressors attributable to role occiqiancy; stressors attributable 

to role inoccupancy; role defining strains, and ambients trains. Role-occupancy 

stressors, role strains, are difficulties from social roles, such as conflict with coworkers. 

Role-inoccupancy stressors are problems from not having a desirable role. For instance, 

not able to find someone conqiatible with is a role-inoccupancy stressor. Role-defining 

strains are stress precipitated by certain role, such as family caregivers. Finally, ambient 

strains are socially diffuse. An exan^le of ambient strains would be afraid being 

robbed. Mental health is certainly affected by these chronic stressors. 

Lastly, Turner and co-workers (1995) included traumatic life events in the 

measurement of social stress. They separated traumas occuring in childhood from 

lifetime traumas. Again, these traumas are considered to contribute to mental health. 

In a study exploring epidemiology of social stress using healthy subjects. Turner 

and colleagues reported some significant fiixiings. They found that women e}q)erienced 

higher chronic stress than men, and younger people tend to e}q)erience higher social 

stress in all categories. Most of all, social stress significantly related to mental health. 

In conclusion, social stress reflects negative life events experienced by &mily 

caregivers. Social stressors include stressful life events, chronic stressors, and trauma 
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events. It is important to recognize these stressors \iiien examining fiictors 

contribute to &mily caregiver's quality of life. 

QUALITY OF LIFE 

Quality of life has been researched for almost four decades. Studies measuring 

quality of life cover a wide scope of indications, types of research, and study populations. 

A MEDLINE database search using the keyword "quality of life" in the title yields more 

than 2,000 articles published in the last 5 years. Considering the length of time as well as 

the amount of literature, it is ama^ng that these studies did not have a consensus for the 

definition of quality of life. This lack of definition is a resuh of variations in conceptual 

framework and, as a consequence, leads to a diversity in measurement. 

It is imperative to define the construct in a study. This discussion will start with 

the purpose of measuring quality of life. Existing definitions, measures, and fiictors 

influencing qiiality of life will be reviewed. Since no quality of life studies are focused 

on &tnily caregivers for persons with schizophrenia, other studies and measures that may 

be applied will be discussed. 

Definition of quality of life 

The extensiveness of quality of life studies renders a wide variety of definitmns of 

quality of life. Over the years, numerous authors tried to define this construct from 

theory building, model testing, and other means (Bowling, 1998; Feirans, 1996; King, 

1998; Vallerand, Breckenridge, & Hodgson, 1998; Williams & Rabkin, 1991). Nursing 
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theorists also tried to incofporate this construct into nursing discipline (King, 

1994; Leininger, 1994; Parse, 1994; Peplau, 1994). The variations in quality of life 

definitions have obviously arisen fix)m the heterogeneity of theories or conceptual 

frameworks. This variation leads to a diversity of quality of life measures. 

Rosenberg (1995) stated that determining construct validity for quality of life is 

difficult because of a lack of clarity for this concept's theoretical status. Numerous 

authors pointed out the lack of consensus in definitions of quality of life among the 

quality of life researchers (Bowling, 1998; Bombardie et aL, 1991; Burckhardt, Woods, 

Schultz & Ziebarth, 1989; Cohen, Moimt, Tomas & Mount, 1996; Farquhar, 1995; 

Fabian, 1990; Haase & Brade, 1998; Haberman & Bush, 1998; King, 1998; Mackeigan & 

Pathak, 1992; Padilla & Grant, 1990; Romney & Evans, 1996; Spitzer et aL, 1981; 

Vallerand et aL, 1998). Con^iarisons among studies are therefore difficult to make. 

A niunber of authors tried to organize the existing definitions of quality of life 

(Fabian, 1990; Farquhar, 1995; Haas, 1999; Haase & Brade, 1998; Hughes & Hwang, 

1996) . A striking phenomenon was noticed when reviewing these studies. The body of 

literature on which these authors based their woiic is not quite the same. In &ct, there is 

not a lot of overlap between the literature selected by any two studies. They also 

demonstrate quite a variation in the way they categorize the existing definitions. 

While most of the review studies clustered life aspects measured in various 

studies into "life dimensions", Fenans (1990) and Farquhar (1995) are the only two that 

analyzed the literature in a different manner. Ferrans categorized quality of life 

definitions by their central concepts. Measures such as the Kamofsky Performance 
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Status Scale equate quality of life with normal life. The problem of these 

definitions lies in who defines '*nonnal^ and how. Other researchers defined quality of 

life as happiness/satisfiiction (Canq>bell, Converse & Rogjers, 1976; Ferrans, 1990, 1996; 

Ferrans & Powers, 1985). Ferrans's Quality of Life Index is an example of this 

category. 

Another group of researchers asserted that achieving personal goals brings 

satisfaction to quality of life (Neugarten, Havighurst & Tobin, 1961). The problem is 

that personal goals are individualized and are difBcult to generalize. Ferrans (1990) 

found another group of literature that defines quality of life as social utility; this group 

focuses on whether one leads a "socially usefiil'* life. As with the definition of *^0031 

life" one has to argue ^^^se criteria to use for measuring social usefulness. Ferrans also 

categorized definitions that focused on a person's natural c^iacity, but this type of 

definition is limited to decision-making and is not helpful in quantifying quality of life. 

Farquhar's (1995) taxonooQ^ study generated four categories of operational 

definition. Type I includes the global definitions that reflect satisfaction or happiness in 

general. This category is similar to the one that Ferrans (1990) generated. Type II 

comprises the definitions using only con^mnents of quality of life. There is a large 

variation of conqx>nents to be investigated within this group. Some studies selected 

conponents according to the study purpose; some used generic con^nents that are 

thought to be key dimensions in life. 

The third type Farquhar derived includes those definitions that focused on one or 

a limited number of con^nents. An example of this type is Cox and cowoiker's (1992) 
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assessment using only health and functional status. These definitions ignored 

other aspects of quality of life and they need to be re-labeled. Finally, there are 

definitions using a combination of single and multi-dimensional measures. Authors in 

this category examine both the global and specific con^nents in quality of life (Holmes 

&Dickerson, 1987). 

Even though Ferrans and Farquhar used dififerent means to categorized definitions 

of quality of life, both authors rejected those definitions using only single or a limited 

number of life aspects (Farquhar, 1995; Ferrans, 1990). Farquhar argued that these 

definitions should be relabeled as '*health-related quality of life''. However, this label is 

still incorrect because health encon^Kisses all a^iects of life. If a researcher examines 

only one or a limited number of life aspects, specific terms should be given. For 

instance, the Karknofeky's Performance Status scale shoukl be treated as a physical 

fimction status measure instead of a quality of life measure. 

Nursing researchers tend to provide operational definitions for the construct of 

interest. The following is a review of several quality of life definitions provided by 

niirsing researchers and theorists. Padilla and Grant (1985) defined quality of life as a 

"personal statement of the positivity or negativity of attributes that characterize one's life 

and describe an individual's ability to fimction and the satis&ction in doing so" (fi-om 

Vallerand et aL, 1998, p. 41). Note the author used "personal statement" to indicate a 

subjective estimate by the person him/herselfl It also implies that quality of life consists 

of dififerent attributes, vdiich characterize a holistic picture of life. Padilla obviously 

considered both function and satis&ction as part of quality of life. 
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Ferrans and Power (1996) defined quality of life as "person's sense of 

well-being that stems from satis&ction or dissatisfaction with the areas of life that are 

important to him/her" (p.296). The uniqueness in their definition is the personal 

emphasis on areas of life. They focused on the person's perceived of life. 

They also let the person determine the importance of each life area. Unlike Padilla and 

Grant (1985), Ferrans and Powers (1992) did not include fimction as part of the quality of 

life. 

Rosemarie Parse (1994) considered quality of life as: ''the incarnation of lived 

experiences as the indivisible human's view on living moment to moment as the 

changing patterns of shifting perspectives weave the &bric of life through the human-

universe interconnectedness" (p. 17). Parse emphasized that quality of life is the 

person's lived experience; therefore, the person is the only one who can talk about his/her 

quality of life. Furthermore, Parse pointed out that e?q)erience is "moment to moment", 

which notes the constant change in quality of life. 

Madeleine Leininger (1994) asserted that quality of life is a "culturally constituted 

holistic phenomenon''(p. 22). She pointed out how culture affects the individual 

definition of quality of life. Leininger defined the quality of life as "culturally 

constituted care values, meanings, symbolic forms, and patterns of collective human 

expressions, that are powerful forces to guide, maintain, and promote the health and well-

being of particular culture" (Leininger, 1994, page 23). Cultural belief, values, and 

environmental context are therefore significant fectors. 

In addition to nursing researchers' definitions of quality of life, the World Health 
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Organization's Quality of Life (WHOQOL) group (1993) defines quality of life as 

"an individual's perception of life in the context of the culture and value ^sterns in 

which they live and in relation to their goals, expectations, standards, and concerns" (p. 

153). This is a broad definition and is one that situated within the cultural context. 

Again the en^hasis is on the individual's perception of life, \i4iich indicates a subjective 

judgement made by the particqiant. 

To assess quality of life, Haase and Braden (1998) suggested six criteria as a 

guideline. They first proposed that the data should be self-reported to reflect personal 

perspective. Next, the conceptual orientation should acknowledge that the person's 

perspective is connected to coping strategies, past experience, and so on. They then 

suggested that weighing the inqportance of a dimension should also be the person's 

choice. The fourth criterion indicated that the dimensions should be consistent with the 

history and the definition it is developed fix)m. Then they emphasized that the quality of 

life design should be applicable across time so that assessment can be made at different 

time points. Finally, they stressed the importance of having a fiamework that seeks to 

establish the efifects of the phenomenon and coping strategies on quality of life. 

Based on the above review, this author devised the following criteria for defining 

quality of life: 

1. Quality of life is a subjective perception of life determined by the person 

him/herself Others cannot make judgement for the person. Plenty of evidence shows 

that a rating of the person's quality of life by either a physician, investigator, or proxy is 

significantly different fi-om the individual's own rating (Epstein et aL, 1989; Monahan, 
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1988; Selbyetal., 1984). 

2. Quality of life is a subjective construct; therefore, the concept of **objective 

quality of life" ( Lehman, 1983; Lehman et al., 1982; Lehman et aL, 1991; Lehman, 

Slaughter & Myers, 1992; Lehman, Possidente & Hawker, 1986) is rejected. The so-

called "objective quality of life indicators" are the external Actors that may or may not 

influence one's perceived quality of life. In &ct, several studies have shown that 

objective quality of life is not correlated with subjective quality of life (Franklin, 

Simmons, et aL, 1986; Pearlman & Uhlmann, 1991; Pearlman & Uhlmann, 1988 ). 

3. Quality of life, as a holistic construct, contains multiple dimensions. Those 

measures with only one or a limited number of dimensions should be termed to the 

concept(s) measured. 

4. Each individual weighs each life dimension differently. The inqwrtance of 

each dimension shoukl be weighted by the person him/herself (Ferrans, 1990, 1996; 

McGee et aL, 1991; Parse, 1994; Tantam, 1988). For instance, spirituality may be more 

important to one person but less to another. Function level, on the other hand, may or 

may not be the most important life aqwct for a person. 

5. Quality of life is a state rather than a trait. One's subjective perception of 

quality of life is influenced by many Actors. 

6. The fact that quality of life is a subjective judgement of a person's current 

life satisfaction leads one to believe that quality of life, as with many concepts, should 

not be defined differently for different populations. For instance, anxiety is a concept 

that can be measured in either a person with schizophrenia or a person with cancer. The 
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definition of anxiety does not change because of the dififerent patient population. 

One person may report anxiety dififerentty from others because of internal and external 

influences on their perceptions. Similarly, every person has a perception of his/her own 

quality of life. How it is reported is afifected by internal and external &ctors. 

In conclusion, quality of life was defined as a personal judgement of one's 

satisfaction with life based on the contentment with and inqwrtance of each dimension at 

a specific time. The closest definition to this author's view is Ferrans & Powers's 

(1992). The only difiference is that they did not recognize the ever changing nature of 

this perception. Since quality of life is a broad concept, there is no way to exhaust all 

aspects of it with current technology. Dimensions measured are discussed in next 

section. 

Dimensions measured 

Researchers have measured dimensions of quality of life in two ways. Some 

selected components according to the study purpose; some used "generic" components 

that are thought to be key dimensions in life (Farquhar, 1995). In this study, quality of 

life is a construct that should be applied to all populations; therefore, a generic form is 

more convincing to this author. 

The variation in measurements can be unveiled from the lack of correlation 

between the measures. Deniston (1989) conq>ared 19 quality of life measures for end-

stage renal disease patients. Most of them are not correlated to each other, except that the 

single-item quality of life measure is positively related to the Index of Well-Being. 
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Liang (1985) also found that correlations among quality of life measures for 

rheumatic arthritis patients are low. 

The most extensive study to identify dimensions of quality of life is Flanagan 

(1982). He applied critical incident technique on 3,000 Americans who were 30, SO, 

and 70 years of age to generate quality of life dimensions. Sixty thousand critical 

incidents were collected and groiq)ed into 15 categories. Study particqiants also gave 

each incident a weight of importance. As a result, Flanagan reported that 95 to 98% of 

participants in each age and gender group stated that health was inqmrtant or very 

important. 

Flanagan's large-scale study has its weakness in methodology. First, the 

questions given to the participants can be interpreted differently, so the responses may 

vary. Second, the categorization was validated only by a panel of 'independent judges", 

which is not too convincing. Finally, there is no systematic way to see if these items 

reflect a general quality of life construct. Nevertheless, Flanagan's results show that 

different life dimensions mean different things to each individual. 

Table 1 illustrates dimensions generated by a number of quality of life researchers. 

Theoretically, the dimensions of quality of life fit in the bio-psycho-social model. For 

instance, Flanagan's dimensions of physical and material well-being belong to the 

physical aspect of life. Dimensions of relations with other people, and social, 

community, and civic activities can be grouped into the social aspect. Personal 

development and fulfillment as well as recreation can be equivalent to the psychological 

aspect. In reality, &ctor analysis is usually used to categorize the items. Therefore, 
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Table 1 nimensions in selected gimlitv of life 

Author Instinment DincBsioM 

Ferrans & Powers 
(1996) 

Quality of Life 
Index 

Health and functioning 
Socioeconomic 
Psychological/^iritual 
Family 

Flanagan (1982) Critical Incidents Physical and material well-being 
Relations with other people 
Social, community, and civic activities 
Personal development and fulfillment 
Recreation 

Padilla & Grant 
(1990) 

Quality of Life 
Index 

Psychological well-being 
Social concerns 
Body image concerns 
Physical well-being 
Diagnosis treatment response. 

Lehman (1988) Quality of Life 
Interview 

General satis&ction 
Living situation 
Family Relations 
Social Relations 
Leisure 
Work 
Religious Activity 
Finances 
Safety 
Heahh 

WHCX^OL Group 
(1993) 

WHO Quality of 
Life Assessment 
Instrument 

Physical health (bodily states and 
fusions) 
Psychological health 
Level of independence 
Social relationships 
Environment 
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Even though most dimensions can fit into the bio-psycho-social noodel, 

there are great variations within each dimension. There are numerous measures in the 

category of physical health that don't even seem to agree on the operational definition of 

the concept of health. For instance, Padilla & Grant (1985) included functional aqiect 

in measuring health. However, asking the participant "how much strength do you 

have?" does not measure quality of life. One can have enough strength but not be h^>py 

with his/her physical conditioiL 

Researchers hold different opinions on w^h items to be included as 

psychological aspects and which as social aspects. These two aspects of life yield the 

most variation. Psychological measures include depression, anxiety, balance, and hope, to 

name a few. The social dimension covers a diversity of concepts such as social 

relationships, social activities, woric, and finances. The variation is, again, driven by 

study findings. For instance, Ferrans (1985) included spirituality in psychological well-

being, and separated &mily well-being as a independent dimension. Padilla (1990), on 

the other hand, found that body image is a separate life aspect. Once more, this is a 

data-driven result. In other words, body image can be included in the p^chological 

well-being in theory, but the data show that it stands out as a separate dimension of 

quality of life. While it is difficult to exhaust all dimensions of life and all items to be 

included in each dimension, researchers should constantly question whether there may be 

more aspects of life that is inqx>rtant to the study participants. 

The importance of each life dimension is different fix>m person to person. Both 

Ferrans (1992; 1996) and McGee and their coworkers (1991) recognized these individual 
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dififerences. They both proposed that the partkipaiit should be the one 

determines the inqwrtance of each life domain. McGee is more radical in that she 

measiires quality of life by asking the participants to generate their five most inqmrtant 

life domains before rating their satis&ction level for each of them. While all other 

quality of life measures included health, McGee and colleagues argued that not everyone 

mentioned health as one of the five most important life aqiects. McGee's method is 

valid, but too conq>licated to use. Ferran's Quality of Life Index, therefore, is the best 

available scale that allows the participants to give weight to each listed life domain. 

In summary, life dimensions presented by previous quality of life studies can be 

grouped into three general categories: physical, psychological, and sociaL The 

differences are the results of data from various studies and populations. Because the 

importance of each dimension is individualized, the participant should be the one who 

assigns weight to each dimension. 

Factors influencing quality of life are as complicated as the construct per se. 

Most studies used quality of life as an outcome variable (Bigelow et aL, 1991;Gough, 

Fumival, Schildre & Grove, 1983; Lehman et aL, 1986; Lehman et aL, 1991; Padilla & 

Grant, 1985; Maguire & Selby, 1989; Monahan, 1988; Theis et al., 1994; Wokott, 

Nissenson, Landsverk, 1988), few Actors other than the interventions were e^lored. 

Only a limited number of studies explored &ctors shared anwng populations with 

different diagnoses, and their influences on quality of life (Herrman et aL, 1994; Lehman, 

Possidente, et al, 1986; Rosenfield, 1992; Sullivan et al., 1992; Wicks et aL, 1997). It 

is difficult to reach a conclusion because of the variation in measurement. Besides, it is 
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meaningless to discuss contributing &ctors in difTeient populations. Therefore, 

only the demographic &ctors will be discussed. Factors generated in a small number of 

quality of life studies fiKusing on caregivers will be reviewed. 

Some studies reported that demogrs^jhic data such as age, gender, and race are not 

correlated to quality of life results (Baker & Intagliata, 1982; Pearlman & Uhlmann, 1988; 

Pearlman & Uhlmann, 1991; Sullivan et aL, 1992; Wolcott et aL, 1988 ). In exploring 

events affecting the elderly's perception of quality of life, Pearlman and Uhlmann (1988, 

1991) found that demographic data are only weakly associated with quality of life. The 

same results were also established with seriously mentally ill patients (Sullivan et aL, 

1991; Sullivan, Wells, et aL, 1992; and chronic dialysis patients (Wolcott et aL, 1988 ). 

Contrarily, Kn^p (1976) reported gender as a significant predictor to all aspects 

of quality of life for the elderly. Knapp used Neugarten's (1961) Life Satis£iction Index 

to measure quality of life in 51 individuals between 62 and 86 years old. Males reported 

higher life satisfaction than females. 

Interaction effects of gender and stage of life on quality of life (measured by 

Lehman's Quality of Life Interview) were e7q>lored in the chronically mentally ill by 

Lehman and colleagues (1992). The interaction effects are significant for satisfaction 

with health, leisure, and global scale. It is interesting to note that the significant 

differences came from the group of ages 36-45. During that decade of life, women were 

significantly less satisfied with life in generaL with health, and with leisure. The 

authors speculated that this might be a result of "midlife crisis". 

The definitions and perceived levels of quality of life also vary in different 



66 

cultures (Padilla & Kagawa-Singer, 1998). Farquhar (1995) commented that h 

is misleading if the quality of life is measured against some external standards such as 

number of hours worked or amount of medication taken, because these external standards 

usually vary among cultures. Having the participants weigh different aqtects of quality of 

life may help correct this kind of error, and including culture-related &ctors certainly 

helps to e}q)lain the variation. 

Family caregiving experiences and their relatk)nship with the quality of life level 

was investigated in a limited number of studies (George & Gwyther, 1986; Herrman et aL, 

1994; Theis et aL, 1994; Wicks et aL, 1997). None of these studies examined quality of 

life for &mily caregivers of persons with schizophrenia. Findings from these studies 

may or may not be ^^lied to the target population. 

Using telephone interviews, Herrman and colleagues (1994) conqiared life 

satisfaction between &mily caregivers for a person with disability and those ^^iio do not 

assxmie the same responsibility. The caregivers reported less satisfaction with their lives 

than non-caregivers in the overall ratings, even though their ratings of social support, 

esteem, and affects are not significantly different from the non-caregivers'. Factors 

such as feelings of high overload and little support form family and friends also 

significantly contributed to limits on life satisfaction. The frictor of social support is 

consistent with Knapp's (1976) findings in the elderly. 

Theis et al. (1994) explored a respite program for frunily caregivers of the elderly. 

They used quality of life, which is measured by Ferran's (1992) Quality of Life Index as 

the outcome variable. These authors reported gender differences on two scales. Males 
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scored lower on both health and the total scale. They also reported that church 

membership influences the socioeconomic, psychological/q)iritual, and total scales. No 

other ^tor was found to influence quality of life scores. 

Ehmn and colleagues (1994) studied quality of life on ^uses of dialysis patients. 

They also used Ferrans and Powers's (1992) Quality of Life Index to measure quality of 

life. For this population, marital status is significantly correlated with quality of life. 

Income also accounted for 31 percent of the variability of the quality of life scores. 

Interestingly, coping strategies and severity of the patient's illness did not contribute to 

the quality of life. 

Ferrans and Powers's (1992) Quality of Life Index was again enq>k>yed by Wicks 

and colleagues (1997). These authors explored the relationship between the subjective 

caregiver burden and quality of life for &mily caregivers of end-stage renal disease 

patients. The primary finding was that caregiver burden was significantly and positively 

correlated with caregiver quality of life. Furthermore, the caregivers' perceived health 

scores were significantly related to the quality of life. The strength of the study lies in 

the subjective determination in all measures. This &ct probably contributed to the 

significant findings between those measures. 

In summary, little information on contributing fiictors was extracted from the 

quality of life literature for several reasons. First, most of the studies focused on the 

outcome of a treatment or an intervention. Little was discussed about the influence of 

other independent variables on quality of life. Second, the quality of life measure is 

different from study to study, so it is difficult to generalize a conclusion among studies. 
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Lastly, the populations studied were very different, which makes conq)arisons 

difficult. 

The contributions of demographic data as well as caregiver ejqieriences to quality 

of life were examined. The relationship between demogrs^hic data and quality of life 

was inconclusive, as some studies found no or weak correlation between these variables 

and quality of life, and some reported opposite findings. Family car^ivers reported less 

satisfaction with life when con^iared with non-caregivers (Herrman et aL, 1994), and 

burden was negatively correlated with quality of life (Wicks et aL, 1997). 

Conclusion 

In summary, quality of life studies yield tremendous differences in terms of 

the definition of the concept, the dimension measured, measures it, and the actual 

measurement. The definition of quality of life ranged fi'om fimctional status to overall 

life satisfaction. Dimensions of quality of life covers from physical health to &mily 

health. There are also debates about A^iether one should evaluate selTs quality of life, 

or a physical should evaluate their client's quality of Ufe, or a proxy should be used. 

Finally, numerous quality of life measures using different anchors exit. These quaUty of 

life measure can be using a visual analogue line to traditional ordinal scales. The 

variation in the concept of quality of life as well as the differences in measures created 

variations in the results. 

After a review of the literature, quality of life is believed to be a personal 

judgement of one's satisfection with life based on the satis&ction with and importance of 
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each dimension at a specific time. The person should be the one who judges 

his/her quality of life, both through the ratings and by determining the importance of each 

dimension. 

Quality of life should be a universal construct. Factors from populations with 

different diagnoses have various impacts on levels of quality of life, because of the 

variations in the ratings of each life dimension as well as the inqmrtance of each 

dimension to the person at the time. Ferrans and Powers's (1985, 1992) Quality of Life 

Index best fit this definition of quality of life. The variation in previous quality of life 

studies made cross-study conquoisons unattainable. 

SUMMARY 

In conclusion, family caregivers of PWS are lacing challenges from the specific 

nature of schizophrenia. Mental health nurses need to understand the &mi]y caregiver's 

quality of life in order to provide better services, and subsequently have the family 

caregivers deliver better quality of care. However, one cannot overlook the femily 

caregiver's role in their general life and sources of stress other than the caregiving 

experience. Both social stress and caregiving stress afifect the fiimily caregiver's quality 

of life. In addition, while burden is a result of caregiving, one cannot forget that 

positive events also occur during the caregiving process. 

Quality of life is a muhi-fiiceted construct, which requires the participant 

definition as well as self-evaluation. It is important to measure both positive and 

negative aspects of the caregiving process x^en examining the fiunily caregiver's quality 
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of life. With the large number of choices of quality of life measures, Ferran's 

(1992) Quality ofLife Index will be appUed for this study because of its exceUent 

conceptual model and its sound reliability and validity. 
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INTRODUCTION 

This study examined the perceived quality of life in &mily caregivers for persons 

with schizophrenia (PWS). The demogr^hic characteristics of the &mily caregivers as 

well as of the PWS, social resources, social stress, and caregiving experience were 

collected from the gunily caregivers. Mult^le regression analysis was conducted to test 

the proposed causal model 

STUDY DESIGN 

This was a descriptive correlational study testing a hypothesized model of quality 

of life using &mily caregivers for PWS as the study participants. Family caregivers 

were asked to con^lete a set of questionnaires including demographic data, social 

resources, caregiving e}q)erience, and quality of life measures. Quality of Ufe, 

caregiving experience, and social stress were evaluated by the &mily caregivers of PWS 

subjectively using self-administered questionnaires. Both positive and negative 

caregiving experiences were assessed. The path analysis revealed &ctors contributing to 

quality of life, and the relationship among the examined concepts. 

SAMPLE 

Sixty-eight self-identified fiunily caregivers of PWS were invited to participate in 

the study. Criteria for the &mily caregivers to participate in the study included 
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demographic characteristics for the PWS as well as for the fomily caregivers. 

The &mily caregiver selected in this study had to be those who take care of a 

PWS with confirmed diagnosis of schizophrenia by a psychiatrist. Family caregivers of 

persons diagnosed with schizoaffective disorder or other severe mental illnesses were not 

included. As hospitalization is an important element in the caregiving ejqserience 

(Lehman, 1986), the PWS had to be ho^italized at least once during the last 5 years. 

However, the PWS could not be currently hospitalized as hospitalization is a particular 

stressful event, which have major impact on the fomily caregiver's quality of life. 

Another set of criteria for the &mily caregivers was that the &mily caregivers had 

to be willing to participate in the study. A disclaimer was given to the &mily caregiver 

to explain about the study. The fiunily caregivers gave consent to partic^te in the 

study by answering questions on the questionnaires. The &mily caregivers had to be 

able to read English since the questionnaires were all in English. 

The &mily caregivers had to identify self as a &mily caregiver defined by the 

investigator. The investigator defined "^unily caregivers'' as "those who care for, either 

emotionally or physically, an ill relative (diagnosed with schizophrenia in this case). 

The &mily caregiver does not have to live with the PWS or be the custodian of the 

PWS." Finally, the &mily caregivers had to have either physical or phone contact with 

the ill relative at least once a week. 

Overall, family caregivers who were caring for a PWS and were having fiequent 

contacts with their loved one were recruited. They had to agree to participate in the 

study and able to answer questions on the questionnaires. Sixty eight &mily caregivers 
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gave consent and participated in the study. 

PROTECTION OF HUMAN SUBJECTS 

This study was {qsproved by the Human Subject Committee of University of 

Arizona as a minimal-risk study (^ipendix A). As mentioned earlier, a disclaimer form 

(see Appendix B), wiiich was ^jproved by the Human Subject Committee, was given to 

the study participants prior to the participation in the study. The disclaimer form 

described the nature of the study, the risks and benefits of participation in the study, 

protection of confidentiality, and the contact inforaiation of the investigtor as well as the 

Human Subject Conmiittee. The potential participants were also given a verbal 

ejqjlanation of the study. The investigator emphasized that there would be no negative 

consequences should the partic^ants decided not to participate or to drop fit)m the study 

at any point during the study. Also, the study participants were e^qplained that the study 

results would be con^lied fi-om the group information and no personal information 

would be discussed. 

The protection of confidentiality was particularly in:qx>rtant to most &mily 

caregivers of PWS because of social stigma. To further maitaiii the confidentiality of 

the study participants as well as the PWS, there was no names or personal identifications 

asked on the questionnaires. A sequential number was recorded on the return envelopes 

to track the distributed questionnaires. It was agreed that the study participants did not 

have to attach sender's information when returning the con^leted questionnaires. This 

arrangement provided extra security for the &mily caregivers. 
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DATA COLLECTION PROCEDURE 

Participants were recruited from local chapters of National Alliance of the 

Mentally 111 (NAMI) in Los Angeles area. Sixteen of 20 local clusters were contacted. 

Each chs^ter held their own general meetings. One or more "share and care" groups 

may be held at different times within one ch^ter. 

Eighteen ''share and care** group meetings or general meetings were attended by 

the investigator. The "share and care" groups were conducted by a mediator and was 

participated by family members of a relative with mental illness. Some groups allowed 

the ill relative to attend and some didn't. The size of these groups were usuaUy from 5 

to 20 participants. The mediators were either ejqierienced fiunily caregivers of persons 

with mental illness, or mental health care professional. The meetings usually last fit>m 

1.5 to 2 hours. Each participant was given an opportunity to voice concerns about their 

ioved ones and other group members provided advice if needed. The investigator was 

introduced as a student and was allowed to participant in the group discussion for most of 

the groups. 

The general meetings were held once a month in a larger group. Both the &mily 

members and the ill relateives attended the general meetings. The group size ranged 

from 30 to 60 people. The general meetings usually started with announcements and 

updated information from NAMI, and followed by a guest speaker or lecturer. These 

meetings usually last 2-3 hours. 

In either the "care and share" group meetings or "general meetings", the 
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investigator gave a 15-minute presentation about the study when time was 

allowed. Interested and qualified members were given a packet containing the 

disclaimer, the questionnaires, a return envelope as well as a $5.00 gift certificate. The 

participant took the packet home to review and conq)lete if they decided to take pait in 

the study. Fifty one participants were recruited from these meetings. 

Fifteen participants were enrolled from the NAMI ch^er in Orange County 

without face-to-&ce contacts. The investigator made telephone contacts to a list of 21 

potential participants obtained from the NAMI office, and 15 were contacted successfully. 

There were six people on the list that either did not return the investigator's call, or had a 

wrong phone number. 

When the investigator got hokl of the fiunily caregiver, a brief introduction was 

given of the investigator's background and the study. The participants were then 

screened to determine if they met the criteria for the study. Questions about the study 

were addressed and the investigator's phone number given to the potential participants 

should further questions arise. The packet was then mailed to interested frunily 

caregivers. Alll 5 participants returned the convicted questionnaires. 

These telephone contacts last fix)m 10 minutes to 1 hour. Some &mily 

caregivers started sharing their caregiving experiences as soon as the investigator 

instroduced herself. Noted that all the 15 people contacted by phone agreed to 

participate in the study. A therapeutic effect might have been occurred during these 

conversation unintentionally. 

Two participants were not recruited from NAMI, but from personal contacts. 



These participants bad fiice-to-&ce meetings with the investigator in the 

participants' offices. Again, the background of the investigator as well as the study was 

reviewed. Similar procedures were repeated and the packet was given to the 

participants. Both participants completed and returned the questionnaires. 

Out of 75 packages distributed, 68 were con^leted and returned (91% of returned 

rate), 3 were returned without con:q>letion. Most participants took about 30 to 40 

minutes to coni^lete the questionnaires. One participant missed the entire sections of 

the Experience of Caregiving Inventory as well as the Quality of Life Index, and was 

subsequently dropped from the analysis leaving 67 usable questionnaire packets. 

Data collection procedure was discontinued as a sanq)le size of 67 was more than 

the required 60 based on the power analysis. This san^le size was determined based on 

a multiple regression model when a moderate of .25. The sanq)le size of 60 yielded a 

power of 0.80 and alpha level of 0.05. 

INSTRUMENTS 

Each participant was given a set of five-part questionnaires. The questionnaires 

included personal information about the &mily caregivers and the PWS, Social 

Resources, the Experience of Caregiving Inventory, and the Quality of Life Index. The 

following is a discussion of each instrument. 

Demographic Characteristics 

Demographic characteristics of &mily caregivers and PWS are listed in Table 2. 

A few items asked information about the PWS, such as the age at diagnosis of 
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schizophrenia, the number of times hospitalized, and living arrangemenL All 

items were answered by the &mily caregivers. 

Table 2. Iteim included in Hemnyraphic chiiracteristics 

Family Caregivers Persons with Schizophrenia 
Age (Date of Birth) 
Gender 
Ethnicity 
Years of educational 
Relation with the PWS 
Frequency of contacts with PWS (per week) 
If attend a support groiq) 
Economic resources (ad^jted from the OARS) 

Age 
Gender 
Age of diagnosis 
No. of times hospitalized 
Living Arrangement 

The next section asked about the femily caregivers' demographic data. Note that 

the &mily caregiver's marital status was not asked in this section because it was listed as 

the first item in the Social Resource (SR) questionnaire. Similarly, employment and 

annual household income were asked in the Economic Resources questionnaire. There 

were 3 items asked the caregiving attributes such as relation with the PWS, frequency of 

contact with the PWS, and whether attended a support group like NAMI. 

The 10-item Economic Resources scale was adapted from the Older Americans 

Resources Service (OARS, Fillenbaum & Smyer, 1981; George & Fillenbaum, 1985). 

The scale included objective evaluation such as current employment, annual household 

income and medical insurance. It also included subjective items asking whether the 

financial resources enough to meet emergencies and payments, w^iether the &mily 

caregivers have medical insurance, wiiether have enough to take care of needs as well as 

"extras". The higher score reflected better economic resources. 
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Internal consistency was tested in this study for the economic resources 

scale. The 10-item scale had inter-item correlations ranged firom -.67 to .64. 

Cronbach's alpha was .69, which is satsifactory given the number of items. 

Social Resources 

The 11-item Social Resources Rating scale from the Older Americans Resources 

and Services Program (OARS) Multidimentional Functional Assessment Questionnaire 

was used to measure the &mily caregiver's social resources status (Fillenbaum & Sn^rer, 

1981; George & Fillenbaum, 1985). Social resources were measured by availability of 

support from &mily and friends. The total score was calculated according to the 

procedure manual. The final scores ranged from 1 ("Total In^Kiirment") to 6 

("Excellent"). 

Again, both objective and subjective items were included. Objective items 

covered from marital status, number of friends and relatives, number of phone calls and 

visits made with friends and relatives, to whether had people to provide help when 

needed. The subjective item asked the participants how fr^uently they feel lonely. 

Note that among the II items, two were checklists of people who lived with the 

participants and people \%1x> provided help. These two items were not included in the 

analysis of internal consistency. 

Psychometric properties were established for each scale of the OARS. 

Criterion validity was not established for the social resource scale, as for other scales of 

the OARS; social workers agree, however, that the items were adequate for evaluating 

social resources. Inter-rater reliability was established by asking raters to assign grades to 
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30 interviews. The correlation coefiBcient of the inter-rater reliability was .82 

for the social resource scale, \duch is statistically significant at an a^ha level of 0.001. 

The internal consistency for social resources scale was tested in this study. The 

nine items rating extend of contacts and assistance were included. The inter-item 

correlations ranged from .04 to .57. The Cronbach's a^ha was .64. Nunnally (1978) 

specified a reliability coefiBcient of .70 as modest, however, the coefiScients is related to 

the length of the test. This author felt the internal consistency of .64 for the social 

resources, as a subscale from the OARS, acceptable for this study. 

Although OARS was originally designed for older Americans, it appeared to be 

appropriate to use in this study. As mentioned earlier, &mily caregivers of PWS are 

mostly aging parents. Items in the social resources section also seemed suitable for 

younger persons. 

Social Stress 

The Social Stress Indicators (SSI) was used to capture the frunily caregivers' 

stress from life in general (Turner, 1995). This instrument contained three parts: life 

events, chronic stress, and traumatic events. Part one (SSI_LE) was a checklist of 34 

negative life events that may have occurred in the last 12 months in the lives of the 

participants and others, including spouses or partners, children, relatives, or close friends. 

A total score was obtained by summing the number of items checked. 

Part two, SSI_CS, contains 51 items of chronic stress. Items covered a wide-

spectrum of chronic stress. San^le items were "too much is e?q)ected of you by others" 

and '̂ ou wonder ^^liether you will ever get married". Items in part two were responded 
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by a 3-point likert scale anchoring where 1 was True'*, 2 was "Somewhat 

True", and 3 was ''Very True". Total score was obtained by adding the items together. 

The last section of SSI, SSI_MTE, listed 19 major traumatic events, which were 

divided into two groups. The first group included 8 childhood traumas and the second 

group listed 11 lifetime traumas such as divorce or death of parents. Again, the 

participants checked the events they had e^qierienced. Similar to SSI_LE, a total score 

was calculated by tallying number of item checked. 

The Social Stress Indicators has been used in a study eiqiloring the epidemiology 

of socisil stress. The findings were consistent with other studies in that it differentiated 

levels of social stress in male and female. Differences found in various age groiqis were 

also consistent with existing literature. Furthermore, it was shown that SSI is correlated 

to mental health status. 

The SSI scores were e^qpected to reflect stress ejqjcrwnced by &mily caregivers. 

These indicators covered in^rtant stressors in life, instead of limiting to caregiving 

stress. Its correlation with mental health status leads one to believe it would have a 

significant relationship with one or all aspects of quality of life. 

Reliability of the checklists can only be evaluated by test-retest reliability or by 

alternate forms. Test-retest reliability of the conq)lete scale (SSI) was reported from .4 

to .7 for intervals of 6 months (Turner and Wheaton, 1997). They've also mentioned 

another report of reliability of .80 using new approaches which account for the 

inconsistencies from friilure to report events that occur. However, the current study did 

not evaluate the test-retest reliability, nor were the partic^ants given an ahemate form. 
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Therefore, internal consistency was evaluated only for SSI_CS. 

The reliability of SSI_CS was satis&ctory. The inter-item correlation ranged 

from .43 to .96. Cronbach's alpha wasv^ch may be caused by the number of 

items included (Nunnally, 1978). These results were based on a san^le size of 20, which 

reflected the major problem of the chronic stress subscale—length. Forty-seven study 

participants had one or more items missing. This could add to the measurement error. 

Missing data, therefore, was replaced with group average, to coirect this error. 

Caregiving experiences 

The E>q)erience of Caregiving Inventory (ECI) was developed by Szmukler and 

colleagues (1996) for measuring the caring experience for &mily caregivers of persons 

with severe mental illness. This instrument measures both positive and negative aspects 

of caregiving, which prevents a presunqjtion that caregiving is only negative or 

burdensome. There are two versions of ECI, one for female and one for male ill relative, 

but with identical items. 

There are 66 items in the ECI, using a 5-point likert scale ranging from 0 to 4, 

where 0 refers to "never" and 4 to "nearly always". The statements are divided into two 

major parts. The first includes statements pertaining to the participant's feelings, all 

starting with "during the last month, how often have you thought about... Statements 

in the second part begin with "during the last month, how often have you thought about 

he/her being..These items refer to the ill person's behavior/symptoms. The ^^liole 

measure takes about 10 minutes to complete. 

The ECI was constructed by surveying 3 groups of respondents. After the first 
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130 items were generated, they were given to 265 relatives of PWS. Forty-

three items were eliminated for their low loading on the first 15 &ctors. A second 

survey group of359 relatives of PWS was used to test the 87-item version. By 

merging data collected fix>m these two grotq>s, 10 scales were generated with 66 items. 

The first eight subscales are pertaining to the negative aspects of caregiving (ECI_neg). 

They include: Difficult Behaviors", "Negative Symptoms", "Stigma", "Problems with 

Services", "Effects on Family", "Need to Backup", "Dependency", and "Loss". There 

were two subscales pertaining to positive aqwcts of the car^iviiig (ECI_pos), which are 

"Positive Personal E}q)erience" and "Good Aspects of Relationship". 

Reliability and validity were tested during the construction process. The &ce 

validity was determined by the approval of the last group of respondents, 63 carers of 

PWS. Construct validities were tested by correlating the ECI with other variables such 

as coping, mastery, and general health. The reliability was established by internal 

consistencies. Szmukler and colleagues (1996) reported Cronbach's alphas for the sub-

scale ranges fi-om 0.74 to 0.91. 

The internal consistency of the negative and the positive sub-scales were 

evaluated in this study and the results were satisfactory. The negative (ECI_neg) and 

positive (ECI_pos) scales each yielded a Cronbach's alpha of .87, which is satis^tory 

according to Nimnally (1978). The Cronbach's alpha ranges from .75 (Loss) to .92. 

(Difificuh Behaviors) for all the subscales. The results of internal consistency were very 

similar to the ones reported by Szmukler and colleagues (1996) in their instrument 

construction process. A summary of the internal consistency is displayed in Table 3. 
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Table 3. fntemal cnnsistencv of RCTT subscales 

Sub-scale No. of 
items 

n Range for 
inter-item 
correlation 

Range for Cronbach's Alpha 
Item-total 
correlation Current" Szmukler'' 

Difficult Behavior 8 64 .38-.75 .62-.85 .92 .91 
Negative Symptoms 6 63 .33-.74 .54-.77 .88 .89 

Stigma 5 64 .37-.72 .55-.67 .84 .82 
Problems with 8 56 .22-.66 .43-.72 .85 .90 

Services 
Effects on Family 7 62 .21-.74 .36-.75 .81 .82 
Need to Backup 6 57 .26-.68 .39-.74 .82 .76 

Dependency 5 61 .13-.59 .31-.68 .76 .74 
Loss 7 63 .07-.46 .31-.54 .75 .79 

ECI-neg 50 55 .03-.72 .26-.74 .87 — 

Positive Personal 8 57 .34-.80 .34-.80 .86 .86 
Experiences 

Good aspects of 6 61 .46-.69 .46-.69 .81 .82 
relationship 
ECI_pos 14 55 .24-.76 .24-.76 .87 — 

Cronbach's alpha reported m this study 
Cronbach's alpha reported in Szmukler et aL (1996) 

Although ECI was a newly established instrument and had not been used by many 

studies, it was the only measure with the theoretical framework that was consistent with 

this author's philosophy. The careful construction process established sound validity 

and reliability. Data from this study supported the reliability of ECI and its subscales. 

Quality of Life Index 

Ferran's Quality of Life Index (QLI) was en^loyed to measure the main concept, 

qiiality of life, in this study. This is a 68-item self-administered questionnaire. Each 

item uses a 6-point likert scale (ranging from 1-6) anchor. For items reflecting the 

participant's satisfaction with life, 1 means 'Very dissatisfied" and 6 means '*very 
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satisfied". Similarly, for those items testing inqmrtance, 1 reflects "very 

unimportant" and 6 is "very important." 

Raw scores in QLI were transformed according to the instructions (Ferrans, 1990). 

First, the score was centered on zero by subtracting 3.5 from the satisfaction reqwnses 

for each item. Then the recorded score was muk^lied by the inqmrtance response of 

the correqK>ndent item. Mean scores for the total scale and sub-scales were obtained and 

added 15 to avoid negative scores. 

The Quality of Life Index has been tested in various populations ranging from normal 

subjects to cancer patients. This instrument was constructed based on extensive 

literature review and patient reports (Ferrans, 1996; Ferrans & Powers, 1985,1992). 

Construct validity was established by strong convergent validity as well as f^tor analysis. 

Construct validity is also supported by discriminate validity, in which subjects 

experiencing less pain and depression had higher QOI scores (Ferrans, 1990). 

The internal consistency was su[^rted by Cronbach's Alpha, ranging from .86 to .98 

in 12 studies. Alphas for each sub-scale ranged from .66 to .93. Test-retest reliability 

showed a correlation of .87 for a two-week interval and .81 for a one-month interval 

(Ferrans & Powers, 1985). 

Reliability of QLI was tested for internal consistency using calculated scores, which 

was centered on zero aiKl weighted by the inqwrtance score. The overall QLI scale 

showed a satisfactory Cronbach's a^ha of .95. The inter-item correlation ranged 

from .04-.66 and the item-total correlation ranged from .15 to .84. 

Among the subscales, both "Health and Functioning" and "Socioeconomic" had the 



highest a^ha of .90. Tamily" had the lowest alpha of.73, which could be 

caused by small mmiber of items. However, the internal consistency of the subscales 

were satis&ctoiy (see Table 4). 

Table 4. Tntgmfll cnnsistencv for Qf T anH siilw.algs 

Subscale Range for Range for 
No. of inter-item Item-total Cronbach's 
items N correlation correlation Alpha 

Health and Functioning 14 67 .12-.68 .10..80 .90 
Socioeconomic 9 67 .04-.71 .35-.77 .83 
Family 7 67 .02-.69 .38-.86 .90 
Psychological/Spiritual 4 67 .19-.93 .30-.78 .73 
Total Scale 34 67 .04-.66 .15-.84 .95 

Overall, the reliability and validity of QLI were satisfactory. The most attractive 

feature of this instrument was that it measures not only the person's satis&ction, but also 

the importance ofeach life aspect to the person. This feature was rarely found in other 

quality of life measures. 

STATISTICAL ANALYSIS 

Data were submitted to SPSS for exploratoiy analyses and multiple regression 

analysis. Demographic characteristics were analyzed to obtain a description of the 

sample. Descriptive analyses were performed on each scale to secure basic informatioiL 

Family caregiver's overall quality of life rating, inqmrtance of each life aspect, and 

ratings for individual life aspects were examined. Family caregiver's reqmnses to the 

caregiving experiences and social stress were evaluated. 

The multiple regression analysis examined the following hypotheses in the proposed 

causal model (see Figure 2); 
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I. Direct effect from predicting variable to quality of life 

I-l. Increased positive caregiving eiqierience contributes to increased overall 

quality of life 

1-2. Increased negative caregiving e^qierience contributes to decreased overall 

quality of life 

1-3. Increased stressful life events contributes to decreased overall quality of life 

1-4. Increased chronic stress contributes to decreased overall quality of life 

1-5. Increased major traumatic events contribute to decreased overall quality of 

life 

I-6. Increased social resources contribute to increased overall quality of life 

n. Indirect efifects to quality of life 

n-1. Increased economic resources contribute to decreased negative caregiving 

experience 

n-2. Increased social resources contribute to decreased negative caregiving 

experience 

n-3. Increased economic resources contribute to decreased chronic stress 

II-4. Increased social resources contributes to decreased chronic stress 

There was no hypothesized paths between economic resources and quality of life, 

economic resources and postive caregiving ejqierience, social resources and positive 

caregiving resources. The paths between economic resources and life events, social 

resources and life events, economic resources and major traumatic events, as well as 

social resources and major traumatic events also were set to 0 because of lack of support 
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in the literature. 

All the unhypothesized paths were included in the analysis of a just-identified model 

(see Figure 3). The two models were then compared. The fit of the model was 

determined by examining the s^nificant differences between the proposed (over-

identified) model and the just-identified model 

In summary^ data were analyzed to culture a picture of the overall quality of life of 

the &nily caregivers using descriptive analysis. The proposed model was tested. 

Fitness of the model was determined by comparing the proposed model to a just-

identified model was illustrated in Figure 3. 

SUMMARY 

This study used descriptive design using data collected by self-administered 

questionnaires. Sixty-eight family car^vers of PWS participated in the study, but one 

was dropped fix>m the data analysis because of missing data on the entire section of ECI 

and QLI. Each measure's reliability was re-evaluated in this study. Most of the 

measures used had satisfactory internal consistency except for the social resources. The 

proposed causal model was tested and compared with a model included unhypotheized 

paths. Results are described in Ch^ter VI. 
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INTRODUCTION 

The study results are presented in this chapter. The first section introduces 

demographic characteristics of the san^ile. Findings to describe the persons with 

schizophrenia (PWS) and the fiunily caregivers are reviewed. The results of each key 

variable—economic resources, social resources, social stress, and quality of life—are 

discussed next. The last section presents an examination of the correlations between the 

variables and is followed by results of model testing. 

DEMOGRAPfflC CHARACTERISTICS OF THE SAMPLE 

Persons with Schizophrenia (PWS) 

Table 5 summarizes the demogr^hic characteristics of PWS. There are 46 (68.7%) 

male PWS and 21 (31.3%) female PWS. The mean age of the PWS was 39.9 ± 9.15 

years old. The vast majority (83.6%) of the PWS were not married. There were no 

significant difference for demographic variables listed in Table 5 between the male and 

female PWS. 

The average length of time since diagnosis of schizophrenia was 16.22 ± 9.96 years. 

The total times hospitalized ranged from 1 to SO with a mean oil.61 ± 10.11 times as 

estimated by the &mily caregiver. Most PWS (80.3%) in this study had health 

insurance. 

Twenty seven (40.3%) of the 67 PWS lived with their family at home. Sixteen 
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(23.9%) lived at an unsupervised i^nrtment or home. Fourteen (20.9%) lived at 

a board-and-care &cility. 

Table 5. nemnyraphiV. rharartgristics of the PWS 

Age (year) (N=67) 39.9±9.15 (years) 
Gender 

Male 46 (68.7%) 
Female 21 (31.3%) 
Total 67 (100%) 

Marital Status 
Never married 56 (83.6%) 
Married 2 (3.0%) 
Widowed 1 (1.5%) 
Divorced 8 (11.9%) 
Separated 0 
Total 67 (100%) 

Length of diagnosis (year) (N=67) 16.2±9.96 

Covered by medical insurance 
Yes 53 (79.1%) 
No 13 (19.4%) 
Missing 1 (1.5%) 
Total 67 (100%) 

Number of times hospitalized (N=67) 7.68±10.11 

Living arrangement 
At home 27 (40.3%) 
Unsupervised apartment 16 (23.9%) 
Board-and-Care 14 (20.9%) 
Half-way house 1 (1.5%) 
Other 9 (13.4%) 
Total 67 (100%) 
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Family Caregivers 

Table 6 summarize the demogrtqphic characteristics of the &mily caregivers. Most 

of the family caregivers were female (76.6%) in their sixties (age=66.67:tl0.90 years 

old). The age of the fiimily caregivers ranged from age of 40 to 83. Half of them were 

over 70 years old. The number of female fiunily caregivers (N=51, 76.1%) was over 

three times that of the male caregivers (N=16,23.9%). The majority of the &mily 

caregivers were Caucasian (87.9%). The average years of education was college level 

Most of the gunily caregivers were married (72.7%) and were not enq>k>yed (62.7%). 

There was no difference between male and female caregivers in the demogrsqihic 

variables except for ethnicity. Five out of the 10 male caregivers were non-Caucasian. 

There was one black, 3 Asian, and 1 Hispanic male caregivers. Three female caregivers 

were non-Caucasian. One female caregiver was Asian, one was Hispanic and one was 

"other". 

Fifty-eight (87.9%) participants were parents of the PWS. Among these parents, 44 

were mothers, which is 66.6% of all participants; 14 were fethers. Most of the family 

caregivers(46.3%) had daily contacts with the PWS, 43.9% contacted them 1-3 times per 

week (Table 7). All but three participants attended NAMI support group meetings. 
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Age (N=67) 

Gender 
Male 
Female 
Total 

Marital Status 
Never married 
Married 
Widowed 
Divorced 
Separated 
Missing 
Total 

Ethnicity 
Caucasian 
Black 
Asian 
Hispanic 
Native American 
Other 
Total 

Years of education (N=67) 

Employment 
Yes 
No 
Total 

Relationship with PWS 
Parent 
Sibling 
Other relative 
Other 
Missing 
Total 

66.67±9.15 (years) 

16 (23.9%) 
51 (76.1%) 
67 (100%) 

3 (4.5%) 
48 (71.6%) 
5 (7.5%) 
9 (13.4%) 
1 (1.5%) 
1 (1.5%) 
67 (100%) 

58 (86.6%) 
1 (1.5%) 
4 (6.0%) 
2 (3.0%) 
1 (1.5%) 
1 (1.5%) 
67 (100%) 

15.30±3.63 

25 (37.3%) 
42 (62.7%) 
67 (100%) 

58 (86.6%) 
5 (7.5%) 
1 (1.5%) 
2 (3.0%) 
1 (1.5%) 
67 (100%) 
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Frequency of visiting PWS 
Daily 31 (46.3%) 
4-6 times per week 6 (9.0%) 
1 -3 times per week 29 (43.2%) 
Missing 1 (1.5%) 
Total 67 (100%) 

Attend NAMI 
Yes 64 (95.5%) 
No 3 (4.5%) 
Total 67 (100%) 

Household Annual Income Level 
$1,999 or less 1 (1.5%) 
$2,000 - $4,999 1 (1.5%) 
$5,000 - $9,999 0 
$10,000 - $19,999 3 (4.5%) 
$20,000 - $29,999 9 (13.4%) 
$30,000 - $39,999 7 (10.4%) 
$40,000 or more 39 (58.2%) 
Missing 7 (10.4%) 
Total 67 (100%) 

In summary, study participants in this study were very similar to the ones reported in 

other studies using NAMI members as the particqiants pool (Saunders, 1999). The 

majority were Caucaisan females, mothers, married, college educated, and not working. 

Most of the participants had annual household incomes of $40,000 or more. 

ECONOMIC RESOURCES 

Scores of economic resources were totaled from the items and the possible total 

scores ranged from 0 to 20. The scoring instructions proposed by Fillenbaum (1988) 

was not applied because not all the items in the formula were included in this study. 
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Missing values were replaced by groiq> means. 

The average income level of the study participants was &irly high (Table 7). 

Thirty-nine (58.2%) femily caregivers reported annual household income greater than 

$40,000 per year. Fifty one percent of the fiunily caregivers felt the amount of money 

they had took care of their daily needs. Eighty one percent believed they could afiford 

the little "extras". Seventy-three percent of the &mily caregivers did forsee problems 

for their financial needs in the future. 

Economic resources were examined between groups that were divided different 

demographic variables. A significant difference was found between the married (it=48) 

and not married (0=18) fiunily caregivers. The married &mily caregivers had stronger 

economic resources (16.52±3.52) than the unmarried ones(14.11± 4.38). No significant 

differences in economic resources were found between groups for other demographic 

variables. 

In summary, femily caregivers participated in this study had &irly strong financial 

resources. They have steady income above $40,000 per year and less than 8% had 

incomes at or lower than $20,000 per year. The majority of the fiunily caregivers 

(95.5%) were covered by medical insurance. In addition, they were able to afford 

extras and cover needs in the future. 

SOCIAL RESOURCES 

Social resources assessed social support available to the family caregivers. The 

results were displayed in Table 8. The scores were derived according to the user's 
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manual (Fillenbaum, 1988). The highest score was 6 (Excellent) and lowest 

was 1 (Total impairment). 

More than half of the study participants had "Good" or "Excellent" social resources 

(n=35, 56.7%). There were five participants (7.5%) who had "Severe In^Murment" in 

social support. None of the participants were at the "Total Inq)airment" level. 

Table 8. Rgsuhs of Social Resources nsJ=6T> 

Extent of Contact with Others 
Few 
Adequate 
Extensive 
Total 

10 (14.9%) 
7 (10.4%) 
50 (74.7%) 
67 (100%) 

Satis&ction with Contacts 
Unsatis&ctory 
Fairly Satis&ctory 
Very Satisfactory 
Total 

7 (10.4%) 
35 (52.2%) 
25 (37.3%) 
67 (100%) 

Availability of Help 
None 
Occasional 
Short-Term 
Long-term 
Missing 
Total 

2 (3.0%) 
14 (20.9%) 
11 (16.4%) 
39 (58.2%) 
1 (1.5%) 
67 (100%) 

Total Scale 
Excellent 
Good 
Mild Inqiairment 
Moderate In^irment 
Severe In^irment 
Total Inq)airment 
Missing 

17 (25.4%) 
21 (31.3%) 
8 (11.9%) 
15 (22.4%) 
5 (7.5%) 
0 (0%) 
1 (1.5%) 
67 (100%) Total 
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The total scores were derived from three subgroi^ of items. The first 

group was '̂ Extent of Contact with Others". Almost 75% of the study participants had 

extensive contacts with others. The second group was '*SatisfsK:tion with Contacts'̂ . 

Most participants (0=35, 52.2%) were at the "£urfy satis&ctory" leveL The last group 

was "Availability of Help". Most participants had long-term help available (0=39, 

58.2%). Fifty &mily caregivers (74.6%) lived with their spouse, and 23 (34.3%) lived 

with their children. Twelve (17%) fiunily caregivers lived alone. More than half of 

the &mily caregivers (52.2%) reported they almost never felt lonely. Almost ninety 

percent of the caregivers had five or more people they knew well enough to visit in their 

home. Seventy four percent repotted that they spent some time with someone who does 

not live with them at least 2 times in the past week. Ninety seven percent of the &mily 

caregivers had someone to help if they were sick or disabled. Forty two (62.7%) saki 

that a spouse will take care of them when needed. Twenty eight (41.8%) said the children 

can help. 

In summary, the family caregivers in this study had strong social support of fiunily 

and fiiends. They have friends that they can visit regularly. They also have fiunily 

members to help when needed. 

SCX3AL STRESS INDICATORS (SSI) 

Social stress indicator was used to measure events that are stressiiil in life. There 

were three parts of the social stress: stressful life events, chronic stress and major 

traumatic events. The following discusses the findings for each subscale. 
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Out of the 34 stressful life events (SSI_LE) assessed, the study participants 

checked from 0 to 13 with a mean of 2.2S±2.65. Nineteen (28.4%) participants checked 

one stressful life events, and fifteen (22.4%) didn't experience any stressful life events in 

the last 12 months. Over 80 % of the &niily caregivers reported onty three SLE. The 

two most commonly e^qserienced life events reported by the participants were serious 

illness occurring to self or someone close to them, and/or having a ck>se friend dying. 

Stressful life events were correlated with several demogrsqihic variables. The 

family caregiver's age had a significant correlation with stressful life events (r^.44, 

{2=.000). The older the &mily caregiver was, the less life events they reported. 

Economic resources were also negative^ correlated with stressful life events (r=-.41, 

p=.001). Those had better economic resources reported fewer stressful life events. 

Social resources was negatively correlated with stressfiil life events (r=^.33, p=.006), 

indicating better social resources was associated with fewer stressful life events. 

Chronic stress (SSI_CS) was also measured. Participants' scores ranged from 51 

(no chronic stress was experienced) to 109. The mean score was 71.4 ± 12.63, ^^^lich 

was below the middle of possible scores (76.5). The nwst frequently rated chronic 

stressor was "trying to take on too many things at once". 

Chronic stress was correlated with the age of the fiunily caregivers (r=-.40, ii=.001). 

The older the &mily caregivers were, the less chronic stress they reported. Economic 

resources were negatively correlated with chronic stress (E=-.54, ]2=.000), indicating 

better economic resources was associated with k>wer chronic stress. The correlation 

coefficient between social resources and chronic stress was significant (i=-.60, j2=.000) 
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as better social resources was related to less chronic stress. 

The last section of the SSI elicits major traumatic events (SSI_MTE). The 

participants, on average, checked S items out of thel9 items. More than half of the FC 

checked 4 items or less. Sixty two (93%) of the particq)ants had experienced one parent 

die because of the okier age of the fiunily caregivers. No demogrsqihic characteristks 

or was significantly related to the major traumatic events. Social resources had a 

correlation coefBcient of .30 02=,016) with major traimfiatk; events. 

In summary, most of the study participants e^qierienced less than 2 stressfiil life 

events in the past 12 months and on average experienced mild chronic stress. Very few 

major traumatic life events were ejqierienced by these participants, except for parental 

death due to the older age of the &mily caregivers. The fiunily caregiver's age was 

significantly and negatively correlated with stressfiil life events and chronic stress. 

EXPERIENCE OF CAREGIVING INVENTORY (ECI) 

The Experience of Caregiving Inventory examines both the negative and the positive 

caregiving experience. Table 9 displays the scores for each negative subscale and 

positive subscale. The ranges of total scores for each subscale varied because of 

different number of items in the subscale. 

Total scores of the negative scale (ECI_neg) ranged fix>m 20 to 175 (possible scores 

were 0 to 208). Mean total score for the negative caregiving experience was 

86.33±34.89, showing the participants e)q)erienced moderate negative e^qierience. The 

total negative caregiving experience was found to be significantly related to the PWS's 
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length of diagnosis of schizophrenia (i=-.38, ]{=.002). The longer the length of 

diagnosis, the less the fiimily caregivers reported negative experiences. 

Table 9. Mean total scores and mean average scores for RCI 5aihscales (N=6Tt 

Sub-scale No. of 
items Mean Total Score 

Mean Average Score 
(=Total Score/no. of 
items) 

Total Negative Scale 52 86.33±34.89 1.66±.67 
Difficult Behavior 8 13.37±7.98 1.67±1.00 
Negative Symptoms 6 11.92±6.19 1.9^1.03 
Stigma 5 5.79±4.03 1.16±.81 
Problems with Services 8 13.35±6.09 1.67±.76 
Efifects on Family 7 9.55±5.40 1.36±.77 
Need to Backup 6 10.24±5.42 1.74±.94 
Dependency 5 10.17±4.10 2.03±.82 
Loss 7 11.73±4.81 1.68±.69 

Total Positive Scale 14 33.36±8.23 2.38±.59 
Positive Personal 8 19.88±5.40 2.49±.67 
Experiences 
Good Aspects of 6 13.47±4.44 2.25±.74 
Relationship 

Total scores of positive scale (ECI_pos) ranged from 12 to 50 with possible score 

from 0 to 56. The mean total score for ECI_pos was 33.361:8.23. The &mily 

caregivers' positive experiences were fiurly high. There was no significant correlation 

fovmd between the positive caregiving experience and any of the demographic 

characteristics. 

Mean Average Scores for Negative Subscales 

Mean average scores for the scales and subscales were calculated to allow 

comparison across the subscales (Table 9). For the negative scales and subscale, higher 
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scores reflected more concerns with the negative e}q)eriences. In contrast, 

higher scores on the positive scale and subscales meant more thoughts on the postive 

experiences. 

The mean average score for Total Negative Scale was 1.66ck.67 and 2.38±.59 for the 

Total Positive Scale. These results indicated the &mily caregivers thought about the 

positive experiences a lot more than the negative aq)ects of caregiving. 

The subscale, T>ifScult Behavior" had a mean total score of 13.37^7.98, v^iich was 

lower than the median possible score of 16. The mean average score for this subscale 

was 1.67±1.00, i^iich was between "rarely" to **sometimes thought about the idea". 

The length of diagnosis had a negative correlation with the total score of'̂ DifBcuh 

Behavior" (r=-.37, ]2=.002) indicating the longer the PWS had been ill, the less the 

difficult behavior concerned the &mily caregiver. Similarly, the PWS's age also had a 

mild negative correlation (]:=-.25, it=.044) with the total score of this subscale. This is 

likely to be contributed by the high correlation between the PWS's age and length of 

diagnosis (F=.79, {2=.000). Social Resources was negatively but significantly related to 

'T)ifficult Behavior" (i=-.25, j2=.043). Better social resources were associated with 

fewer concerns with the PWS's difficult behaviors. 

A mean total score of 11.92±6.19 was calculated for subscale "Negative Symptoms". 

Again, this score was close to the median possible score of 12, indicating that fiunily 

caregivers experienced moderate level of experience from negative symptoms. This 

subscale had a mean average score of 1.99^1.03, \diich was the second highest among 

the negative subscales, right next to "IDependency". This result could be explained as 
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the negative symptoms were related to dependency. The negative synqitoms— 

withdrawn, uncommunicative, not interested, slow at doing things, imreliable about 

doing things, and indecisive—prevented the PWS from social contacts, thus led them to 

be more dependent on the fiimily caregivers. Since the fimily caregivers most 

concerned about the PWS's dependency, it was only logical that "Negative Symptoms" 

also worried the &mily caregivers. 

The total score of "Negative Symptoms'* were negatively correlated to the length of 

diagnosis ([=-.36, {2^.004), reflecting less concern with the negative symptoms for those 

family caregivers with PWS being diagnosed for a longer time. 

"Stigma" had the lowest mean average score of 1.16 among all the negative subscales. 

The mean total score was 5.70tk4.03 and the possible total score ranged from 0 to 20. 

Obviously, &mily caregivers in this study were less concerned with stigma, w^ch could 

be related to their active participation with NAMI as well as longer caregiving 

experiences. This was supported by the significant negative correlation coefficient 

(£=-.35, p=.005) between the PWS's length of diagnosis and stigma. For a similar reason, 

PWS's age also had a significant negative correlation with Stigma ir=-.25, p^.038). 

Furthermore, social resources had a negative correlation with this subscale (^.36, 

p=.003). Family caregivers with stronger social resources reported being less bothered 

by stigma. Another interesting finding on the subscale of "Stigma" was the significant 

differences in the mean total scores (t(di;^=2.14, p=.036) between married and single 

participants. Family caregivers who were married reported higher stigma 

(M=6.37±4.43) than the ones who were single (M=4.04±3.94). 
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Family caregivers also repoited low total score on "Problems with Services". 

The mean total score for this subscale was 13.35±6.09 with possible scores ranged from 

0 to 32. The mean average score was 1.67±.76. No demogrqihic characteristics had a 

significant association with this subscale. 

"Effects on family" was the subscale that had the second lowest mean average score 

(1.36±.77) among the negative subscales. The mean total score was 9.5S±S.40, which 

was lower than the median of possible total scores (14). The only demogn^hic 

characteristics that had signiGcant correlation with this subscale was the PWS*s length of 

diagnosis (r=--28, i2=.027). The longer the PWS had been diagnosed, the less the fiunily 

caregivers experienced efifects on &mily. Social Resources had a negative correlation 

with "Effects on Family" (r=-,33, ij=.007). 

The mean total score (10.24±S.42) for "Need to backup" was slightly lower than the 

median of possible total score of 12. The mean average score was 1.74±.94. This 

subscale was correlated with PWS's length of diagnosis (^.43, j{=.000) as well as 

PWS's age (E=-.34, ii=.005). Like other EC3 subscales, the longer the PWS was 

diagnosed with schizophrenia, the less negative experience the &mily caregivers reported. 

Social resources were significantly correlated to this subscale. The negative correlation 

coefficient of -.34 Q2=.OOS) indicated better social resources were associated with fewer 

concerns with the need to back up. 

One area that most concerned the &mily caregivers was "I>ependency". The mean 

total score was 10.17±4.10 with possible total score from 0 to 20. The mean average 

score was 2.03±.82, which indicated mostly family caregivers sometimes thought about 
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the problem of the PWS's dependecy on them. There was no significant 

correlations between Dependency" and the PWS's length of diagnosis as found in other 

ECI subscales. Instead, when conqKuing the total score fiom this subscale between 

those who were enq>loyed and those who were not, a significant difference was found 

j}=.020). Those were en^loyed had a much lower concern of the 

PWS's dependency (M=S.67±4.43) than those who were unenq)loyed (M=l 1.07±3.66) 

Furthermore, dependency was significantly correlated with economic resources 

(£=0.33, I2=.006), which means better economic resources was related to femily 

caregiver's less concern with the PWS's dependency. Social resources also had a 

significant correlation with this subscale. The correlation coefficient was -.34 (|2=.005) 

indicating better social resources were associated with less worry about the PWS's 

dependency. 

The last negative subscale 'Xoss" had a mean total score of 11.73±4.81. The 

possible total score ranged from 0 to 28. The mean average score was 1.68±.69. This 

subscale had no significant correlations with any demographic variables. 

Mean average scores for positive subscales 

The positive subscales had higher scores than the negative subscales. *Tositive 

Personal Experiences" had a mean total score of 19.88±S.40 from 8 items. The mean 

average score was 2.49^.67, which was the highest mean score among all the subscales. 

No demographic characteristics were shown to be significantly correlated with Tositive 

Personal experiences". 
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The subscale "Good aspects of Relationship** also had high scores and also 

did not have significant correlations with ax^ deniogrq)hic variables. The mean total 

score was 13.47±4.44 for 6 items. This yielded a mean average score of 2.25±.74, 

which, again, was higher than all the negative subscales. The &ct that both positive 

subscales had higher mean average scores than the eight negative subscales reflected the 

fact that family caregivers recognize the positive e)q)erience more than the negative 

experiences. 

In summary, the family caregivers in this study revealed higher scores on the positive 

caregiving experiences than the negative ones. Among the negative caregiving 

experiences, stigma was the least concern for the &mily. Family caregivers worried 

most about the PWS's dependency. Data showed that the longer the PWS were 

diagnosed, the less negative experience was reported by the &mily caregivers. 

QUALITY OF LIFE INDEX (QLI) 

The first research question was answered by analyzing the total QLI scale as well as 

each individual QLI subscale (Table 10). The relations between QLI and the 

demographic characteristics were also examined. 

The possible range of the QLI final score was 0 to 30. The overall QLI scores fi'om 

this study ranged fiom 7.79 to 29.23 with a mean of 21.42±4.61. More than 50% of the 

family caregivers in this study had a total score of22.23 and higher. Among the four 

subscales, the &mily caregivers reported poorest quality in the "Family" aspect of life 

(M=l9.88, SD=6.83). The socioeconomic area was reported as having the highest 
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quality (M=22.34, SI>=5.11). 

Table 10. Means for OT J suhscales rN=6T> 

Subscale MjiSD 

Health and Functk>ning 
Socioeconomic 
Psychological/Spiritual 
Family 
Total Scale 

20.95±5.11 
22.34±4.55 
22.06cfc5.52 
19.88±6.83 
21.42±4.61 

Among the individual items in the v^le scale, the fiunily caregivers reported being 

the most satisfied with their usefulness to others -23^.9 l),aiid least satisfied with 

the amount of stress in life (M=3.66ckl .53). Most fiunily caregivers did not think 

having a job was important (M=4.55^1.74). This is likely due to the tact that most of 

the family caregivers were retired. The highest mean score among the importance items 

was "peace of mind** (M=5.91±.29). 

A weighted score was generated for each item by multiplying the satisfaction score 

with the importance score. The possible weighted score for each item is -2.5 to 15. 

The three lowest items in were "femily heahh" (M=2.16±10.17), "energy for daily 

activities" (3.27±9.42), and "sex life" (3.37±7.75). The poor fiunily health was likely to 

be contributed by muhiple reasons such as the PWS's illness and social stress. The low 

scores on engergy for daily activity and sex life could be caused by the &mily 

caregiver's older age. The three items that received the highest weighted scores were 

"friends" (10.33±4.75), "usefulness to others" (9.97±5.40), and "personal fiiith in God" 

(9.49±6.43). The high scores in "fiiends" and "usefulness to others" were consistent with 

the finding of good social resources in these fiimily caregivers. 
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The only demogn^hic characteristic that had a significant correlation with the 

overall quality of life was the family caregiver's age (I=.42, J{=.000). The older the 

family caregivers, the better were their overall quality of life. The overall quality of life 

also had positive and significant correlation with economic resources (i=.35, P=.004) and 

social resources (F=-S4, J2=.000). The better the fiunily caregiver's resources, the better 

their overall quality of life was. 

Age was a significant demograi^c variable that correlated with all four subscales of 

the QLI. The "Health and Functioning" subscale had significant association with age 

(l=.33, ]2=.008) and economic resources (r=-35, |t=.003). This subscale also had a 

positive correlation with social resources (£=.45, p=.000). 

The correlation coefficient between the ^^Socioeconomic" subscale and age was .44 

(p=.000). There was a difference in this subscale between those wiio were parents of 

the PWS and those who were other relatk>nship ii=.001). The eight 

caregivers who were not the PWS's parent were less satisfied with the socioeconomic 

area of life (M=17.58±6.81) >^ien compared with the 58 parents (M'=22.98±3.83). 

Economic resources (r=.39, ji=.001) and social resources (r=.59, ii=.000) also had 

positive significant correlations with the **Socioeconoimc" subscale. 

The 'Tsychological/Spiritual" subscale was significantly correlated with the PWS's 

length of diagnosis (i:=.20, p=.016), and the PWS's age (r=.28, p=.023). The correlation 

coefficient between this subscale and the &mily caregiver's age was .39 (i2=.001). The 

longer the PWS had been diagnosed, which was related to the PWS' age, as well as the 

family caregiver's age, the more satisfied the &mily caregivers with the 
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psychological/spiritual area in life. "Psychological/Spiritiial" subscale was not 

related to the economic resources, but was positively correlated with social resources 

(r=.46, p=.000). 

The correlation coefficient between the subscale of Tamily" and the fiunily 

caregiver's age was .35 ({{=.004). This subscale also had a positive and significant 

correlation with economic resources (F=.29, ]3=.023), and social resources (r=.40, |F=.002). 

Again, better economic and social resources were associated with more satis&ctory life 

in the family aq)ect. 

In summary, the family caregivers of this study were &irly satisfied with their life. 

They were most satisfied with the socioeconomic area, and least with the area of 

'family". In addition, the results showed that the &mily caregiver's age was the most 

significant demogr^hic variable, which associated with quality of life in all areas. 

CORRELATIONS AMONG VARIABLES 

Correlations among the variables were analyzed and the relationships between 

variables were examined before the muhiple regression analysis. The results are 

displayed in Table 11. The discussion below follows the order of the proposed model 

outlined in Figure 2. 
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ER SR SSI_LE SSI_CS SSI_MTE ECI_NEG ECI_POS QLI 

ER 1.00 0.23* -0.41** -0.54*» -0.13 -0.20 0.10 0.35** 
(0.061) (0.001) (0.000) (0.314) (0.108) (0.442) (0.004) 

SR 1.00 -0.33* -0.60** -0.30 -0.35* 0.17 0.54*» 
(0.006) (0.000) (0.016) (0.004) (0.172) (0.000) 

SSI_LE 1.00 0.68** 0.48** 0.40** -0.04 -0.59** 
. (0.000) (0.000) (0.001) (0.754) (0.000) 

SSI_CS 1.00 0.42** 0.49*^ -O.IO -0.77** 
. (0.000) (0.000) (0.429) (0.000) 

SSI_MTE 1.00 0.20 0.05 -0.35** 
• (0.097) (0.713) (0.004) 

ECI_NEG 1.00 0.26* -0.56** 
. (0.033) (0.000) 

ECI_POS 1.00 0.17 
• (0.182) 

QLI 1.00 
• p<.01 •• p<.05 
ER=Econoinic Resources 
SR=Social Resources 
SSI_LE=Social Stress Indicator:~Life Events 
SSI_CS=Social Stress Indicator—chronic stress 
SSI_MTE=Social Stress Indicator—Major Traumatic Events 
ECI_NEG=Negative Caregiving Experience 
ECI_POS=Positive Caregiving Experience 
QLI=Quality of Life Index 

Variables with significant correlations with the Quality of Life Index (QLI) were 

negative caregiving e^qierience, social stress—negative life event, social stress—chronic 

stress, social stress-major traumatic events, economic resources, social resources. The 

positive caregiving experience was the only variable in the model that did not have a 

significant correlation with quality of life. The negative caregiving e}q>erience had a 

correlation coefficient of -.55 Q^.GOO), indicating that the lower the negative caregiving 

experience, the more satisfied caregivers were with their quality of life. 
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All three social stress scales were significantly and negatively correlated with 

QLI. Negative life events had a correlation coefiScient of -.59 (j^.OOO). 'XHironic 

Stress" had the highest correlation coefiScient with quality of life among all the variables 

in the model (r^.76, ]2=.000). The more the fiunily caregivers oqwrienced chronic 

stress, the less satisfied they were with quality of life. Major traumatic events also had 

a lower negative correlation with quality of life ([=-.35, |!=.004) than the other two social 

stress indictors. 

Social resources and economic resources both had significant correlations with 

quality of life. Social resources had a moderate but significant correlation with quality 

of life (r=.54, if=.000). The &mily caregivers reported more satisfiictory quality of life 

when they had better social resources. Similarly, economic resources had a significant 

association with quality of life (i=.3S, j2=.004). Better economic resources were related 

to better quality of life. 

The only variable in the model that had significant correlation with the positive 

caregiving experience (ECI_pos) was ECI_neg (r=.26, ji=.033). These two variables 

were positively correlated indicating those fiunily caregivers who reported more positive 

caregiving experience also reported more negative experience. However, the 

correlation coefiScient was quite low. 

Negative caregiving experience had significant correlation with negative life events, 

chronic stress, and social resource. The correlation between negative life events and 

negative caregiving experience was moderate and positive (F=.40, |{=.001) showing a 

person reported more negative caregiving e^qierience when they oqierienced more 
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stressful life events. Similarly, chronic stress was moderately correlated to 

negative caregiving experience (i=.49, p=.000). Major traumatic events, however, did 

not have a significant association with negative caregiving experience. 

Negative caregiving eiqierience also had a significant and negative correlation with 

social resources (r= -.35, i2=.004), reflecting better social resources were associated with 

less negative caregiving e>q)erience. Negative caregiving eiqierience did not have a 

significant correlation with economic resources. 

Stressfiil life events had significant correlation with chronic stress, major traumatic 

events, economic resources, and social resources, in addition to quality of life and 

negative caregiving e}q)erience. The more stressful life events the &mily caregivers 

reported, the more chronic stress they related (r=.68, ii=.000). Likewise, those 

reported more stressfiil life events e^qierience had more major traimiatic events (r=.48, 

p=.000). 

The correlation coefficient between stressfiil life events and economic resources were 

moderately high (-.41, i2=.001). The correlation between stressful life events and social 

resources, however, was lower (r=-.33,12=.006). Both economic and social resources 

had negative association with stressful life events. When family caregivers had better 

economic and social resources, they reported less stressfiil life events. 

Other than quality of life, negative caregiving experience, and stressful life events, 

chronic stress was related to major traumatic events, economic resources, and social 

resources. The correlation coefficient between major traumatic events and chronic 

stress was .42 (j2=.000). Higher chronic stress was associated with higher major 
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traumatic events. 

A correlation coefBcient of -.54 (|2=-000) was found between chronic stress and 

economic resources. A similar level of correlation also foimd between chronic stress 

and social resources (r=-.60, {t^.OOO). Both results indicated the fiunily caregivers 

experienced less chronic stress if had better economic and social resources. 

As previously discussed, major traumatic eiqwrience had significant correlation with 

quality of life, stressful life events, and chronic stress. Major traumatic events did not 

have a significant correlation with economic resources, but had a significant correlation 

with social resources (i=-.30, ]f=.016). Major traumatic events occurred when the 

family caregiver's social resources were poor. 

In summary, the relationship among the variables in Figure 2 was reviewed. 

Significant correlation was found between most variables. Quality of life had 

significant correlation with all variables except for positive caregiving experience. In 

fact, no variables but negative caregiving experience had a significant correlation with 

positive caregiving experience. The correlation matrix gave the investigator a better 

idea of the relationship between variables, but no causal inference can be made based 

upon these data. 

MULTIPLE REGRESSION ANALYSIS 

Research question 2 addresses fiictors contributing to the &mily caregiver's quality 

of life. A causal model was developed to depict the proposed variables and paths (see 

Figure and Table 12). To test the hypothesized model, muhiple regression was used to 



tl3 

confirm the paths. The significance level for the and P coefBcient were set 

to be O.OS. Hypotheses developed in Ch^)ter 3 were used to guide data analysis. The 

following is a discussion about the results of the model testing. 

Hypothesis I. Direct effectfrom predicting variable to quality of life 

This hypothesis assumed quality of life was directfy predicted by positive caregiving 

experience, negative caregiving experience, stressfiil life events, chronic stress, and 

major traumatic events. The results showed that 64 % of the QLI was significantly 

explained (^=.64, ]2=.000) by the independent variables. Discussion on the detailed 

findings on each path is presented below. 

The first statement (I-l) in this hypothesis assumed increased positive caregiving 

experience contributed to increased quality of life. The results showed that positive 

caregiving experience had a significant and positive contribution (P=.19, i2=.030) to 

quality of life. The hypothesis was thus supported even though the relationship was 

weak. 

The next hypothesis (1-2) proposed that increased negative caregiving experience 

contnbutes to decreased overall quality of life. This statement was also supported by the 

data. The negative path from negative caregiving experience to quality of life was 

moderately strong, significant and the P was -.30 ^2=.002). 

The third statement (1-3) under Hypothesis I proposed that increased stressful life 

events contributes to decreased quality of life. This hypothesis was not supported by 

the data. The path from stressful life events to quality of life was not statistically 

significant. 
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Table 12. tegfing n îhK fhr hvpnfheisiygH anrf imhvpnttif^iyiaH 

Hypothesized model Unhypotheaized model 
X,=QLI X,= 0+^JX2+P,X3+P4X«+^5X5+^6X«•^P7X7 
(quality of life) 

p2=081 (NS) 
p,= 185* 

Ps=-.105(NS) 
p«=-.465** 
p7=-.034(NS) 

Ê .64 (F=19.94, E=.000) 

X7=SSI_MTE 
(major 
traumatic No hypothesized paths 
events) 

X<i=SSI_CS a-frp,X,+p2X2 
(chronic stress) 

P,=-.435** 
p,=-.498** 

X5=SSI_LE 
(stressili] life 
events) 

X«=ECI_neg 
(negative 
caregiving 
experience) 

X5=ECI_pos 
(positive 
caregiving 
experience) 

.̂52 (F=36.65, B=.000) 

No hypothesized paths 

X4— 0+P1X1+P2X2 

p,=-.131(NS) 
p2=.-J18* 

.̂11 (F=5.02,E=.010) 

No hypothesized paths 

X.= a-f̂ PC,+PjX2+P,X,+PJC4+P5X5+PA+P7X7 

p,=.06l (NS) 
Pj= 073 (NS) 
p,=.184-
p4=-.292** 
P5=-.113(NS) 
p«=-.505** 
p7=-.022(NS) 

B!=.63 (F=16.99, E=.000) 

X^a+p,X,+P2X2 

P,=-05(NS) 
p2=--29* 

R5=.061 (F=3.09,NS) 

X^a+p,X,+p2X2 

p,=-.435*» 
P2=-.498** 

B̂ =.52 (F=36.65, E=.000) 

X5=a+P,X,+p2X2 

p,=-.354«* 
p2=-^0* 

Rf=̂ l (F=9.37, E=.000) 

X4= a+P|X|+P2X2 

P,=-.131(NS) 
p2=.-J18* 

R5=.ll (F=5.02,E=.010) 

X3= a+PiX|+P2X2 

p,= 051 (NS) 
p2=.158(NS) 

B3=.001(F=I.02,NS) 
X,=ER (economic resources) 
X2=SR (social resources) 

•p<.05 
•• p<.01 
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Statement 1-4 proposed that increased chronic stress contributed to decreased quality 

of life. In &ct, chronic stress was the only social stress variable that showed a 

significant, strong and negative impact on quality of life 0=-.47, ]2=-000). Therefore, 

the hypothesis sustained. More chronic stress led to worse quality of life. 

Statement I-S proposed that increased major traumatic events contributed to 

decreased quality of life. This hypothesis was again not supported by the data. The P 

coefiRcient from major traumatic events to quality of life was not significant. 

Finally, statement 1-6 proposed increased social resources contributed to increased 

quality of life. This hypothesis was also not supported, as the P coefiBcient was not 

statistically significant. Quality of life was not predicted by social resources. 

In summary, positive caregiving experience, negative caregiving experience, stressfiil 

life events, chronic stress, major traumatic events, and social resources were examined 

for their direct effects on quality of life. Positive caregiving experience, negative 

caregiving e?q)erience, and chronic stress were the only variables that had significant 

direct effects on quality of life. All the other hypothesized paths were not supported. 

Hypothesis II. Indirect effects on quality of life 

This hypothesis stated efiects from economic resources and social resources to 

quality of life through negative caregiving experience as well as chronic stress. The 

results showed that negative caregiving experience was explained 11% (R^.l 1, ]2=.010) 

by social resources. Economic resources and social resources e^qilained 52% of the 
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variance in chronic stress (S^.S2, ii=.000). The results are presented below. 

Statement 11-1 stated that increased economic resources contributed to decreased 

negative caregiving experience. The results showed that there was no effects from 

economic resources to negative caregiving ejqierience. This hypothesis was not 

supported. 

Statement 11-2 proposed that increased social resources contributed to decreased 

negative caregiving experience. This hypothsis was supported by the data. Social 

resources was a significant and moderately strong predictor of negative caregiving 

experience (P=-.32, p=.010). 

Statement 11-3 stressed that increased economic resources contribute to decreased 

chronic stress. The data supported this hypothesis. The path from economic resources 

to chronic stress was significant and negatively strong (P=-.44, ]i=.000). 

Statement 11-4 stated that increased social resources contributes to decreased chronic 

stress. This hypothsis was also supported by the data. The p coefficent (=-.S0, p=.000) 

was significant and negative and strong. 

In short, the indirect effects from economic resources and social resources to quality 

of life was tested. Economic resources had an indirect effect on quality of life through 

negative caregiving experience as well as chronic stress. Social resources had an 

indirect effect on quality of life through chronic stress. 
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Figure 4. Results of proposed over-identified model 

+.19 

R2=,64 (P=.000) 

QLI^Quality of Life Index 

ECI_Pos=Experience of Caregiving Inventory 
(Postive) 

ECI_Neg=Experience of Caregiving Inventory 
(Negative) 

SSI_LE=Stressfu! Life Events 

SSI_CS=Chronic Stress 

SSI_MTE=Major Traumatic Events 

ER=Economic Resources 

SR=Social Resources 
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Test of unhypothesized direct path to quality of life 

The paths that were set to 0 in the hypothesized model were included, thus tests for a 

just-identified model was performed. In this case, economic resources were added to 

the independent variable list for direct e£fect on quality of life. The results showed that 

adding economic resources to the independent variables did not significantly change the 

R^CR! changed=.006, NS), and economic resources did not have a significant inqiact on 

QLI. The standardized was about the same as before -63, ]2=.000). 

Test of unhypothesized indirect paths to quality of life 

There was no hypothesized paths from economic resources and social resources to 

positive caregiving e]q)erience in the proposed model The results fix>m testing these 

paths showed that economic resources and social resources explained less than 1% (NS) 

of the variance in positive caregiving e?q>erience. The path coefiScients were not 

statistically significant. 

The causal relationship from economic resources to stressful life events were set to 0. 

Test of this test showed that stressful life events were predicted by economic resources 

(Ef=,21ji=.000). The path coefiBcient was -.35 (jj=.003). Better economic resources 

resulted in less stressful life events. Social resources also had a weak negative path 

coefficient to stressful life events (P=-.25, ii=.031). 

The last set of unhypothesized paths tested were from economic resources and social 

resources to major traumatic events. Similar to the results of positive caregiving 
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experience, economic resources and social resources fiiiled to predict major 

traumatic events. The Rf was onfy .06 (NS). 

In summary, quality of life was explained directly by positive caregiving experience, 

negative caregiving e^qierience, and chronic stress. Indirect effects on quality of life 

were contributed by social resources through negative caregiving ejqierience and through 

chronic stress. Economic resources also had a indirect effect on quality of life through 

chronic stress. Results from both the hypothesized model (Figure 4) and the 

unhypothesized model (Figure S) are presented in Table 12 and the direct and indirect 

effects were displayed in Table 13. 



ECI_Pos 

R2=.001 (NS) 

ECLNeg 

R2=ll(p=.032) 

SSI.LE 
'' R2=.21 (p=.001) 

SSLCS 

R2=.52 (p=.000) 

SSLMTE 
R2=06(NS) 

Figure 5. Result of the unhypothesized just-identified model 

QLI=Quality of Life Index 

ECI_Pos=Experience of Caregiving Inventory 
(Postive) 

ECI_Neg=Experience of Caregiving Inventory 
(Negative) 

SSI_LE=Stressful Life Events 

SSI_CS=Chronic Stress 

SSI_MTE=Major Traumatic Events 

ER=Economic Resources 

SR=Social Resources 
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Table 13. nirert anrf inHirecf gflferfs nn family caregiver's qiialifv of life 

Variable Direct e£kct Indirect effect Total efiect 
Positive caiegiving e)q)erience .19 .19 
Negative caregiving experience .30 .30 
Chronic stress .47 .47 
Economic resources .21* .21 
Social Resources .33" .33 
* Indirect efifect through chronic stress (SSI_CS) (.44* ,47) 
''Indirect effect through negative caregiving experience (ECI_neg) (.32x.30) + 

indirect efifect through chronic stress (SSI_CS) (.50x.47) 

Test the fitness of the model 

Ferketich and Verran (1990) suggested the following steps for calculate Q and W to 

test for the fit of the model Table 14 illustrates the steps and the results for calculating 

the Q and W. The result of W=12.50(d^7) yields a p>.05. The null hypothesis which 

indicated that there was no difference between the hypothesized and unhypothesized 

models was retained. 

Table 14. CalcnlatM^n nf Q anH W 

Proposed Formula Calculation 

R^=1-(1-^,)(1-^2)...(1-R!.). 

Where for just-identified model 
BZoc for over-identified model 

W=-(N-d)log.Q 

Rfoe=l-(l-.64Xl-.l lXl-.52)=.85 
^=l-(l-.63Xl-.0OXl-. 11X1-21) 
(l-.52Xl-.06)=.88 

Q=.81 

W=-(67-7)Lofc(.81)=12.S0 
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Diagnosis of Multicollinearity 

Multicollinearity is a threat to parameter validity (Ferketich and Verran, 1990). While 

identify multicollinearity is inqmrtant, the problem is not always resolvable. In &ct. 

Berry and Feldman (1985) suggested that acknowledging the existence of 

multicollinearity is more important than eliminating the variable. 

There are several ways to detect multicollinearity. First is to examine the bivariate 

coirelation matrix between the independent variables for correlation coefiBcients that are 

higher than .70 for a small sanqile (Berry and Feldman, 1985). This method can only 

be used for reference, as it's not an ineffective way to rule out multicollinearity. 

Another way to detect multicollinearity is to regress a variable on the rest of the 

independent variables and generate a ^ matrix. This can be done by examining the 

calculated tolerance and the variance inflation Actors (VIF) (Schroeder, 1990). Factors 

with tolerance samller than .01 or VIF over lO.O are not acceptable. 

The bivariate correlation matrix showed the highest correlation among the 

independent variables was between chronic stress and stressful life events (r= .68, 

p=.000). This did not exceed the suggested lower bound of .70 for smaller san^le size. 

The tolerance for each independent variables ranged from .30 (chronic stress) to .85 

(major traumatic events). The VIF ranged from 1.18 to 3.32 for the same variables. 

No violation of the assimiption of coUinearity was detected. 

SUMMARY 

In siunmary, sanq)le in this study included older parents taking care of middle-aged 
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adult child with schizophrenia. The data showed that about 70% of the variance 

in quality of life was eiqilained by positive caregiving e)q)erience, negative caregiving 

experience, chronic stress, economic resources, and social resources. Detailed 

discussion on the findings will be presented in Chapter V. 
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INTRODUCTION 

This study examined the quality of life in &miiy caregivers of persons with 

schi2X)phrenia (PWS). Chapter IV presents the study's results. Ch^^rter V offers a 

detailed discussion of the study's findings, followed by its implications to nursing 

practice. It also addresses the study's limitations and suggests fiiture research. 

DISCUSSION 

Results of Quality of Life 

Theis and colleagues' work (1994) was selected to conqiare the quality of life results 

from this study. It was the only family caregiver study found that was using the Quality 

of Life Index (QLI) as the measure of quality of life, and the demogra{rfiic characteristics 

of the two samples were similar. The mean ages of &mily caregivers in both studies 

were very close (66 years for the current study, and 68 years for Theis's). Most 

caregivers were white, female, mostly married with college level education. However, 

Theis's subjects delivered care not to persons with schizophrenia, but to relatives with 

chronic medical conditions such as stroke, cardiac problems, and Alzheimer's disease. 

Family caregivers in this study showed a higher overall quality of life score 

(21.42±4.61) than the baseline quality of life status reported by Theis and coworkers 

(19i:4.4). Even after respite care for the fiunily caregivers, the overall quality of life 

scores reported by Theis and colleagues (21.6±3.5) were not much higher than those 
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reported in this study. This shows that the overaU quality of life reported by 

family caregivers of PWS was not lower than that of fiunily caregivers who care for 

people with chronic medical conditions. 

Whether the quality of life results were affected by other foctors needs to be e]q)k>red. 

When the investigator carried on long conversations with some of the family caregivers, 

a therapeutic effect might have been generated; The fiunily caregivers may feel better 

after talking to someone. 

Mean scores of each subscale obtained from this study were consistently higher than 

the baseline values reported by Theis and colleagues. Even after the respite care, femily 

caregivers in Theis' woric reported higher scores only on the psychological/spiritual 

subscale. Overall, family caregivers of PWS seemed to be fiurly satisfied with their 

lives and more satisfied than &mily caregivers caring for relatives with chronic medical 

conditions. 

The &mily caregiver's age was found to be an important variable afifecting overall 

quality of life and each specific qiiality of life area. The older &mily caregivers 

reported a more satisfactory quality of life. One reason for the older femily caregivers 

to be more satisfied with their quality of life could be their presumably better stage of 

coping, one less affected by stress. There was no agreement in the literature on the 

relationship between age and quality of life. Wolcott and co-workers (1988) reported 

no significant differences in quality of life between the &mily caregivers who were SO 

and older, and those who were younger than SO. These fiunily caregivers took care of 

chronic hemodialysis patients. In contrast, Russell (1990) reported that age was 
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systematically related to life satis&ction for people with severe and persistent 

mental illness. In general, &mily caregivers in this study were fiurly comfortable with 

their quality of life; older &mily caregivers were more satisfied with life in all areas. The 

result of the present study, therefore, is more consistent with Russell's study of persons 

with severe mental illness. 

Results of Multiple Regression Analysis 

The data supported the proposed model, which was evidenced by a statistically non

significant W. Quality of life was explained 64% by the proposed &ctors, which 

included positive and negative caregiving experiences, chronic stress, and economic and 

social resources. 

Most of the hypothesized relationships in the model were supported by the data. 

Quality of life was explained by positive caregiving experience, negative caregiving 

experience, and chronic stress. Economic and social resources had indirect effects on 

the &mily caregiver's quality of life. Thus, both positive and negative caregiving 

experiences contributed to the overall subjective quality of life. 

As only few studies explored the experience of femily caregivers of PWS, little could 

be found in the literature discussing the relationship between positive caregiving 

experience and quality of life. Szmukler and colleagues (1996) &iled to find that positive 

caregiving experience contributed significantly to the fiunily caregiver's well-being, 

which was inconsistent with the findings fix>m this study. In Szmukler, however, well-

being was not measured by the Quality of Life Index. 
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The impact of negative caregiving oqierience on quality of life is consistent 

with the Uteratuie exploring how the subjective caregiving burden significantly affects 

the family caregivers' well-being (Stuckey, et aL 1996). Hughes and co-workers (1999) 

found burden to be a significant predictor for quality of life in caregivers of veterans. 

Burden was associated with poor quality of life, which is consistent with the finding of 

this study. 

This study's weak positive correlation between the positive and the negative 

caregiving experiences was interesting. Even though femily caregivers endure negative 

caregiving experience, they can also experience positive aspects of caregiving. This 

coirelation was not noted in other studies, so no conqxaisons could be made. Further 

studies examining this relationship will inrovide more information about how positive and 

negative caregiving e}q)eriences relate to each other. 

Negative caregiving experience seemed to make a more powerful contribution to 

quality of life than positive experience. This coukl be due to the &ct that people were 

less likely to recognize their positive experience, and placed more emphasis on the 

negative aspects of caregiving. 

The category of chronic stress covered a wide range of life pressures, such as 

financial stress, stress from work, conflicts with spouse/partner, issues with children, 

pressure from friends, and problems in the &mily. As the most powerful predictor for 

quality of life in this study, chronic stress from life in general seems to affect the &mily 

caregiver's quality of life more than the caregiving e)q)enence, which was only one part 

of life. McCubbin and Patterson (1983) emphasized the "pile-up" effects of stressors. 
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and this was supported by this study. The stress from caregiving is '*added on" 

to the accumulated stress from day-to-day life. Therefore, it is critical for mental health 

nurses to evaluate the total life of the &mily caregivers. 

In contrast to chronic stress, individual stressful life events and major traumatic 

events did not account for the variance in quality of life in this modeL Sherboume and 

colleagues (1992) found that stressful life events did affect quality of life, but different 

stressors had different effects. For instance, relationship events had an immediate effect 

on quality of life, but the effect diminished over time. The effects of financial events, on 

the other hand, persist over time for middle-aged persons with chronic illness. 

Therefore, the results from this stwfy may look inconsistent with the literature, but 

further investigation into specific stressful life events may reveal different fects. 

The lack of a significant contribution from stressfiil life events and major traumatic 

events could also be due to the low incidence of stressful life events or major traumatic 

events experienced by the particular caregivers in this study. Expanding the san9)le 

size may help to solve this problem by increase variability. Finally, it is also possible 

that chronic stress influences life more than transitional events. 

Social resources were considered as a significant and direct predictor for quality of 

life (Fink, 1995; Herrman et aL, 1994; Knapp, 1976; Pearlman & Uhlmann, 1988; 

Sherboume et aL, 1992). Findings from this study were not consistent with the literature; 

instead, social resources had only indirect effects through negative caregiving experience 

and chronic stress. 

The &ct that increased social resources lead to kiwer negative caregiving e^qierience 



129 

was weU-documented (Potasznik and Nelson, 1984; Maurine and Boyd, 1990). 

The results from this study were consistent with that literature. Similarly, the literature 

also documented that social support helps to lower stress, and this study supported those 

findings. 

This group of fiunily caregivers had fiiirly good social resources, ^^lich was 

consistent with previous studies (Saunders, 1999). Even though social resources did not 

show a direct efifect on the &mily caregiver's quality of life in this study, more indirect 

effects were found. One speculation is that the effect of social support on quality of life 

was mediated by another variable, such as coping behavior. This could be confirmed 

by another study adding coping to the proposed model 

This model proposed that economic resources, instead of direct^ contributing to 

quality of life, would have an indirect effect on quality of life through negative 

caregiving experience and chronic stress. In &ct, economic resources did not contribute 

to negative caregiving experience. This is inconsistent with the literature (Hughes, et 

aL, 1999), where better social resources resuhed in less stress. This inconsistency could 

have been caused by the &ct that most family caregivers in this study were financially 

well-off. 

To summarize the result, the data supported the proposed model, where quality of life 

was predicted by positive and negative caregiving experiences and chronic stress, and 

chronic stress was predicted by both economic resources and social resources. 
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IMPUCAHONS FOR NURSING 

A parsimonious model for nursing was developed in this study. The &ct that fiunily 

caregivers' quality of life was predicted by the positive and negative caregiving 

experience as weU as by the chronic stresses they experienced supports two important 

points proposed in this study. 

First, positive aspects of caregiving experience need to be recognized, and by 

acknowledging these positive aspects, a fiunily caregiver's quality of life may be 

improved. 

The second point was that chronic stress, v^ch was explored in a wide range of life 

conditions, seems to have a strong impact on the quality of life. There are stresses in 

the &mily caregivers' life other than caregiving, and these stresses need to be recognized 

and treated. 

Mental health nurses can include general and specific interventions in the care of 

family caregivers. General interventions such as relaxation, problem solving, 

assertiveness training, and biofeedback help release stress. Educational programs 

teaching the caregivers to recognrze personal growth and the positive aspects of their 

relationship with the PWS will be beneficiaL Furthermore, respite care provides 

continuous support services that can decrease caregiving stress, and stress in general. 

The findings from this study are also helpfiil to less-e}q)erienced &mily caregivers. 

While they may be overwhelmed by the diagnosis of their relative's schizophrenia, 

family caregivers should be encouraged when they realize that there are positive aspects 
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to the caregiving process, and that they can have a satis&ctory quality of life. 

New femily caregivers also need to be reminded that decreased quality of life does not 

resuh from negative caregiving experience alone, but also from the "pile-tq)'̂  efifects of 

other social stress. 

In conclusion, findings from this study can help mental health professionals identify 

important areas for intervention when caring for &mily caregivers. Not only is it 

important to point out the positive aqiects of caregiving; one also needs to identify 

chronic stress in the &mily caregiver's life. Various interventions could help the 

caregivers improve their quality of life. The results are not only he^fiil to mental 

health care providers, but also bring hope to those have recently become the &mily 

caregivers for a PWS. 

LIMITATION OF THE STUDY 

One major limitation of this study is the sample population. Homogeneity of a 

sample poses a problem for generalization. The majority of the participants (63 out of 

67) were recruited from NAMI. Most of them were v^e females, and most have more 

than 5 years of caregiving e}q)erience. They were also well educated and well 

supported both economically and socially. 

The &ct that most study partic^ants were from NAMI limited the variation of social 

contacts. These &mily caregivers had already obtained knowledge from NAMI's 

numerous educational programs. They had also benefited from joining various support 

groups. Many study participants also had a well-established social network through 
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NAMI. It's conceivable that fiunily caregivers participated in NAMI 

would enjoy a different social support from those did not paiticipate. 

The &ct that most participants were older and had been giving care for years colored 

their e?q)erieiice. This fiictor, in combination with their e}q)erieiice with NAMI, made 

this group very different. Not only were most participants knowledgeable about 

schizophrenia, they also had gone through a long coping process and had arrived at a 

fairly stable stage. This is also affected by the greater maturity of their PWSes, for the 

symptoms of schizophrenia seem to stabili/e after certain age. In &ct, several fiunily 

caregivers commented on the questionnaires that their experietice would have been very 

different if the same questions had been asked during the first two years of the first onset 

of the PWS's illness. 

As with any other data collected by questionnaires, this study also presents findings 

that are confined by the responses to pre-assumed conditions. For instance, there may 

be other life aspects that the study participants value in their lives that are not listed on 

the Quality of Life Index, and the study participants did not voice those aspects. In this 

case, an in-depth interview will be more informative. 

Another limitation of this study the lack of a control group of non-caregivers or 

caregivers caring for people with other illnesses. Many of the findings were difficult to 

interpret because there were no comparisons. It is difficult to conqiare the findings to 

previous studies because few studies had the same focus or used the same measures. 

In summary, convenient saiiq)ling limited the study population to those &mily 

caregivers with extended e}q)erience. The questionnaire limited the study participants' 
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data. 
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RECOMMENDATION FOR FUTURE STUDIES 

This author recommends expanding the study with larger and more heterogeneous 

samples. A larger sanq)le woukl {vovide a mote powerfiil test of the model using the 

same variables. Conqiarisons would be easier to make if the sanq)le provided more 

variance. For exan^le, one would expect variation in the model for caregivers who 

have less experience, and it is important to test this assun^tion. 

A refinement of the model should be studied. A model including more predicting 

factors for quality of life would be meaningfiiL The coping process, mastery, and a 

number of other variables ail have been suggested to have an inqiact on the negative 

caregiving experience (Hobbs, 1997). The fiunily caregivers' age and the length of 

caregiving e?q)erience certainly deserve attention. The study showed the relationships 

of all these factors, as well as negative caregiving e^qieriences, to quality of life. 

Ethnicity or acculturation may also add to the information. 

Adding a comparison group of non-caregivers will help the researchers to better 

interpret the data. Di£ferences and &ctors contributing the differences in quality of life 

between family caregivers and non-caregivers will establish a meaningful model of 

practice. A study conqiaring &mily caregivers of PWS with &mily caregivers of other 

type of major illness, particularly Alzheimer's disease will also be informative. 

Finally, data collected by interview instead of self-administered questionnaires will 
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be richer and could be used to validate or ejqilicate portions of the model The 

interview allows the stwfy particqiants to describe the actual e)qperience or reqMose 

without the pre-set limitation. More inqmitantly, interview provides opportunity to 

clarity the participant's re^nses, therefore, decrease data error or missing data. 

CONCLUSION 

In conclusion, the quality of life in fiunily caregivers of PWS in this study was &vly 

good in all aspects and better in some respects than caregivers for people with medical 

conditions. A parsimonious model of quality of life for fiunily caregivers for PWS was 

developed. Positive caregiving experience, negative caregiving experience, and chronic 

stress are the strongest influences on quality of life. Nurses can use this model to provide 

proper care according to the &mily caregiver's needs. 
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AR12X>NA. 
ThtiMvusnvoF 

1 luman >ub|ccts Commictcc HDU.1H SCKNCES CENm 1622 E. Mabel Socet 
RO. Box 24S137 
Tncwn. AZ ltS724-S137 
C920) 626-«721 

20 December 1999 

Tinna Kwan, Ph.D. Candidate 
c/o Terry Badger, Ph.D. 
College of Nursing 
PO BOX 210203 

RE: QUALITY OF LIFE IN FAMILY CAREGIVERS OF PERSONS WITH 
SCHIZOPHRENIA 

Dear Ms. Kwan; 

We received documents concerning your above cited project Regulations published by the U.S. 
Department of Health and Human Services [45 CFR Part 46.101 (b) (2)] exempt this type of research 
from review by our Committee. 

Thank you for informing us of your work. If you have any questions concerning the above, please 
contact this ofllce. 

David G. Johnson, M.D. 
Chairman 
Human Subjects Committee 

DGJ/js 
cc: Depanmenul/College Review Committee 

Sincerely, 

,  /  ^ .  ' - yo  



APPENDIX B 

DISCLAIMER 



139 

UNIVERSITY OF ARIZONA 
SUBJECT'S DISCXAIMER FORM 

Quality of Life §• Family Caregiven of Penoaa with Sciiizophreaia 

You are being asked to voluntarily participate in a study exploring quality of life in 
family caregivers who take care of persons with schizophrenia. By reqx>nding to 
questions in a questionnaire, you will be giving your consent to particulate in the study. 

The interview will take place in a k)cation convenient for you and will last £q}proximately 
45 minutes. Your identity will not be revealed and your confidentiality will be 
maintained in all reports of this project. The con^l^ed questionnaires will be k>cked in 
a cabinet in a secure place and only the investigator will have access to them. 

You may choose not to answer some or all of the questions. Any questions you have 
will be answered and you may withdraw from the study at any time with no 
consequences ^%1iatsoever. There are no known risks involved in your participation. 

The overall aim of this study is to help health care providers understand &niily 
caregivers' quality of life and fectors which contribute to their quality of life. Also, 
results of this study may help nurses understand the &mily caregivers' life, because 
improving family caregivers' quality of life may subsequently inqirove the quality of 
care delivered to persons with schizophrenia. After you complete the questionnaire, 
you will receive a $5 gift certificate to thank you for your time. 

You can obtain further information from the principal investigator, Tinna Kwan, RN, MS 
at (626)289-6973. If you have questions concerning your rights as a research subject, 
you may call the Human Subjects Committee ofiBce at (520)626-6721. 

Thank you. 

inna Kwan, RN, MS 
Telephone Number: (626)289-6973 
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APPENDIX C 

PERMISSION FOR USING INSTRUMENTS 



Chihhao Chang 

From: 
To: 
Sent: 
Subject: 

Szmukler, George <George.Szmukler@slarn-tr.nhs.uk> 
'Chihhao Chang' <clnna1217@worldnet.att.net> 
2000¥7J117FJ AM 01:12 
RE: Experience of Careglvlng Inventory (ECI) 

Dear Tinna K wan 

I give my permission for you to use the ECI for your dissertation. 

There have been at leat two large studies in this country, not yet 
published, in which the ECI has been used as an outcome indicator. In a 
study we have just completed. despite a family-based intervention, group ECI 
scores did not change signficantly over 12 months. We have not yet looked 
at how stable the scores were by individual carers, but I suspect there was 
little change. The other study, part of the UK 700 study, found the same 
except for some ECI subscale changes over time in the direction of 
improvement. 

You should consult a statistician regarding missing values. There are 
different ways of doing it depending on study design and the type of data. 

I should be very interested to see your results. 

Regards 

Dr George Szmukler 
Joint Medical Director 
South London & Maudsley NHS Trust 
Maudsley Hospital 
Denmark Hill 
London SE5 8AZ 

Tel:Ol719192159 
Fax: 0171 919 2372 
c;'-\ 'rgl' . S7.mukkr@' :-.h::11-lr.nh~.uk 
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• The University of Illinois 
l\# at Chicago 

Oepanmeni of Medical-Surgical Nursing (M.C 602> 
College of Nursing 
845 South Oaman Avenue. Tm Roar 
Chtcago. lUindS 60612-73S0 
i312) 996-7900 

July 17. 1998 

Ms. Tinna Kwan 
317 N. Rosemom Blvd 
San Gabriel CA 91775 

Dear Ms. ICwan: 

Thank you for your interest in the Ferrans and Powers Quality of Liii; Index (QLI). I have 
enclosed the generic version of the QLI. and the computer program for calculating scores. I also 
have included a list of the weighted items that are used for each of four subscales: health and 
functioning, social and economic, psychological/spiritual, and ftmily, as weO as the computer 
commands used to calculate the subscale scores. The same steps are used to calculate the 
subscale scores and overall scores. 

At the present time there is no charge for use of the QLI. You have my permission to use the 
QLI for your study, which includes my permission to make as many copies as you need. In 
return. [ ask that you send me a photocopy of all publications of your findings using the QLI. I 
then will add your publicatk>n(s) to the list that I send out to persons who request pennission to 
use the QLI. 

If i can be of further assistance, please do not hesitate to contact me. 1 wish you much success 
with your research. 

Sincerely. 
/ 

Carol Estwing Ferrans. PhD. RN. FAAN 
•Associate Profinsor 

E-Mail = cferrans(ahiic.edu 



APPENDIX D 

QUESTIONNAIRES 



144 

DtmograpUe Chmrmctaiaties 

Today's Dale: 

FIRST PLEASE TELL ME ABOUT \€nm. LOVED ONEt 

1. Date of Birth: / / 
Mil <Doi onri 

2. Gender 

1 Male 
2 Female 

3. Date of Diagnosis: / / 
MM) (ODi nrvi 

4. Marital Status 

1 Single (never married) 

2 Married 

3 Widowed 

4 Divorced 

5 Separated 

5. Is he/she covered by any kinds of health or medical insurance? 

1 Yes 

0 No 

6. Number of times hospiulized (approximately): 

7. Living Arrangement: 

1 With you at home 

2 Unsupervised apartment/home 

3 Board-and-Care 

4 Half-way House 

5 Other 
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Now, please tell ne alMut jmib the fanily caregiver. 

8. Date of Birth: / / 
iMMi am (YY) 

9. Gender 

1 Male 

2 Female 

10. Ethnicity 

1 Caucasian 

2 Black 

3 Asian 

4 Hispanic 

5 Native American 

6 Other 
11. Years of Education: years 

12. Relationship with the person with schizophrenia (your loved one): 

1 Parem 
2 Sibling 

3 Other relative (cousin, aunt, uncle, etc.) 

4 Friend 

5 Other 

13. How frequently do you contact your loved one? 

1 DaUy 

2 4-6 per week 

3 l-3perweek 

14. Do you attend a support group such as NAMI? 

1 Yes 

0 No 

15. Are you presemly enq>k)yed? 

1 Yes 

0 No 

16. How much income do you (and your hushand/wife) have a year? 

1 $1,999 or less 

2 S2,000-$4,999 

3 $5,000 - $9,999 

4 $10,000-$19,999 



5 $20.000 - $29,999 

6 $30,000 - $39,999 

7 $40~000 or more 

1 7. Are your assets and financial resources sufficient to meet emergencies? 

1 Yes 

0 No 

· 18. Are your expenses so heavy that you cannot meet the payments, or can you barely meet 

the payments, or are your payments no problem to you/ 

1 Cannot meet payments 

2 Can barely meet payments 

3 Payments are no problem 

I9. Is your fmancial situation such that you feel you need financial assistance or help beyond 

what you are already getting? 

I Yes 

0 No 

20. Are you covered by any kinds of health or medical insurance? 

1 Yes 

0 No 

21. Please tell me how well you think you are now doing fmancially as compared to other 

people your age? 

2 Better 

1 About the same 

0 Worse 

22. How well does the amount of money you have take care of your needs? 

2 Verywell 

1 Fairly well 

0 Poorly 

23. Do you usually have enough to buy those little "extras"; that is, those small luxuries? 

1 Yes 

0 No 

24. At the present time do you feel that you will have enough for your needs in the future? 

I Yes 

0 No 

(Items 16-24 are the jinanciql Jubscale of the Older American Resources and Services Program, OARS, by DuU 

University Center for the Study of Aging and Human Development, Durham, North Carolina, revised 1988.) 
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Social Rcaoarccfl* 

I'd like to ask you some questwns about your ftmily and friends. 

I. Are you singk, married, never married, widowed, divorced or separated? 

1 Single (never married) 

2 Married 

3 Widowed 

4 Divorced 

5 Separated 

2. Who lives with you? 

No one 

Husband or wife 

Chikiren 

Grandchiklren 

Parents 

Grandparents 

Brothers and sisters 

Other relatives (Does not inchide in-laws covered in the above categories.) 

Friends 

Non-related paid helper (Includes free room) 

Other (specify: ) 

3. How many people do you know well enough to visit with in their homes? 

3 Five or more 

2 Three to four 

1 One or two 

0 None 

4. About bow many times did you talk to someone-friends, relatives, or others on the 

telephone in the past week (either you called them or they called you)? 

3 Once a day or more 

2 2-6 times 

1 Once 

0 Not at all 
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5. How many times during the past week did you ̂ )end some time with someone who does 

not live with you; that is you went to see them or they came to visit you, or you went out to 

do things together? 

3 Once a day or more 

2 2-6 times 

1 Once 

0 Not at ail 

6. Do you have someone you can trust and confide in? 

1 Yes 

0 No 

7. E>o you find yourself feeling bnely quite often, sometimes, or almost never? 

0 Quite often 

1 Sometimes 

2 Almost never 

8. Do you see your relatives and friends as often as you want to, or not? 

I As often as wants to 

0 Not as often as wants to 

9. Is there someone who would give you any help at all if you were sick or disabled, for 

exan^)le your husband/wife, a member of your fiunily, or a friend? 

1 Yes (continue) 

0 No one willing and able to help (Skip questions 10. And 11.) 

10. Is there someone who woukl take care of you as long as needed, or only for a short time, 

or only someone who would help you now and then (for example, taking you to the doctor, 

or fixing lunch occasionally, etc.)? 

3 Someone who wouU take care of rae indefinitely (as k)ng as needed) 

2 Someone who would take care of me for a short time (a few weeks to six months) 

1 Someone who would help me now and then (taking me to the doctor or fixing 

lunch, etc.) 

11. Who is this person? 

1 Spouse 
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2 Sibling 

3 Of&pring 

4 Grandchild 

5 Other Idn 

6 Friends 

7 Other 

(A subscale of the Older Americm Resources aid Scrvioes Program. OARS, by Duke University Center for the 

Study of Aging and Human Devciopnicnt, Durham, Nortfi Caroliaa, revised l9tS.) 
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Social StivM ladicaion 
(Turner, Wheaton. ft Lloyd, 1995) 

I. Life Evems. 

A. I'd like to ask about some things that happened to you or to anyone ck>9e to you (that is 

your ̂ use/partner, chiktien. rriatives or close friends). Please tell me which of the 

folkiwing experiences happened to you or someone ckMe to you in the past 12 months. 

1. Was there a serious accident or injury? 

2. Wu there a serious illness? 

3. Did a chikl die? 

4. Did a spouse/partner die? 

5. Was there trouble with the law? 

6. Did anyone have something taken from them by force (robbed)? 

7. anyone beaten up or physically attacked? 

B. Now. I'd like to ask you just about your fiunily. Please tell me which of the following 

occurred to you, your spouse/paitner, or children in the past 12 months. 

8. Was there an unwanted pregnancy? 

9. WIS there an abortion or miscarriage? 

10. Did a ctese friend die? 

II. Was there a marital separation or divorce? 

12. Lost a home due to fire, ftood, or other disaster? 

13. Wfis firedorbyedoflf? 

14. Had a business that fiiiled? 

IS. Had a major financial crisis? 

16. Was accused or arrested from a crime? 

17. Failed school or training program? 

18. Dropped out of school? 

C. Now. I'd like to ask about some things that happened to you or your ̂ use/partner. 

Please tell me which of the following occurred to you or to your ̂ use in the past 12 

months. 
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19. Experienced a change of job for a worse one? 

20. Was demoted at work or took a cut in pay? 

21. sued by someone? 

D. Now. I'd like to ask about some things that happened to you personally. Please tell me 

which of the following experiences you have had in the past two months? 

22. Wem to welftre? 

23. Wem on strike? 

24. Found out partner was having an afiair? 

25. A romantic relationship ended? 

26. A close relationship ended? 

27. Partner found out about aflBur? 

28. Increased arguments with your partner? 

29. Moved to a worse residence or neighborlKMd? 

30. Moved out of city or area? 

31. Had driver's license taken awqr? 

32. Had your house or car broken imo? 

33. Had a chiM move back into the house? 

34. Had a child move out of the house? 

n. CHRONIC STRESS 

Now, in describe some situatwns that sometimes come iqi in people's lives. I'd like you to tell me 

if these things are not true, somewhat true, or very true for you at this time. 

I * ^ %  i s  ^  z 5 {= > 

1. You're trying to take on too many things at once. 

2. There is too much pressure on you to be like other people. 
3. Too much is expected of you others. 
4. You dont have enoî  money to buy the things you or 

your kinds need. 
5. You have a long-term debt or loan. 
6. Your rent or mortgage is too much. 
7. You dont have enough money to take vacatkms. 
8. You dont have enough money to make a down payment 

on a home. 



9. You have more work to do than most people. 
10. Your supervisor is always monitoring what you do at 

work. 
11. You want to change jobs or career but doirt feel you can. 
12. Your Job often leaves you feeling both menulfy and plqrsif 

tired. 
13. You want to achieve more at work but things get in the 

way. 
14. You dont get paid enough for what you do. 
15. Your work is boring and repetitiwe. 

16. You are kMking for a job and cant find the one you want. 
17. You have a tot of conflict with your partner. 
18. Your relatk>nship restricts your fieedom. 
19. Your partner doesn't understand you. 
20. Your partner ejqwcts too much of you. 
21. You dont get what you deserve out of your relationship 
22. Your partner doesnt show enough afieak>iL 
23. Your partner is not committed enough to your 

relationship. 
24. Your sexual needs are not fulfilled by this relatwnriiip. 
25. Your partner is alwajfs threatening to leave or end the 

relationship. 
26. You wondCT whether you will ever get married. 
27. You find it is too difiicult to find someone oompatMe 

with you 
28. You have a lot of conflict with your ex'spouse. 
29. You dont see your children from a former marriage as 

much as you would like. 
30. You ate alone too much. 
31. You wish you could have children but you cannot 
32. One of your-children seems very unhqipy. 
33. You feel your children dont listen to you. 
34. A child's behavior is a source of serious concern to yotL 
35. One or more children do not do well enough at aachool or 

work. 
36. Your children dont help around the house. 
37. One of your chiklren spends too much time away from 

the house. 
38. You feel like being a housewife is not appreciated. 
39. You have to go to social events alone a  ̂you dont want 

to. 
40. Your friends are a bad influence. 
41. You dont have enough friends. 
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42. You don't have time for your fiivorite lesure time 
activities. 

43. You warn to live fivther away fiom your family. 
44. You would like to move but you cannoL 
45. The place you live is too noisy or too polluted. 
46. Your fiunily lives too fiv away. 
47. Someone in your fimiily or a ctose friend has a toqg-term 

illness or handicap. 
48. You nave a parent, a child, or a spouse or partner vnho is 

in very bad health and may die. 
49. Someone in your &mily has an alcohol or drug piobienL 
50. A k>ng term health pioMem prevents you from îng the 

things you like to do. 
51. You take care ofan aging parent almost every dqr. 

m. MAJOR TRAUMAnC EVENTS 

A. Childhood Traumas 

Now. I'd like to ask about some things that may have happened to you while you were a child or a 

teenager, before you moved out of the house. Check each positive item. 

1. Dkl you ever have a major illness or accident that required you to ̂ jend a week or more 

in the hospital? 

2. Dkl your parents get a divorce? 

3. Did you have to do a year of school over again? 

4. Did your &ther or mother not have a job for a long time when they warned to be 

working? 

S. Dkl something happen that scared you so much you thought about it for years after  ̂

6. Were you ever sent away from home because you dkl something wrong? 

7. Dkl either of your parents drink or use drugs so often or so regularly that it caused 

problems for the fiunily? 

8. Were you regularly physically abused one of your parents? 

u 3 
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Z 
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B. Lifetime Traumas 

I. Have you ever been divorced or ended a relationship with someone you were still in love 

with? 

2. Has one of your parents died? 

3. Has a spouse, child or other bved one died? 

4. Have you ever seen something violent hqipen to someone or seen someone killed? 

S. Have you ever been in a major fire, flood, rfthqwakf, or other natural disaster? 

6. Have you ever had a serious accident, injuiy, or illness that was life threatening or caused 

bng-teim disability? 

7. Has one of your children ever had a near &tal accident or life-threatening ilhiess? 

8. Have you ever been in combat in a wai; lived near a war zone or been ptesem during a 

political uprising? 

9. Have you ever discovered your spouse or partner in a cbse rebtkmship was unfaithiul? 

10. Have you ever been physically abused your cunent or a previous spouse or partner? 

11. Has your spouse, partner, or child been addicted to alcohol or drugs? 
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EXPERIENCE OF CAREGIVING INVENTORY 

The following pages contain a number of statements that commonly apply 
to persons who care for relatives or friends with a serious mental illness. 

We would like you to read each one and decide how often it has ̂ )plied to 
you over the p— 

If it has aever hsqipened or irgty happened you would riRri.F the 
number 0 or 1. If it has happened ugKliliCi, then you would CIRCLE 
the number 2. If h has happened or seems to have happened 
ajwaya. then you would rfKrf.F the number 3 or 4. 

It is important to note that there are no right or wrong answers. Also, it is 
best not to spend too long on any one statement Often your first reaction 
will usually provide the best answer. While there seem to be a lot of 
statements, you will find tint it won't take more than a moment or so to 
answer each one. 

Female vosion 

Eî ieriemeeî CmviiflHg tmmmaiy (Ed) 1994 

G SzmuUer, P Burgess. H Herrmtm, A Benson, S Coiusa, S Bloch 
UnhienityafMdboitne, Vktoria, AtatraUa 
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Omiag the past MiMith bow oftca have yarn tfcoagkt aboat: 

PLEASE CIRCLE 

n
ev

er
 

ra
re

ly
 

so
m

et
im
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of
te

n
 

ne
ar

ly
 a

lw
ay
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1. your covering iq> her Qbiess 0 1 2 3 4 

2. feeling unable to tell anyone of the ilbiess .0 1 2 3 4 

3. her difficulty looking after money .0 1 2 3 4 

4. having to support her 0 1 2 3 4 

5. what sort of life she might have had .0 1 2 3 4 

6. her risk of committing suicide .0 1 2 3 4 

7. I have learnt more about myself .0 1 2 3 4 

8. I have contributed to ocfaers understanding of the illness . .0 1 2 3 4 

9. being unable to do the things you warn to do .0 1 2 3 4 

10. how health professionals do not take you seriously 0 1 2 3 4 

11. her dependence on you ,0 1 2 3 4 

12. helping herlo fill in the dqr 0 1 2 3 4 

13. I have contributed to her wellbeing 0 I 2 3 4 

14. that she makes a valuable contributwn the househoU .0 1 2 3 4 

15. the effect on your finances if she becomes more seriously 

ill .0 1 2 3 4 

16. dealing with psychiatrists .0 1 2 3 4 

17. her always being at the back of your mind 0 1 2 3 4 

18. whether you have done souKthing to make her fll 0 1 2 3 4 

19. that she has shown strengths in coping with her illness .... .0 1 2 3 4 

20. I have become more coniidem in dealing with others 0 1 2 3 4 

21. how fiunily members do not understand your situation .0 1 2 3 4 

22. that she is good company 0 1 2 3 4 

23. I have become more understanding of others with problemsO 1 2 3 4 

24. how she thinks a kit about death .0 I 2 3 4 

25. her lost opportunities 0 1 2 3 4 
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PLEASE CIRCLE 
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26. how to deal with mental health professionals 0 1 2 3 

27. feeling unable to have visitors at home 0 1 2 3 

28. how she gets on with other &mily members 0 I 2 3 

29. backing her up when she runs out of money 0 1 2 3 

30. how femily members do not understand the illness 0 1 2 3 

31. how she deliberately attempts to harm herself 0 1 2 3 

32. I have become closer to some of my fiunily. 0 I 2 3 

33. I have become closer to friends 0 12 3 

34. I share some of her interests 0 I 2 3 

35. I feel useful in my relationship with her 0 12 3 

36. how health professionals do not understand your situation 0 12 3 
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Duriog tkc past nsHk how oftca have yo« thoaght aboat: 

PLEASE CIRCLE 

n
ev

er
 

ra
re

ly
 

so
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37. whether she will ever get well 0 1 2 3 

38. iMling the stigma of having a mentally ill relative , .0 1 2 3 

39. how to explain her illness to others 0 1 2 3 

40. others leaving home because of the efSeci of the illness.. ...0 1 2 3 

41. setting her up in accommodation . 0 1 2 3 

42- how to make complaints about her care . .0 1 2 3 

43. I have met helpful people 0 1 2 3 

44 I have discovered strengths in n^self... 0 1 2 3 

45. feeling unable to leave her home alone 0 1 -J 3 

46. the effect of the illness on children in the frmily 0 1 2 3 

47. the illness causing a family breakup 0 1 2 3 

48. her keeping bad con^wny 0 1 2 3 

49. how her illness effects special &niily events 0 1 2 3 

50. finding out how hospitals or menial heakh services work.. 0 1 2 3 

51. doctors knowledge of the services available to fiunilies 0 12 3 

52. the difficuity getting information about her ilbiess 0 12 3 

Darlag the past month how often have yoa thoaght about her being: 

53. moody 0 12 3 

54. unpredictable 0 1 2 3 

54. withdrawn. 0 12 3 

56. uncommunicative 0 12 3 

57. not interested 0 1 2 3 

58. stow at doing things 0 1 2 3 

59. unreliable about doing things 0 12 3 
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60. indecisive 0 1 2 3 
61. irritable 0 1 2 3 
62. inconsiderate 0 1 2 3 
63. behaving in a reckless way 0 1 2 3 
64. suspicious 0 1 2 3 
65. embanassing in appearance 0 1 2 3 
66. behaving in a strange way 0 1 3 
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Fcrraas and Powcra 

QUALITY OF LIFE INDEX 

Pan I. For each of the following, please choose the answer that best describes how satisfied 

you are with that area of your Hie. Please mark your answer circling the number. There 

are no right or wrong answers. 

1 
A 

1 ti 

A 1 
J 
J 

£ • 
w 

«• 
1 
JB 

HOW SATISFIED ARE YOU WITH: 

JB 
a 

So ce £ w 

e •t 
•8 
z 

1. Your health? I 2 3 4 5 6 

2. The health care you are receiving? 1 2 3 4 5 6 

3. The amount of pain that you have? I 2 3 4 5 6 

4. The amount of energy you have for everyday 
activities? 

1 2 3 4 5 6 

5. Your physical independence? 1 2 3 4 5 6 

6. The amount of control you have over your life? 1 2 3 4 5 6 

7. Your potential to live a long time? I 2 3 4 5 6 

8. Your bmily's health? 1 2 3 4 5 6 

9. Your children? 1 2 3 4 5 6 

10. Your fionily's happiness? I 2 3 4 5 6 

11. Your relationship with your 9ouae/significaiit 
other? 

1 2 3 4 5 6 

12. Your sex life? 1 2 3 4 5 6 

13. Yourfnends? 1 2 3 4 5 6 

14. The emotional support you get from others? 1 2 3 4 5 6 

(PIMM G« lb Not Page) 

OCanv%kt 1M4 C rwraai aad M. ftoKMS Ml HK wHkoM ptraiiriM) 
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Part n. For each of the following, pleaae choose the answer that best describes how 

important you are with that area of your life. Please mark your answer circling the 

number. There are no right or wrong answers. 

HOW IMPORTANT TO YOU IS: 

s I 
C §• 

1 I •S « 1 
= SI f 

> S S w 

c 
s. 
E 

Jf 

r 
S. 
I 

î  
•I 

B 

"8 

r 
8. 

> 

I. Your health? 2 3 5 6 

2. Heahhcare? 2 3 5 6 

3. Being completely free of pain? 2 3 5 6 

4. Having enough energy for everyday activities? 2 3 5 6 

5. Your physical independence? 2 3 5 6 

6. Having control over your life? 2 3 5 6 

7. Living a bng time? 2 3 5 6 

8. Your family's heahh? 2 3 5 6 

9. Your children? 2 3 5 6 

10. Your fiunily's happiness? 2 3 5 6 

11. Your relationship with your spouae/signifkant 
other? 

2 3 5 6 

12. Your sex life? 2 3 5 6 

13. Your friends? 2 3 5 6 

14. The emotional support you get firom others? 2 3 5 6 

15. Meeting fiunily responsibilities? 2 3 5 6 

16. Being usefulness to others? 2 3 5 6 

17. Having a reasonable amount of stress or 
worries? 

2 3 5 6 

(Plnw Go T* Not ?»••) 

OCkpyriifet IfM C F«mw Md M. rwcn (D* M( I 
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HOW SATISnED ARE YOU WITH: 

X 
• 
<• 

JB a 
C •* 
> 

e A 
|j 
S a 

1 
a 

f ce 

i 
JB 

I 

i 
(0i 

• 

B « 
1 
S V

ei
y 

S
at
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ed
 

IS. Your ability to meet fionily responsibilities? 1 2 3 4 5 6 

16. Your usefulness to others? 1 2 3 4 5 6 

17. The amount of stress or worried in your life? 1 2 3 4 5 6 

18. Your home? 1 2 3 4 5 6 

19. Your neighborhood? 1 2 3 4 5 6 

20. Your standard of living? 1 2 3 4 5 6 

21. Yourjob? 1 2 3 4 5 6 

22. Not having a job? I 2 3 4 5 6 

23. Your education? 1 2 3 4 5 6 

24. Your financial independence? 1 2 3 4 5 6 

25. Your leisure time activities? 1 2 3 4 5 6 

26. Your ability to travel on vacation 1 2 3 4 5 6 

27. Your potential for a happy old age/retirement? 1 2 3 4 5 6 

28. Your peace of mind? 1 2 3 4 5 6 

29. Your personal &ith in God? I 2 3 4 5 6 

30. Your achievement of personal goals? 1 2 3 4 5 6 

31. Your happiness in general? 1 2 3 4 5 6 

31 Your Kfe in general? 1 2 3 4 5 6 

33. Your personal appearance? 1 2 3 4 5 6 

34. Yourself in general? 1 2 3 4 5 6 

(WfMf G« DB Ncit Pafc) 

OCopyrichi 19M C. Fcmn aad M. PSNOTB (Do Mt aK wttkoM praiMiM) 
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