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Abstract 

This study investigated burden of caregivers, analyzing data from the Manitoba 

Studv of Health and Aoins (MSHA), conducted in 199 1 - 1992 (Segall, Montgomery, 

Manfieda, & Blandford, 1995). The present study used 327 informa1 familial caregiven 

using a modified version of a path model developed by Stuckey and Smyth (1997). The 

model exzmined the relationship among gender, relations hip, living arrangements, 

activities of daily living (ADLsAADLs), and cognitive status on caregiver burden through 
# 

farnily social network- Findings suggested that gender, relationship, living arrangements, 

ADLslIADLs, and cognitive status are correlated with burden, but family social network 
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Understanding Subjective Family Burden in Elder Care 

CHAPTER 1 

Introduction 

Over the past decade, the prevalence and importance of family members providing 

care for the elderly has been studied by numerous researchers in an effort to gain a better 

understanding of the caregiving experience. Interest in the family rnember as a caregiver 

stems from the needs of families contending with a difficult situation. 
8 

Research surrounding the topic of caregiving has increased over the past decades 

and will continue to increase in light of several demographic trends. Increased longevity 

and deciining fertility rates mean that the number of elderly persons in proportion to the 

rest of the population will increase (Bass & Noelker, 1987)- In Canada, the number of 

seniors has more than doubled in the past 25 years as people are living lonser 

Concomitant with the growth ofthe population ofolder Canadians is an increase in the 

length of time frai1 elderiy need caregiving (Cranswick, 1997). The population 60 years 

and older has been increasing steadily since 1900, with the population 75 years and over 

growing at a €aster rate than the elderly population as a whole, a trend which will 

continue throuçh the 2 ln century (Biegel, Shore, Gordon, & Brutz. 1986; Biegel, Shore, 

Gordon, & Bumagin, 1986). Those 75 years and older are more likely to have health 

problems, require assistance in meeting the needs of daily living, and live alone. This 

group with the most need for assistance is least likely to have an adequate social network 

(Biegel, Shore, Gordon, & Bnitz. 1986; Biegel, Shore, Gordon, & Bumagin. 1986). 

Demographic trends and medicai developments may account for this increased 

longevity of older adults, but, with the larger numbers of il1 elderly persons living in the 



community (Horowitz, 2985), offspring, children and spouses caring for an aging family 

rnember are potentially faced with an increasing dependency from care recipients and 

additional caregiving responsibility (Bass & Noelker, 1987). Specifically, there were 

14.3 elderly people for every 100 people of working age in Canada in 1961; by 199 1, 

there were 18.3 elderly people for every 100 people of working age. It is estimated that 

by the year 203 1, 22-7 percent of Canadians wilI be 65 years of age and older (Elliot, 

Hunt, & Hutchison, 1996)- 

While the number of older adults is increasing, the number of individuals 

available to provide care to older adults is decreasing, due to srnaller family size (Elliot, 

et al-, 1996). Recent changes in the health care systern and social services have increased 

the responsibilities for informal caregivers; for instance, shorter hospital stays and greater 

use of outpatient treatment have increased the need for care at home (Cranswick, 1997). 

In fact, Brody (1985)- Connidis (1983), and Denton (1997) found as much as 80 to 90% 

of assistance comes from informal care, and as little as 10 to 20% of assistance comes 

from forma1 care (community based health, social services, and paid help). Also, women 

give personal services to elders more frequently than men (Chappe11 & Guse, 1989). 

These caregiving demands occur at a time when the majority of women are participating 

in the labor force, decreasing the time women spend in the home and adding more 

responsibilities to day-to-day Me. 

Canadian caregivers may face multiple responsibilities as ernployees, spouses, 

children, and parents (Cranswick, 1997; Denton, 1997). The increasing number of 

women working fùll-time, higher divorce rates, two-income families and growth in the 

number of elderly who outlive their children affect family members providing support to 



an elderly relative (Jutras & Veilluex, 199 1)- The results of these factors can have 

significant effects on the amount and the quality of care elderly family members are 

receiving- Chappe11 and Guse (1 989), Brody (1 98S), Connidis ( I983), Penning and 

Chappell (1990), and Denton (1997) indicated that 80% of community-living elderly 

(elderly living in their own residence) in Canada who receive assistance get it fiom family 

and friends. Also, farnily members are generaIly the first to be asked for provision of 

support by community-living elderly. 
# 

Some family caregivers provide care without any sense of obligation, while others 

may view caregiving as a duty, a sacrifice, o r  a necessity if the forma1 services are not 

available (Cranswick, 1997). Regardless of the reasons For becoming a caregiver, the 

responsibilities potentially entai1 a significant cornmitment (Cranswick, 1997). Meeting 

caregiving demands oflen necessitates adjustment to the lice ofthe caregiver, affectin% the 

time the caregiver spends with family and friends, persona1 tirne, or the priority given to 

paid employrnent and househoid work (Cranswick, 1997; Denton, 1997). 

The concept ofcaregiving burden has been well documented through research. 

Several definitions and meanings are attached to the concept ofcaregiver burden. 

Persona1 experience and day-to-day situations invol ving the care recipient ' s time 

dependency, developmental burden, physicai burden, social burden, and emotional 

burden are ail associated with caregiving (Novak & Guest, 1989a). 

Several factors have a relationship to caregiver burden, al1 of which have been 

recognized through research (Abel, 1986; Chappell, 199 1 ; Chappe11 & Guse, 1989; Hess 

& Soldo, 1985; Jutras & Veilleux, 1991; Stoller & Pugliesi, 1989; Stuckey & Smith, 

1997; Thoits, 1995). The health of the care recipient, the impact and problems of 



caregiving, the gender of the caregiver, the family relationship between the caregiver and 

care recipient, the living arrangements of the caregiver and care recipient, the cognitive 

status of the care recipient, and the social network of the caregiver are important factors 

in determining the level of caregiver burden. 

Stuckey and Smyth (1997) developed a model to examine caregiver and care 

recipient characteristics. social resources of the caregiver, and caregiver burden. The 

current study used a modified version of this model to predict burden. Independent 
# 

effects of gender of the caregiver, relationship between the caregiver and care recipient, 

living arrangements of the caregiver and care recipient, activities of daily living 

(ADL/IADLs) of the care recipient, and the cognitive status of the care recipient on 

subjective caregiver burden were tested- Also, indirect effects of the family social 

network of the caregiver on burden were examined- 



CHAPTER 11 

Review of Literature 

The following section reviews the relevant literature related to this study. This 

section begins with a discussion of the concept of caregiver burden. Then characteristics 

of care recipients, informa1 caregivers, and the social network of the caregiver are 

examined. Next, the literature surrounding the conceptual fiamework used in this study is 

reviewed. FinaIly, eleven hypotheses are developed. 

Careeiver Burden 

The demands of caregiving are becoming a great concern for families. Burden has 

been a key concept in family caregiving research. 

Definine careeiver burden. The concept of caregiver burden is rather broad and a 

number of definitions have been used. Accordinç to George and Gwyther (1986), 

caregiver burden is "the physical, psychological or ernotional, social, and financial 

problems" (p. 253) that can be experienced by family rnembers caring for impaired 

elderly- S irnilarly, S tuckey, Neundorfer and Smyt h ( 1996) measured burden as 

"caregivers' perceptions of the impact of caregiving on their lives, physically, rnentally, 

financially, and socially" (p. 687). Braithwaite (1992) suggested that burden refers to 

cccaregivers' distress arising from dealing with the care receivers' physical dependency 

and mental incapacity" (p. 5). Miller and McFall (1992) focused on "the personal and 

interpersonal" (p. 379) dimensions of caregiver burden. Personal burden refers to the 

caregiver's appraisal of his or her limitations in persona1 activities when providing care. 

Interpersonal burden represents the caregiver's appraisal of problematic behaviors of the 



older person. Thus, the term has covered everything from the debilities of the care 

receiver and the feelings of the caregivers to the effects that caregiving has on families- 

Tvoes of careeiver burden. Caregivers may often feel anxious, tired, angry, bitter, 

guilty, and depressed about t heir caregiving tasks. Several types of caregiver burden have 

been identified throughout the literature to describe various feelings surrounding 

caregiving- According to Novak and Guest (1989a) five dimensions of burden exist: time 

dependence, developmental, physical, social and emotiona1- Time dependence burden 

refers to the restrictions placed on the caregiver's time when performing daily tasks for 

the care recipient. Developmental burden refers to caregivers' feeling that they are not at 

the right stage of life to provide care. Some older caregivers see their peers enjoying their 

later years but see thernselves with feelings of anxiety and strain. Physical burden is 

described as caregivers' feelings of decreasing physical health. Social burden refers to 

the feelings of role conflict experienced by the caregiver. Caregivers may feel 

unappreciated and negiected and have little time and energy for other activities in their 

Iives. Finally, emotional burden refers to caregivers' negative feelings toward the care 

recipients (Novak & Guest, 1989a)- 

Subiective and objective burden- The feelings of the caregiver have been 

examined in research on both subjective and objective burden. Several findings have 

recognized the importance of separating events, happenings, and activities from feelings, 

attitudes, and emotions (Montgomery, Gonyea, & Hooyrnan, 1 985). Subjective burden 

refers to feelings, attitudes, and emotional reactions aroused in caregivers as they fulfill 

their caregiving fùnctions- Objective burden involves the concrete events and disruptions 

of activities in family and household life that result from caring for an elder (Platt, 1985). 



Burden is in the experïences of each caregiver; therefore, perceptions and feelings toward 

caregiving responsibilities will determine the Ievel of caregiver burden- 

The research of Montgomery et al. (1985) illustrates the importance of 

distinguishing between subjective and objective burden. There were two distinct findings 

on the types ofburden indicating that consequences of subjective burden do not 

necessady accompany consequences of objective burden. A given family may 

experience a high level of objective burden and a low level of subjective burden- 
8 

However, Montgomery et al. (1985) found that certain types of caregivers were likely to 

experience subjective burden regardless of the characteristics of the care recipient or the 

tasks performed by the caregiver. The characteristics associated with subjective burden 

were characteristics that could not be altered, such as the age of the caregiver. The data 

analysis indicated that whiie subjective burden and objective burden were correlated, 

different variables predicted each type of burden- 

The Zarit, Reever, and Bach-Peterson (1 980) subjective burden scale is widely 

used when examining feelings about caring for an elderly individual. The scale 

incorporates both feelings about giving care and the effects of caring on the caregiver's 

life. The scale consists of questions concerned with the relationship between the 

caregiver and the care recipient, including feelings about the impact ofcaring in areas 

such as finance, social life, and physical and mental health (Novak & Guest, 1989b). 

According to Poulshock and Deimling (1984) the importance of caregivers' 

subjective perspective and interpretations of burden adds a level of caregiving impact to 

the analysis. Identifying and recognizing the subjective burden will significantly increase 

the accuracy of the study of caregiver burden. 



Care~iver burden and well-beine. Caregiver burden has been used to refer to the 

physical, psychological or emotional, social, and tinancial problems that can be 

experienced by caregivers of the etderly. Alternatively, physical health, mental health, 

social participation, and financial resources also have been identified as dimensions of 

well-being (George & Gwyther, 1986). George and Gwyther (1986) established that 

well-being can be demonstrated to be highly usehl for examining the impact of 

caregiving and that burden and well-being are but "opposite sides of the same coin" (p. 
J 

253). Also, Stuckey et al. (1996) found that subjective weil-being was strongly coda ted  

with burden measures- 

The caregiver's mental and physical health are important factors in determining 

caresiver burden. According to Poulshock and Deimling (1984), caregivers with Iower 

levels of mental and physical well-being may be limited in their capacity to respond to the 

demands of caregiving. The mental and physical burden caregivers perceive are 

important for understanding their level of burden. 

The Care Recipient 

Mental and phvsical heakh of the care reci~ient- The mental and physical health 

oFa care recipient can have a significant relationship to caregiver burden. The health and 

functional ability of the care recipient influence the caregiver, both directly and indirectly, 

through their relationship to demands for assistance. Canng for elderly in poor health 

involves ernoiional and physical burden (Abel. 1986). Stoller and Pugliesi (1989) found 

that helpers who provided more hours of help experienced greater burden and that 

providing personal care assistance was especially stressful. Helpers who assessed the 

older person's health as poor also found caregiving more difticult and reported higher 



levels of burden and depression. According to Jutras and Veilleux (1991), care 

recipients' characteristics of low levels of hnctional independence and poor health both 

contributed to caregiver burden. Specifically, they found caregivers helping with 

activities of  daily living must provide assistance without delay, which can tead to feelings 

of burden. This finding suggests that caring for elderly individuals in the comrnunity 

might be done at the expense of the caregiver. Also, caregivers willing to help a relative 

could experience an increase in the Ievel of burden as the care recipient becomes more 
# 

functionally dependent as his or  her health deteriorates. Caregivers' stress levels increase 

as care recipients' fünctional dependency increases. 

Almberg, Jansson, Grafstrom, and Winb lad ( 1 998) suggest that caregivers for 

demented elderly individuals demand and need much more suppon practically and 

emotionaily. Caregivers for demented elderiy also found it difficult to have a positive 

outlook on their caregiving task. 

Living arrangements of the caregiver and care reci~ient. Caregivers who live with 

care recipients rnay have higher levels of stress. Stress may result from the increased 

demands on physical space and the loss of persona1 freedom. Caregivers who live 

together with the care recipient rnay experience a Ioss of privacy. autcnomy, and sleep 

(Stoller & Pugliesi, 1989). Caregivers who share living arrangements with care recipients 

have reported high levels of caregiver burden, even when the care recipient7s health status 

and level of tùnctionat ability are controlled (Jutras & Veilleux, 199 1). 

In contrast, canng for an elder who lives separately requires managing two 

households. The total task responsibilities may be great. Caregivers face extra work in 

running and traveling between two households. However, caregivers living in separate 



households maintain greater control over their persona1 time and space (Stoiler & 

Pugliesi, 1989). 

The Informa1 Caregiver 

Impact and problems of careeivine. Caring for elderly people involves increasing 

dependency (Braithwaite, 1992). Braithwaite (1992) identified five crises associated with 

increasing dependency: awareness of degeneration, unpredictability, time constraints, the 

caregiver-receiver relationship, and lack of choice. 
4 

Independence and growth are highly respected in today's society. As elderly 

people lose their independence and control, they are left with a feeling of fnistration and a 

sense of a loss ofsecurity and accornp~ishment. The tùture of older adults is 

unpredictable, as disease can take different courses and the same disease affects people in 

different ways (Barnes. Raskind, Scott, & Murphy, 198 L). As a result, unpredictability in 

caregiving may affect the caregiver's capacity to pIan, threatening his or her sense of 

order and control (Braithwaite, 1992). 

Caregivers' time constraints increase as elders' dependency increases. According 

to Stoller and Pugliesi (1989) competing family obligations may generate stress as the 

demands of caregiving impinge on the time available to meet other obligations. Caring 

for an elder is an additional responsibility and cornmitment, and the chances of poor 

performance of other responsibilities and obligations are likely to increase for caregivers. 

Where compet ing cornrnitments involve fiiendships and obligations, interpersonal 

relationships rnay also become strained (Braithwaite, 1992). Dautzenberg, Diederiks, 

P hilipsen, and Tan (1 999) indicated that caregivers become more distressed when 

caregiving demands cause interference with social and persona1 lives of caregivers. 



Once a family mernber has accepted the responsibility to care for an elder, it is not 

certain that the two witl get along in their newly established dependency relationship. 

Conflict may increase in the caregiver-receiver relationship if one dominates the life of 

the other (Braithwaithe, 1992) and power relations may be competing. 

Finally, Braithwaite (1 992) recognized that given the strength of the family ties, 

caregivers rnight have little choice but to help. The impact of caregiving has been 

associated with losses in employment. freedom, privacy, and sleep (Stoller & Pugliesi, 
8 

1989). Stoller and Pugliesi (1989) reported that the impact of multiple roles contnbutes 

to burden when the needs of the older person demand assistance. Hawkins (1996) 

reported on a non-random sampie o f 2  1 caregiving daughters and found that, due to 

caregiving responsibilities, alrnost half of employed women changed the arnount of time 

spent working, as well as decreased t h e  number of days worked. Women spent less time 

on the job to assist a care recipient- 

Gender of caregiver. Tt is well known that women represent frequent informa: 

caregivers for dependent elderly. Family support is usually provided by one or two 

primary caregivers in the family. Traditionally these caregivers have been women: wives, 

daughters, and daughters-in-law (C happe11 & Guse, 1 989). Several tesearchers have 

reported that burden experienced by women is greater than that experienced by men. 

Women are more Iikely to experience ernotional strain associated with caring for the 

elderly ( U S  House of Representatives, 1988) and perceive caregiving on their lives as 

negative. Also, wives are more Iikely to experience health problems as a result of caring. 

The caregiving role traditionally assumed by women did not disappear when women took 

on new roles as labour force participants and as mothen. Taking a series of social, 



demographic, and economic shifis into account, such as higher divorce rates, increases in 

two-income families, women's increasing employment commitments, and women's 

pregnancies taking place later in life, it is not surprising that women reported more 

burden than men (Jutras & Veilleux, 199 1)- 

In spousal caregiving relationships, some husbands in traditional mamages have 

been found to experience more burden than wives do, even though women usually 

provide more assistance- Among today's caregivers, Jutras and VeilIeux (199 1) 

* 
suggested a likely reason is that men experience more professional consequences, if still 

in the work place, than women; the impact of caregiving on professional life is greater for 

husbands than for wives. Hess and SoIdo (1985) suggested that since wives are typically 

younger than their husbands, they perform caretaking tasks for longer periods of time. In 

addition, if the marriage had been characterized by traditionat gender role allocation, a 

caregiving husband may have a higher perception of burden, cornpared to both women 

and men whose marriages involved a more egalitarian division of expression and 

responsibilities (Hess & Soldo, 1985). 

Daughters are more likely to experience strain than other famil y caregivers, and 

the rotes played by daughters are different €rom those of sons. Daughters tend to provide 

hands-on physicai maintenance and emotional care, while sons provide supervision, 

decision-making and financial care (Chappell & Guse, 1989). Failure of a daughter to 

respond to the needs of an elderly parent rnay generate guilt (Stoller & Pugliesi, 1989). 

Also, Aimberç et al. (1998) found that some women reported more strain than men 

because their relations with famil y and others were affected due to their supporting role. 

Daughters' guilty feelings that they are not doing enough for their elderly parents may 



stem from societal expectations regarding caregiver responsibilities for women (Gil ligan, 

1982)- 

Offs~rine careeiven versus spousal careoivers. The familial relationship of the 

caregiver and the care recipient may affect the  level of perceived burden. For example, 

spouses have a different relationship than parents and children; therefore, depending on 

the caregivers' and care recipients' farnily relationship, the level of caregiver burden can 

Vary- 

According to Jutras and Veilleux (199 1). spousal caregivers reported less burden 

than other family caregivers. The reason may be that the care provided by spousal 

caregivers is a natural extension of the emotional bond and imposes fewer constraints 

than a parent-child relationship on commitments and daity activities. Compared to adult 

children who provide persona1 care. spousal caregivers appear to be free ofcompeting 

demands that would tend to increase caregiver burden. Very few older caregiving 

spouses have paid work or child rearing obligations (Hess & SoIdo, 1985). However, 

spouses who are employed, who have other family comrnitments, or who are active in 

community life may have a diKerent caregiving experience than those who are less active 

outside the household. 

On the other hand, the caregiving burden of spouses may be affected by 

characteristics of their long-standing bond. The doser the caregiver-care recipient 

relationship, the greater the impact of impairment on everyday life. The very qualities in 

the marriage that lead to a heightened sense of caring also exacerbate the trauma OF 

caregiving (Hess & Soldo, 1985). 



Schneider, Murray, Banerjee, and Mann (1999) examined husband and wife 

caregivers- They suggested that several factors influence a spousal caregivers' feelings of 

burden. First, CO-resident spouses devote a great deal of time to carïng. Second, husband 

and wife caregivers are, on average, older than other informal caregivers and are more 

likely to have physical disabilities and so are wlnerable themselves.. A caregiver's own 

functional health Limitations will influence the degree of difficulty experienced in 

performing caregiving tasks. Spouses who provide care are more likeiy to have needs for 
a 

assistance themselves. Third, spouses are expected or obligated to care for each other, 

therefore, the caregiving responsibility is simply a progression or a stage in their 

relationship. Fourth, dementia can undermine a marital relationship, so reciprocity can be 

lost. FiRh, changing Family structures have reduced the availabi lity of intergenerational 

informal care, placing greater demands on spouses. Sixth, there are marital concerns 

about financial security. Also, spouses may have fewer resources to ease the burden of 

caregiving. Their i ncomes are typical ly much lower than younger persons' . However, 

spouses may have savings and assets to help with expenses (Hess & Soldo, 1985). AI1 

these factors make spouses a particularly important group to examine when studying 

burden. 

Overall. it seems clear that spouses have a su bstantiall y higher tolerance thres hold 

than other caregiven and are most likely to maintain an extremely impaired older person 

with fewer mediating resources and at greater persona1 costs (Hess & Soldo, 1985). 

Having a spouse has been found to be one of the greatest guarantees of informal support 

for elderly individuals (Chappell. 199 1). 



Adult children caring for elderly parents may find it particularIy dificult 

combining care for a parent wit h other responsibilities, familial and professional. Jutras 

and Veilleux (1991) found that adult daughters and sons reported consequences to their 

job performance because of caregiving- Noelker and Wallace ( 2  985) reported t hat 

married children, with or without dependent children of their own, experienced famiIy 

problems resulting from their caregiving responsibilities. The competing demands and 

obligations that adult children face when caring for an a,oing parent affect their burden 

Recall that less burden was reponed by caregivers living separately, a finding that 

challenges evidence that supports spousal caregivers feeling less burden than offspring 

caresivers (Jutras & Veilleux, 199 1 ). Spousal caregivers are most likely to be living in 

the same household as the care recipient; therefore, when deterrnining caregiver burden in 

living arrangements, the familial relationship between the caregiver and care recipient 

should be considered- 

Social Network of Careeiver 

Several researchers indicate that structural social networks and hnctional social 

support aspects of support are different phenomena and should be assessed and examined 

independently (Stuckey & Smyt h, 1997; Thoits, 1995). Social networks describe 

caregivers' social relationship in structural properties such as density, composition, and 

multiplexity. Examining caregivers' social networks specifies the degree of social 

interaction or isolation experienced by caregivers and which family members are 

available to offer support (House, Umberson, & Landis, 1988). 



According to Thoits (1 999,  social support usually refers to "the fùnct ions 

perforrned for an individual by significant others" (p- 64)- The cohesiveness and the 

types of relationships in a person's social network have been shown to influence the 

acceptance of various kinds of social support- Thompson, Futterman, GalIagher- 

Thornpson, Rose, and Lovett (1993) showed that not ai1 relationships in an individual's 

network provide support and the content of support received from particular relationships 

can differ- Supportive relationships help family caregivers manage the tasks and 
J 

associated strains of caregiving. The availability of supports might be a way ofsharing 

the caring role and this may sewe as a buffer against caregiver strain (Almberg et al., 

1998). 

Support can be recognized in several forms: informational support, tangible 

assistance, emotional support. esteem support, and social integration (Cutrona & Russell, 

1990; Thoits, 1982; Wel 1 man & Wortley, 1990). informational support is the guidance 

and advice given to the family caregiver by others helping to understand and manage 

stressfiil situations. Tangible assistance refers to instrumenta1 behaviour and goods 

subsidizing the caregiver's responsibilities of caregiving. The emotional support 

caregivers receive is the behaviour of others promoting the caregiver's feelings of 

cornfort, ease, and security. Esteem support refers to positive feedback others provide to 

help increase the caregiver's self-efficacy and sense of cornpetence. FinalIy, social 

integration represents a sense of belonging and is based on participating in social and 

recreational activities outside caregiving. Thompson et al- (1993) found that al1 types of 

support are not equally helphl in diminishing the burden of caring for frai! elders. The 

responsibilities of caregiving for socially isolated caregivers left the caregivers with 



strong negative feelings toward the care recipients. They also found that caregiving lead 

to emotional strain and feelings and that the task of caregiving had placed constraints on 

their social lives. The lack of an opportunity to socialize and be engaged with fiiends and 

family had a relationship to caregiving burden. Wheaton (1985) recognized that pleasant 

social activities reduced negative feelings. Also, Hawkins (1996) reported that the most 

used mechanism for coping with the caregiving task was talking with someone. Contact 

with fnends and relatives were most ofien used when needing help. 
J 

Conceptual Framework 

Stuckey and Smyth (1997) developed a model to illustrate the difference among 

relationships among caregivers and care recipient characteristics, social resources, and 

burden. Their study ernployed path analysis to examine these variabies in a multivariate 

context. Stuckey and Smyth (1997) argiied that social ties and social support are distinct 

and demonstrated that social ties should not be used as altemate measures of social 

support. Social ties were defined by the number of family and friends, frequency of 

contact with these family and friends, and memberships in volunteer organizations the 

caregiver had. Social support was detennined by aid, affect, and afirmation by others 

toward the caregiver. Social ties and social support are part of a broader dimension o f  

social resources. First. caregiver and care recipient characteristics were included in 

Stuckey and Smyth's model, such as the gender of the caregiver, the relationship between 

the caregiver and the care recipient, the cognitive status of the care recipient, and the 

behavioral symptoms of the care recipient- Second, social resource variables are 

measures of social ties, aid, and affect and affirmation. Finally, health outcornes are 

measures of physical and mental objective and subjective assessments of burden. Using 



this model Stuckey and Srnyth (1997) found that the subjective perception was more 

relevant than objective perception, in order to understand health outcomes. 

In this research, Stuckey and Smyth's (1997) model was modified and tested (see 

Figure 1). Similar to Stuckey and Smyth (1997) independent variables used were gender, 

relationship, and the cognitive status of the care recipient. Since living arrangements and 

activities of daily living were also found in the literature (lutras & Veilleux, 199 1) as 

having a relationship to burden, they were added as independent variables. The 
a 

intervening variable used in this study was family sociaI network that is discussed in the 

operational definitions. Finally, although Stuckey and Smyth (1997) had several 

dependent variables, health outcomes and subjective assessrnent ofburden, only the latter 

was used in this research. 



Independent Variable 

Gender of Caregiver: 

Living Arrangements: 
Together or 
Separalelv 

Intervening Variable Dependent Variable 

Figure 1. Path model. modified from Stuckey and Smyth (1997). 

Summarv of Relevant Literature 

In summary, caregiving for the elderly by family members is a prevalent situation 

in today's Society. Understanding the caregiving experïence has been an important topic 

of research in the past decade. Specific characteristics of the caregivers and care 

recipients, such as gender, relationship as offspring or spouse, living arrangements. 

activities of daily living, and cognitive status can have a relationship to caregiver burden. 

Although these variables have a direct relationship to caregiver burden. a spurïous 
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relationship may exist through the social network ofthe caregiver. This study identifies 

the relationships that exist arnong these variables. 

Hvpot heses 

Gender and burden. The existing literature shows that women provided the most 

care to dependent elderly and that the burden experienced by these women was greater 

than that of men (Chappe11 & Guse, 1989). As caregivers to the elderly, women 

experience emotional strain and role overload acting as caregivers to their families and/or 

as participants in the workforce (lutras & Veilleux, 199 1). The first hyiothesis tested the 

effects of gender on caregiving- 

Hl. Female caregivers will show greater caregiver burden than male 

caregivers- 

Relationship and burden. The literature predicts that spousal caregivers will 

experience less burden than other family members. The reason may be that the care 

provided by spouses is a natural extension of their ernotional bond and imposes fewer 

constraints than parent-child relationships. Offspring who were caregivers hzd ditticulty 

combining care for a parent with other responsibilities, familial and professional (lutras & 

Veilleux, L 99 1 ). This hypothesis tested the effects of the caregiver and care recipient 

relationship on caregiver burden. 

H2. Offspring who care for dependent parents will show greater caregiver 

burden than spousal caregivers. 

Living arrangements and burden. The literature has reponed that caregivers that 

live with care recipients may have higher levels ofburden. Stoller and Pugliesi (1989) 

reponed that caregivers experienced loss of privacy, autonomy, and sleep when sharing a 



residence with a dependent elder. Caregivers living in separate households have been 

reported as having greater control over their persona1 time and space (Jutras & Veilleux, 

1991). As mentioned earlier, caregivers living separately reported less burden, 

contradicting the evidence that spousal caregivers experience less burden than offspring 

caregivers (lutras & Veilleux, 199 1) and the fact that spousaf caregivers were most likely 

to be living in the same household as the care recipient. Therefore, when detemining 

caregiver burden in living arrangements, the familial relationship between the caregiver 

a 

and care recipient should be considered. This hypothesis tested the effects of living 

arrangements on caregiver burden. 

H3. Caregivers and care recipients living together will show greater caregiver 

burden than caregivers and care recipients living separately, regardless of 

relationship. 

Mental and phvsical health of care recipient and burden. The literature finds that 

health and functional ability of the care recipient influences the caregiver emotionall y and 

physically (Adel, 1986). According to Jutras and Veilleux (1 99 l) ,  care recipients' 

characteristics of low levels of functional independence and poor heal th bot h contribute to 

caregiver burden. Specifically. since irnmediate action is required of caregivers when 

helping elders with activities of daily living, caregivers may feel more burden. This 

finding suggested that care for elderly people in the community might be at the expense 

of the caregivers. Also, Alrnberg et al. (1998) suggested that demented elderly 

individuals demand and need much more suppon practically and emotionally than elderly 

who are not demented. Therefore, the founh hypothesis tested the effects of caregivers 

caring for care recipients requiring help with three or more ADLAADLs or help with less 



than three ADLAADLs on caregiver burden- Finally, the fifih hypothesis tested the 

effects of caregivers caring for care recipients who are cognitively impaired with care 

recipients who are not cognitively impaired on caregiver burden. 

H4. Caregivers caring for care recipients who require help with three or more 

ADLAADLs will show greater burden than caregivers caring for care 

recipients who require help with fewer than three ADLAADLs. 

H5. Caregivers caring for care recipients who are cognitively impaired will 

J 

show greater burden than caregivers caring for care recipients who are not 

cognitively impaired. 

Figure 2 shows the direction of the direct effect of the variables ofgender, 

relationship, living arrangements, ADLfiADLs, and cognitive status on burden- These 

links were tested in HI through HS. 



lndependent 
Variables 

Dependent 
Variab le 

Gender orCaregiver 
Male or Fernie 

Living Arrangements: 
Living Together or 

Sevmtelv 

Activities of Daily 
Living of lare  

Rrci~irnt 

Subjective 
Caregiver Burden 

Figure 2. Illustration of the direct effects of gender, relationship, living arrangements, 

ADLflADL, and cognitive status on subjective caregiver burden. 

Familv social network and burden- Examining caregivers' social network 

specifies the degree of social interaction/isolation experienced by caregivers and which 

family members are available to offer support (House et al-, 1988)- Caregiving can lead 

to a feeling that the task of caregiving places constraints on social lives. The lack of an 

opportunity to socialize and be engaged with friends and family is related to feelings of 

burden (Thompson et al., 1993). Also, pleasant social activities reduce negative feelings 



(Wheaton, 1985). These hypotheses tested the ef'Fects of gender of the caregiver, 

relationship of caregiver and care recipient. living arrangements of caregiver and care 

recipient, ADLAADLs of care recipient, and cognitive status of the care recipient on 

caregiver burden wit h social network of the caregiver as the intervening variable (see 

Figure 3). H6 to Hl0 are in nul1 hypothesis form. For each, family social network was 

categorized into three; no people in the caregiver's family social network, 1-3 people in a 

caregiver's family social network, and 4 or more people in a caregiver' s fami ly social 

network- 

H6. There is no difference in caregiver burden of males or females with zero to 

four or more people in their family social network. 

There is no difference in caregiver burden of offspnng or spouses with 

zero to Four or more people in their family social network. 

There is no difference in caregiver burden of caregivers living together or 

separately with zero to four or more people in their family social network. 

There is no difference in caregiver burden of caregivers caring for care 

recipients who require no help. help with between 1 and 2, help with 

between 3 and 5, or help wit h more than 6 ADLAADLs with zero to four 

or more people in their family social network- 

There is no di fference in caregiver burden of caregivers caring for care 

recipients with or without cognitive impairment with zero to four or more 

people in their family social network. 



Independent 
Variables 

Male or Fende 

Rciatio~iship: htervening 
Varia b 1 e 

Living Arrangements: 
Living Together or 

Sepantelv 

Farnily Social 
Network of 

Activities of Daily 
Living of Caris 

Rccipimt 

No cognitive 
impainritrit or 

Figure 3.  Illustration of the effects of gender, relationship, livins arrangements, 

ADL/IADLs, and cognitive status on family social network. 

Mode1 testing. Finally, it was expected that the independent predictors of 

subjective caregiver burden would be modified through the effects of family social 

network. HI 1 was developed to test the mode1 originally developed by Stuck and Smith 

(1997) and modified by the present research, as shown in Figure 4. 

H 1 t - The effects of gender. relationship, living arrangements, act ivities of dail y 

living, and cognitive status on caregiver burden will b e  modified by family 

social network- 
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The Centre on Aging at the University of Manitoba was responsible for the 

CHAPTER III 

Methodo Iogy 

The focus of this study was to examine the relationship among the characteristics 

of family caregivers, social networks and subjective caregiving burden. The data were 

drawn corn the Manitoba Studv of Health and Aeing (MSHA), conducted in 199 1-1992 

(Segall, Montgomery, Manfreda, & Bland ford, 1 995). 

Data Collection 

collection of data in Manitoba for the Canadian Study of Health and Aging (CSHA), 

which was sponored by Health Canada. One of the purposes ofthe CSHA was to assess 

patterns of providing care for people with dementia in a nationally representative sampte 

that included caregivers of elders in the community and in institutions (Canadian Study of 

Health and Aging. 1994). Manitoba Heatth funded the Centre on Ajing at the University 

of Manitoba to collect data in Manitoba €rom an expanded provincial sample as the 

MSHA. Al1 Manitoba CSHA participants were also included in the MSHA. The study 

included screening interviews, a clinical phase, caregiver interviews, a risk factor phase, 

and a Formal service utilization phase (Segall et al., 1995). One of the purposes of the 

community-based caregiver interviews was "to examine the caregiver burden of 

providing care to an individual with dernentia, in contrast to providing care to an 

individual without dementia" (Segall et al., L995, p. 2). 

The first phase of the MSHA was to conduct a screening survey to test for 

cognitive impairment of Manitoba elders. A random sample of people age 65 and older 

was requested from Manitoba Health. In total, 2,890 people were contacted dunng the 



screening interview- This resulted in a community sample of 1,763 people participating 

in an interview frorn the penod of February 1991 to November 1992. The screening 

interview also determined which participants would be placed in the clinical assessment. 

The Modified Mini-Mental State Exam (3MS) devetoped by Teng and Chiu (1987) was 

conducted on al1 individuals who were screened. Those who scored 77 or fewer (N=330) 

and those who were unable to be screened (N=22) were eligible for the clinical 

assessment- Those who scored 78 or more were eligible for the control groups of the 

The MSHA data set focused on a sample of caregivers providing care to elders 

with cognitive impairment, together with a cornparison group ofcaregivers for elders 

with no clear cognitive impairment. 

Participants who completed the caregiver interview were in one of four groups: (a) 

caregiver of an elder diagnosed with dementia (W54) ;  (b) caregiver of an elder 

diagnosed with cognitive impairment - no dementia (N=78); (c) caregiver of an elder 

with no cognitive impairment and some functional disability (randomly selected from 

participants who scored 78 or more on the 3MS and had 3 or more disabilities on 

ADL/IAûLs in the screening interview) (N=72); (d) caregiver of an elder with no 

cognitive impairment and no tùnctional disability (randomly selected from participants 

who scored 78 or more on the 3MS and had fewer than 3 disabilities on ADL/IADLs in 

the screening interview) (N= 1 84). 

In total, 388 primary caregivers were successfdly interviewed in the community 

sample. Of the family caregivers in the community, 138 were spouses (94 wives and 44 

husbands) and 189 were offspring (122 daughters and 67 sons), for a total of 327 



caregivers. Of these 327 caregivers, 2L6 were Fernale and 1 1 1 were male (Segall et al., 

1995). In each case, only the "primary" caregiver was interviewed. Primary caregivers 

were identified by the older respondents in the screening phase as "the person most 

responsible for day-to-day decision making and provision of their care" (Segall et al., 

1995, p. 92), or the most likely to provide care if necessary- The caregiver interview 

asked for characteristics of the caregiver and the care recipient. Specifically, the present 

study used data from caregiver spouses and offspring. 

The items taken from the caregiver data set for the present study included the 

gender of the caregiver, the relationship between the caregiver and care recipient, the 

living arrangements of the caregiver and care recipient, the activities of daily living 

(ADL/IADLs) of the care recipient, the cognitive status of the care recipient. the sociaI 

network of the caregiver, and subjective caregiver burden. 

Advantages and Disadvantages of this Data Set 

The CSHA had limitations in the sampIe size for Manitoba, therefore, the MSHA 

used the data from the CSHA and expanded the sample throughout southern Manitoba to 

represent a higher proportion of Manitobans. The MSHA has been published, used, and 

documented as the basis of many research papers. The Canadian Study oFHeaIth and 

Aging Research Group (1994) stated that "most previous studies have used clinical 

samples or other selected groups, and extrapolation oftheir results to the  broader 

population is unlikely to be valid" (p. 482). Also, they believed that the study confirmed 

the widespread involvement of the informa1 network in providing care and assistance to 

eIderly persons. 



The measure of subjective caregiver burden used in this study has been found to 

be reliable and valid- The Zarit burden scale (Zarit et al., 1980) has been described as 

"one o f  the most often used and most reliable measures of caregiver burden in the 

literature. ..and allows for correlation of caregiver burden with a variety of variables" 

(Novak & Guest, 1989, p- 70)- 

One disadvantage of using this data set for secondary analysis is the limitations 

and restrictions on the questions asked- Second, by the time this study used the MSHA 

data set, the data were aImost ten years oId- 

Operational Definitions 

In this section definitions and scales for the prïmary caregiver, the gender of the 

caregiver, relationship between the caregiver and care recipient, the living arrangements 

of the caregiver and care recipient. t h e  activities oFdaiIy living ofthe care recipient. the 

coçnitive status of the care recipient. the social network of the caregiver, and caresiver 

burden are described. 

The ~r imarv  care9iver. For the purpose of this study, the primary caregiver was 

the person identified by the older adults in the screening phase o f  the MSHA as most 

responsible for day-to-day decision making and the provision of their care (Segall et al., 

1995). A caregiver does not necessarily have to be physically caring for the care 

recipient; helshe can also be someone whose life is affected mentally, Bnancially, and 

socially according to Stuckey et al. (1996). 

Gender of careeiver. The gender of the caregiver was identified in the MSHA 

data set using one "sex" item. The caregivers in this study were recognized as either male 

or female. Throughout the analyses, the value for males=O and the value for females=l. 



Caregiver and care reci~ient relationshi~. Caregiver and care recipient 

relationship in this study was defined by one open-ended question answered by the 

caregiver: "What is your relationship to ( )?" Specifically, the relationship of 

offspring or spouse was exarnined in this study. Therefore, caregivers who responded 

"son" or "daug hter" were categonzed as offspring; "wife" or %us band" were categonzed 

as spouses. People with other relationships were excluded from the study. The value for 

spouses=O and the value for offspring=l- 
J 

Living arrangements: Toeether or separate. Whether the care recipient and 

caregiver lived together or separately was defined by one variable. The caregiver was 

asked, "Are you currently living in the same house as ( )?" Caregivers who 

responded "yes" were placed in the "living together" category and caregivers who 

responded "no" were pIaced in the "living separate" category. This variable was added to 

the modified path model in Figure 1- The living arrangements of the caregiver and care 

recipient variable was included in the modified model for several reasons. Shared living 

arrangements have been reported as generating burden (Jutras & Veilleux, 199 1); 

however, caring for an elder who lives separately requires managing two households, an 

increase of total task responsibilities (Stoller & Pugliesi, 1989). Also. when examining 

living arrangements, values for caregivers living together with the care recipient=O and 

values for caregivers living separately from the care recipient= i . 

Activities of dailv Iivina. The caregiver was asked questions concerning how the 

care recipient managed daily Iife. In this study, activities of daily living (ADL) and 

instrurntctrl activities of daily living (IADL) were defined according to the indicators 

used in the MSHA data set for ADL/IADLs of the care recipient (Appendix A). ADLs 



were defined using the variables for eating, dressing and undressing, taking care o f  

his/her own appearance, walking, getting about the house, going up and down stairs, 

getting in and out of bed, taking a bath or shower, and going to the bathroom. EADLs 

were defined as using the telephone, getting to places out of walking distance, going out 

of doors in good weather, going out of doors in any weather, shopping, preparing meals, 

doing housework. doing light housework doing yard work. taking medicine, handling 

money, and handling long-term finances- Al1 care recipients who needed "some help 
J 

from person" or -%orne help from person and device" were categorized as requiring some 

help and given a score of one. Scores were surnmed. resulting in the total number of 

ADLfiADLs with which a care recipient required help. Care recipients who scored seven 

or more on the ADLIIADL scale were collapsed into the "sis" ADL/EADL category, 

resulting in a range €rom O to 6 ADL/IADLs. In the case of missing values. ifthe 

caregiver missed only one variable on the scale. this value was recoded as --requiring no 

help" and his or her total score was still included in the sarnple. Specifically, rhere were 

five careçivers that answered --don 't know" and seven caregivers t hat were missi ng one 

variable. Al1 thirteen of these caregivers were still included in the sample. One caregiver 

answered "don't kno~v" to fourteen variables; therefore, this caregiver was esciuded froni 

the  study. 

Cognitive status of the care recir>ient. As mentioned earlier, participants who 

completed the caregiver interview were in one of four groups: (a) caregiver of an elder 

diagnosed with dementia; (b) caregiver oFan eider diagnosed with cognitive impairment - 

no dementia; (c) caregiver of an elder with no cognitive impairment and some hnctional 

disability, randomly selected €rom participants who scored 78 or more on the 3MS and 



had 3 or more disabilities on ADLAADLs in the screening interview; (d) caregiver oPan 

elder with no cognitive impairment and no functional disability, randomly selected €rom 

participants who scored 78 or more on the 3MS and had fewer than 3 disabilities on 

ADLflADLs in the screening interview (Segall et al., 1995). Therefore, care recipients 

who were reponed as having dementia or  cognitive impairment (a and b) were placed in 

the "cognitive impairment" category. The care recipients who were reported as having no 

cognitive impairment (c and d) were placed in the "no cognitive impairment" category. 
a 

Also, when examining the cognitive status of the care recipient, values for care recipients 

with no cognitive impairment=O and values for care recipients with cognitive 

Family social network of the careeiver. For this study, Family social network was 

defined by the items used to describe the social network of the informal caresiver 

(Appendix B). Respondents were asked how ofien they had contact with famii y members 

both inside and outside the household- Family social network outside the  household 

refers to parents, spouse, siblings, and children. Family social network inside the  

household refers to any individual living in the same household as the caregiver, 

irrespect ive of their relationship. These individuals included spouses. offspring and their 

spouses, siblings, parents, grandchildren and their spouses, aunts and uncles, friends, and 

others- Therefore, non family members living inside the household were considered as 

family members in a caregiver's household. The caregivers were asked to identify how 

many people lived in the same household (which ranged €rom O to 7 people) and the 

relations hip of these people to them. Also, respondents were asked to identify the number 

of sons, daughters, parents, brothers, andor sisters they had living outside the household, 



as well as the fiequency of contact they had with these individuals. Al1 responses were 

coded as (1) every day or (2) once a week or more but not daily. If a parent o r  spouse 

was cared for by the caregiver, helshe was excluded from the  family social network of the 

caregiver. The total numbers of individuals living inside and outside a caregiver's 

network were summed into one score to  determine a caregiver's family social network 

with whom they had contact once per week which ranged €rom O to 14 people. Two 

respondents were eliminated due to missing values in their interview for family social 

network. One caregiver had missing values in "number ofsisters" and "contact with 

sisters;" another had missing values in "number ofdaughters and sons" and "contact with 

them-" 

Careeiver burden. The caregiver's feelings of burden were rneasured by the 

subjective burden scale (Zarit et ai-, 1980). The scale consisted of 22 items surnrned on a 

scale that ranged from O to 88. with higher scores indicating higher levels ofburden 

(Appendix C). In order to achieve a normal distribution for the burden scale, al1 

caregivers who scored one standard deviation above the mean were placed into the "23" 

burden score, resulting in a burden range from O to 23. The higher the score on the scale, 

the more caregiver burden. In the case of "missing" or "don't know" values. if the 

caregiver missed fewer than two questions on the scale. a mean score replacement was 

used and respondents were thus retained in  the analysis. One caregiver missed fourteen 

variables: however, and this respondent was excluded from the study. 

Data Analvsis 

Hypotheses HI, H2, H3. H4, and HS were analyzed using i tests. Hypotheses H6, 

H7, H8, Hg, and HI0 were analyzed using analysis of variance. 



Hypothesis Hl 1 was analyzed using path analysis. The path mode1 in Figure 5 

resulted in two equations as follows: 

S = ~ * G + P 2 * R + P 3 * L + @ * A + ~ * C + E L  (1) 

B=P6*S - + P 7 * G + & * R + ~ * L + ~ * A + P l l * C + E S ,  - (2)  

The path coefticients fl to PI1 are standardized regression coeff~cients obtained 

from multiple regression analysis of the above two equations. El  and E2 represent the 

residuals of each path. The value of m*E represents the effect of the  gender of the 

caregiver (G) o n  caregiver burden (E3) through family social network (S). Similarly, the 

values of o*E%, of&, &*P6, and o*E represent the effects of relationship (R), 

living arrangements (L), activities of daily living (A), and cognitive status (C) on 

caregiver burden (B) through family social network (S), respectively. The values j?J to 

P 1 1 represent the direct effects ofgender (G), relationship (R), living arrangements (L), - 

activities of daily living (A), and cognitive status (C) on caregiver burden (B). not 

mediated through family social network (S)- 

Also, in H l  1, the independent variables, gender, relationship, living arrangements, 

activities of daily living, and cognitive status will tested for multicolIinearity. This test 

will determine if any of the independent variables are highly related. 





CHAPTER IV 

Results 

In this chapter, results of the analysis of the MSHA data are disciissed. Eleven 

hypotheses were tested. Before presenting results of hypothesis testing. it is appropriate 

first to describe characteristics of the sarnple. 

Sampie Description 

There were 388 caregiver interviews in the original MSHA data; this study 
J 

examined 327 familial caregivers. These family caregivers were primarily females 

(66.1%). Approximately one quarter were in the 60 - 69 age group, with a mean age of 

57.93 years. ln terms of relationship of the caregiver to the care recipient, 3 7 3 %  were 

daughters (n=122), 20.5% were sons (n=67), 28.7% were wives ( ~ 9 4 ) .  and 13 -5% were 

husbands (n=44). Therefore, 57.8% were offspring (n=189) and 42.2% were spouses 

(n= 13 8). There were 16 1 caregivers living with the care recipients (49.7%) and 166 

caregivers not living with the care recipient (50.8%); therefore, caregivers were alrnost 

equally split between living together or separately (see Table 1 ). 

Care recipients were pnmarily fernale (58.7%). There were 1 17 care recipients 

aged 65-74, 147 aged 75-84, and 62 care recipients were 8 5 years or older (see Table 1). 

The MSHA focused on a sample of caregivers providing care to eiders with 

cognitive impairment, together with a cornparison group of caregivers for elders with no 

clear cognitive impairment. The total number of care recipients diagnosed with dementia 

or cognitive irnpairrnent but not dementia was 104 (3 1.8%) and those with no cognitive 

impairment totaled 223 (68.2%) (Table 1). 



Table 1 

Characteristics of the Careeivers and Care Recipients 

N - Valid percent 
Variable distribution 

Caregiver sex 
Male 
Female 

Total 

Caregiver age 
26-49 
50-59 
60-69 
70-79 
80+ 

Tot al 

Caregiver relationship 
Daughter 
Son 
Total offspring 
Wife 
Husband 
Total spouse 

Total 

Caregiver living arrangements 
Toget her 
Separately 

Total 

Care recipient sex 
Male 
Female 

Total 

Care recipient age 
65-74 
75-84 
80+ 

Total 

Care recipient cognitive status 
Cognitive impairment 
No cognitive impainnent 

Total 



Caregivers were asked a series of questions about care recipient's ability to 

perform ADLs and IADLs. The specific scores for each variable in the ADLAADL scale 

are provided in Table 2. This table illustrates the number of caregivers who responded to 

each individual variable and how many care subjects were classified into one of two 

categories: (1) needing no help with ADLAADLs or some help with ADLAADLs from a 

device only (score O and 1, N=123), or (2) need help with ADLLADLs (score 2-20, 

N=203). Interestingly, the most frequent help required by someone was for doing yard 

work (1 86 care recipients), followed by doing housework (1  56 care recipients), handling 

long-term finances (125 care recipients), going shopping for grocenes and clothes (1 2 1 

care recipients). and going out of doors in any weather (102 care recipients). One reason 

outdoor activities require help is the clirnate. The winters in Manitoba are cold and 

windy, making outdoor activities difficult. Activities with which assistance was Ieast 

Iikely to be required by someone was for eating (1  care recipient), getting about the house 

(4), getting in and out of bed (7 Gare recipients), and going to the bathroorn (7 care 

recipients). 



Table 2 

ADLAADL Variables Without Anv Helflome Help From Device and Need 

ADL or IADL - N 
Without any Need help 
help or  some or unable to 

help from device do activity 

a, Can eat 
b. Can dress and undress 
c. Can take care of appearance 
d. Can walk 
e. Can get about the house 
f. Can go up and down stairs 
g. Can get in and out of bed 
h, Can take a bath or  shower 
i. Can go to bathroom 
j. Can use the telephone 
k. Can get places out of walking distance 
1. Can go out of doors in good weather 
m. Can go out of  doors in any weather 
n. Can go shopping for grocenes or clothes 
o. Can prepare own meals 
p. Can do housework 
q. Can do light housework 
r. Can do yard work or gardening 
s- Can take own medicine 
t. Can handIe own rnoney 
u. Can handle long-term-finances 20 1 125 

Table 3 shows that 166 care recipients required help with fewer than three 

ADLflADLs and 160 care recipients required help with three or more ADLAADLs. 

There were 78 care recipients who did not require any help (see Table 3 ) .  The number of  

activities with which the care recipients required help from someone ranged from O to 20. 

Care recipients who scored seven or more on the ADMADL scale were collapsed into 



the "six" ADLAADL category, resulting in a range €rom O to 6 AûLflADLs, as shown in 

Table 3. Figures 6 and 7 show the distribution change from the original ADLnADL scale 

to the distribution after the ADLAADL scale was collapsed. The collapsed ADLAADL 

scale was used throughout the path analyses. 

Table 3 

Summated ADLLADL Scale Compared to Coiiaped ADLOADL Scale 

ADL/IADL summed 
Number of - N Percent Valid 
ADLAADLs distribution percent 

Total 3 26 99-7 100.0 
Missing 1 -3 
Total 327 100.0 

a 

ADLAADL colla~sed 
& sumrned 

N - Percent Valid 
distribution percent 



Total ADLAADL Scale 
las 

SD=4.14 
Mea n=3.8 

Total A D L W L  ScaIe 
4 

Figure 6: Frequency distributions, means, and standard deviations of ADL/IADLs before 

collapsing the variable- 

ADLaADL CO llapsed 

lmm 

ADWIADL collapsed 

Figure 7: Frequency distri butions. means, and standard deviations of ADL/I ADLs afier 

coliapsing the variable. 



Caregivers were asked a series of questions conceming the number of family 

rnembers they had. Family social network included the total number of individuals living 

inside and outside the household with whom they had contact at least once a week. The 

mean number of people in the caregiver's farnily social network was 3.19 (SD = 2.1 1 ) .  

There were 24 caregivers who had no one in their family social network (7.3%), 169 

caregivers who had 1-3 people in their family social network, and 132 caregivers who had 

4 or more people in their family social network (see Table 4). 

Table 4 

Frquency Distribution of the Size of the Careeiver Familv Social Network 

N - Percent Valid 
Size of network" distribution percent 

O 24 7-3 
1 

7.4 
50 15.3 

2 
15-4 

46 14- 1 
3 

14.2 
73 22-3 

4 
22- 5 

68 20.8 
5 

20.9 
29 8.9 

6 
8.9 

17 5-2 
7 

5.2 
4 1.2 

8 
1.2 

6 1.8 
9 

1.8 
3 - 9 

10 
-9 

3 -9 
1 1  

- 9 
1 -3 - 

14 
- 3 

1 -3 3 -3 

Total 325 99-4 
Missing 

100.0 
2 -6 

Total 327 100-0 

" Includes number with whom the caregiver had contact at least once per week. 



Scores shown by caregivers on the Zarit burden scale ranged from O to 62. In 

order to achieve a normal distribution for this scaIe, scores one standard deviation above 

the mean were recoded to a score of 23, resulting in a burden range from O to 23 (see 

Table 5) .  Figures 8 and 9 show the distribution change from the original Zant burden 

scale to the distribution after it was collapsed. Figure 9 shows a more evenly distributed 

scale; therefore, the collapsed Zai-it burden scale was used for al1 data analyses. As can 

be seen in Figure 9 and on Table 5, these caregivers did not display high levels of burden 



Table 5 

Zarit Burden ScaIe Colla~sed 

Score Valid 
N - YO percent 

O 64 19.6 19-6 
1 7 2-1 
2 

2.1 
25 7-6 7.7 

3 10 3- 1 3.1 
4 24 7-3 7-4 , 
5 10 3-1 
6 

3.1 
13 4-0 

7 
4.0 

8 2-4 
8 

2.5 
13 4- O 4-0 

9 7 2- 1 
10 

2- 1 
15 4.6 4.6 

1 1  8 2.4 
12 

2.5 
10 3.1 3.1 

13 10 S .  1 3.1  
14 10 3 -  1 3- 1 
15 7 2.1 2- 1 
16 10 3.1 3-  1 
17 3 -9 -9 
18 8 2.4 2.5 
20 I I  3 -4 3 -4 
2 1 2 -6 - 6 
22 1 -3 -3 

23-62 50 15-3 15.3 
Total 326 99- 7 100.0 

Missing 1 - 3 -3 

Total 327 100-0 



Burden Scale 
'*O 0 
80 

60 

40 

Frequency SD=I2-12 
20 Mean=l L.2 

O 

0.0 10.0 20 a 30.0 40.0 50.0 60 0 

5 O 15.0 25.0 35.0 45.0 55 O 

Burden Scale Score 

Figure 8: Frequency distributions, means, and standard deviations of Zarit burden scale 

before collapsing the variable. 

80 Burden Scale Collapsed 

O t S  

Burden ScaIe Score 

Figure 9: Frequency distributions, means, and standard deviations of Zarit burden scale 

after collapsing the variable. 



The total number of caregivers for whom a score on the subjective burden scale was 

available was 326, The specific means and standard deviations for each item on the 

burden scale range from -08 to 1.69 (Table 6).  Note that there are highest means are 

reported for items 7, 8, and 14, as follows: Afraid of what the Eùture holds (1-06), feel 

recipient is dependent upon you (1.69) and recipient expects caregiver to care (1 - 18). 

Table 6 

Ns, Means, and Standard Deviations of the Zarit Burden Scale Items ' 

items 
N Mean - SD 

1. Asks for more help t han needed 
2. Not enough time for yourseif 
3 - Stressed by caring for subject and other responsibilities 
4- Feel embarrassed over behavior 
5 .  Feel angry around subject 
6 .  Subject affects relationships 
7- Afraid what the fùture holds for subject 
8. Feel subject is dependent upon you 
9. Feel strained 
10. Feel your health has suffered 
1 1. Feel you don? have privacy 
12- Social Me has suffered 
13. Uncornfortable inviting friends over 
14. Subject expects you to care 
1 S. Haven't enough money to care 
16- Lhable to care much longer 
17. Lost control of  life 
18. Wish you could leave care to someone else 
19. Uncertain what to do about subject 
20. Feel you should be doing more 
2 1. Feel you could do a better job caring 
22. How burdened do you feei 

Total burden score 

Total burden score collapsed 326 9-4 8- 19 

Note- Burden scale responses range tiom O (Never) to 4 (Nearly always). M 



w~otheses  Testine: Careeiver Burden b~ Gender. Relationship. Living Arrangements, 

ADL/IADLs. and Coenitive Status 

Hl stated that fernale caregivers would show greater caregiver burden than male 

caregivers. Results did not reach statistical significance for Hypothesis 1 ; therefore, it 

was not supported (see Table 7)- 

H2 stated that offspring who care for dependent parents would show greater 

caregiver burden than spousal caregivers. Results showed that offspring caregivers 
8 

tended to show more burden than spousal caregiven (p<-O0 1), supporting H2 (see Table 

H3 stated that caregivers and care recip ients l iving together would show greater 

caregiver burden than caregivers and care recipients living separately. Results showed 

that caregivers and care recipients living separately tended to show more burden than 

caregivers and care recipients living together (pc.00 1 ). This hypothesis was not 

supported (see Table 7). 

For analysis of activities of daily living two categories were used: (1) three or 

more ADL/IADLs and (2) fewer than three ADLAADLs. H4 stated that caregivers caring 

for care recipients who require help with three or more ADLnADLs would show greater 

burden than caregivers caring For care recipients who require help with fewer than three 

ADL/iADLs. Results showed that caregivers caring for care recipients who required hel p 

with three or more ADLAADLs tended to show more burden than caregivers caring for 

care recipients who require help with Fewer than three ADWIADLs (pC.00 1), supporting 

H4 (see Table 7)- 



H5 stated that caregivers caring for care recipients who were cognitively impaired 

would show greater burden than caregivers caring for care recipients who were not 

cognit ive1 y impaired. Results s howed t hat caregivers caring for care recipients who were 

cognitively impaired showed more burden than caregivers caring for care recipients who 

were not cognitive1 y impaired (pc.00 1). H5 was thus supponed (see Table 7). 

Table 7 
a 

Differences in Zarit Burden Scaie b~ Gender. Relationship. Living Arrangements. 

Activities of Dai1v Living. and Cognitive Status 

Mean burden 
Variable score - N c P 

S ex 
MaIe 

Female 

Relationship 
S pouse 

Offspring 

Living Arrangements 
Toget her 

Separate 

ADLAADLs 
Fewer than 3 

3 or more 

Cognitive Status 
No Cognitive Impairment 7-73 222 

-5 -3 06 <,O0 1 
Cognitive Impairment 12-88 1 04 



In summary, significantly more burden was reported by offspring, caregivers 

living separately from the care recipient, and caregivers caring for recipients needing heIp 

with three or more ADLAADLs and care recipients who were cognitively impaired. 

Significantly less burden was reported by spouses, caregivers living together with the care 

recipient, and caregivers caring for recipients needing help with fewer than three 

ADLAADLs and care recipients who were not cognitively impaired. However, it must be 

recalled that al1 caregivers experienced ver). low b e l s  ofburden, with mean of 9.37 out 

of a possible 88, as measured on the Zarit burden scale- 

Hvpotheses Testine: Family Social Network and Burden 

Analysis of variance was used to test Hypotheses 6 through 10. These analyses 

tested caregiver burden on family social network by ses, relationship, living 

arransements, ADLflADLs, and cognitive status. SpeciiïcalIy, analysis of variance was 

used to test for mean differences on burden between the family social network of males. 

females, offspring, spouses, living to~ether, Iivinj separately, O ADLIIhDLs, 1-2 

ADLIIADLs, 3-5 ADL/IADLs, 6 or more ADLIIADLs, cognitive impairment, and no 

cognitive impairment- Family social network was divided into three categories: ( 1 )  0 

people in a caregiver's family social network; ( 2 )  1-3 people in a caregiver's family social 

network and; (3) four or more people in a caregiver's hrnily social network. Results For 

analysis of variance are listed in Appendix D. 

H6 stated that there is no difference in careçiver burden of offsprinç or spouses 

with zero to four or more people in their family social network, and rnean differences 

between males and females were in the predicted direction- However, results did not 



reach statistical significance in the analysis of variance test for burden on family social 

network for males o r  femaIes @=2.673, df2 ,  and p=-074 for males; E=450, &f-2, and 

p=.638 for females). Therefore, in the case of both males and females, the number of 

people in a caregiver's family social network had no relationship to burden. 

H7 stated that there is no difference in caregiver burden of caregivers living 

together or separately with zero to four or more people in their family social network. 

ResuIts did not reach statistical significance in the analysis of variance test for burden on 
J 

family social network for offspring or spouse (E=.207. &%, and p=.8 13 for offspring; 

F= 1.1 19, and p=.330 for spouses). Therefore, in the case of both offspring and - 

spouses, the nurnber of people in a caregiver's family social network had no relationship 

to burden. 

H8 stated that there is no difference in caregiver burden of caregivers living 

together or separately with zero to four or more people in their farnily social network. 

Even though mean differences were observed, results did not reach statistical significance 

in the analysis of variance test for burden on family social network for living together or 

separately (F=.769, d&2, and p=.465 for living together; p.382 ,  w, and p=.683 for 

living separately). Therefore. in the case of caregivers living together or separatel y €rom 

the care recipient, the nurnber of people in a caregiver's family social network had no 

relationship to burden. 

H9 stated that there is no difference in caregiver burden of caregivers caring for 

care recipients who require no help, help with between 1 and 2, help with between 3 and 

5, or help with more than 6 ADL/IADLs with zero to four or more people in their family 

social network Results did not reach statistical significance in the analysis of variance 
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test for burden on family social network for O ADLlIADLs (E=.946, @2, p=.393), 1-2 

ADLAADLs (E=XO 12, -2, p=.055), and 3-5 ADLAADLs (E=.449, m. p=.640). 
Statistical significance was observed for 6 or more ADLDADLs (r=4.228, -2, g=.0 18). 

Overall, onIy two caregivers were reported as having no family social network. 

Therefore, in the case of ADLAADLs, the number of  people in a caregiver's family social 

network had no relationship to 

H 1 O stated that there is 

care recipients rvith or  without 

burden. 

no difference in caregiver burden otScaregivers caring for 

4 

cognitive impairment with zero to four or more people in 

their family sociai network. Results did not reach statistical significance in the analysis 

of variance test for burden on family social network for cognitive impairment or no 

cognitive impairment (F=.370, m, and p=.692 for cognitive impairment; - 6 6 3 ,  -2, 

and p= 5 16 for no cognitive impairment). Therefore. in the case of cognitive status, the 

number of people in a caregiver's family social network had no relationship to biirden. 

In summary, in the case of gender, relationship, living arrangements. 

ADL/IADLs. and cognitive status, a caregiver's family social network tias no relationship 

to burden. The nul1 hypotheses H6 through H I O  were thus supponed. 

Hvpottieses Testinz: Gender. Relationship. Living arrangements. Activities of Dailv 

Livine. and Cognitive Status on Caregiver Burden through Familv Social Network 

Hypothesis L L stated that the effects of gender. relationsl~ip, living arrangements, 

activities of daily living, and the cognitive status on caregiver burden would be modified 

by bmily social network. This hypothesis was tested using path analysis. 

A test for multicolliniarity showed that relationship (tolerance = -255) and living 

arransenients (tolerance = -258) were highly correlated (Table 8). Therefore. for the 



purpose of H 1 1, living arrangements were exct uded- There are several reasons for 

including relationship instead of living arrangements. First, since the focus of this study 

was the examination of offspring and spousal caregivers (relationship), this variable was 

important to keep in the analysis. Spousal caregivers are most likely to be living in the 

same household as the care recipient and offspnng are most likely to be living in different 

households from the care recipient; therefore, the high correlation between relationship 

and living arrangements was anticipated- Second, the path model was based on the mode1 
J 

developed by Stucky and Smith (1 997), which examined relationship. The present study 

initialiy included living arrangement in the model because shared living arrangements had 

been reported as generating burden (Jutras & Veilleux, 199 1). 

Table 8 

Collinearitv oFGender, Retationship. Living Arrangements. Activities of Dailv Living, 

Cognitve Status. and Farnilv Social Network 

Independent variable Tolerance 
Gender -96 1 
Relationship ,255 
Living Arrangements -258 
ADL/IADLs -795 
Cognitive S tatus -786 
Famil y Social Network -934 

Note: Values for tolerance range from O to 1. When tolerance is srna1 l (close to O), these 

variables are almost a linear combination of each other variable- 

Table 9 shows a correlation matrix between family social network and the 

variables of gender, relationship, activities of daily living, and cognitive statu. Table IO 

shows a correlation matrix between burden and the variables family social network, 



gender, relationship, activities of daily living, and cognitive status. These correlation 

coefficients are also equal to the direct path coefficients in the path mode1 if each direct 

path was run independent of the other (Polit, 1996). For exarnple, in Table 9 the direct 

path coefficient for family social network and gender would equal --027, and in Table 10 

the direct path coefficient for burden and gender would equal -089. 

Table 9 
J 

Correlation Matnx of Familv Social Network. Gender. Relationship. Activities of Dailv 

Living. and Coenitve Status M 2 4 )  

Variable 1 2 3 4 5 
1. Family social network -- 

2. Gender 

3 .  Relationship -204 --O32 -- 

5. Cognitive status ,093 - 168 .O84 -408 -- 



Table 10 

Correlation Matrix of Burden, Family Social Network Gender. Relationshi~. Activities of 

Dailv Living, and Cognitive Status N=323) 

Variable 1 2 3 4 5 6 
1. Burden -- 

2. Farnily social network -042 -- 

3. Gender -089 -.O34 -- 

4- Relationship -3 56 -199 -.O3 7 -- 

6. Cognitive status -295 -09 1 - 165 -082 -4 12 -- 

The relative magnitude of the direct effects ofgender, relationship, activities of 

dail y 1 iving, and cognitive status on  burden compared to the indirect effects of gender, 

relationship, activities of daily living, and cognitive status on burden through family 

social network was determined- To test Hypothesis 1 1, equations ( 1 )  and (2) were 

estimated using multiple regression. The path coefficients are shown in Table 1 1. 



Table 11 

Path Coefficients for P 1. P2, P4. P5. Pd. P7. P8. P 10. and P 1 1 

-- 

Path coeffkient - B 

P 1 Gender on family social network - -- 164 -247 --O3 7 

P2 Relationship on famiIy socia! network - -8 75 -23 8 .205** 

ADLAADLs on family social network -5 -090E-02 -053 --O57 

Cognitive status on family social network -476 -274 -1 OS 

P6 Family social network on burden - -. 1 19 - 179 -.O3 1 

P7 Gender on burden - 1-218 -792 -070 

P8 Relationship on burden - 4.390 -777 .264** 

P I O  ADL/IADLs on burden - 1-570 - 1  76 .44S** 

P 1 1 Cognitive Status on burden - 1 398 -880 .O80 

Note. & = . O 5 1  forPl,P2,P4,andPS;Rf=.363 €orE%,P8,P9,PlO,and~ 
**pc.oo 1 

Recall equation (1) and (2). minus living arrangements: 

S = i ? J * G + ~ * R + ~ * A + - E * C + - E l  ( 1) 

B = ~ * S + P 7 * G + @ * R + ~ * A + P l l * C + E Z  (2) 

The effects of gender, relationship. activities of daily living, and the cognitive status were 

obtained by substitution of the values for m, P2. m, and F5; E%, P7, Pa, P10, and 

into equations (1) and (2) (excluding living arrangements) as follows: 

S = -,037*G + .205*R + --057*A + .105*C + ,700 ( 3 )  



B = -.O3 1 *S  + ,070*G + -264*R + ,448*A + -OSO*C +- -800 (4) 

The net effect of gender (G), relationship (R), activities of daily living (A), and cognitive 

status (C) on burden (B) is therefore: 

B = (-00 1 *G -t --006*R + .002*A + --O03 *C) + (-.O3 7*G + 

-205*R + -.057*A + .105*C) + E_ 

Total effects = (PP*&+P7) + (E*E+P8) + (a*&+w) + 

( P _ S * p 6 + P )  

Total effects = -07 1 + -258 + -450 + -077 

In equation 5, -00 1, -.006, -002, -.O03 are the indirect effects of G (gender), R 

(relationship), A (activities of daily living), and C (cognitive status) on B (burden) 

through S (Qmily social network); and -.0>7. 205. -.057. -105 are the direct effects of G 

(gender), R (relationship). A (activities of daily living), and C (cognitive status) on B 

(burden). Not al1 path coefticients, and thus the total effects (equations 6 and 7), were 

significant, but the direction of the effects were as predicted. 

Table 12 and equations 6 and 7 show that the total effects of gender (l?l-*m+EV) 

and activities of daily living (w*&+P 10) on burden through farnily social network were 

greater in magnitude than their direct effects; and relationship (D*E+f%) and cognitive 

status (E*E+o) were lesser in magnitude than their direct effects. Gender (P7). 

relationship (m), activities of daily living (m), and the cognitive status (Pii ) al1 had 

positive direct effects on burden, and positive total effects on burden. 



Table 12 

Direct and Indirect Causal Effects of P 1. P2. P4. PS. P6. P7. P8. P 10. and Pl 1 on Family 

Social Network (FSN) and Zarit Burden Scale W = 3231 

Path Coefficient Direct Indirect effect Total effect 
effect 

Pl Gender on FSN - --O3 7 - -.O3 7 

P2 Relationship on FSN - 

P4 ADLAADLs o c  FSN - 

PS Cognitive status on FSN - -105 -- -105 

P6 Family Social Network on Burden - -.O3 1 -- -.O3 i 

P7 Gender on Burden - .O70 .O0 1 " .O7 1' 

P8 Relationship on Burden - .264** -.006~ -258'' 

ADLAADLs on Burden .448** -002' _450g 

P 1 1 Cognitive Status on Burden - -080 -.OOjd -077" 

a - Pl *P6. m*E. 'P4*&. o*E. -*p6fp7- ' p 2 * ~ + ~ .  gB*&+m. 
PS*P6+P 1 1. **p<-00 1 --- 

The following path diagrarns and summaries present the results of the path model. 

Figure 10 summarizes the path coefficients. Only two direct paths (relationship and 

activities of daily living) and one indirect path (relationship) were significant. As Figure 

10 shows, gender, activities of daily living, and the cognitive status have weak positive 

effects on family social network. and relationship has relatively stronger and significant 

positive effects on family social network. Figure 10 also shows that the effects of gender. 



relationship, activities of daily living and cognitive status on burden are stronger than the 

effect of family social network on burden; however, only relationship and activities of 

daily living are significant. Gender and activities of daily living Iead to higher levels of 

burden indirectly through family social network. Relationship and cognitive status lead 

to lower levels of burden indirectly through family social network. However, family 

social network has no signiticant effect on burden; therefore, hypothesis 1 1 was rejected. 

The relationship between relationship and caregiver burden does not exist through Family 
8 

social network- 

Relationship and activities of daily living both have a positive direct effect on 

burden, where caregivers caring for care recipients who require more help with 

ADLflADLs scored almost twice as high on the burden scale than offspring caregivers. 

Relationship was the  only independent variable significantly directly related to family 

social network. 

The residuals (El and €2) in Figure 10 indicate the effect of variables not 

included in the model. El  (-700) represents al1 the residual causes of S and E2 (-800) 

represents al1 residual causes of B. Both E 1 and E2 are other hctors or the unexplained 

portion of the path model. 

Figure 1 1 illustrates the tnmmed path model, including only the significant path 

coefficients. This rnodel shows the two direct paths and one indirect path that had an 

effect on burden. Relationship and activities ofdaiiy living are significantly and 

positively related to caregiver burden. 
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Figure 10: Path mode1 showing effect of gender, relationship, activities of daily living, and cognitive status on caregiver burden 

through effects on family social network. ** = p<,00 1 



- - - 

Figure I l :  Trimmed path model showing the direct effects of relationship, activities of daily living, on burden, and the indirect effects 

of relationship on caregiver burden through effects on family social network. * * = p<.001 



In sumrnary, of the 327 familial caregivers, few showed high levels of caregiver 

burden. Caregivers who were offspring, living separately fiom the care recipient, canng 

for a care recipient requiring help with three or more ADLnADLs and cognitively 

impaired was associated with more caregiver burden than being a spouse, living together 

with the care recipient, canng for a care recipient requiring help with fewer than three 

ADLAADLs and having a care recipient who was not cognitively impaired. Therefore, 

HZ, H4, H5, and H5 were supponed. Gender did not have any relationship to burden; 
J 

therefore Hl was not supponed. H3 stated that caregivers and care recipients living 

together wou!d show greater caregiver burden than caregivers and care recipients living 

separately. Results showed that caregivers and care recipients living separately tended to 

show more burden than caregivers and care recipients living together; therefore, this 

hypothesis was not supported. 

In t he  case of gender, reIationship, living arrangements, ADLAADLs, and 

cognitive status, an increase in the number of people in a caregiver's family social 

network had no relationship to burden. The nul1 hypotheses H6 through Hl0 were thus 

supported, 

Hypothesis 1 1 stated that the effect of gender, relationship, living arrangements, 

activities of daily living, and the cognitive status on caregiver burden would be modified 

by family social network. Farnily social network was not signiticantly related to burden; 

therefore, Hl 1 was rejected. 



CHAPTER V 

Discussion and Conclusion 

This chapter begins with a discussion of findings. Then limitations will be 

identified, followed by implications for friture research. 

The De~endent Variable 

Low levels of subjective burden as measured by the Zant burden scale were 

exhibited by a sample of  caregivers in the current study. One reason for this rnay be the 

fact that the scale was developed to test burden levels in caregivers carihg for care 

recipients who had been diagnosed with Alzheimer's Disease. Although Zarit et al. 

(1980) found that burden was not associated with severity of-behavioral problems in their 

sample, al1 caregivers were caring for demented elderly individuals. In Zarit et al. (1980) 

scores for burden ranged from one to 66 , with a mean of  3 1. Similarly. use of this sca1e 

by Freyne, Kidd, Coen, and Lawlor (1999) showed a high rnean (45.6). in contrast, 

Bond, Harvey, and Hildebrand (1987) used the Zarit burden scale on a sample of eiders 

living independently in southern Manitoba. The range on the Zarit burden scale for the 

Bond et ai. (1987) sample was one to fifieen, with a mean of 7-09. Similarly, Novak and 

Guest (1989b) found low levels ofburden with a mean score of 12.66 on the Zarit burden 

scale with a community sample. 

In this study, the same two items on the Zarit burden scale with hîgh scores were 

found by Zarit et al. (1980). Afraid what the future holds for subject and feel subject is 

dependent upon you showed the highest scores in this analysis and in Zarit et al. (1980), 

i ndicat ing that these two items rnay require fiirther investigation. 



The Model 

The conceptual framework by Stuckey and Smyth (1997) was adapted to suit the 

needs of the present study. Living arrangements and ADL/IADLs were added as 

independent variables in the model- The original model used social resources (sociaI ties, 

tie satisfaction, aid, aid satisfaction. and affect/afEirmation) to measure the intervening 

variable, whereas the present study used family social network as the intervening 

variable- As mentioned earlier, social support could specifL the size of the network, the 

cohesiveness of the network, and the types of relationships in the netwdrk (Thoits, 1995). 

Also, if a caregiver knows who is available to offer support, this may act as a buffer 

against caregiver strain (Almberg et al., 1998). Stuckey and Smyth (1 997) were able to 

examine details about caregivers' social networks and support that the  present study was 

unable to examine. For this reason, future research should examine social network along 

with social support. One key tinding in Zarit et al. (1980) was that the availability of 

social support for the caregivers was crucial in relieving stress- 

In this analysis, the variable for activities of daily living did not identify the 

caregiver as the individual providing the help, although ihat information is available in 

the MSHA data set. The caregiver was asked if the care recipient can or cannot complete 

a task and not if he or she was the one providing the heIp. Therefore, this variable could 

only determine if the care recipient required help but could not identify who was 

providing the help. So, caregivers may or may not have been the individuals providing 

the help to the care recipient. 



HYRO~ heses 

Hypothesis 1 postulated that fernale caregivers would show higher levels of 

burden than male caregivers. This hypothesis was rejected. However, Hypothesis 2 

postulated that offspring caregivers would show higher levels of burden than spousal 

caregivers (Jutras & Veilleux, 199 1 ; Noelker & Wallace, 1985), and it was accepted (p< 

-001). In the case of this study, relationship was found to be a significant indicator of 

burden, while gender was not. The result for relationship supported the findings of Jutras 

and Veilleux (1991) that spousal caregivers reponed less burden than other family 

caregivers. The reason may be that the care provided by spousal caregivers is a natural 

extension of the emotional bond and imposes fewer constraints on comrnitments and daily 

activities than a parent-child relationship. Noelker and Wallace ( 1985) also reported that 

married offspring experienced family problems resulting from their caregiving 

responsibilities. f hese competing demands and obligations that adult offsprinj Face when 

caring for an aging parent compared to spousal caregivers affect their burden level. 

Hypothesis 3 postulated that caregivers and care recipients living together would 

show higher levels of burden than caregivers and care recipients living separately (Stoller 

& Pugliesi, 1989). Results showed that living separately was significantly related to 

higher levels of burden than living together; therefore, this hypot hesis was rejected. 

When deterrnining burden for living arrangements, the relationship between the caregiver 

and care recipient should be considered. An interesting analysis would be to test the 

burden felt by offspring with different living arrangements. In the current study, the 

number of offspring who lived with the care recipient was too small to conduct this 

analysis. 



Hypothesis 4 postulated that caregivers caring for care recipients who required 

help with three or more ADLflADLs would show higher levels of burden than caregivers 

caring for care recipients who required help with fewer than three ADLAADLs (Abel, 

1986; Jutras & Veilleux, 199 1; Stoller & Pugliesi, 1989). This hypothesis was accepted 

(p< .001). These results are similar to that of Abel (1986)' who reported that caring for 

elderly in poor health involves emotional and physical burden. Stoller and Pugliesi 

(1989) found that helpers who provided more help experienced greater burden, supporting 

the current findings. J 

Hypothesis 5 postuiated that caregivers caring for care recipients who had 

cognitive impairment would show higher levels of burden than caregivers caring for care 

recipients who had no cognitive impairment (Almberg et al., 1998). This hypothesis was 

accepted (p< -00 1). These findings coïncide with Almberg et aI. (1998) who found that 

caregivers caring for demented elderly dernand and need much more support practically 

and ernotionally. 

Hypotheses 6, 7, 8, 9. and 10 were rejected because the size of a caregiver's 

family social network when tested along with gender, relationship, living arrangements, 

ADL/IADLs, was not related to burden. A reason that these hypotheses were rejected 

may be because the measure of the family social network used here, which will be 

discussed in the limitations OF this study. 

Hypothesis 1 1 was rejected because the size of a caregiver's family social network 

did not modify the effects of gender, relationship, ADLAADLs or cognitive status and 

was also not related to burden. Only three direct paths were significant. First, 

relationship was directly related to burden. An offspring caregiver showed higher levels 



of burden than a spousal caregiver- Second, the relationship between the caregiver and 

care recipient was also directly related to family social network. Offspring caregivers had 

significantly more people in their family social network that they saw once a week or 

more than spousal caregivers. Offspn'ng were younger than spouses, more likely to be in 

the labor force and had more people living with them, al1 factors that could have 

influenced this finding. Third, activities of daily living were directly related to caregiver 

burden. The more help the care recipient required, the higher level ofcaregiver burden. 

Jutras and Veilleux (199 1) found that those care recipients with low legels of fiinctional 

independence and poor health contnbute to caregiver burden, coinciding with the current 

finding. 

Limitations 

The limitations for this study should be recognized. Several are related to the 

conceptual frarnework that guided the study. Also, several methodoiogical limitations 

existed. 

First, family social network did not show any relationship to caregiver burden and 

was not related to the independent variables. Several reasons may account for these 

results. Farnily social network outside the household was detined as parents, spouses, 

siblings, and children. Several other people exist in social networks ofcaregivers. such as 

other relatives, friends and neighbors. The original data set included questions about 

other relatives, friends, and neighbors, but they were asked in a manner that could not be 

combined or used in this analysis. The variables for children and siblings asked for 

specific numbers of family members and how offen the caregiver had contact with the 

people in their family social network. The variables for other relatives, friends. and 



neishbors only asked how oflen they had contact with these individuals and did not 

specify the nurnber of these individuals in the caregiver's family social network. 

Also, in this study family social network was defined as the number of individuals 

in a caregiver's network with whom they contact once a week or more. The individuals 

in a caregiver's family social network can only be assumed as potential help or support to 

the caregiver. Components of family social network, such as density, were not measured. 

Family social network identified which individuals were available to offer support (House 

et al., 1988) and how often the caregivers had contact with these indiviauals, but it did not 

show if these individuals did, in fact, offer support. Not al1 relationships in an 

individual's network provide support or the same type of support (Thompson et al., 

1993). In fact, Thompson et al. (1993) reponed that the different ways in which types of 

social support were linked to the measures of burden strongly suggested that the types of 

support were significantly reiated to burden. For this reason, social support shouId be 

examined along with social network. Social suppon could specify the size ofthe 

network, the cohesiveness of the network, and the types of reiationships in the network 

(Thoits, 1995). Knowing the availability of supports might be a way of sharing the 

cargiving rote and serve as a buffer against caregiver strain (Almberg et al-, 1998)- 

Second, this study did not take into account other types ofcare. Although only 

ten to 15% of assistance came from forma1 care (community-based health care, social 

services, and paid help), it still should be considered (Brody, 1985; Connidis. 1983; 

Denton, 1997). Knowing there may be other available suppons might be a way of 

sharing the caregivers' responsibilities (Almberg et al, 1998). 



Third, the conceptual fiarnework developed by Stuckey and Smyth (1997) was 

tested onginally on a sample of caregivers caring for older adults living in the community 

diagnosed with Alzheimer's Disease. This present study examined community living 

older adults, and was not restricted to those with Alzheimer's Disease. As mentioned 

earlier, Almberg et al- (1998) suggested that demented elderly individuals, demands and 

needs are high and that caregivers for demented elderly found it dificult to have a 

positive outlook on their caregiving responsibilities. 

Fourth, the present study findings were based on a one-tirne measurement of 

caregiver burden. Jutras and Veilleux (1991) reponed that caregivers willing to help a 

relative could experience an increase in the level of burden as the care recipient ages and 

becomes more fùnctionally dependent and his or her health deteriorates- It would be 

interesting to observe changes in the burden levels in this sample to determine if this is 

sirnilar to Jutras and Veilleux (199 1) existed- 

Finally, the sample included 78 care recipients who required no help with 

PLDLfiADLs. Since caregivers can extend emotional or financial help to care recipients, 

peopie who needed no ADLAADL help were still inchded in the study (Stuckey et al., 

1996). Other studies define caregivers di fferentl y. 

Im~lications and Future Work 

This study has important implications for future research, as it adds to the existing 

research surrounding the topic of caregiving. It has been s hown here that offspring 

perceive subjective burden of caregiving differently than spouses. The relationship 

between a caregiver as offspring or spouse and a care recipient differs in obligations, 

priorities, and responsibilities, and this relationship should not be examined 



sirnultaneously. [t is suggested that the word "caregiver" is used too broadly in research, 

because caregivers have been shown to operate differently depending on the relationship- 

It is recommended that hture research always separate spouses fiom offspring, rather 

than putting them together in a "caregiver" group. Not only are there irnpiications of this 

study for research, but also service providers should plan services to caregivers 

differently. Practitioners who are developing intervention programs for caregivers should 

keep in mind that the caregivinç issues for offspring and spouses are different and should 

developed to suit the needs of the caregiver. For example, offspring cafegivers tend to 

concentrate on al1 their responsibilities and have dificulty juggling their time between 

caring for a parent and completin8 their other obtigations. SpousaI caregivers tend to 

concentrate on their relationship with the spouse and see their task as an extension of their 

marital commitrnents. These differences should be reflected in services, such as 

educational programs for caregivers or direct interventions. 

Empowering and educating adults about their choices before they are elderly and 

frai1 could encourage them to use this knowledge to make their own decisions about their 

health and living arrangements. Adults educated in the issues surrounding caregiver 

burden may choose to use the fonnal system more frequently, which, in turn, may 

decrease the burden on the informa1 caregiver. It is also possible that some respondents 

had a great deal (or lack) of knowledge about available services, which may have affected 

the results. If respondents were aware of community services or agencies that offer help 

and assistance, perceived burden may be affected. Future research shoutd investigate the 

service knowledge base of both caregivers and care recipients. 



Future research should examine caregivers over an extended period of time to see 

if the level of burden increases as the care recipient ages and becomes more Functionally 

dependent as his or her heaIth deteriorates, as Jutras and Veilleux (199 1) found- 

Longitudinal research on the topic ofcaregiver burden could find changes in care 

recipients and caregivers over an extended penod of time. 

The family social network variable should be expanded in a future study to 

include both size and density of familial and other social suppon. In doing this, future 

research would have more accurate details of the social resources in a &regiverYs life, in 

turn, creating less room for methodological error- 

Conclusions 

Results from this study confirm that gender, relationship, living arrangements, 

activities of daily living, and cognitive status have significant effects on perceived 

caregiver burden. Even though subjective caregiver burden scores were relatively low, 

burden is associated with caregiving and this research showed some correlates of burden. 

The findings of the present study should not be generalized to al1 caregivers. 

Alternatively, the task of tùture research is to replicate these findings, but with different 

samples wit hin the caregiving population. The data analyzed indicated that fami ly social 

network has no relationship to caregiver burden; however, adapting the famil y social 

network variable to meet the criteria of the original model developed by Stuckey and 

Smyth (1 997) would allow for fewer methodological limitations and a more accurate 

replica of the model. 



References 

Abel, E- (1986). Adult daughters and care for elderly. Feminist Studies. 12, 479- 

497. 

AImberg, B, Jansson, W-, Grafstrom, M., & Winblad, B- (1998). Differences 

between and within genders in caregiving strain: A cornparison between caregivers of  

dernented and non-caregivers of non-demented elderly people. Journal o f  Advanced 

Nursino;, 28(4), 849-858- 

Bames, R- F., Raskind, M. A., Scott, M., & Murphy, C. (198 1)! Problems of 

families caring for Alzheimer patients: Use of support group. Journal o f  Arnerican 

Geriatrics Societv. 29, 80-85- 

Bass, D- M., & Noelker, L. S. (1987). The influence of farniiy caregivers on 

elder's use of in-home services: An expanded conceptual framework- Journal of Health 

and Social Behavior. 28, t 84-196. 

Biegel, D. E.. Shore, B. K., Gordon, E., & Bnitz. I. L. (1986). Building support 

networks for the elderiy- Farnilv Relations. 35, 462- 

Biegel, D. E., Shore, B. K., Gordon, E., & Bumagin, V. E. (1986). Building 

support networks for the elderly. Social Work. 3 i, 229-230. 

Bond, J. B., Harvey, C .  D. H., & Hildebrand, E. A. (1987). Familial support of 

the elderiy in a rural Mennonite community. Canadian Journal on Agim. 6(1), 7-1 7. 

Braithwaite, V. (1992). Caregiving burden: Making the concept scientifically 

usefiil and policy relevant- Research on  Agine. 14(1), 3-27. 

Brody, E. M- (1985). Parent care as a normative family stress. The 

Gerontologist, 25, 19-29. 



Canadian Study of Health and Aging. (1 994). Patterns of caring for people with 

dementia in Canada. Canadian Journal on Agino. 13(4), 470-487. 

Caserta, M. S., Lund, D. A., & Wright, S. D. (1996). Explonng the caregiving 

burden inventory (CBI): Further evidence for a multidimensional view of burden, 

International Journal of Agine and Human Developent. 43(1), 21-34. 

Chappell, N. L. (1991). Living arrangements and sources of caregiving. Joumals 

of Gerontologv. 46(1), S 1-S8, 

Chappell. N., & Guse, L. (1989). Linkages between informal and formal suppon. 

In K. S. Markides & C. L. Cooper (Eds.), Aeine. stress. and health (pp. 2 19-237). 

New York: Wiley, 

Connidis, 1. (1 983). Living arrangement choices of older residents. Canadian 

Journal of Sociology. 8, 359-375- 

Cranswick, K. (1997). Canada's caregivers. Canadian Social Trends. 47, 2-6. 

Cutrona, C. E., & Russell, R. W. (1990). Type of social support and specific 

stress: Toward a theory of optimal matching. In B. Sarason & G. Pierce (Eds.). Social 

support: An interactional view. New York: Wiley. 

Dautzenberg, M. G. H.. Diederiks, J.  P. M., Philipsen, H., & Tan, F. E. S. (1999). 

Multigenerational caregiving and well-being: Distress of middle-aged daughters 

providing assistance to elderly parents. Women and Healt h. 29(4), 57-74. 

Deirnling, G. T., Bass, D. M., Townsend, A. L., & Noelker, L. S. (1989). Care- 

related stress: A comparison of spouse and adult-child caregivers in shared and separate 

households. Journal of A ~ i n g  and Health. 1 ( l), 76-82. 



Denton, M. (1997). The linkages between informa1 and formal care of the 

elderly- Canadian Journal on A3ine. 16(1), 30-50. 

Elliot, G., Hunt, M-, & Hutchison, K, (1996)- Facts on agine in Canada. 

Hamilton, ON: McMaster Univeristy- 

Freyne, A, Kidd, N, Coen, R-, & Lawlor. B. A- (1999). Burden in carers of 

dementia patients: Higher levels in carers of younger sufferers- International Journal of 

Geriatric Psvchiatrv. 14(9), 784-788- 

George, L. & Gwyther, L. P. (1986). Caregiver well-being: A tnultidimensional 

examination of family caregivers of demented adults. The Gerontolo~ist. 26(3), 253-259. 

Gilligan, W. J. (1982). In a different voice: Psvcholo_oical theoy and women's 

develo~rnent. Cambridge: Harvard University Press. 

Hawkins, B. (1996)- Daughters and caregiving: Taking care of our own. 

AAOHN Journal. 44(9), 433-437. 

Hess, B., & Soldo, B- J- (1985). Husband and wife networks- Cn W. J. Sauer & 

R. T. Coward (Eds.), Social support networks and the  care ofthe elderly (pp.67-92)- New 

York: Springer. 

Horowitz, A- (1985). Family caregiving to the €rail elderly. In C -  Eisdorfer (Ed), 

Annual Review of Gerontologv and Geriatrics (pp- 194-246)- New York: Spnnger. 

House, J., Umberson, D., & Landis, K. (1988). Structures and processes of socia1 

support. Annuai Review of Sociologv. 14( 1 ), 293-3 18. 

Jutras, S., & Veilleux, F. (1  99 1 ). Informal caregiving: Correlates of perceived 

burden. Canadian Journal on Arrin-. 10(1), 40-55. 



Miller, B., & McFall, S- (1992). Caregiver burden and continuum o f  care- 

Research on Aeing. - 14(3), 3 76-398, 

Montgomery, R. J. V., Gonyea, J. G., & Hooyman, N. R. (1985). Caregiving and 

the experience of subjective and objective burden. Familv Relations, 34(1), 19-26. 

Noelker, L- S., & Wallace, R. W- (1985)- The organization of family care for the 

impaired elderly- Journal o f  Familv issues. 6(1), 23 -44. 

Novak, M., & Guest, C- (I989a). Application o f a  multidimensionaI caregiver 

burden inventory- The Geronto1og;ist. 20(6), 798-803. a 

Novak, M., & Guest, C .  (1989b). Caregiver response to Alzheimer's Disease. 

International Journal of Aeing and Human Develo~rnent. 28(1), 67-79. 

Penning, M. J., & Chappell, hr- L. (1990). Self-care in reIation to informal and 

forma1 care- Aeein- and Society. 10, 4 1-59. 

PIatt, S. (1985). Measuring the burden of  psychiatric illness on the  family: An 

evaluation ofsome rating scales. Ps~choloaical Medicine. 15,383-393. 

Polit, D. F- (1996)- Data analysis and statistics for nursina, research. Saratoga 

Springs, New York: Appleton & Lange. 

Poulshock, S. W., & Deimling. G. T. (1984). Families caring for elders in 

residence: Issues in the measurement of burden. Journal of Gerontoloav. 39(2), 230-239. 

Schneider, J., Murray, J., Banerjee, S., & Mann, A- (1999). Eurocare: A cross- 

national study of CO-resident spouse carers for people with Alzheimer's disease: 1-factors 

associated with carer burden. International Journal of Geriatric Psvchiatry. 14, 65 1 -66 1. 

Segall, A., Montgomery. P., Manfreda, J., & Blandford, A. (1995). Manitoba 

s t u d ~  of health and a ine. final reoort. Winnipeg: University of Manitoba. 



Stoller, E. P., & Pugliesi, K. L. (1989). Other rotes of caregivers: Competing 

responsibilities or supportive resources. Journal of Gerontolow. 44(6), S23 1-23 8. 

Stuckey, J- C., Neundorfer, M. M-, & Smyth, K. A. (1 996). Burden and weil- 

being: The same coin or related currency? The Gerontolo~ist. 36(5), 686-693. 

S tuckey, J. C., & Smyth, K. A. ( 1997). The impact o f  social resources on the 

Alzheimer's disease caregiving expenence. Research on Agine. 19(4), 423-44 1. 

Teng, E. L. & Chui, H. C. (1987). The modified mini-mental state (3MS) 

examination. Journal of Clinical Psychiatrv, 48, 3 14-3 18. a 

Thoits, P. (1982). Conceptual, methodologicaf, and theoretical problems in 

studying social support as a buffer against Iife stress. Journal of Health and Social 

Behavior. 23, 145- 159. 

Thoits, P. (1995). Stress, coping, and social support processes: What are we? 

What next? Journal of Health and Social Behavior. 36, 53-79. 

Thompson, E- H., Futterman, A- M., Gallagher-Thompson, Rose, J- M., & 

Lovett, S. B. (1993). Social support and caregiving burden in family caregivers of frai1 

elders. journal of Gerontolonv. 48(5), 5245-S254- 

US. House of Representatives. Select Committee on Aging, Subcommittee on 

Health and Long-Term Care. (1988). Exploding the myths: Careeivinp in America: A 

s t u d ~  (100" Congress, la session, Comm. Pub. No 99-61 1). Washington: U.S. 

Government Printing Office. 

Wellman, B., & Wortley, S. (1 990). Different strokes from different folks: 

Cornmunity ties and social support. American Journal of Sociology. 96, 558-588. 



Wheaton, B. (1985). Models for the stress-buffering fùnctions of coping 

rersources- Journal of Health and Social Behavior. 26, 352-364, 

Zarit, S- H., Reever, K- E-, & Bach-Peterson, J. (1980). Relatives of the impaired 

elderly: Correlates of feelings of burden. The Gerontologist. 20(6), 649-655. 



Appendix A 

Activities of Daily Living (ADL) for Subjects 

* Now, 1 want to ask you about how ( ) manages (herhis) daily Me. I will mention 

a number o f  common, daily activities. and for each, 1 want you to say if ( ) can 

manage this without help, or with some help, or whether hefshe cannot do Tt at all, that is, 

sorneone has to do this for them- 

REMEMBER WE ARE IEITERESTED IN WHETEER OR NOT THEY ARE ABLE TO 
PERFORM THE ACTIVITY; AM3 NOT f W H E R  OR NOT THEY ACTUALLY DO IT- 
************************************************************************ 

ADL's for SUBECTS 

i 2 3 4 5 8 
without some help some help some help unable to DK 
any help from device €rom person €rom person do it 

ONLY ONLY & device 

b. Can ( ) dress and undress 

1 2 3 4 5 8 
without some help some heip some help unable to DK 
any help fiom device from person €rom person do it 
(pick out ONLY ONLY & device 
ctothes (Zipper 
dress, pulls) 
undress) 



ADL's for Subject (cont'd) 

c. Can ( ) take care of hidher own appearance, for example, combing hidher 
haïr and (for men) shaving 

without some heIp some help some help unable to 
any heIp €rom device from person 6om person do it 

ONLY ONLY & device 
(ex-tenders, 
Iong shoe 
horn) 

d. Can ( ) walk (not including with a wheelchair) 
J 

I 2 3 4 5 
without some help some help some help unable to 
any hel p fiom device from person from person do it 
(exept a ONLY ONLY & device 
cane) (wal ker, 

crutches or 
a chair) 

([F ANSWER WITHOUT ANY HELP OR WITH SOME HELP) 
dd. Does ( ) walk out of doors (Assisted or Unassisted) 

1 - 1 mile or more 
2. % mite 
3 - 1 O0 yards 
4. 10 yards 
O- Does not walk out of doors at al1 
7- SKIP 

e. Can ( ) get about the house 

1 2 3 4 5 
without some help some help some help unable to 
any help fiom device from person from person do it 

ONLY ONLY & device 
(wal ker, 
crutches or 
a chair) 



ADL of Subject (cont'd) 

f. Can ( ) go u p  and down stairs 

1 2 3 4 5 8 
without sorne help some help some help unable to DK 
any heIp fiom device from person from person d o  it 

ONLY ONLY & device 
(handrails, 
walker, 
chairlift) 

g. Can get in and out  o f  bed 
I 

1 2 3 4 5 8 
without some help some help some help unable to DK 
any help from device €rom person €rom person d o  it 

ONLY ONLY & device 
(=Y tY Pe 
l ia )  

h. Can ( ) take a bath o r  shower 

1 2 3 4 5 8 
without some help some help some help unable to DK 
any help €rom device frorn person €rom person do  it 

ONLY ONLY & device 
(shower seat 
hand held shower) 

i. Can ( ) go t o  the bathroom, or  toilet (commode o r  outhouse) 

1 2 3 4 5 8 
without some  help some help some help unable to DK 
any help from device €rom person from person do it 

ONLY ONLY & device 
(raised toilet 
seat, walker) 



ADL of Subject (cont'd) 

Can ( ) use the telephone 

1 2 
without some heIp 
any help from device 
(look up ONLY 
and diat) (hearing 

device, 
special 
phone, 
CAN dia1 
operator in 
emergency 

3 4 5 8 
some help some help unable to DK 
from person €rom penon d o  it  
ONLY & device 
(help getting 
number, dialing 
can dia1 operator 
in an  emergency 

k. Can C__) get to places out  of walking distance 

1 2 3 4 5 8 
without some help some help some help unable to DK 
any hetp frorn device from person from person do it 
(can travel ONLY ONLY & device 
alone on (motorized (need someone 
bus, taxi; scooter) to go with h i d h e r )  
drive car) 

1. Can C__) go out o f  doors in good weather 

i 2 3 4 5 8 
without some help some help some help unable to DK 
any help from device €rom person from person d o  it 

ONLY ONLY & device 

m. Can ( ) go out of  doors in any weather 

1 2 3 4 5 8 
without some help some help some help unable to DK 
any help fiom device €rom person from person d o  it 

ONLY ONLY & device 



ADL of Subject (cont'd) 

Can ( ) go shopping for hislher grocenes o r  clothes 
(assuming t hey have transponation) 

1 2 3 4 5 
without some help some help some help unable to 
any help €rom device from person €rom person do  it 
(take care 0 M . Y  ONLY & device 
o f  al1 shopping (needs someone 

to go with h i d h e r  on al1 trips) 

Can ( ) prepare hidher own meals 

1 2 3 4 5 
without some help some help some help unable to 
any help from device from person from person do it 
(plan and ONLY ONLY & device 
cook fiill nieals) (not hl1 meals) 

Can ( do hislher housework 
(eg, scmb floors. vacuum, windows, and walls) 

1 2 3 4 5 
without some help some help some help unable to 
any help from device from person €rom person do it 
(scm b ONLY ONLY & device 
floon, etc.) (can do light 

but not heavy work) 

Can ( ) do light housework 
(dusting, dishes, etc.) 

1 2 3 4 5 
without some help some help some help unable to 
any help from device from person €rom person do it 

ONLY ONLY & device 

Can ( ) do his/her yard work and/or gardening 

without some help some help some help unable to 
any help from device €rom person from person do it 

ONLY ONLY & device 



ADL oFSubject (cont'd) 

S. Can ( __) take his/her own medicine 

1 2 3 4 5 8 
without some help some help sorne help unable to DK 
any help fiom device €rom person €rom person do it 
(in the nght  ONLY ONLY & device 
doses at the  (pi11 counter) (someone 
right time) prepares it 

and reminds 
h i d h e r  to take it 

t. Can ( ) handle hidher own money a 

(THIS QtJESTION REFERS TO DAY-TO-DAY SPENDING) 

1 2 3 4 5 8 
without some help some help some help unable to DK 
any help €rom device €rom person €rom person do it 
(write ONLY ONLY & device 
checks, pay (can manage 
bills, etc.) day-to-day buying 

but need help with check 
book and paying bills) 

u Can ( ) handle planning hislher long-term finances 
(ie. Investments, banking) 

1 2 3 4 5 8 
without some help some help some help unable to DK 
any help from device €rom person from person do  it 

ONLY ONLY & device 



Appendix B 

SOCIAL NETWORK OF iiWORMAL CAREGIVERS 

We are also interested in finding out about YOUR family and Fiiends. 

i 6a. (SKIP IF CAREGlVER LIVES WITH ( ) > GO TO Q- 16b) 
I would like to ask about your household. Aside fiom yourself, do  any other people 
Iive with you? 

Yes: How Many? 

How are they reIated to you? 

Names (Relationship) 

1 6b. (IF CAREGIVER IS SPOUSE > GO TO Q- 20) 
Do you have any other children, who do not [ive with you? 

Yes: How Many? -- - Sons 

Daughters 

17. Of your sons, how many do you have contact with. .. ... . . . . 
(CONTACT INCLUDES: SEEING. PHONING. LETTER WRLTISG. EYCLUDIIIG THOSE LIVING IN HOUSEHOLD) 

- Less often dian once a montii 
but ai least once a year 

- Once a week or more - Less illm once a year 

- A few times a month - Never 

- Once a mondi 



SOCIAL NETWORK OF N O R M A L  CAREGIVERS (cont'd) 

18 Of your daughters, how many do you have contact with-. . --. ..--.. 
(CONTACT MCLUDES: S EEING. PHONNG. L E T E R  WRITING- EXCLUDING THOSE LIVING IN HOUSEHOLD) 

- Eve ryda y - Less often tlian once a month 
but at lest oncc a year 

- Once a week or more - Less iiian once a year 

- A few times a mondi - Never 

- Once a montli 

19. Do you have any other close relatives who [ive within a 1 hour drivg? 
(Do not mention those already listai above- Close Relatives = siblings, nephas .  nieces. adult grand children) 

Yes: How Many? --- 

20a. Are either of your parents still living? 

1 = Neitlier - GO TO Q. 2 1 
2 = Motlier - GO TO Q. 20c- 
3 = Fatlier -- GO TO Q. 20b, 
4 = Both 

20b. (ASK FOR EACH LIVING PARENT NOT LtVENG iN HOUSEHOLD) 

How often do you have contact with . . . . 
(COYTXT INCLUDES: SEEiNG. PHONING. LEITER WRITNG) 

. . . . your Father 

2 Once a w e k  or more 

3 A few iinies a rnontli 

4 Once a tnontii 

20c. - - - - your mother 

2 Once a week or more 

3 A few times a month 

4 Once a month 

5 Less often rlian once a montti 
but at Least once a year 

G Less than oncc a year 

5 Less ofien Uian once a inonth 
but at l e m  once a year 

G Less han once a year 



SOCIAL NETWORK OF INFORMAL CAREGIVERS (cont'd) 

2 1 a. How rnany bothers do you have not including those living with you? 
(TAVNG ONLY) 

2 1 b. Of your brothers, how many do you have contact with . . . . 
(CONTACT [NCLUDESr SEEING. PHOSMG, LETER WRITDJG. ESCLUDING THOSE LIVIhrG IN HOUSEHOLD) 

- Less often aian once a montli 
but at least once a year 

- Once a week or more - Less clian once a year 

- A few times a month - Never 4 

- Once a montli 

22a. How many sisters do you have not including those living with you? 
(LIVING ONLY) 

22b. Of your sisters, how many do you have contact with ... . 
(COhTXT IXCLUDES: SEEKG. PHOXIKG. LEïTER \lrRITKG. ESCLCDE THOSE LIVISG IX HOUSEHOLD) 

- E\.cnday - Lcss often [han once a rnontli 
but at lcast once a year 

Once a ureek or more - Lcss tlian once ayear 

- A fcw times a montli - Ncver 

- Once a montli 

a How many relatives do you have not including those living with you? 
(LIVING ONLY) 

23b. Thinking of your other relatives, how OFTEN do you have contact with them? 
(CONTACT INCLCIDES: SEEING. PHONING. LETïER UrRiTI?iG. ESCLUDING THOSE LIVING IN HOUSEHOLD) 

5 Less often than once a montli 
but at l e m  oncc a year 

2 Once a week or more G Less rlim once a year 

3 A few times a montli 7 Never 

Once a inontli O No otlier relatives 



Appendix C 

Zarit Burden Scale, Interview Items 

Here is a list of ways that people sometimes feel when caring for another person. 

After 1 read each question, please indicate how oRen you have felt that way: Never, 

Rarely, Sometimes, Frequently, or Nearly Always. Remember, there are no right or 

wrong answers. 

O = NEVER 6 = NA - NOT ALLO WED TO DO THIS/ 
1 = RARELY NOT APPLICABLE 
2 = SOMETIMES 7 = SKIP (FORMAL CA~EGIVER) 
3 = FREQUENTLY 8 = DK - DON'T KNO W 
4=NEARLYALWAYS 9=MISSING 

HOW OFTEN--. KEV RARE SOXIE FREQ .-u-N*.-IYs DE; NA 

1. Do p u  feei that (J asks for more help 0 2 3  4 8 6  
than he/she needs? 

2. Do you feel that because of the time you 0 1 2 3  4 8 6  
spend with ( that you don't have 
enough tirne for yourself? 

3 - Do you feel stressed between caring for (J O 1 2 3 4 8 6  
and trying to meet other responsibilities 
for your farnily or work? 

4. D o  you feel embarrassed over 0 ' s  O 1 2  3 4 8 6  
behaviour? 

5. Do you feel angry when you are around O? O 1 2 3 4 8 6  

6. Do you feel that (J currently affects your O 1 2  3 4 8 6  
relationship with other family members 
friends in a negative way? 

7, Are you afraid ofwhat the fùture holds O 1 2  3 4 8 6  
for (J? 

8. Do you feel (J is dependent upon you? O 1 2  3 4 8 6  

9. Do you feel strained when you are around O? O 1 2 3 4 8 6  



Zarit (cont'd) 

10- Do you feel your health has suffered because O 1 
of your involvement with O? 

1 1. Do you Feel that you don't have as much O 1 
privacy as you would like because of O? 

12- Do you feel that your sociaL life has suffered O 1 
because you are caring for (J? 

13. (Only where respondent Iives with Subject) O 1 
Do you feel uncornfortable about having 
friends over, because of O? 

14. Do you feel that (J seems to expect you to O 1 
take care of himlher as if you were the only 
one he/she could depend upon? 

15. Do you feel that you don't have enough O 1 
money to care for (J in addition to the 
rest of your expenses? 

16. Do you feeI that you will be unable to take O 1 
care of (J much longer? 

17. Do you feel you have lost control of your life O 1 
since 0 ' s  condition? 

18. Do you wish you could just leave the care of O 1 
( to sorneone else? 

19- Do you feel uncertain about what to do O 1 
about O? 

20. Do you Wel you should be doing more for (J? O 1 

2 1. Do you feel you could do a better job in O 1 
caring for O? 

22. Overall, how burdened do you feel in caring for O? 
O Not at ail 
1 A little 
2 Moderately 
3 Quite a bit 
4 Extremely 



Appendix D 

Analysis of Variance for Burden 

The family social network @SN) of males, females, offspring, spouses, living 

together, living separately, O ADL/IADLs, 1-2 ADLfiADLs, 3-5 ADWIADLs, 6 or more 

ADLAADLs, cognitive impairment, and no cognitive impairment were each tested 

independent of each other on burden. Family social network was divided into three 

categories: (1) O people in caregiven Family social network; (2) 1-3 people in caregivers 

a 
family social network and; (3) four or more people in caregivers Bmily social network. 

The follow analysis of variance correspond to hypotheses 6 to 10, respectively. 

Analysis of Variance for Burden on Family Social Network for Males (n=S for no FSN, 

n=54 for 1-3 FSN. and n=46 for 4 or more FSN) 

Source - SS - d f MS F P 
Between groups 297.267 2 148.634 2.673 -074 
Within groups 583 9-057 105 55-6 10 

Total 6 136.324 107 

Anaiysis of Variance for Burden on Familv Social Network for Females (n=l5 for no 

FSN. n=l15 for 1-3 FSN. and n=86 for 4 or more F S N  

Source - SS d f MS F E 
Between groups 64.997 2 3 2-498 -450 -638 
Within groups 1539 1-374 213 72.260 

Total 1 5456-3 70 215 



Analvsis of Variance for Burden on fa mil^ Social Network for Offsprinq (n=7 for no 

FSN, n=92 for 1-3 FSN. and n=88 for 4 or more FSN) 

Source - SS - d f MS F - r2 
Between groups 27-944 2 13 -972 -207 -8 13 
Within groups 1241 5.243 184 6 7-4 74 

Total 12443,187 186 

Analvsis of Variance for Burden on Familv Social Network for Spouses (n=16 for no 

FSN. n=77 for 1-3 FSN. and n=44 for 4 or more FSW 

Source SS - d f M S  - B - F 
Between groups 108429 2 54.2 14 1-1 19 -3 3 O 
Wit hin groups 6492-506 134 48 -452 

Total 6600.934 136 

Analysis of Variance for Burden on fa mil^ Social Network for Living Tosether (n=I9 

for no FSN. n=93 for 1-3 FSN. and n=48 for 4 or more FSN) 

Source SS - - df  - MS - F 12 
Between groups 9 1-829 2 45.9 14 -465 -465 
Within groups 9378-1 15 157 59-733 

Total 9469.944 159 

Analysis of Variance for Burden on Familv Social Network for Living Se~aratelv (n=4 

for no FSN. n=76 for 1-3 FSN. and n=84 for 4 or more FSN) 

Source - SS - df - MS F - 12 
Between groups 49.154 2 24,577 -382 -683 
Within groups 10356.00 161 64-3 24 

Total 10405.244 163 



Analvsis of Variance for Burden on Family Social Network for O ADLAADLs Cn=7 for 

no FSN. n=3 1 for 1-3 FSN. and n=40 for 4 or more FSN) 

Source - SS - d f - MS F - e 
Between groups 56,964 2 28,482 -946 -393 
Within groups 2256.997 75 30-093 

Total 23 13 -962 77 

Analysis of Variance for Burden on Familv Social Network for 1 to 2 ADLIïADLs (n=8 

for no FSN. n=48 for 1-3 FSN. and n=3O for 4 or more FSNI 

Source - ss df MS - É L! 
Between groups 282.556 2 14 t -278 3-012 ,055 
Within groups 3892-979 83 46-903 

Total 4 1 75-53 5 85  

Analvsis of Variance for Burden on Familv Social Network for 3 to 5 ADWIADLs (n=6 

for no FSN. n=40 for 1-3 FSN. and n=3 1 for 1 or more FSN) 

Source - SS - d f  MS F - E) 

Between groups 56,959 2 28.480 -449 -640 
Within groups 4689-846 74 63 -3 76 

Total 4746.805 76 

Analvsis of Variance for Burden on Family Social Network for 6 or more ADLAADLs 

(n=2 for no FSN. n=50 for 1-3 FSN. and n=3 1 for 4 or more FSN) 

Source - SS df MS - - F e 
Between groups 430.577 2 2 15-289 .O 18 -0 18 
Wit hin g r ~ u p s  4073 -977 80 50.925 

TotaI 4504-554 82 



Analvsis of Variance for Burden on Familv Social Network for Conitive Irn~airment 

(n=3 for no FSN. n=57 for 1-3 FSN. and n=44 for 4 or more FSN) 

Source - SS Df - - MS - F e 
Between groups 53 -574 2 26,787 -3 70 -692 
Within groupi 73 13,041 I O 1  72,406 

Total 7366.6 15 103 

Analvsis of Variance for Burden on Familv Social Network for No Cognitive Impairment 

( ~ 2 0  for no FSN. n=l12 for 1-3 FSN. and n=88 for 4 or more FSN) 
8 

Source - SS d f  - - MS - F P 
Between groups 75.840 2 37.920 -663 -5 16 
Within groups 124 16.755 217 57,220 

Total 12492.595 2 19 




