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ABSTRACT 

This study examined the relationship between caregiver social support, burden, 

and outcomes. The caregiver outcomes evaluated were caregiver perception of health, 

change in health, depression, and satisfaction with the caregiving role. The study was 

based on the premise that certain types of social support relationships matter more than 

others. They were termed special relationships and include relationships that were used 

and not just available, broad in terms of the type of support they supplied, and selective in 

nature. The impact of burden on caregiver outcomes was established. Then the direct 

effect of social support on caregiver outcomes was tested and finally, the modifying 

effect of the presence of special relationships on burden was assessed. 

The study found combined burden from cognitive incapacity, disruptive behavior, 

and social function burden was significantly correlated to poorer health perception 

(r=.49), a negative change in health habits (r=.45), increased depression (r=.63), and 

decreased satisfaction (r=. 70). The presence of special relationships had a nearly 

significant association with decline in health perception (r=.24) and increased satisfaction 

with caregiving (r=-.22). In the presence of special relationships activity of daily living 

burden had a significant effect on health perception (r=.38) and a nearly significant 

relationship with a negative change in health (r-.33) but no correlation to depression or 

satisfaction. In the presence of special relationships combined burden was did not have 

significant correlations with any caregiver outcomes. 



CHAPTER ONE 

OVERVIEW OF THE PROBLEM 

People have many social relationships in the course of their lifetimes but usually 

there are only a few people they come to actually depend on deeply for support and love. 

For caregivers, these few relationships are critical. Caregivers face a complex, difficult, 

and often, undesirable phase of their life, and having one special relationship with 

someone with whom they can share their struggles may be life changing. This study 

examines special relationships and evaluates their ability to improve outcomes for 

caregivers. 

Statement of the Problem 
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The population trends are well documented. The population of dependent and 

aged in the United States will continue to rise for some time (U.S. Select Committee on 

Aging, 1988). The older population in America is growing twice as quickly as all other 

age groups. The older population itself is aging. The 85 and older age group is expected 

to be seven times its present size by the year 2050. This population trend will result in an 

increasingly large number of frail elderly people in need of caregiving. More and more 

elders will reach the age and stage of growth that requires assistance for daily living (U.S. 

Select Committee on Aging, 1988, General Accounting Office, 1998). 

Nearly 23% of all people 65 and older are functionally disabled or currently in 

need of some form of long-term care (American Academy of Actuaries, 1999, Doty, 

1986). The American Academy of Actuaries (1999) released a scenario projection that 

by 2040 the numbers will increase by 90%. Their criteria were people who need help 
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with three or more activities of daily living, instrumental activities of daily living, or 

mobility. Recent data has shown 1.2 million fewer people in need of assistance than 

previously projected by similar studies, but that fact was taken into account in this 

projection. They concluded that for an individual person turning 65 in 1996, he or she is 

expected to experience 5.3 years of dysfunction because of acute or chronic illness in his 

or her life. This projection adds urgency for this study. 

The amount of chronic illness is growing as well. Tilden ( 1987) attributes this to 

increased survival from acute illness and trauma. The political climate and cost 

conscious health care reform trends are driving up the rate and complexity of care 

provided at home. According to Tennstedt's (1999) report to the U.S. Administration on 

Aging nearly a quarter (22.9%) of all people over 65 are functionally disabled or in need 

of some type of long term care. Since caregiving is increasing in numbers and 

complexity there is heightened urgency to discover how to enable caregivers. 

There is a clear relationship between an elder' s degree of functional disability and 

the amount of assistance received, but it is not a directly linear relationship (Sherwood, 

Morris, & Gutkin, 1981; Horowitz & Dobrof, 1982; Branch & Jette, 1983; McKinlay & 

Tennstedt, 1986). Apparently, there is a threshold of acuity that moves a person into the 

need for care. The accessibility of care also makes a difference in the type of assistance 

used. Formal care is more often used by those who are not married, live alone or live in 

public housing as they are more likely to lack informal networks (McKinlay & Tennstedt, 

1986). However, the vast majority of caregiving is informal. Pilsuk and Parks (1988) 

estimated that families are providing 80-90% of all elder care. Families are critical to 



prevention and delay in nursing home placement (U.S. Select Committee on Aging, 

1988; Beekman, 1991 ). The majority of caregivers provide support without formal 

assistance from the social or medical establishment (Tennstedt, 1999). 
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Caregiving is an expensive and personally taxing role (Tilden & Weinert, 1987). 

The burdens involved are not limited to the taxing effect of caregiving tasks. Stressors 

include financial, emotional, physical, and family strains (NINR, 1992; Tilden, 1987; Ory 

et al, 1999; U.S. Select Committee on Aging, 1987). Caregiving is difficult to sustain 

and is often placed on people with waning resources. Some are put at risk of abuse or 

being abused (Phillips, 1983). Consequently, some caregivers give up caregiving, while 

others suffer physical or mental illness related to the role. 

The alternative to caregiving is much more expensive. Institutional care costs are 

continually rising, and the quality of care is less satisfactory for many individuals. 

Factors that reduce the effect of burden and change the outcomes of caregiving for the 

caregiver must be understood in order to ensure that caregivers can be supported. 

Thereby, we may enable people to continue to tolerate as well as grow in their roles as 

caregivers. This would ensure that our society is able to care for our elders in the most 

economic manner, that is in their own homes, as well as in the most appropriate manner, 

that is by those who love them. 

Literature about caregiving often assumes that social support is key to caregivers 

continued care and successful outcomes (Aneshensel, Pearlin, Schuler, 1993). 

Throughout healthcare literature, social support is shown to ease stress and improve 

mental health (Hansel et al, 1998). It has also been shown to enhance physical health 
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(Person, 1997; Seemean et al, 1995; Vedhara et al, 1999; Gordy, 1996, Chu 1997). 

Reducing the stress of caregiving would equate to reducing caregiving burden. It is 

expected that if you increase the support around caregivers they would experience less 

burden and fewer negative outcomes. Providing social support should cause more people 

to be satisfied as caregivers and continue caregiving. 

Surprisingly, when support interventions such as education programs or respite 

care have been studied, there has not been consistent evidence of positive outcomes 

(Toseland, Rossiter, & Labrecque, 1989; Roberts et.al., 1999). Network studies have 

also been equivocal. Having a large network of supporters has not consistently been 

shown to reduce burden or improve caregiver outcomes (Tilber, 1998; Field, Minkler, 

Falk, & Leino, 1994; Turner & Marino, 1994; Olbrich, & Lehr, 1976; van Tilburg, 1998). 

Just having people available for support does not improve the situation. In all, the 

amount of support may not matter but what about the kind of support? I suspect that 

there are key relationships that ameliorate the impact of caregiving burden and enhance 

caregiver's outcomes. Phenomenological reports bear this out with caregivers claiming 

that one important individual made the caregiving experience more bearable (Rabins, 

Lace, & Lucus, 1982). These are special relationships. 

Special Relationship 

Special relationships are ones that are close enough that they allow one person to 

bear the other's burdens and thereby relieve the wear and tear of living. The Greek root 

philos best describes these relationships as those that share personhood with another, 
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brotherly love that extends ones self to another (Vines, 1981 ). These close relationships 

are of a distinct character. They are the relationships that are actively engaged, 

sufficiently broad, and distinctively special. 

The intimacy of these relationships is such that the person in need is comfortable 

with asking for and accepting support. These relationships have moved beyond simple 

availability. They are actually used when one is under duress. Using support implies 

admitting to oneself and to the supporter that you cannot do it alone. The vulnerability 

expressed in using support indicates closeness within a relationship. It may be that it is 

this kind of special relationship that is effective for reducing burden. 

Special relationships also have breadth. They are not limited to a single type of 

support. SoGial support is d€fin€d as rnlationships that provid€ affoGtion, aid, and/or 

affirmation (Kahn, 1979). A person who is only available for aide but does not provide 

any affirmation may not impart the support that changes the outcome for a caregiver. 

Maybe, this is why education groups led by very knowledgeable clinicians are not 

consistently effective. They may teach but not befriend. They have strict social limits 

and are not equitable relationships. So, while not every aspect of support may be 

necessary to consider it a special relationship there must be enough breadth to make it 

useful. For example, one may not ask the most intimate friend for money when one 

knows s/he doesn't have that resource. Still, a relationship that is only useful for 

financial aide and doesn't provide affirmation or affection is likely not one that would 

provide relief from the burdens of caregiving. There must be variety in the kinds of 

support given to make a relationship special. 



It is expected that special relationships are distinctive. They are not common 

relationships. In general people rely heavily only on a small circle of friends. Someone 

who uses all people for all kinds of support has not identified a distinguishing 

relationship. If a person has not selected one or two relationships as distinct one has not 

identified a special bond. The supporting individual(s) would not be involved to the 

extent that is expected to ameliorate ones burdens. This selectiveness is a hallmark of a 

special relationship. 

The fact is some people respond to the stressors of caregiving positively 

(Scharlach, 1994; Montenko, 1989, Lawton et al 1991). They grow and find meaning 

that enriches their lives in the experience of caregiving. Since we are social creatures 

who take the meaning of our experiences and ourselves from the interactions we have 

with people, I expect that the caregivers who find growth may do so via special 

relationships. 

Caregivers are under great stress from their situation and thus find it difficult to 

spare time or energy to cultivate relationships. It is essential that we find the key to 

effective social support for caregivers in order to accurately assess caregiving situations 

and appropriately direct stress relieving interventions. By identifying the qualities of the 

relationships that do ameliorate burden and improve outcomes we can learn to foster the 

development of relationships that change lives. 
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The purpose of this study was to test the impact of special relationships on the 

caregiving outcomes. It was expected that if a relationship was used, broad and selective, 
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it would reduce both the impact of the burdens of caregiving and improve the caregiver's 

outcomes in terms of physical health, depression, and satisfaction as a caregiver. 

This introductory chapter will specify the definition of caregiver, caregiving, 

burden, caregiving outcomes and social support. It will clarify all the terms of the thesis 

and discuss the significance of this research endeavor. 

The Caregiver 

In 1997 the National Alliance for Caregiving and American Association for 

Retired Persons (NAC/ AARP) conducted a telephone survey of nearly one in four U.S. 

households with telephones looking at caregiving in four racial/ethic groups (Whites, 

Blacks, Hispanics, & Asians). They asked if the households contained at least one 

caregiver, a person who currently or previously provided care (within the previous 12 

months) to a relative or friend who was at least 50 years old. Caregiving was broadly 

defined as helping with personal care, household chores or finances, arranging outside 

services, or visiting regularly to see how they were doing. This translated into 22 million 

caregiving families bearing primary responsibility for the care of a chronically ill and 

dependent elder. 

Nearly 73% of all caregivers are women (AARP, 1997). The preponderance are 

wives; the next most common category of caregivers is daughters (Tennstedt, 1999). 

Daughter caregivers are typically middle aged, married, and working full or part time. 

(Tennstedt, 1999; Horowitz, 1978: Franfather, Smith & Careo, 1981; Horowitz & 

Dobrof, 1982; Johnson, 1983; NAC/AARP, 1997). When spouses are caregivers they are 



generally sole caregivers, whereas children more often hold shared responsibilities 

(Tennstedt & McKinlay, 1989). Daughter caregivers are the most likely subset to have 

assistance in giving care. That assistance is usually from a spouse. Informal support is 

available from friends and neighbors for some when there is an absence of family. 

However, if the elder has dementia the extension of caregivers beyond kin is markedly 

diminished (Tennstedt, 1999). 
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Caregivers typically live in close proximity to care recipients. About 20% share 

the household and 55% live within 20 minutes (NAC/AARP, 1997). Proximity certainly 

can add to the complexity of caregiving and may contribute to the burden sensed by the 

caregiver. 

The role of ethnicity in the likelihood to give care has been commonly studied in 

the last ten years (Tennstedt, 1999). The NAC/ AARP (1997) survey reported the 

incidence of caregiving for minorities is higher than for the general population (25% ), 

specifically 31.7% for Asian American, 29.4% for African Americans, and 26.0% among 

Hispanics. Several authors have suggested that ethnic origin affects the tendency to 

provide care and to maintain that role (Chatters, Taylor, & Jackson, 1985; Montgomery 

& Hirshom, 1990; Delgado & Hum, 1982). They have hypothesized that this tendency is 

based on the social structure of the family. Statistically, minorities were more likely than 

the general population to provide care for more than one person and more likely than 

white, non-Hispanic caregivers to receive help from others (NAC/ AARP, 1998). 

However, Tennstedt (1999) warns against accepting that there is less burden placed on 
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minorci-ty carcegivers because they have a di-fferent social network. Tennstedt poses they 

are equally at risk for negative outcomes from caregiving. 

There are some differences in caregiving statistics when it comes to providing 

care for eiders with dementia. Persons with dementia are most often cared for by spouses 

(Almberg, Grafstrom, Wimbald, 1997). Dementia caregivers are less likely to be 

employed full or part time. Dementia caregivers on the whole are older than carers for 

those without dementia. Dementia caregivers were over-represented among African 

American and under-represented among Asians. Income, education and presence of 

children in the household do not distinguish caregivers of those with dementia 

(NAC/AARP, 1999 

Caregiving 

What is meant by the term caregiving is not always clear and frequently varies 

with the purpose for which the term is being used (Schulz et al. , 1997). Caregiving may 

include a wide range of activities from external help for things like transportation, or 

house repairs to personal care services like eating, bathing, and dressing. Caregiving and 

care-receiving can occur at any point in the life cycle but in adults it is typically 

associated with chronic illness or disability that results in the losses of independence and 

functioning (Ory et al., 1999). As such it is taken to mean provision of care beyond what 

th~ norm is fo:r adults within a family. Basing the definition on norms implies that there 

can be discrepancy between what a child or spouse may consider caregiving. For 

example, a spouse may normally clean and cook for the dependent person while their 



children residing elsewhere usually do not. Regardless of the tasks involved, there is 

concurrence across studies that caregiving is a situation that requires adjustment on the 

part of the caregiver to provide the time, skills, or scheduling, to accomplish the tasks 

needed by the elder (Ory et al, 1999). The requirement for the caregiver to adapt is the 

framework within which the concept of burden resides. 

Burden 
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Poulshock and Deimling (1984) conceptualized caregiving burden, as a 

multidimensional concept comprised of elder impairment (both physical and mental), 

burden, and impact. They looked at factors that added complexity to the caregiver's 

situation such as the health of the caregiver or the aberrant behavior of the elder and the 

impact these had on the caregiver. Within this model, burden is the mediator between the 

input to the situation and the impact on the caregiver. Burden is the oppression the 

caregiver perceives from the situation in which they find themselves. The perceived 

oppression is not always proportional to the complexity or difficulty of the situation. 

However, the perception is a very significant predictor of the outcome. The subjective 

perception of the caregiver regarding the degree of oppression they experience because of 

the caregi ving is what is termed burden. 

Saying that burden mediates outcome differentiates the perception of the 

caregiver from the impact of the caregiving. Some factors in the equation of caregiving 

work both on the burden and the outcome. For example, caring for an elder who wanders 

at night is often associated with increased burden as well as increased negative outcomes 
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for the caregiver. The sense of burden is increased as the caregiver admits to additional 

worry and distress about the eider's safety. Outcomes may include effects on health or 

depression or on the sense of proficiency in providing care. The caregiver may suffer 

physical and emotional exhaustion. Thus, the two constructs, burden and outcome are 

different. 

Burden has been measured as the number of complicating factors in the situation 

and at other times, how overwhelmed the caregiver is by their situation. The factors that 

showed the most impact were the hours of care and problem behaviors (Perlin, Mullin, 

Semple, & Skaff, 1990). Problem behaviors include extreme forgetfulness, incontinence, 

excessive irritability, inability to walk, wandering, nighttime misbehavior and 

combativeness or angry outburst (Knopman et al, 1988). 

Often the amount or requirements of caregiving have been blamed for the amount 

of burden that is experienced. There is support for the idea that intimate care carries a 

bigger burden than general assistance (Montgomery, Goneyea, & Hooyman, 1985). The 

duration and hours involved in caregiving activities has also been implicated as the 

measure of intensity. In 1982, surveys showed most caregivers provided care from 1 to 

4 years, with 20% caring for more than 5 years. Current surveys report caregiving 

duration averages of five years (Tennstedt & McKinlay, 1989, NAC/AARP, 1997). 

Thirty to fifty percent of caregivers provide 8 hours or less of care a week, while 10-16% 

provide continual care (AARP, 1997). If these statistics were the only factors involved in 

the amount of burden placed on a caregiver then the resolution to all caregiving would be 

to reduce the hours and intimacy of care. However, as with most of life experiences, the 
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burden sensed from the situation may be quite different from the quantified measure of 

the event. Before a discussion of the relationship of burdens to outcomes is pursued the 

definition of outcomes and the outcomes specific to this investigation must be presented. 

Caregiving Outcomes 

As noted above, outcomes are distinct from burden. While burden is the sense of 

oppression, outcomes are the net effect that caregiving has had on the caregiver's life. 

The outcomes of caregiving include chronic fatigue, depression, anger, deteriorating 

health, and emotional problems (Cox & Monk, 1996). When Zarit, Reever, and Bach

Peterson (1980) developed a self-report inventory of caregiver burden, the most 

frequently mentioned were the caregiver' s health, psychological well being, finances, 

social life and the relationship between the caregiver and the impaired person (Almberg, 

Grafstrom & Winbald 1997). Other researchers have broadened the last category to 

relationships in general noting significant strain on many relationships throughout the 

caregiver's network (Pruchno, Burant, & Peters, 1997; McCarty, 1995). Outcomes may 

be best studied prospectively but even in a snapshot the caregiver can give an assessment 

of the impact that caregiving has had on them. This study considered three outcomes, 

physical health, depression, and the caregiver's satisfaction in their role. 

Reports of the impact of caregiving on physical health have not been consistent. 

Four major types of studies have been reported: those in which the caregiver self-rates 

overall health, those in which health is measured by the presence of diagnoses or 

symptoms, those in which health related behavior like diet, rest or exercise are measured, 
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and those in which health is referenced by health care utilization (Ory, et al, 1999). 

More recently, physiologic markers like T-cell counts and immune responses in 

caregivers have been studied (Pariante et al, 1997). Studies of self-reported health have 

often found that caregivers felt their health has suffered from their situation. This 

perception that they are worse off verifies the concept of the impact of burden. Schulz 

and colleagues, (1997) showed a consistent relationship between caregiver role and 

health care utilization. However, other studies failed to support the contention that 

providing care to an adult with dementia poses a risk to the caregiver's physical health 

(Macera et al., 1992, Haley et al, 1995; Wykle & Segall, 1991). Ory and colleagues 

(1999) concluded that risk factors for negative health outcomes in caregivers are the same 

as those for the general population. Essentially prior illness, poverty, high levels of stress 

and depression all contribute to worsened health. As such it appears that caregiving 

doesn't cause illness but may aggravate exiting conditions. 

Research regarding the outcome for mental and emotional health has been 

consistent. In general, many caregivers' self-report inventories show a pattern of 

increased depression and anxiety compared to their age and gender peers (Collins & 

Jones, 1997; Haley et al., 1995; MaloneBeach & Zarit, 1995; Schulz et al., 1997). 

Studies that have looked at clinically diagnosed depression also have found an increased 

incidence in caregivers compared to an age matched population (Irwin et al., 1997; 

Redinbaugh, MacCullum, & Kiecolt-Glaser, 1995; Vitaliano, Russo, Scalon & Breeno, 

1996). The relationships among depression, anxiety, social support and physical health 
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morbidity reported in the literature the general population show the same relationships in 

caregiver populations (Li, Sletzer, & Greenberg, 1997; Redinbaugh et al., 1995). 

The third outcome of caregiving evaluated in this study was the caregiver's 

satisfaction with the role. According to Oakley, (1995) people's belief system or 

worldview impacts their life choices and satisfaction with their life experience. She says 

human beings in general have a need to make sense of and explain their life experiences. 

This is especially true when they are suffering or in distress. Having a special 

relationship with someone is likely to affect people's worldview and sense of acceptance 

or satisfaction in their situation. 

It is remarkable that the outcomes of caregiving are so variable. While some 

people are taxed beyond their capabilities and succumb to illness or depression, or give 

up their role, others find meaning in the role and grow in their relationship with the elder. 

Doty reported in 1986 on the positive aspects of caregiving saying that some caregivers 

gained a sense of usefulness, and enhanced self-worth. The National Institute of Nursing 

Research sites an unpublished study by Farran, and colleagues (1990) that used an 

existential framework and suggested that the strenuousness of caregiving provided a 

growth experience for many. This supports the idea that there are positive outcomes to 

caregiving. Satisfaction ratings have not been widely reported but there is evidence that 

caregiving is not an entirely negative experience. 
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Social Support 

The terms social network and social support must be distinguished. Social 

support is provided by the social network. The network, also known as the social 

support system, refers to the set of people, whether, family, friends, or neighbors, who 

provide support. Structural characteristics of the network include size and density (the 

closeness of the network members), duration of relationships, homogeneity, and the 

frequency of contact. Many studies of networks have been done both with caregivers 

and with elders in general (Turner & Marino, 1994; Field, et al., 1994; Kendig, Coles, 

Pittelkow, & Wilson, 1988). They have not consistently supported the theory that a large 

or active support system ameliorates caregiver stress or burden. The content of the 

network simply does not explain why some people grow with caregiving and some do 

not. 

Social support is distinguished from network in that it indicates the activities 

performed or tangible aid provided by the members of the social network. Various 

authors have proposed similar frameworks for support. For example House ( 1981) 

differentiated emotional, appraisal, informational, and instrumental support. Barrera 

(1981) differentiated affirmation, affection, and aide. Both suggest that support is 

derived not only from aide in the form of tangible goods or services, but also from 

expressions of caring. 

The positive impact of support on health has been documented a number of times 

(Maslach 1982, Pines & Aronson 1988, Thompson et al., 1993, Franks & Stephens 1996, 

Almberg, Grafstom, & Winbald 1997). Use of formal support was however, weakly 



associated with better physical health (Otkay & Vollan in 1990). Apparently there are 

characteristics of informal support that are not provided by formal support efforts. 

Social support has been shown to effect the course of clinical depression and 

recovery (Billings& Moos, 1984; Brown & Harris, 1978). Redinbaugh and colleagues 

(1995) found that depression was related to social support and remained stable over a 3-

year period among caregivers. Social support is considered a protective factor against 

depression and other caregiver outcomes as noted earlier in this chapter. 
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Social support may have an impact on satisfaction with caregiving. The social 

network has been shown to provide support and enhance longevity of caregiving (Lawton 

et al 1991). Bergman and colleagues (1993), found that family support was the major 

variable in keeping the cognitively impaired elderly at home. As expected, these reports 

are pointing to social support as either an effective insulator against stress or a positive 

influence on caregiving outcomes. It is expected that the more satisfied a person is in the 

role the more likely they are to continue caregiving. 

Research has already established that social support is effective in mediating 

stress. The research on social support indicates it has a broad impact on well-being in that 

it buffers stress, satisfies basic human needs, contributes to the remediation of illness and 

psychological distress (Barrera, 1981 ). Turner and Marino ( 1994) concluded that social 

support tends to matter for psychological well being independent of stress levels, but it 

tends to matter more when stress levels are relatively high. Caregiving is a high stress 

situation. This modifying as opposed to direct action of social support was specifically 

tested in this study. 
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Zarit and colleagues ( 1980), found the lowest burden ratings reported by families 

of demented community-residing elders among those who received the most visits from 

others. Nevertheless, for some reason not all social support is equal. Reports by 

Winslow (1997) found formal support did not contribute to changes in caregiver anxiety 

or their self-reported physical health. Toseland and colleagues (1998) studied the impact 

of group intervention on caregiver burden and health outcomes. He concluded that while 

the intervention helped caregiver cope better it did not improve burden or psychological 

outcomes. It is my supposition that these studies looked too broadly at social support. 

They did not distinguish special or close relationships from all social connections. 

The relationship between social support, burden and outcomes has not been 

substantiated unequivocally. I believe the problem with previous studies is they have not 

distinguished the quality of the social support that was reported. We may know many 

people, but there are just a few relationships in the course of a life in which we share 

ourselves. These relationships may be the ones with the power to effect health, 

depression, satisfaction about life, and to reduce the effect of the oppression from 

difficult life experiences. For caregivers, it may be special social support that directly 

affects or moderates of the impact of burden on the caregivers' outcomes. 

Significance of the Research 

The field of nursing needs findings from this study to help nurses identify families 

in need. By recognizing that not all social support is equal, caregiver's needs can be 

more clearly understood. Nurses would look more closely at information regarding the 



depth of relationships in order to understand the isolation and burden experienced by 

their patients. 
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Interventions could also be different because of this study. Directing efforts 

toward establishing close rather than generalized relationships may be more effective and 

appropriate. If this is true, time and effort should not be spent fostering superficial 

relationships. A targeted plan would be developed to reconnect or newly connect people 

at a deeper level. 

Purpose of the Research 

The premise underlying this study was that there are significant and insignificant 

social relationships. 

There were three hypotheses. The first was that if a caregiver had more burden, 

they would have worse outcomes in terms of their physical health, depression, and sense 

of satisfaction as a caregiver. Secondly, if a caregiver had a special relationship in their 

network, they would have less negative outcomes in terms of physical health, depression 

and satisfaction with caregiving. Lastly, if there was a special relationship in the 

caregiver' s network, the negative impact of burden on health, depression and satisfaction 

outcomes would be reduced. 

Summary 

In this chapter an overview of the relationship between care giving and social 

support was presented. Caregiving continues to grow in the United States and is a 
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difficult and complex phase of life. The outcomes of caregiving are mediated by the 

burden, the caregiver' s sense of oppression from the situation. Burden causes outcomes 

on the caregiver's health, depression, and satisfaction. Special relationships are expected 

to improve outcomes for caregivers but social support interventions have not provided 

consistent results. I propose that only certain relationships are effective. The 

relationships between burden and outcomes and then the modifying effect of special 

relationships on burden's effect on caregiver outcomes were tested. 

The significance of this study was discussed. Nurses will be able to better 

evaluate a social network and recognize caregivers in need. Interventions will target the 

fostering of significant relationships. Thereby, caregivers will be protected from the 

negative outcomes caused by burden. It is hoped that this will enable caregivers to 

remain in their role. 

There were three hypothesis tested. They focused on the relationship of burden to 

outcomes, special relationships to outcomes, and the modifying effect of special 

relationships on burden. 
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CHAPTER TWO 

CONCEPTUAL FRAMEWORK AND LITERATURE REVIEW 

This chapter will present the conceptual framework and review of the literature 

about caregiving and social support. The conceptual framework of stress and adaptation 

within which the relationship between caregiving, burden, outcomes, and social support 

exists will be presented. Then, an overview of the literature about caregiver outcomes 

will be addressed. Last, a review of literature on how social support moderates stress and 

improves outcomes will be presented. The missing link will be evident as the 

inconsistency in reports on social support are evaluated to explore the effect of truly 

special relationships. 

Conceptual Framework 

This study posits that caregiving burden is a stress that affects the physical and 

emotional health, and satisfaction of the caregiver and special relationships moderate that 

stress. The explanation for this resides within a stress adaptation model. A simple stress 

adaptation framework supposes that stressors cause outcomes and that moderators can 

diminish the effect of the stressors (House, 1981; Lazarus, 1993). More than one author 

has modeled the connection between stress and adaptation. The Cognitive Stress and 

Coping Model by Lazarus and Folkman ( 1984) contends that it is not stress per se, but 

the meaning that a person gives to a stressor that affects the person's health and well-

being. 

The relationship between stressors and behavioral and emotional responses is 
meditated by factors such as cognitive appraisal and psychological resources. Cognitive 



appraisal is the process through which an individual evaluates both the significance of a 
specific stressful encounter for his or her well being (primary appraisal) and options for 
coping (secondary appraisal). Events may be appraised as benign, stressful, or 
irrelevant." ( Gonzales, 1997) 

Within this study, the amount of burden was the appraisal of the stressors suffered 
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because of caregiving. It was viewed as impacting the outcome on the caregiver. Social 

support also impacts the person's appraisal and the options they have. Lazarus and 

Folkman (1984) have asserted that the outcomes of stressful encounters vary primarily 

because of the differences in appraisals and coping strategies selected. Social support is 

one factor that moderates or reduces the impact of burden on the caregiver's life. 

Pearlin's and colleagues (1990) conceptual model of caregiver stress indicates 

that caregiver stress in not a unitary phenomenon but a mix of circumstances, experience, 

responses and resources that vary among family caregivers. The model consists of four 

domains that make up the stress process. They are the background and context, stressors, 

things that moderate stressors, and outcomes. Each domain is comprised of multiple 

conditions. Background includes caregiver characteristics, such as age gender, ethnicity, 

occupation, and education. The context includes aspects of the caregiving situation such 

as history, duration, and the patient health problems. Stressors are the conditions, 

experiences, and activities that are problematic for the caregiver. Primary stressors may 

lead to other problems and hardships that are referred to as secondary stressors. An 

example of a secondary stressor would be the role strain experienced because of a 

primary stressor such as feeding a parent. Caregivers exposed to similar stressors are 

affected in dissimilar ways. This is attributed to factors that moderate the stressors. 

Things such as social support and material aide are thought to explain some the 
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variability. They moderate the impact of stressors. The outcomes include the caregiver's 

physical or mental health or their satisfaction with the role (Pearlin 1990). 

When Pearlin's model is applied to this study not all factors will be tested. The 

background and context is assumed to have set up the situation for the caregiver. It is 

important to understand that those things have gone into the creation of the situation and 

have caused the burden the caregiver has but these issues were not the focus of this 

investigation. Rather, the focus of this investigation was the stressor, things that moderate 

their effect and the outcomes of caregiving. Poulshock and Deimling's (1984) definition 

of burden as a mediator fits into this model well because they define burden as 

caregiver' s interpretation of the duress caused by the contextual issues. Outcomes in 

Pearlin's model are the net effect of burden on the caregiver. Physical health, 

depression, and satisfaction, the outcomes evaluated in this study, are only a few of the 

net effects caused by burden (see Figure 2-1). 

Figure 2-1. Burden Effects Caregiver Outcomes 

Background/Context Stressor Moderator Outcomes 

Health 
Burden'-------------Depression 

Satisfaction 

When it comes to understanding special social relationships and how they fit in 

this model there is some controversy. There is some literature to support the idea that 

social support has a direct effect on outcomes such as health, depression, or satisfaction 

(e.g. Lawton et al 1991). This view was tested (see fig 2-2). There is also literature to 



support the view that social support serves as a factor that moderates burden (Barrera, 

1981; Irvin & Gayle, 1996). 

Figure 2-2. Social Support Effect Caregiver Outcomes 

Background/Context Stressor 

Social Support 

Moderator Outcomes 

~Health 
Depression 

Satisfaction 
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Burden has been shown to have a great impact on outcomes. It was expected that 

social support alters that relationship. Thus, special relationships modify the impact of 

burden on outcomes (see Figure 2-3). This study tested social support both for its direct 

effect and for its moderating effect. 

Figure 2-3. The Modifying Effect of Significant Social Support 

Background/Context S~+~r Outcomes 

Burden 

Significant 
social support 

Health 

Depression 

Satisfaction 

Pearlin' s model depicts a comprehensive view of factors involved in caregiving. 

It was adopted for this study because it accounts for the entire gamut of issues related to 

caregiving. It clarifies that the relationship between burden and outcomes. It depicts 

burden as the mediator between the environment or background and outcomes. It 



identifies burden as a stressor. Pearlin's model also recognizes that stressors, can be 

modified. In this study social support was the concept modifying the impact of burden. 

Burden in the presence of special social relationships was expected to have a different 

relationship with outcomes that burden alone (see Figure 3-2). 

Review of the Literature 

Healthcare literature has been discussing caregiving since the early eighties. 
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Social support became a popular construct even earlier. It is widely accepted that social 

support has an impact on mental and physical health. Veile and Bauman (1992) suggest 

that social support has joined stress and coping as one of the three most important 

constructs in current mental health research (Turner & Marino, 1994 ). Although there is 

extensive literature regarding social support, there are still a number of questions. The 

question about the impact of the quality of a relationship has not been well established. 

Questions still remain about whether social support functions as a moderator or has direct 

effect. 

Chapter 1 introduced the definition of caregiving. The review presented here will 

focus on literature discussing caregiving outcomes, particularly physical health, 

depression, and role satisfaction. Then burden as a concept will be addressed in order to 

explicate its relationship to outcomes for caregivers. Finally, social support and how it 

has been studied for direct effect and modifying effect will be presented. 
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Caregiving and Physical Health 

Studies of physical health outcomes for caregivers have been done in a number of 

ways. They have used self-rated health, symptom or disability, documented diagnosis or 

medication use, use of medical services and, recently, physiologic markers. Studies of 

health for caregivers are largely retrospective. Even with the varied approaches, results 

have been fairly consistent, showing that caregiving burden causes a generalized but 

nonspecific negative impact on the health of the caregiver. It appears that caregiving 

exacerbates existing illness in caregivers (Wijeratne, 1997; Ory, et al, 1999). 

As discussed in chapter 1, self-reports of health show caregivers assess 

themselves as having more illness than their age matched peers. In 1995, Jutras and Lovie 

noted that more caregivers than non-caregivers reported diabetes and back problems. This 

method of evaluating the impact of caregiving on caregivers continues to be widely used 

and to provide meaningful data. 

Health care utilization reports generally support the impression that caregivers are 

affected by this role. Schulz and colleagues (1995), reported increased healthcare 

services utilization along with increased medication use among caregivers. Some studies 

have shown that the subset of caregivers who have higher medical service use are also 

those with increased depression, suggesting that the dysphoria may be related to their 

mental health and/or effecting their physical health. Alternately, a few studies have not 

verified that caregivers have more diagnoses than their age matched peer (Gafstrom et al., 

1992). Since this has not been consistent, it is relevant to look at other measures of 

health when evaluating the effect of caregiving on caregivers. 
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Health habit studies commonly show that caregivers report less physical activity 

and less sleep or rest than age matched peers (Burton, Newsom, Schulz, Hirsch, & 

German, 1997; Fuller-Jonap & Haley, 1995). Other health habits have not shown 

distinctions for caregivers. Ory and colleagues (1999) report that alcohol consumption, 

smoking, weight change, and missed doctors appointments do not distinguish caregivers 

from their peers. 

Immune function of caregivers compared to like aged samples have had 

inconclusive results. Reese and colleagues (1994) found no difference between 

caregivers and controls, while Kiecol-Glaser and colleagues (1991) found significant 

immunosupression in caregivers. V edhara and colleagues ( 1999) reported emotional and 

physical relationship in immune responses. They measured salivary cortisol levels and 

antibody response to flu vaccines. As predicted caregivers had higher scores of 

emotional distress, higher cortisol levels, and poorer immune response. They felt that 

increased activation of the hypothalmic-pituitary-adrenal axis and poor antibody response 

made caregivers more susceptible to infectious disease. 

Overall, it appears that there is generally a negative impact on health from 

caregiving. Even if caregiving doesn't directly cause illness it does aggravate illness 

already present in people providing care. Caregiver's protection against illness is 

weakened. People with mental illness have additional physical complaints when under 

the stress of caregiving. By and large physical and emotional responses to caregiving 

appear to go in the same direction. Both are worsened by the burdens of caregiving. 
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Caregiving and Depression 

Anxiety and depression are the most studied mental health outcomes of 

caregivers. Depression can be a serious problem that interferes with a person' s ability to 

function normally. Even when symptoms do not reach the conventional criteria for 

clinical depression, they may have a negative impact on function. (Broadhead, Blazer, 

George, & Tse, 1990). Among dementia caregivers the rate of depression is three times 

that of the like-aged, non-caregiver population. Some have estimated it nearing 43-46% 

higher (Haley et al., 1987; Gallagher et al., 1989). For non-dementia caregivers, the 

Massachusetts Elder Health Project found the rate to be about twice that of the general 

population, nearing 35% (Harrow et al. , 1995). It appears that caregiving has an impact 

on depression in caregivers and that caring for elders with dementia aggravates the 

negative outcomes. 

Standard instruments of psychiatric morbidity are commonly used to measure 

caregiver outcomes. Haley and colleagues (1987) found that 43% of caregivers exceed 

the threshold for depression on the Beck Depression Inventory. Brodaty and 

Hadzipavlovic (1990) reported 35% had depression according to the Zung Depression 

Scale. Wijeratne (1997) conducted a review of psychiatric morbidity in caregiver studies 

and cautioned that results may be exagerated. Many measures are worded to presume 

negative outcomes and clients who had exposure to psychiatric services within their 

families had a raised mean score, implying they were tuned into finding and reporting 

disease. 



Depression as a result of caregiving has been studied for its association to risk 

factors. It is interesting to see that these are risk factors that are also known risk factors 

for increased burden. Risk factor studies have focused both on characteristics of the 

caregiver and characteristics of the care receiver. The Canadian Study of Health and 

Aging (CSHA), involving a sample of 9,008 communities residing elders over age 65 in 

36 communities reported that depression was associated with patient characteristics and 

caregiver characteristics (Meshefedjian, McCusker, Bellavance, & Baumgarten, 1998). 
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Caregiver characteristics found in the CSHA to be risk factors for increased 

depression were being a spouse or child, minority ethnic group, and a lower level of 

education (Meshefedjian, Mccusker, Bellavance, & Baumgarten, 1998). Jepson and 

colleagues (1999) studied caregivers of cancer patients and found that caregivers who had 

physical problems of their own had more depression and distress than their counterparts. 

Puncho and Resch (1989) found caregiving wives to report more depression than 

caregiving husbands. They attributed it to their life cycle of caring, but they also noted 

that wives and husbands had a different relationship to their social networks. 

The patient characteristics identified in the CHSA study were greater behavioral 

disturbance and greater functional impairment. Behavior disturbances are described as a 

common cause of increased burden (Deimling & Bass, 1986; Haley et al., 1987; 

O'Conner et al., 1990). This burden causes outcomes for the caregiver. Some have 

suggested that the increased burden is related to the disease state present in the elder, but 

this does not seem to be borne out. Hooker and colleagues (1998) compared caring for 

people with Alzheimer's disease to caring for people with Parkinson's disease who had 
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developed dementia. They found there was no difference in perceived stress from their 

dementia. Overall, the more common the disruptive behavior is in an elder, the worse the 

outcomes are for the caregivers. Lawton and colleagues (199) showed that burden in both 

adult-child and spouse caregivers was the biggest factor in depression outcomes. 

Depression can easily be seen as an outcome of caregiving. Distinguishing 

between it being an outcome and being part of the environment or conditions within 

which caregiving occurs is not easily done. In truth, at times it is at either end of the 

equation. Because it is a consequence, but at times an antecedent, it is important to view 

it as one of multiple outcomes. It is so common an outcome of caregiving it was 

necessary to include it in this study. 

Caregiving and Satisfaction 

Satisfaction is at times a puzzling outcome of caregiving. Mafullul, and Morriss 

(2000), looked at satisfaction among caregivers of demented and nondemented elders. 

They found dissatisfaction weakly correlated with emotional distress of the caregiver and 

that the two variables that correlated with more dissatisfaction were youth of the 

caregiver and degree of difficulty in the caregiving role. This is the intuitive relationship. 

The more difficult or burdensome caregiving is the less satisfaction would be expected. 

On the other hand, additional studies have found that there are a number of potential 

satisfactions and rewards of carregiveng (Lundh, 1999). Lawton, and colleagues ( 1991) 

evaluated factors that contributed to satisfaction. They found that for adult-child 

caregivers, giving more care was associated with greater satisfaction and greater burden. 



This variable response to the stressor of caregiving was tested in this study because it is 

expected that satisfaction is also affected by social support. 

Burden 
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Burden is an essential variable in this study. As the model shows, and as 

discussed in Chapter 1, the factors that create the situation for the caregiver are not equal 

to their interpretation of the situation. Burden is their evaluation, and so it is reasonable to 

use burden as the independent variable for each of these outcomes. There was a 

discussion in Chapter 1 differentiating caregiver environment and situation from burden 

and factors of environment and situations that increase burden. 

Burden has a solid relationship with outcomes. The primary study from which this 

data was taken showed a clear relationship between burden and health, depression and 

quality of care outcomes (Phillips, 1995). Caregiver age, care receiver dependency, 

caregiver burden and problem behaviors of the care receiver have all been found to 

predict the caregiver's need for support (Bass & Noelker, 1987; Miller & McFall, 1991); 

Mullan, 1993; Winslow & O'Brien, 1992). Therefore, the literature on social support 

and burden will be discussed below along with other factors that influence the outcome of 

support on caregivers. 

Social Support 

Literally hundreds of studies have shown that social support protects people from 

the consequences of stressful life events (NIMH, 1999). Events such as job loss or 
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becoming a parent are less detrimental to people who have social support (Barrera, 1981 ). 

Much of the research regarding social support involved young samples, but Cohen and 

Syme ( 1985) reported that even in very advanced age, social ties remain predictors of 

morbidity and mortality. As a rule, social support is protective, but how and why is often 

disputed. Some researchers suggest that it has a direct effect while others suspect it 

effects the individual's sense of self, and thereby enhances their outcomes (Tilden & 

Weinert, 1987, etc). This review will look at the direct effect of social support on 

outcome and the evidence that it is a moderator of burden. 

Social Support and Physical Health 

The impact of social support has been studied within many disease states and 

many studies suggest that it is key to recovery and health. At the same time, there is 

some evidence that social support can impair recovery in some situations. 

Glass and colleagues (1992) did extensive research regarding social support after 

a stroke. Social support was measured as the sum of all relationships that made the 

person feel as ifhe mattered to the people who matter to him. They found that for first 

stroke recovery, patients with the most severe strokes and greatest amount of social 

support had the greatest improvement in function beyond those who did not have social 

support. There was a faster and more comprehensive recovery in the presence of social 

supports. Follow up research (1993) has attempted to differentiate the kind of social 

support that effected adaptation and recovery. They broke social support into emotional, 

instrumental, and informational support. Emotional support had the biggest impact for 
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clients with the most severe strokes. Moderate amounts of instrumental help including, 

education and task support, proved supportive for less severe strokes victims. However, 

a high level of instrumental help seemed to cause worse outcomes, and they supposed 

this finding may be related to undermining the patient's desire or ability to do for 

themselves. Both studies showed that emotional support that enhances social 

connectedness and encouragement was beneficial, and generally the more the better. 

The powerful connection between social support and recovery makes social support seem 

essential. 

Other studies have shown that social support is effective prior to injury. For 

example, a long-term prospective study of victims of myocardial infarction examined the 

effects of psychosocial support. Berkman, Leo-Summers, and Horowitz (1992) measured 

emotional support before the heart attack and found that the level of emotional support 

decreased the risk of death during and post hospitalization. This again suggests social 

support is a key element in health. 

On the other hand, there have been some reports of incidences when social 

support has not supported recovery. It appears that the cause of this lies in the type of 

support provided. Seeman and colleagues (1996) found that in a study of people with 

diabetes that the men with larger support networks had less control of the diabetes. They 

also reported that, in a nursing home study, the individual with less social support and a 

larger role in caring for themselves had better psychological and physical function. 

Seeman went on to show that social support was a negative risk factor for the 



development of ADL disability. While it is accepted that social support is generally 

positive for health, there is some concern that that is not consistently true. 

Social Support and Depression 
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Social support has been shown to affect the amount of depression, and the onset 

and course of the disease (Blillings & Moos, 1984; Brown & Harris, 1978). In the 

treatment of depression, social support has been shown to improve initial success of 

treatment as well as help maintain improvements. However, a conclusion about whether 

this is a direct effect or the buffering effect of stress is not apparent (Dooley, 1985). 

George, Blazer, Hughes, and Fowler, (1989) attributed the recovery from depressive 

episodes to both the social network and the subjective social support received, but found 

more power in the later. Others have confirmed that satisfaction with support influences 

depression as opposed to this subjective report being a symptom of the depressive illness 

(Barrera, 1981; Irvin & Gayle, 1996). 

Several studies on the impact of social support on caregiver mental health 

outcomes claim that social support is critical. McCarty's (1995) grounded theory 

research ties perception of relationships with parent, image of caregiving role, and 

context of coping, to social support, and particularly sibling's support. A number of 

studies that have found that socio-emotional support from family members is positively 

associated with more effective coping in Alzheimer's care (Aronson, et al., 1984; Cantor, 

1983; Scott, 1986). In studies of caregivers of AIDS patients it was found that there is an 

inverse association between perceived social support and caregivers level of burden 
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(Folkman et al., 1994). Vaux, (1998) identified what he called critical aspects of social 

support. These aspects were the ones that had an impact on the recipient. They included 

time, amount of support, provider mode of behavior, and the relationship between the 

provider and the recipient (Hansel, et al). 

Other research has explored the important distinction between received support 

and perceived support. Received support is the amount and frequency of support that 

was used as opposed to the perception that support is available if needed (Henderson, 

1978). Some have supposed that perceived support is important for relieving mental and 

physical distress because the person feels that they have resources. Barrera ( 1981) found 

that satisfaction with support was a strong predictor of symptomatology but advised that 

this may be a reflection of adjustment as opposed to support. Some suggest that 

perception of support is a product of the character of the person (Hooker, et al., 1998) An 

optimist would expect that people are available to help him or her. In that case, character 

may be the direct cause of improved mental or physical health. 

Since the effect of social support on outcomes has not been consistent, a number 

of researchers have looked for the intermediaries of the relationship. Hagerty and 

Williams (1999) evaluated various aspects of social support on depression. They looked 

at whether social support's impact on depression was a direct path or due to the 

modification of a person's sense of belonging, and loneliness. They used a tool that 

measured the biologic, affective, behavioral, and cognitive symptoms of depression. They 

found that social support's direct effect was on the antecedents of depression. It affected 

loneliness and a sense of belonging but did not have a direct effect on depression. They 
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supposed that social support is a buffer as opposed to the direct cause of outcomes. They 

found, too, that conflicted relationships reduced the sense of belonging and increased 

loneliness. In fact, it had a direct effect on depression. It affected how a person 

perceived himself or herself. This supports the concept that the quality of an interpersonal 

relationship is key. This introduces the concern that social support may have either a 

positive or a negative effect on the outcomes for caregivers. 

Hooker et al ( 1998) looked at the impact of personality of caregivers on the 

outcomes. They found that in caregivers of people with either Alzheimer's or 

Parkinson's that social support was related to perceived stress, which was related to 

mental health. They did not, however, find a direct effect of social support on mental 

health. They support that it is a mediated effect. 

If one accepts that social support works by affecting how a person perceives 

himself or herself, it is reasonable to associate this with a caregiving role and 

hypothesize that social support moderates the impact of the burdens. The outcomes are 

changed because the effect of the oppression of the situation is reduced. If people feel 

strong and sure of themselves they are more likely to report their problems are not 

overwhelming them. 

Social Support Intervention Studies 

Studies of interventions involving social support provide some insight into the 

quality of support necessary to be effective, therefore they will be briefly reviewed here. 

Toseland, Rossiter, and Labreqcque (1989) assigned caregivers to a respite control group, 
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a peer led group, a professional led education/discussion problem solving group and a 

professionally led stress reduction group. There were no differences among the four 

groups in measures of extent of caregiving before or after intervention. There was no 

change in their psychological status or burden even though participants in the 

intervention groups reported an increase in their network size. The data suggested that the 

supportive component of groups had the greatest impact on caregiver' s ability to cope 

with and resolve problems of caregiving. 

A number of studies support the premise that the quality of support influences the 

value of it. Studies of the themes of support that were provided by health professionals in 

a perinatal program identified a number of types of support. They included informational 

support, emotional support, instrumental support, recreational support, and availability of 

support. The essential element, however, was an establishment of a relationship of trust 

between the provider and the client (Perreault, Trempe-Masson, & Boyer, 1998). The 

degree of intimacy was also a significant issue for caregiver spouse relationships. 

Goldscheider & Caimbrone (1999) studied caregiving spouses and concluded that the 

intimacy inherent in caregiving renders an emotionally close marriage as an important 

criterion to the selection of the spouse as a caregiver. 

Several conclusions can be drawn from this review of social support literature. It 

appears that network is necessary but it is not a comprehensive approach to the impact of 

social support. Secondly, support is powerful for health and depression and possibly a 

factor impacting satisfaction. Thirdly, support may be the direct cause of improvement 

or it may be mediated within the person. Lastly, the quality of the support somehow 
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factors into the impact it has on those involved. This review continues to point to the 

idea that the quality of relationships is, in fact, critical to the impact they have on people. 

Summary 

This chapter presented the model within which the relationships of this study 

reside. The stress adaptation model clearly indicates that there is a relationship between 

burden and outcomes for caregivers. Pearlin's (1990) model consists of four domains of 

the issues. Only the stressor, things that moderate the stressor, and outcomes will be 

considered in this study. 

A review of the literature was presented. It showed that care giving does have an 

effect on caregiver's physical health, depression and satisfaction. To measure health of 

caregiver, several methods can be used. Self-assessment and health habit change have 

both been sensitive measures in terms of measuring health and burden outcomes for 

caregivers. To measure depression, use of standardized self-inventories are, by and 

large, industry standards. Satisfaction was shown to have a complex relationship to 

caregiving. Burden as a mediator between the cargiver' s situation and their outcomes was 

discussed. Caregiving outcomes are variable because the burden assessment by the 

caregiver is variable and because burden can be moderated. Social support literature was 

presented attesting to the impact of social support on health, depression, and satisfaction. 

Intervention studies were presented in order to demonstrate how manipulating social 

support has not been consistently effective. It is expected that the reason for this is that 

not all social support is equal. Special relationships are expected to show a significant 



effect within this study. Its role as an intermediary factor in outcomes was discussed 

showing support for the idea that social support has a moderating effect on outcomes. 
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CHAPTER THREE 

METHODOLOGY OF THE STUDY 
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Chapter Three will present a description of the study design, sample, protection of 

human subjects, data collection methods, and a review of the instruments and the analysis 

plan for the secondary study. This secondary analysis employed a descriptive 

correlational design. The purpose of this study was to develop an understanding of the 

impact special relationships have on the outcomes of caregiving for the caregiver, 

particularly in terms of their physical health, depression, and satisfaction with caregiving. 

It evaluated how the presence of special relationships interacted with burden. 

This study was a secondary analysis of data from The Causal and Cultural Factors 

Affecting the Quality of Family Caregiving Project (FCP) conducted by Linda Phillips, 

Esperanza Torres de Ardon, Pauline Komnenich, Mary Killeen, & Ramona Rusinak. 

The FCP was conducted between 1985 and 1995. It was designed to describe indicators 

of quality of care provided to non-institutionalized elders by family caregivers. Data 

were collected at baseline then up to nine after the initial assessment. The data used in 

this secondary analysis were collected during the second data collection wave of the 

longitudinal study. Information about the FCP regarding subject recruitment and data 

collection procedures is outlined below. 



Subject Recruitment 

The original study recruited caregiver-elder dyads who met inclusion criteria 

related to age, relationship, caregiving role, proximity to the elder, willingness to 

participate and ethnicity. The criteria specified that the caregiver: 

1. was over 21 years of age; 

2. was related to a community dwelling elder through consanguinal or 

acquired kinship ties; 

3. provided at least one intermittent service to the elderly person for whom 

they cared; 

4. lived within a SO-mile radius of the elderly individual; 
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5. was willing to give consent for the elder to be contacted by the data 

collector for the purpose of administering the Short Portable Mental Status 

Questionnaire (Pfeiffer, 197 5) assessing the elder' s needs, and, if possible, 

collecting demographic information; 

6. was Anglo and English speaking or Mexican American and English or 

Spanish speaking. 

The criteria for elders were that they were at least 55 years old, not residing in 

an institution, and of the same ethnic restrictions as the caregivers. Efforts were made to 

ensure the accuracy of ethnic group assignment using a two tiered screening process. 

Participants were recruited through community agencies and advertising. Mexican 

American subject recruitment was challenging. Contact was made with physicians, 

health professionals, and churches from the Mexican American community. In Phoenix, 
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a recruiter was hired to increase Mexican American recruitment, but it continued to be 

difficult. The most effective means of recruitment was to offer already participating 

caregivers five dollars if they would contact friends who were also caregivers and ask for 

their participation. Two hundred twenty six caregiving dyads were recruited from 

Tucson and Pheonix. Of them, 13% were male and 87% were female. The mean age of 

the caregivers was 55.68 years old. The elders ranged in age from 55 to 102 with a mean 

age of 78.34 and a median age of 80.0. 

Criteria for inclusion in this secondary analysis was that there was complete data 

for the secondary study variables. In particular, the study participants all had to have 

complete data for the Arizona Social Support Inventory Schedule (ASSIS, Barrerra, 

1981 ), the burden scale (Polshock & Deimling, 1984 ), caregiver change in health status 

(Phillips, 1995), the Health Perceptions Questionnaire (Kamos & Ware, 1976), the Center 

for Epidemiological Studies Depression Scale (CES-D, Radoff, 1977), and the 

satisfaction score on a Cantril ladder. Not all subjects who participated in the second 

wave of data collection completed the CES-D. These subjects were excluded. 

Additionally, some raw data from the original study were not stored at the University of 

Arizona. Analysis of the ASSIS required access to the raw data. Therefore, some data 

were inaccessible. There were no further limitations on inclusion in the secondary study. 

Human Subjects Approval 

The University of Arizona Institutional Review Board classified this as a 

minimum risk project and required written consent. This designation was based on the 
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potential vulnerability of elder subjects and the remote likelihood that discussing 

caregiving problems might exacerbate or escalate already existing interpersonal conflict. 

It was recognized that elder abuse could be present and referral to Adult Protective 

Services might be required. Elders and caregivers were informed of these possibilities at 

the time consent was obtained. Participants were made aware that if abuse was detected, 

a referral would be made and they would be informed of the referral. No referrals to 

Adult Protective Services were necessary, however some caregiving problems were 

uncovered. Based on these findings, contact was made with the referring agency or 

referrals to agencies were made on the family's behalf, with their knowledge and 

permission. When referrals were made, project staff made follow up contact to ensure 

agency follow through. Only one agency that referred study participants required review 

by their own Institutional Review Board. The rest accepted the human subject's approval 

from the University of Arizona Institutional Review Board. 

The secondary investigation was submitted for approval by the University of 

Arizona Institutional Review Board. They found that since the project involved 

secondary analysis of existing data without individual identifiers that according to the 

U.S. Department of Health and Human Service [45 CFR Part 46.lOl(b) (4)] it was 

exempt from review by the Committee (Appendix A). 

Data Collection Procedure 

1be data collection procedures for the FCD were guided by the goals of the 

primary investigation. Data was collected by telephone, in-person interviews and 



observations of care, completion of data collection tools, and follow-up interviews as 

described below. 
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Initial telephone contact involved an explanation of the purpose of the study, 

securing permission for the in-person interviews and evaluation of inclusion criteria. 

Caregivers were informed that participation required contact with the elder and they were 

asked to relay this information to the elder and prepare him/her for the in-home interview 

that would take place separately and together. 

The first in-home visit included an interview with the caregiver, a full nursing 

assessment of the eider's needs, an interview with the elder, and an observation of the 

elder-caregiver interaction. Human subject's consent was obtained and study participants 

were given an opportunity to ask questions. In most cases, the elders lived with the 

caregivers and their consent to participate was also obtained. If the elder lived separately, 

the first interview with the caregiver was conducted assuming the elder' s permission 

would be granted. If they subsequently declined, the data were not used. If the elder was 

unresponsive or incompetent to give consent, the cargiver' s permission on behalf of the 

elder was accepted. It was at this interview that the ASSIS data was collected that was 

used in the secondary analysis. The in-home evaluation of care took from 90-300 

minutes. Efforts were made to see all areas of the home where care took place. Elders 

and caregivers were interviewed separately. The last step in the in-home interview 

process was to introduce the self-report instruments to the caregiver and to make an 

appointment one week later for the follow-up visit. 
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The next phase of the original study was the completion of the caregiver 

instrument package. This is how most of the data used in the secondary study was 

collected. The data collector who went into the home introduced the instrument package 

to the caregiver. The order of the presentation of the instruments was random. The data 

collector instructed the caregiver regarding completion of each form and reinforced the 

expectation that the caregiver would complete the instruments independently and in the 

order in which they were placed in the packet. Completion of the instrument packet took 

most caregivers between 45 minutes and an hour. 

Review of the instrument packet was the first task of the second in-home 

interview one week later. Each instrument was reviewed for completeness and to clarify 

responses. The caregivers were encouraged to ask questions and provide input relative to 

the instruments. Next, the data collectors asked the questions about elder care that were 

generated from the first interview. The second in-home interview/observation with elder 

also took place at this time, so that the total time for the second visit averaged one hour. 

The first and second waves of data collection occurred in the same pattern, six to nine 

months apart. The data used in the secondary study were all taken from the second wave 

of data collection. 

A decision was made by the FCP investigation team that providing materials to 

families about resources available to them was morally necessary given the longitudinal 

nature of the study. The team developed a packet, which was given to every caregiving 

family that contained a list of health and social service agencies in the area that could 

provide additional assistance and a booklet on caregiving. Negotiation with Center 
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DOAR and Blue Cross/Blue Shield yielded the release of the copyright and photographs 

of the caregiving booklet so it could be translated and printed in Spanish. While it was 

recognized that education could have influenced the longitudinal component of the study, 

it is thought that the influence of the study results was uniformly applied to all caregivers. 

It was not expected that this action should have any particular impact on this secondary 

study since this secondary study focused on personal relationships rather than 

institutional support. 

The scales selected from the original study for secondary analysis were 

subjective. Consistency of caregiver interpretation for each scale was supported by the 

introduction of the scale by the data collectors and the review of the tools for 

completeness when the instruments were collected. The caregiver instrument package 

was completed independently by the caregiver between visits. This implies that there 

was no particular bias introduced by the data collectors. Once the second in-home 

interview was completed, the data collector submitted the packet of instruments to the 

Project Director at each site. The Project Director checked it for completeness and 

removed the consent forms and identifying information. Qualitative data was coded by 

identification number and stored separately from quantitative data. The Principal 

Investigator and two Project Directors performed coding. Regular meetings were held to 

discuss coding problems and make decisions about coding rules. A log was used to 

assure consistency. 

Secondary analysis used raw data from the ASSIS and computerized coded data 

for all other sources. Coding was reviewed for each tool according to the guide 



developed from the initial study and was verified with raw data of randomly selected 

subjects. 

Instruments 
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Three concepts were measured in the secondary study: social support, caregiving 

burden, and caregiving outcomes. The outcomes evaluated were physical health, 

depression, and caregiver satisfaction in the role. 

There were many instruments used in the FCP. Of them, six were selected for 

secondary analysis in this study. Rationale for instrument selection and reliability will be 

presented for each of them (see Table 3-1). All scales used for the secondary study were 

self-reports from the caregivers. All scales had alpha reliabilities above . 70 reported in 

the literature or obtained from pilot testing. During the original study, evaluation of the 

translation of instrument into Spanish and English was tested, assuring the researchers 

that all instruments yielded parallel forms appropriate for testing in either language. 

Measure of Social Support 

Barrera's (1981) definition of social support was the basis for the measurement of 

that concept. Barrera claims that social support is activities that assist the caregiver in 

mastering emotional distress, sharing tasks, giving advice, teaching skills, and providing 

material aid. Caregiver' s social support was operationally defined by the Arizona Social 

Support Interview Schedule (Barrera, Sandler, & Ramsey, 1981 ). Social support was 

hypothesized to have a direct, positive impact on caregiver outcomes and a negative 



influence on the effect of burden on outcomes. It was expected to have a moderating 

effect on the impact of burden on outcomes. 
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The ASSIS required the caregiver to think of people who were available to them. 

They were asked to identify people who could supply various forms of social support: 

material, informational, instrumental, and emotional support, by answering 7 specific 

questions (see Table 3-1). Their answers formed a master list of their network. It was 

suggested that they could consider friends, family members, teachers, priests, ministers, 

doctors, or other people they might know. They were told to limit the number of people 

they identified to a total of fifteen. Then they were asked to note which of the people 

available for support had actually provided support in each of the categories during the 

last month. Additional demographic information was also collected about the network 

members to include their relationship to the caregiver, age, sex, ethnicity, geographic 

distance, and frequency of interaction. Of the seven questions posed, one was about 

network members who ai:gue with or made the caregiver angry or upset. 

Table 3-1. Arizona Social Support Interview Schedule {ASSIS) Items 

Someone you could talk to about personal or private things. 

Someone you could borrow $25 or something of value from. 

Someone you would go to for advice. 

Someone who likes or accepts your advice 

Someone who would help you with errands or household tasks. 

Someone you get together with to have fun or relax. 

Someone who you argue with or who makes you angry or upset 
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The secondary analysis was designed to identify caregivers who had a special 

support person available (see Table 3-2). There were three criteria that defined a special 

relationship. The first criterion was that the member was used and not just available. 

Secondly, the relationship was required to be broad. This was operationalized as the 

person was being used for four of the seven items. Thirdly, the relationship had to be 

exclusive. This excluded caregivers who identified more than two people as meeting the 

first two criteria. These criteria were intended to identify people who had relationships 

that were special. Caregivers who had network support that met the above criteria were 

coded with a '' 1" and those who did not were coded with a "O". 

Table 3-2. Secondary Analysis Criteria for Special Relationship 

Used: Within the last month used for some of the criteria 

Broad: Available for 4 (a majority) different kinds of social support 

Exclusive: Not more than two people meet the first two criteria 

Burden Measures 

The Caregiving Burden Scale (Polshock and Deimling, 1984) (see Table 3-3) is a 

31 question self report instrument that is divided into subscales: (1) Activity of daily 

living burden subscale, (2) Cognitive incapacity burden subscale, (3) Social function 

burden subscale, and (4) Disruptive behavior burden subscale. The higher the score on 

this scale, the more burden. The first subscale targets Activities of Daily Living (ADL) 

burden and asks the caregiver to evaluate the degree of ADL support their elder needed. 
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It asks if the care is: needed but no problem, tiring, difficult, or upsetting. The summated 

score of the ADL burden scale ranged from O to 21. The next subscale is about cognitive 

changes. It asks about the elder' s forgetfulness, frequency of confusion, hallucinations, 

mumbling or talking to self, and repetitive talking. The caregiver is to report if any of 

these were happening most of the time, some of the time or not at all. The summated 

score of this subscale ranged from O to 15. In the next set of questions, the caregiver is 

asked to rate is how upsetting various disruptive or social behaviors are to them. These 

questions include the elder giving unwanted advice, yelling, swearing, doing things that 

embarrass the caregiver, failing to respect privacy, complaining, and being 

uncooperative. The socially targeted questions include lack of ability in several areas to 

include friendliness, interesting to talk to and enjoyable to be with, and their general neat 

appearance. The social function score ranged from O to 18 and the disruption burden 

score ranged from Oto 15. This is a comprehensive approach to the interpretations of the 

suffering endured because of caregiving. 

Table 3-3. Burden Scale Items 

ADL Cognitive Social Disruptive 

Bathing Forgetful Complaining Interfering/unwanted 
advise 

Dressing Confused Not cooperative Yelling 

Toileting Hallucinations Not friendly/sociable Swearing 

Moving Talk/mumble to Not enjoyable to be with Doing things that 
self embarrass you 

Care after Repeat things Not interesting to talk to Failing to respect 
incontinence your privacy 



Table 3-3. continued 

ADL 

Feeding 

Grooming 

Cognitive 
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Social Disruptive 

Not being neat or clean 

The secondary analysis used the composite score of burden reflecting two 

categories of burden. These reflected ADL burden and a combination of the other three 

categories of burden. The composites were created based on the literature review and 

lessons learned in the original study. AD L burden was found to be an independent factor 

in the original study. The cognitive social and disruptive burden scales were summed to 

form the combined burden (COMBUR) score with a value that ranged from Oto 48. The 

internal consistencies of these two composites based on Cronbach' s alpha were good. 

The ADL scale scored .82 and the combined burden (COMBUR) was .89. Each was 

tested for its impact on the outcomes of caregiving. 

Outcomes Measures 

This secondary analysis considered three caregiver outcomes: physical health, 

depression, and satisfaction with caregiving. Schulz and Williamson (1997) presented a 

review of outcome measure for caregiving related to Alzheimer's disease. They claimed 

these outcomes can largely be generalized to all caregivers. First, they suggested that 

since mental and physical health are so closely intertwined, outcomes should include both 

factors. Their second recommendation was to use standardized self-report inventories, 
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the advantages including reasonable time and consistency in collecting data. Mental 

health tools can include standardized self-report measures, generalized health 

questionnaires, known psychiatric diagnosis, and measure of use of psychotropic 

medications. This study used a widely known standardized self-report because the study 

focused on the caregivers interpretation of their experience. 

Information on physical health status can be collected in a variety of ways. Tools 

range from individual self-report items such as global physical health ratings, symptom 

checklist or scales, service utilization data, and health related behaviors scales, such as 

alcohol use, smoking, sleep and exercise pattern, diagnosis, and medication use. Schulz 

and Williamson ( 1997) stated that the literature currently reports use of a vast array of 

health outcomes measures and that the choice should be based on the research question 

rather than other strengths or weakness. 

The two measures of physical health used in this study were self-reports that 

targeted the impact of caregiving on the caregiver' s well being. Since this query was 

about the caregiver' s interpretation of their situation, it was congruent to use the Health 

Perceptions Questionnaire (Ware & Karmos, 1976) and Caregiver Change in Health 

Status Instrument (Phillips, 1995). The Health Perceptions Questionnaire asked the 

caregiver to rate their health status on a scale from definitely true, mostly true, mostly 

false, to definitely false. There were 5 general questions about their overall sense of 

wellness. The result of the health perceptions questionnaire tool was coded so a higher 

score reflects poorer health. The Cronbach's's alpha for this scale was .89. 



Table 3-4 Health Outcome Tools 

Health Perception 

According to doctors I've seen 
my health is excellent 

I feel better now than ever before 

I am somewhat ill 

My health is excellent 

I have been feeling bad lately 
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Negative Change in Health 

Quality of food I eat 

Amount of food I eat 

Exercise 

Weight 

Amount of sleep 

Smoking 

Alcohol 

Self confidence 

Respect for myself 

Mood 

Worry 

Stress/tension 

Energy 

Time for self 

Time for family and friends 

The Change in Caregivers Health Scale (Phillips, 1995) was designed by the FCP 

research team. It asked the caregiver to respond to questions about the degree to which 

their health had changed as a result of becoming a caregiver. The questions were about 

health habits such as quality of food, smoking. and worry. They were asked to respond to 
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each item on a scale ranging from no change to great change. They then indicated if the 

change was positive or negative. Only negative change was summed. The Cronbach's's 

alpha for this scale was .88. It was expected that measures of health would be impacted 

by burden and that special social support would diminish the effect of burden on 

outcomes. 

Depression evaluation of caregivers used the 20-item CES-D (Radloff, 1977). 

Four point ratings were made regarding the way the caregiver felt the previous week. It 

asks the participants to score each of 20 questions with how frequently they had certain 

feelings or thoughts in the last week. The four point scale ranged from rare or none of 

the time to most or all of the time. The scale has been widely used in epidemiological 

research, including that dealing with older populations. The Cronbach's alpha for this 

sample was .92. 

Table 3-5. Center for Epidemiological Studies Depression Scale 

I was bothered by things that don't usually bother me. 

I did not feel like eating; my appetite was poor. 

I felt that I could not shake off the blues even with the help of my family or friends. 

I felt that I was just as good as other people. 

I had trouble keeping my mind on what I was doing. 

I felt depressed. 

I felt everything I did was an effort. 

I felt hopeful about the future. 

I could not get going. 



Table 3-5. continued 

I thought my life had been a failure. 

I felt fearful. 

My sleep was restless. 

I was happy. 

I talked less than usual. 

I felt lonely. 

People were unfriendly. 

I enjoyed life. 

I had crying spells. 

I felt sat. 

I felt that people disliked me. 

Role satisfaction was measured using a Cantril ladder. Instructed that the top of 

the ladder represented total satisfaction (value of 9) with their experience as a caregiver 

and the bottom of the scale represented total dissatisfaction (value ofO). Satisfaction 

could mean having good feelings, contentment, or happiness. When this scale was 

coded, scores were reversed, making the higher value reflect less satisfaction. It was 

expected that people who had significant burden would have worse outcomes and that 

caregivers who had special relationship would have less negative outcomes. 
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Data Analysis 

Three hypotheses were tested in this secondary analysis. 

Hypothesis 1: If a caregiver had more burden, they would have worse outcomes in 

terms of their physical health, depression, and sense of satisfaction as a caregiver. This 

relationship was tested for ADL burden and then for combined burden (cognitive+ social 

+ disruptive burden). Pearson's product moment correlation was used to determine if 

there was a significant relationship between the two types of burden and health 

perception, negative change in health, depression, and satisfaction with caregiving. 

Hypothesis 2. If caregiver had a special relationship in their network, they would 

have less negative outcomes in terms of physical health, depression and satisfaction with 

caregiving. This was tested with a Pearson's product moment correlation. 

Hypothesis 3: Lastly, if there was a special relationship in the caregiver' s 

network, that the negative impact of burden on health, depression and satisfaction 

outcomes would be diminished. The power of the presence of a special relationship to 

change the impact of burden on outcomes was determined by creating an interaction 

term. The term was computed by multiplying the presence or absence of a special 

relationship by the burden scores. Then a Pearson's product correlation was used to test 

the effect of the interaction on the four outcome scores. A change in correlation from 

that, found in testing hypothesis one, was evaluated to determine if special relationships 

modify burden. 
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Summary 

This chapter described the methodology used in this research. A descriptive 

correlational design was employed to study the relationship between burden and 

outcomes for caregivers. Then, the relationship between social support and outcomes 

was evaluated and, finally, the modifying effect of social support on the effect of burden 

was tested. Criteria for inclusion in the study, protection of human subjects, and the data 

collections methods were presented. 

The instruments for data collection were described. The ASSIS was used to 

determine if there were any special social relationships in the caregiver' s network. 

Barrerra's (1984) burden scale was used to determine the extent of oppression a caregiver 

felt from various aspect of caregiving. The outcome scales measured changes in health 

perception, negative change in health behaviors, depression, and caregiver satisfaction. 

The ASSIS was completed by interview and all other tools were self-rating 

questionnairescompleted by the caregivers. 

Burden, social support and the interaction term were each evaluated for the 

significance of their correlation with each of four caregiver outcomes. Pearson's product 

correlations were used to assess the relationships. Thereby, the ability of special 

relationships to impact burden's effect was evaluated. The goal of the research was to 

determine the impact of special relationships by evaluating the direct and the modifying 

effect of their presence. 
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CHAPTER FOUR 

PRESENTATION, ANALYSIS, AND DISCUSSION OF THE FINDINGS 

Chapter Four includes the presentation, analysis, and discussion of the study 

findings. The description of the sample population and their networks will be presented. 

Correlational findings related to the research questions will then be presented. 

Description of the sample 

Demographics of the 34 caregivers, the 299 social network members and the 21 

people who met the criteria for having one or two special relationships will be presented. 

The caregiver sample consisted of 21 (62%) Anglos and 13 (38%) Hispanic subjects (see 

Figure 4-1 ). There were 7 (21 % ) male and 27 (79%) female caregivers. Their ages 

ranged from 30 to 80 years old, the majority of whom were under 60. Three (9%) were 

under 40, 6 (18%) were between 41 and 50, and 12 (35%) were between 51 and 60 years 

old. Seven (20%) caregivers were between 61 and 70 years old, and 6 (18%) were 

between 71 and 80 years old. They cared for elders whose ages ranged from 56 to 95 

years. 

Table 4-1 :Caregiver Demographics 

Age in years n % Gender n % Ethnic Identity n % 

20-30 0 0 Male 7 21 Anglo 21 62 

31-40 3 9 Female 27 79 Hispanic 13 38 

41-50 6 18 

51-60 12 35 
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Table 4-1: continued 

Age in years n % Gender n % Ethnic Identity n % 

71-80 6 18 

The caregivers had been providing care from 3 months to 4 7 years. One caregiver 

did not report the time in caregiving. Of those who reported, 12 (3 7%) had provided 

care from Oto 5 years and 11 (33%) had provided care from 5 to 10 years. Those 

providing care more than 10 years were widely dispersed. Two ( 6%) had provided care 

from 10 to 15 years, 4 (12%) had provided care from 15 to 20 years, and 3 (9%) had 

provided care from 20 to 25 years. Only 1 (3%) person reported caregiving for more than 

25 years; he reported he had cared for his wife for 4 7 years, which was also the length of 

his marriage to her. 

Most caregivers were spouses. Sixteen ( 4 7%) caregivers were married to the 

elders they cared for. The second most common relationship was daughters, with 11 

(32%) reporting that relationship with the elders. Daughters-in-law were the next most 

common, with 4 (12%). The rest, 3 (9%) caregivers, were sons. Twenty-six (76%) 

caregivers lived with the elders they cared for, while 8 (24%) lived elsewhere. 

The caregivers reported a total network of 299 people who provided support to 

them. They identified 21 people within that list who met the criteria for being special 

relationships. Eighteen (53%) of caregivers did not identify a network member who met 

the criteria for identification as a special relationship, sixteen ( 4 7%) did. 
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Social Support Network 

Of the 299 network members identified by the 34 caregivers, 74% (n=221) were 

Anglo and 26% (n =78) were Hispanic (see Table 4-2). This is explained by the fact that 

there were fewer Hispanic caregivers, and their average number of network members was 

6 while the average number of network members for Anglos was 10. Of the 299 network 

members, 58% (n=173) were female and 42% (n=126) were male. The network 

member's ages ranged from 11 to 92 years old. Only 12% (n=36) were under 30 years 

old, and only 6 (2%) were under 20. Thirty-five percent were between 31 and 50 years 

old, and 39% were between 51 and 70. The over 71 age group totaled 14% (n=40). 

Table 4-2: Network Demographics 

Age in years n % Gender n % Ethnic Identity n % 

<20 6 2 Male 126 42 Anglo 221 74 

21-30 30 10 Female 173 58 Hispanic 78 26 

31-40 59 19 

41-50 47 16 

51-60 57 19 

61-70 60 20 

71-80 23 8 

>80 17 6 

Of the 299 network members identified, 39% (n=l 18) were immediate family 

members, including biological children, siblings, parents, and the caregiver' s spouse. 

The caregivers identified 16% (n=49) of their network members as extended family, 



including in-laws, stepchildren, aunts, uncles and grandchildren or grandparents. They 

identified 44% (n=132) of their network as friends or neighbors. They identified 2% 

(n=7) as others, including physicians, pastors, priests, counselors or social workers. 
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More than half of all network members lived within the radius of a small town (50 

mile radius) from the caregiver who identified them. Eleven percent of the network 

identified lived in the same house as the caregiver. Forty-four percent lived outside of 

the caregiver's house but within five miles, and another 23% lived between five and 

twenty miles away. Five percent lived between 20 and 300 miles away from the 

caregiver, and 18 percent lived over 300 miles away. 

The majority of network members talked with caregivers regularly. Thirty 

percent (n=89) talked with the caregiver almost daily. Twenty- one percent (n=63) talked 

with the caregiver several times a week, and 23% (n=70) talked with them weekly. 

Seventeen percent (n=51) talked to caregivers once or twice a month. Only 5 % (n=15) 

had not spoken to the caregiver in the previous four months. 

Special Relationships Network 

Sixteen ( 4 7%) of the 34 caregivers identified 21 network members who met the 

study criteria for special relationships. Twelve caregivers named 1 person who met the 

criteria and 4 named two people who met the criteria. Nobody named more than two 

network members that met the special relationship criteria. Four (25%) caregivers named 

their elder as one of their special relationships. 



The demographic characteristics of the special relationship network members 

showed largely the same demographic patterns as the whole network (see Table 4-3). 
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The special relationship network was 19% (n=4) Hispanic and 67% (n=14) Anglo, while 

the whole sample of network members was 24% (n=72) Hispanic and 72% (n=215) 

Anglo. The special network sample was 38% (n=8) male and 62% (n=13) female, 

compared to the total sample network which was 42% male and 58% female. The age 

spread showed the bulk of the members were from 31-70 years old, but the range was not 

as wide as for the entire social network. There were no special relationships identified 

with network members below 20 years of age, and only 5% (n=l) were between 21 and 

30 years old. There were 24% (n=5) between ages 31 and 40, 10% (n=2 ) between 41 

and 50, 29% (n= 6) between 51 and 60, and 22% (n=5 )between 61 and 70. Ten percent 

(n=2) were between 71 and 80, and there were no subjects over eighty identified as 

having special relationships with caregivers. 

Table 4-3: Special Relationship Demographics 

Age in years n % Gender n % Ethnic Identity n % 

<20 0 0 Male 38 8 Anglo 67 14 

21-30 1 5 Female 62 13 Hispanic 19 4 

31-40 5 24 

41-50 2 10 

51-60 6 29 

61-70 5 22 

71-80 2 10 



Comparing caregivers to the network member who met the criteria for having 

special relationships with them, more than three quarters (76%) were within 10 years of 

age of each other. For 5 (24%), there was a more than 10 years age difference. Eighty

six percent of the special relationship people were of the same ethnic group as the 

caregiver who named them. Only 14% (n=3) were of a different ethnic group. 
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Fifty seven percent of the special relationships were with family members, and 

only 5% of those were extended family members. Forty-three percent of the special 

relationships were with friends or neighbors. None of them was from the other category 

of pastors, medical professionals, or counselor support. Nineteen percent (n=4) of the 

special relationships were with the elder for whom the caregiver was caring. 

Table 4-4: Comparison of Entire Network to Special Relationship Network 

Relationship Entire Special Frequency of talking Entire Special 

Immediate family 39% 52% Almost daily 30% 71% 

Extended family 16% 5% Several times a week 21% 24% 

Friends & Neighbors 44% 43% Weekly 23% 5% 

Professional contacts 2% 0% 1-2 X in last month 17% 0% 

0 in last month 5% 0% 

All special network members lived within 20 miles of the caregivers and the 

majority lived within a mile. The possible scores for this scale ranged from 1 to 7, where 

1 equaled living in the same house and 7 equaled living more than 300 miles away. The 

special relationship network results only ranged from 1 (lived with the caregiver) to 6 
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(more than 20 but less than 300 miles away). Ten (42%) lived with the caregiver, 2 (8%) 

lived on the same block, and 3 ( 12%) lived between a few blocks but less than a mile 

away. Four (17%) special relationship members lived between one and five miles, and 

the same number lived between 5 and 20 miles of the caregiver. One (4%) lived between 

20 and 300 miles away. None lived more than 300 miles away. 

All caregivers talked to their special friends frequently. The scale ranged from 1-

5, where 1 was talked to the caregiver daily and 5 was had not talked in the last month. 

The significant relationship sample results ranged from 1-3, that is they talked daily to 

they talked several times a week. Seventy-one percent (n=15) talked almost daily, 24% 

(n=5) talked several times a week, and the last 5 percent (n=l) talked once a week. This 

would point to regular communication being key to providing ongoing support (see Table 

4-4). 

Of the 24 people in the special network, 21 were available to discuss personal or 

private issues and 20 of them were used for that criterion. Seventeen of them were 

available to borrow something of a $25 value from, but only 3 had been used. Twenty-

one were available when the caregiver needed advice, but only 18 were used. Of those 

who would seek advice from the caregiver, 21 were available and 19 were used. 

Nineteen of the network members were available for assistance and 19 of them were used 

for assistance. Twenty-two of them were available and used for social interaction. Nine 

members of this network were individuals with whom the caregiver had potential 

conflict, and 8 had argued with, or made the caregiver angry, in the last month. All of the 

special relationship network members who had argued with the caregivers were 
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immediate family; 6 were spouses, two were daughters, and one was a son. Four of those 

who argued with the caregiver were the elders for whom they were caregivers. 

Results 

The results from each tool will be presented and then the results of each test of the 

hypothesis will be presented (see Table 4-5). The health perception scores ranged from 7 

to 20 of a possible 5 to 20, indicating there were people who had all levels perception of 

their health. The mean was 11.1 and the standard deviation was 3.8. The mean score of 

this sample was close to the middle of the available range of responses. 

Table 4-5: Range, Mean & Standard Deviations for Each Study Instrument 

Standard 
Variable Minimum Maximum Mean Deviation 

Perception of Health 7 20 11.1 3.8 

Negative Change in Health 16 52 29.6 9.7 

Depression CES-D 1 50 14.3 12.4 

Satisfaction Cantril ladder 0 6 2 

ADLBurden 0 18 3.7 3.8 

Combined Burden: 3 38 15.2 8.9 

Social Support 0 1 .45 .5 

The change in health score was measured by having each caregiver evaluate if 

there was a lot or a little change in their health. Then they rated if it was a positive or 

negative change. For this study the negative change in health items were summated. 



The actual range of this score was from 16 to 52 with a mean of29.7 and a standard 

deviation of 9.7. Since the possible range was from Oto 64 and the reported range was 

only to 52, it indicates that none of this sample reported maximum change in all their 

health habits because of caregiving. There was a good deal of variability between 

subjects since the standard deviation approached one-third of the range. 
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The CES-D score was derived by summing the answers to 20 questions with a 

four point scale. The reported values ranged from 1-50 with a possible range from O to 

60. The mean was 14.3 and the standard deviation was 12.4. The CES-D has a 

sensitivity of 89% and a specificity of 70% for the general public, using a cutoff score of 

27 (Schulberg et al. 1985). There were five people within this sample who exceed the 

score of 27. 

The caregiver satisfaction score was measured on a Cantril ladder with whole 

number values. The scores for this sample ranged from Oto 6. The mean was 2. The 

median was 3. The mode was 4. This scale was coded so that the lower the number, the 

more satisfaction. These results fall below the middle of the scale, indicating that this 

population was more satisfied than dissatisfied with caregiving. 

There were two burden scores used in this study. ADL burden values ranged from 

0 to 18 with a possible range of O to 21. The mean score was 3. 7 and the standard 

deviation was 3.8. This range does not indicate a large amount of ADL burden present 

within this sample. The combined burden score was a composite of the cognitive 

incapacity, disruptive behavior and social function burden scores. Results ranged from 3 

to 38 from a possible range of Oto 48. The mean score was 15 with a standard deviation 
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of 8.9. For both burden scores, the means were well below the middle of the range but 

the mean was farther below the mid-point for ADL burden compared to combined 

burden. 

The results of testing each of the hypotheses in this study will be presented. The 

statistical significance of the outcomes will be addressed. Some of the findings did not 

have statistical significance, but for social sciences they show some evidence of a 

moderate correlation between the concepts. The relationship with a p value of< .05 and 

an r value of more than .25 will be highlighted. 

The first hypothesis if a caregiver had more burden, they would have worse 

outcomes in terms of their physical health, depression, and sense of satisfaction as a 

caregiver. This hypothesis was tested using a Pearson's Product Moment Correlation. 

Two burden scales were used: a summed composite of the scores for cognitive 

incapacity, disruptive behavior and social function burden (combined burden) and the 

ADL burden score (ADL burden). The outcomes were reflected by the summed scores 

in the health perception questionnaire, negative change in health, CES-D, and the single 

score of satisfaction on the Cantril ladder (see Table 4-6). 

Table 4-6: Results Direct Effect of Burden and Special Relationships on Outcomes 

Health Perception Change health Depression Satisfaction 

Combined Burden 

ADLBurden 

Social Support 

.49** 

.05 

.24 

.45** 

-.00 

.17 

.63** 

.14 

-.08 

.70** 

.17 

-.22 
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There were significant correlations (see Table 4-6) between the combined burden 

score and all outcomes. Poor outcomes for health perception, negative change in health, 

depression, and satisfaction were associated with combined burden. Health perception 

results were r=.49 and negative change in health results were r=.45, both indicating 

combined burden was associated with a worse perception of health and with negative 

changes in health. Depression had an even more powerful relationship with combined 

burden scores (r=.63). The strongest relationship was between the combined burden 

score and satisfaction (r=.70). As coded, the higher the number the less satisfaction the 

caregiver had with caregiving. This high correlation of r=.70 indicated that combined 

burden had a very strong relationship with how dissatisfied caregivers were with that 

role. 

There were no significant relationships between ADL burden and any of the 

outcomes measured. ADL burden had a negligible impact on health, with health 

perception r= .05 and negative change in health r = .00. It had a slightly stronger 

relationship to depression and satisfaction, with r of .14 and .17 respectively. None of the 

outcomes approached statistically significant relationship with ADL burden. 

The second hypothesis was if a caregiver had a special relationship in their 

network, they would have less negative outcomes in terms of physical health, depression 

and satisfaction with caregiving (see Table 4-6). Social support had a non significant, but 

moderate correlation with health perceptions (r=.24). This association must be 

considered worthy of further exploration. Change in health (r=.17) was not significantly 

correlated to the presence of a special relationship. More important is the direction of the 



association of the presence of a special relationship to depression and satisfaction. In 

both cases it showed an inverse relationship, as expected from the literature. Social 

support had no association with (-.08) depression, but it had a non-significant moderate 

correlation with (-.22) satisfaction with caregiving. 
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The third hypothesis ifthere was a special relationship in the caregiver' s network, 

the negative impact of burden on health, depression and satisfaction outcomes would be 

reduced. Interaction terms were created by multiplying the social support score and the 

ADL burden score and by multiplying the social support score and the combined burden 

score. Each of these interaction terms were correlated to the outcomes. The interaction 

term for ADL burden and presence of a significant relationship only had one significant 

relationship with the outcomes measured (see Table 4-7). There was a significant 

correlation between the ADL interaction term and health perception (r=.38). There was 

also a near significant relationship that, in light of the small population, must be noted. 

The relationship between the ADL interaction and change in health was nearly significant 

(r=.33). This meant that both measures of health reflected a similar relationship with the 

interaction term between ADL burden and special relationships. In the presence of a 

special relationship and ADL burden the worse the caregiver's health perceptions and 

greater the negative change in health. The ADL interaction term did not have any 

correlation with depression (r=.09) or satisfaction (r=.07) outcomes. These results 

showed that the interaction term created with ADL burden and social support had 

different effects on outcomes than did ADL burden by itself. The presence of special 

relationships influenced the relationship of ADL burden to two outcomes. 
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Table 4-7. Comparison of Burden to Modified Burden 

ADLBUR Interaction COMB UR Interaction 

Health Perception .06 .38** .49** .25 

- Change in Health -.00 .33 .45** -.11 

CES-D .14 .09 .63** .19 

Satisfaction .16 .07 .70** -.12 

The interaction term for special relationships and combined burden was also 

correlated to the outcomes. Only the association between this interaction term and health 

perceptions approached significance (r= .25). It was not significantly associated with 

negative change in health (r=-.11 ). There was no correlation between this interaction 

term and depression (r=.19) or satisfaction (r=.12). 

These results show that the interaction term had a very different correlation with 

outcomes than the burden score alone. (see Table 4-7) It was this change in association 

that was being explored in the third hypothesis. The analysis shows there is a 

moderating effect exerted by the presence of a special relationship on the relationship of 

burden to outcomes. There was modest change of combined burden's association with 

health perceptions, as r was changed from .49 to .25. However, for negative health 

outcomes, r was changed from .45 to -.11. The relationship between combined burden 

and depression was changed from .63 to .19. The relationship between combined burden 

and satisfaction was changed from .70 to -.12, suggesting the presence of special 



relationships modifies the power of burden on outcome. In the presence of significant 

relationships the negative outcomes of caregiving were no longer associated with 

combined burden. 

Summary 
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The demographic characteristics of the study population and their social support 

networks were presented. The characteristics of the special relationships network were 

also presented, first in terms of demographics and then in terms of social factors such as 

frequency of contact and geographic distance from the caregiver. 

The correlations discovered in testing the three hypotheses were reported. There 

were statistically significant correlations between combined burden and all caregiver 

outcomes of this study. There were no statistically significant correlations between AD L 

burden and the outcomes of this study. There were no statistically significant 

relationships found between social support and outcomes. The relationship between 

social support and health perception approached significance. An interaction term was 

created by multiplying the burden score and social support scores in order to evaluate the 

effect of special relationships. This analysis showed that special support relationships 

had an impact on modifying the effects of burden on outcomes. They reduced the 

association found between combined burden and outcomes and they enhanced the 

association between ADL burden and health perception. 



CHAPTER FIVE 

FINDINGS RELATED TO THE CONCEPTION FRAMEWORK, 
LIMITAITONS, AND RECOMMENDATIONS 

Chapter Five presents the research findings and discussion related to the 

conceptual framework. Limitations of the study are discussed. Implications for nursing 

practice and future nursing research are presented. 

Population Findings 
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The demographics of the sample studied regarding age, gender and relationship to 

the elder were largely like the norms reported in the literature. The only exception 

appears to be that this population reported caregiving for a longer time than the national 

average. Tennstedt (1999) suggested that recruitment from agencies rather than the 

general public introduces this picture in a significant amount of caregiving research. The 

impact of this difference on the study relationships is not readily apparent. Previous 

research has not shown a direct link between time in caregiving and negative outcomes. 

The conflicted finding regarding causes of negative outcomes of caregiving have been 

attributed to the stage of caregiving, as opposed to the time in caregiving. It is posited 

that things such as coping style heavily influences caregivers. Some say that markers 

such as length of time providing care are too simple to understand the adjustment of the 

caregiver (NINHR, 1994). It is not known which factors have the most influence: 

increased burden or increased adaptation with time. While this situation is noted, there is 

no suggestion that it had a primary effect on results of the study presented. 
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The special relationship members within the network were easily distinguishable. 

The criteria for special relationship called for the relationship to be used, broad and 

selective. Finding only 21 of the 299 network members meeting the criteria for special 

relationship means they were very distinctive. No caregiver had more than two network 

members who met the criteria. There was no difficulty for the investigator to distinguish 

special relationships. The ease of distinguishing special relationships may be a factor of 

the instrument used. Barrera (1981) stated that the ASSIS was developed for assessing 

network indices measuring the various facets of support to include aide, assistance, 

intimate interaction and social interaction. It differs from previous tools in that it 

required subjects to list people who were significant or important to them. It 

distinguished which supportive functions the network members provided. Previous tools 

had the caregiver rate their satisfaction with support that was provided. It has been 

suggested that assessment was personality driven and skewed assessment of the network 

(Barrera, 1981 ). Identifying the current activities of the relationship easily separated the 

network population. 

There were no surprises in special relationship demographics or availability to the 

caregiver. The people involved in special relationships were highly involved in terms of 

communication and, largely, lived nearby. Connidis and Davies (1992) looked at 

samples from three countries for network members that functioned as confidants who 

shared intimate relationships with elders. They concluded that proximity affected the 

selection of siblings or children as confidants. It is expected that their study of elders can 

be applied to other ages, including the age range of the caregivers in this study, and that 



proximity as a factor of closeness is supported. The high frequency of communication 

reported in the special relationship network certainly provides clues to people trying to 

provide special support, or to manipulate significant support, for caregivers. It suggests 

that to have truly effective social support, may require frequent communication. 

Special relationship members were largely within 10 years of the age of the 

caregiver, and very commonly of the same ethnic group. The elders being cared for 

figured in the network, but not often. Special relationships were nearly evenly divided 

between family and friends. Turner, Pearlin, and Mullin (1998) found friends to be 

important network components of support for caregivers of persons with AIDS. They 

found that family support was positive, but that the impact of friend support was more 

significant. They attributed this to the sense that friendship support is more freely given 

and not as obligation based as family support. Condis and Davies (1992) found that the 

availability and number of children did not affect considering a friend as a confidant. 

This is a hopeful finding. Since family involves a limited number of people who may be 

widely scattered, it is reassuring to know that friends can provide significant support. 

There was distinction between special relationships and the general network in 

that special relationships were highly used for intimate interaction, guidance, feedback 

and social participation. They were less involved for material aide and negative 

interaction than the other criteria. This suggests that these were confidant-like 

relationships. Lowenthal and Haven (1968) initiated a series of studies on confiding 

relationships that involved intimate and mutual self-disclosure about personal feelings 

and problems. These relationships have been associated with lower levels of loneliness 
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and better adjustment to life crisis, and have been attributed to improved well being 

(Lowenthal & Robinson 1976; Simons, 1983-84; Strain & Chappell, 1982). Babchuck 

(1978) found these relationships involved only a few close family members or friends. 

Kendig and colleagues studied confidant relationships for elders, finding that 83% of 

their respondents had a confidant. This is much higher than the findings of this study. 

That may or may not be a reflection of the fact that this study was not limited to elders. 

They also found that the average number of confidants per respondent was quite low, as 

found in this study. This study verified that special relationships can modify the effect of 

burden on the outcomes experienced by caregivers, lending credence to the idea that 

these are powerful, life-changing relationships. 

Burden Relationship to Outcomes 

The first of the three hypothesis tested was supported. It posited that if a caregiver 

had more burden, they would have worse outcomes in terms of their physical health, 

depression, and sense of satisfaction as a caregiver. Burden was associated with worse 

outcomes for caregivers in terms of their health perceptions, negative changes in health, 

depression, and satisfaction with caregiving. While ADL burden did not have a 

significant relationship with outcomes, combined burden ( cognitive incapacity, disruptive 

behavior and social disturbance burdens) had a strong relationship to them. The amount 

of burden perceived from physical care was not related to the caregiver' s perception of 

their health. It was not related to the caregiver's sense of decline in their health habits 

since they had started caregiving. It was not related to depression or satisfaction with 



careg1vmg. It must be considered, however, that there were not high scores on ADL 

burden for this sample. 
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On the other hand, the combined burden was related to the outcomes for 

caregivers across the board. Combined burden was strongly associated with the 

caregiver' s negative perception of their health and negative changes in their health. 

Combined burden was even more strongly associated with the depression experienced by 

caregivers. Its strongest association was with caregiver's satisfaction as a caregiver. This 

pattern of burden effect was seen in the primary study of this population. It has also been 

reported in the literature. A 1998 study from the University of Amsterdam that evaluated 

stoke victims found that caregiver distress was not highly associated with the amount of 

physical care provided. They found a stronger correlation between caregiver outcomes 

and the stroke victim's emotional distress (Scholte op Reimer et al 1998). Dinka, Smith, 

and Dinka (1987) studied veterans with complex dementia and mental illness and found 

that caregiver outcomes were not strongly associated with physical or cognitive 

incapacity. The main relationship they found was between affective symptoms and 

disruptive behavior. It is important to note that the relationship between burden and 

outcomes provides credibility to the modifying effect of social support. Before that 

modification is presented, the direct relationship of social support to outcomes will be 

discussed. 



Social Support and Outcomes 

The second hypothesis of this study was not supported. It stated, if a 

caregiver had a special relationship in their network, they would have less negative 

outcomes in terms of physical health, depression and satisfaction with caregiving. 
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The presence of a special relationship in the caregiver's network was not related to the 

tested outcomes. While much literature comments on the positive effect of social support 

on health and depression, in this case special relationships did not show any statistically 

significant associations with the outcomes. This study showed health perception was 

nearly associated with social support, but negative change in health was not. Special 

social relationships were negatively associated with depression, but not significantly so. 

It also showed the same direction of association with satisfaction, but again it was not 

statistically significant. This inverse correlation to satisfaction approached significance, 

suggesting that there was a mild association between social support and satisfaction. This 

generalized lack of power for social support to affect outcomes has been noted in the 

literature before (Barrera, 1981 ). Hagarty, and Williams (1999) suggested that its lack of 

direct effect on outcomes is because it is an indirect buffer. They concluded social 

support failed to have a statistically significant relationship with depression and other 

outcomes because there is a distinction between interpersonal and intrapersonal 

phenomena. A person's self-assessment of their health and depression are internal 

phenomena that may be more heavily influenced by factors like personality and other 

internal assessment rather than interpersonal relationships. 
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Social Support Modifies Burden Impact 

The interesting findings, however, lie in the evidence for the modifying 

effect of social support, which was the third hypothesis. It stated that if there was a 

special relationship in the caregiver' s network, the negative impact of burden on health, 

depression and satisfaction outcomes would be reduced. While social support did not 

show a statistically significant relationship to the outcomes, it did affect the power of 

burden on outcomes. It had the biggest impact on modifying the effects of combined 

burden on outcomes, so those findings will be presented first. The combined burden from 

cognitive incapacity, disruptive behavior, and social disruption showed a significant 

association with all outcomes. When the combination of special relationships and 

combined burden was tested for association with the outcomes of this study there were no 

statistically significant associations. Combined burden had shown a statistically 

significant relationship to negative changes in health (.45), but when combined with 

significant social support the association was no longer there. It now had a value of -.11, 

implying no significant relationship to the caregiver' s negative change in health. The 

same held true for health perceptions. Combined burden no longer had a significant 

relationship with depression. It's power went from .63 to .19. Satisfaction was not only 

no longer associated with burden, it now showed an inverse relationship. So, while social 

support was not directly related to improved outcomes, it did appear to change the 

relationship of burdens to outcomes. 

Apparently, combined burden may or may not be related to outcomes. It has the 

power to effect outcomes, but that power may be modified. This would explain some 
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controversies in the literature that indicate that interventions do not change outcomes, or 

that there are inconsistent results. Cohen, Teresi, and Holmes (1985) found that 

caregiving had both a direct and a modifying effect on outcomes for stressed inner city 

elders. They used 19 different variables and concluded that social networks had a direct 

effect on people being able to meet their needs, but the importance of social networks 

was dramatically increased for individuals in unfavorable circumstances. They 

concluded, therefore, that social support had both a direct and a modifying effect in their 

study. Pearlin and colleagues (1990) posited that the way the caregiver frames the 

meaning of situations influences whether objective burdens, such as the elder' s poor 

cognitive status, result in negative outcomes. Special relationships that are used for 

advice, discussion of intimate issues, help, socializing, and arguing with the caregiver 

apparently influence this the effect of burden. 

In terms of ADL burden, the modifying power of social support was not 

consistent. ADL burden alone was not significantly associated with any of the outcome 

measures of this study. With the interaction, there was a significant relationship with the 

health perceptions of the caregiver. In the presence of a special relationship, the 

caregiver had a negative impression of their own health. The negative change in health 

was not statistically significant, but it was nearly so. It is suspected that this change in 

health perceptions is related to commiseration, or the influence of discussing health with 

the special network members. Talcot Parsons (1958) posed that people integrate their 

perception of self, body image and personal aspirations through interaction with family, 

health care workers and other members of the social network. These network members 



provide feedback to the person and may thereby reinforce concerns about the caregiver's 

health. These findings are substantiated by studies of ADL deficits in diabetics that 

found that patients with large active networks, had more disability than those without 

support (Seemans et al, 1992). It is concluded that social networks that express 

affirmation may affirm illness as well as health. 

87 

ADL burden in people with special social support network members did not have 

a significance relationship with either depression or satisfaction. There was also only 

slight change between the impact of ADL on these outcomes and the interaction term 

created by combining ADL burden with special support. It is consistent that the tasks of 

caregiving are not the crux of caregiver' s depression or satisfaction. This was consistent 

with the finding of the primary investigation from which this study data was taken 

(Phillips, 1995). 

It appears that significant relationships have significant power, but caution must 

be taken with these conclusions. This study did not examine whether any other social 

support would have had the same effect, but it has shown that the special relationships are 

effective. In 1994, Gupta and Korte compared the confidant and Weiss models for the 

prediction of well being by social support. The confidant model claimed that a critical 

piece of support was derived from a close intimate relationship. The Weiss model claims 

that different people are needed to fulfill a person's need for support, because the 

confident supplies intimacy and emotional security while other members of the network 

fulfill sociability and identity needs. They concluded that the Weiss model more 

effectively explained well-being in older adults. The study presented in this paper does 



not distinguish special relationships along those lines. The special network members 

who were used for intimacy and advice were often also used for fun. Each of those who 

had special relationships also had other network members. This implies that the results 

seen may not be entirely attributed to the intimate relationships. 

The findings of this study certainly supported the model used to design it. There 

was a distinction shown in these conclusions between mediators and those things that 

modify outcomes and outcome. Special support appears to a powerful as a modifier 

within this model. Pearlin's position that outcomes may be modified was supported. 

Limitations of the Study 

In evaluating the conclusions of any study, several causes of error are possible. 

Error may be introduced because of population, instruments, collection procedures 

introducing artifact, incorrectly operationalized analysis steps, or weaknesses in theory. 

Each of these areas of concern will be addressed. 

There are a couple of population selection issues that could have impacted the 

outcome of this analysis. The size of the sample may make it difficult to reproduce 

across larger groups or groups with different ethnic make up. And, as stated in the 

beginning of Chapter Five, there may be some impact from this population having long 

standing caregiving relationships. 
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Conflicted social support relationships were included in the special relationships. 

While arguments have been made that people only argue with those they are close to, 

there are contradictory findings for the idea that negative relationships have strong 
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negative power within networks. This may have modified the impact of social support on 

outcomes, or may have created artifact in the study of the modifying effect of social 

support. Coyne and DeLongis (1986) and Pagel and colleagues (1987) argued that low 

social support is actually a reflection of high levels of negative social interactions, and 

that this negative interaction causes symptoms. The exclusion of negative relationships 

from the special support group would reveal if there were outcomes from social support 

not shown by this study. Tilden and Galyen (1987) reported on the costs and conflicts 

involved in social support. They concluded that the support system itself can be a source 

of distress, particularly in support systems in which there is considerable interpersonal 

conflict over the needs of the elderly person and how those needs should be met. 

Conflict among siblings regarding the care of elders often results in family strain 

(Franfather, Smith, & Caro, 1981). Lakey, Tardif, and Drew (1994) suggest that 

negative relationships do not have a single influence. They stated that these relationships 

must be considered as having positive affectivity as well because most relationships are 

not unidementional. Apparently, the power of negative relationships must be suspect, but 

are not clearly inappropriate to this study. 

Instrument related issues may cause analysis problems as well. Barrera, ( 1981 ), 

warns against thinking of social support as a unitary concept. He says that since it is 

multifaceted, generalizations should only be made from studies that use multiple 

measures of social support. Measures of perception of support received may provide a 

different understanding of the role of social support for caregiver outcomes. Others have 

suggested that a sense of belonging is a better measure of a special relationship (Hagerty 
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& Williams, 1999). They feel this measurement goes more toward the perception of self 

as integrated within an interpersonal system. Likewise, an issue regarding the selection 

of the health tools can be questioned. Some studies have shown that caregivers 

overestimate the extent of their illness (Schulz & Williamson, 1997). While this 

introduces concern for this study, the tools used were selected because of their self

analysis qualities. It is appropriate to evaluate self-rated health, since the independent 

variable was self-rated burden. 

Procedural factors that may have introduced artifact into this study include the 

informational and support efforts provided by the data collectors evaluating the quality of 

care in the initial study. The education sheets given to caregivers were about formal 

support that was available to caregivers. It was not specifically about special social 

support relationships. However, it may have normalized the need for support and thereby 

affected the results found in this study. It may be that recognizing that help would be 

commonly needed would cause caregivers to seek support more easily. Secondly, since 

the secondary analysis used data from the second collection time, it may not be 

generalizable to random caregiving experiences. 

The theory validity issues that may have been introduced most likely arise from 

the creation of the definition of special relationships. Artifact may have been introduced 

by the definition of special relationships. Bergmann and colleagues (1993) found that 

family support was a major variable in keeping the cognitively impaired at home. Zarit et 

al (1980) found that the lowest burden rating by family of demented community residing 

elders was found in families receiving the most frequent visits by others. Those with 
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special relationships had a higher ratio of conversations with the people in their network, 

and it could be postulated that this additional contact impacted the modification of burden 

rather than the closeness of the relationship. 

Implications for Future Studies 

Establishing that social support moderates the relationship between burden and 

outcomes for caregivers is truly only a starting point. This study does not quantify that 

impact. It doesn't identify factors of support that cause the modification in burden's 

effect. It doesn't evaluate the impact of the increased contact or close geographic 

proximity of special relationships in causing the change in burden. It doesn't distinguish 

breadth, depth, or complexity of social relationships. It doesn't explore the extent of 

diminished modification due to negative relationships. It simply establishes the 

modifying power of special relationships. 

Future studies should look at each of these factors that are missing. It would be 

exciting to include the sense of belonging as a measure of social support since others 

have identified this internalization of social support as relevant to its impact (Hagarty & 

Williams, 1999). It would be interesting to differentiate confidant characteristics from 

other support activities to determine which factors have more power. And finally, future 

study should definitely operationalize these concepts by looking for practical means to 

effect change in lives of caregivers. 



Implications for Nursing Practice 

This study has implications for nursing practice and for human relationships. 

Three areas of impact for nursing are readily apparent. It has implications for the 

professional relationship between providers and patients. It has implications for 

interventions to support caregivers. Finally, it has implications about the role of 

specialization in providing nursing care to caregivers. 
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Knowing that special relationships have the power to modify burden impact may 

make the nursing provider rethink their professional relationships with their clients. 

While a nursing care provider is not expected to develop a special relationship with each 

patient encountered it may be reasonable to consider some closeness enhancing strategies 

in order to enhance outcomes. Sharing self, ready accessibility, and broadening a 

relationship to include more than superficial encounters is expected to enhance a healing 

relationship with patients. Contact must be available. Ready access is not a hallmark of 

many of the current models of medical practice. For a relationship to be used regularly, 

it may require more than a fifteen-minute visit. Frequent encounters may be necessary 

rather than the cost saving model of minimizing total number of contacts. It may be that 

the professional adopting a coaching relationship may have a broader base of interaction 

and a regular supportive contact that would enhance health. Health behavior research has 

proposed the same conclusion. Much of the research on tobacco cessation and other 

health promotion activities leans toward coaching relationships; relationships that provide 

frequent encouragement led by the patient's goals (Bien, Miller & Tonigan, 1993; 

Kottke, Batista & De Friese 1988). The advantages of a small town community doctor 
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were that they established lifelong, intimate relationships. There is much political rhetoric 

about the loss of these relationships and it may be by pointing to this loss of relationships 

that new nursing models should re-establish. 

The larger implication for this study is to be more effective in assessing the 

present support and directing efforts to enhance close relationships. Since special 

relationships modify the impact of burden on caregivers, the interventions tested and used 

for caregiver support need to focus on models that allow individual relationship 

development. We should move beyond support group models to ones that promote the 

development of close relationships between people such as mentors or partners. 

Education and business practices have drawn many of the same conclusions in the 

development of young people during educational or professional pursuits. Maybe this 

model can be applied to caregivers. The mentor model encourages individuals who have 

successfully charted difficult courses to share their wisdom, their understanding of the 

difficulties, and their insight into the whole journey facing those who are starting out. 

The difficulty with mentorship is in marrying compatible individuals, but if an adequate 

pool of possibilities has been established it can be successful. Twelve step programs 

have long supported individual, as well as group support, for people recovering from 

addictions of any type. They support individual change though learning from the group 

and through access to real individual support at any time. This study concludes that close 

relationships matter. They are characterized by frequent contact and broad availability. 

They are select relationships that only occur with one or two people. Helping people 

realize the importance of the close relationship so that they don't feel guilty in 
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establishing time for themselves may help caregivers cope. The caregiver's bill ofrights 

published by the American Association of Retired People supports this direction (Home, 

1985). 

Finally, the implications of this study for the specialization of medical practice are 

substantial. Nursing has long been concerned with the lived-with nature of illness. 

There is a distinction between the provision of medical care for the recovery from disease 

and the care for people who are afflicted by disease. Caring for people requires that the 

story of the person and their experience of the life that has been touched by illness needs 

to be addressed. It is important to become expert at therapy available for disease, but it is 

still absolutely essential to remain able to care for all aspects of a person. This study 

supports broad relationships. It would imply that clinicians should be available for more 

than advice about disease. Knowledge of financial support, social support, and resources 

for mental health that would provide a forum for intimate discussion are realms of 

knowledge that a provider should develop, so that if they are not able to provide multiple 

aspects of support or they can at least reasonably direct the caregiver to the support they 

need. 

Summary 

This chapter has discussed the demographics of the population studied and the 

characteristics of special relationships identified in this study. It has discussed each 

hypothesis posed in this study. Combined burden was found to have significant 

outcomes for caregiver health, depression and satisfaction. ADL burden was not found to 
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have the same association. Social support was tested for association with the same 

outcomes and not found to have any significant relationships. The third hypothesis that 

social support would modify the effect of burden on outcomes was supported. It was 

found to modify all associations between Combined burden and outcomes and to modify 

ALD burden and health outcomes. Comparison of these findings to the current literature 

shows that the direct relationship of burden to outcomes has been previously 

demonstrated. Social support not having a direct relationship to outcomes has been seen 

intermittently, and social support as a modifier has also been supported. The weaknesses 

of the study were specified, as was its contribution to nursing research and implication 

for practice. 

It is a hopeful thing to find that social support modifies burden's impact on 

outcomes for caregivers. It has been my contention that we can, in fact, bear one 

another's burdens. People are given a few special relationships in their lives that have 

distinct power. These relationships change how we tolerate our lives. It is my hope that 

future study can uncover more of the truth about these relationships and the essence of 

being human. 
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ARIZONA SOCIAL SUPPORT INTERVIEW SCHEDULE (ASSIS) 

In the next few minutes I would like to get and idea of the people who are important to 
you in a number of different ways, such as talking to someone about personal or private 
things, borrowing money or something valuable, or someone you go to for advise. These 
people might be friends, family members, teachers, priests, ministers, doctors, or other 
people who you might know. You will be asked to limit the number of people you 
identify to a total of fifteen so please look at each category before we begin. 

Someone you could talk to about personal or private things. 

Someone you could borrow $25 or something of value from. 

Someone you would go to for advice. 

Someone who likes or accepts your advice. 

Someone who would help you with errands or household tasks. 

Someone you get together with to have fun or relax. 

Someone who you argue with or who makes you angry and upset. 

Give me the first names, initials, or nicknames of the people who fit the category. You 
can name some of the same people that you named before if they fit another category or 
you can name some other people. For the people you identify, I will then ask which of 
these people have assisted you in the past month. After the categories are completed I 
will then ask you some general questions regarding the people you have identified. 



Now I would like to get some general information about the people you have just listed. 
Could you tell me: 

Ha. What is this person's relationship to you? 
100 

Hb. How old is this person? 

He. What is this person's sex? 

Hd. What is this person's ethnicity? 

1= Black 

2= non-Hispanic Cauca·sian 

3= Mexican, _Mexican-American, Chicano, Latino, Hispanic 

4= American Indian 

5= Asian 

6= other 

He! How far does this person live from you? 

1. in the same house 

2. on the same block 

3. a_ few blocks away but less than 1 mile 

4. between 1 and 5 miles 

5. more than 5 miles but less than 20 miles 

6. more than 20 miles but less than 300 miles 

7. more than 300 miles away 

Hf. I How often did you talk with this person during the last four weeks? 

1. almost everyday · 

2. several times a week 

3. once a week 

4. once or twice during the last 4 weeks 

5. not at all 
A 1. If you wanted to talk to someone about things that are very personal and private, 



* 

A.2 I • 

81. 

01. 

02 

E1 . 

E2. 

F1. 

I 

F2. I 

G1. 

G2. 

·who would you talk to? Give me the first names, initials, oi- nicknames of people 

who you talk to about things that are very personal or private. 

Probe for any additional names by asking: Is there anyone else who you can 
think of? 101 

During the last month, which of these people did you actually talk to about things 

that were personal and private? 

If you needed to borrow $25 or something valuable, who are the people you would 
know who would lend or give you $25 or more, or would lend or give you something 
(a physical object) that was valuable? 

During the past month, which of these people actually loaned or gave you some 
money over $25 or gave or loaned you some valuable object that you needed? 

Who would you go to if a situation came up where you needed some advice? 

During the past month, which of these people actual! gave you some important 
advice? 

Who are the people who like or accept your advice? 

During the past month, which of these people accepted ;your ideas or opinions? 

Who are the people who you could call on to help you take care of something that 
you need to do--things like driving someplace you need to go, helping you do some 
work around the house, going to the store for you, and things like that? Remember, 
you might have listed these people before or they could be new names. . 

During the past month, which of these people actually pitched in to help you do 
things that you needed some help with? 

Who are the people who you get together with to have fun or to relax? 

During the past month, which of these people did you actually get together with to 
have fun or relax? 

Who are the people who you argue with or who make you angry and upset? 

During the past month, which of these people have you had arguments with or have 
made you angry and upset? 

* Re eat this question after each numbered "1" question. 

Rev: 8/1/91 
F:\GROUP BUSE\JNSTRUM.ABSIAZSUPP.EN 
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ID# 

NETWORK ANSWER SHEET 

ARIZONA SOCIAL SUPPORT INTERVIEW SCHEDULE 

-

.. A B C . Jj E F G Ha Hb He Hd He Hf 

Network Members 1 2 1 2 1 2 1 2 1 2 1 2 1 2 REL AGE SEX ETH FAR TLK 

1. 

2. 
I 

~ 

3. I 

4. 

5. 

6. 

7. 

8. 

9. 

10. 

11. 

12. 
I 
I 

13. 

14. 

15. 
~ 

TOTALS 

Available --
Utilized --
Conflict 1 --
Conflict 2 --

Rev. 1/16/917 
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HEAL TH PERCEPTIONS 

Directions: These questions are about what you think about your health. For each statement, 
please choose the answer that best describes your thoughts and place an (X) on the line. 

1. According to the dpctors I've seen, my 
health is now excellent. 

I 

2. I feel better now than I ever have before. 

3. I am somewhat ill. 

4. My health is excellent. 

5. 1\have been feeling bad lately. 

Rev. 2/13/96 
F:\GROUPIAB SE\JNSTRUM.ABSIHEAL THCH.EN 

Definitely Mostly Mostly Definitely 
True True False False 

I 
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CAREGIVER HEAL TH 

CHANGES IN CAREGIVER'S HEAL TH 

Directions: Tell me how each of the following has changed as a result of you becoming a 
caregiver. First, mark the extent of change by placing an (X) on the line of your choice. 

Second, mark the type of chang~. (good or bad) by placing an (X) on the line. 

Extent of Change Type of Change 

No Some Moderate Great Don't Good Bad 
Change Change Change Change Do 

1. Quality of food that I eat I_ ,_ . I_ I_ ,_ ,_ ,_ 
2. Amount of food that I eat ,_ ,_ ,_ I_ ,_ ,_ ,_ 
3. Exercise ,_ ,_ ,_. - ,_ ,_ ,_ ,_ 
4. yYeight ,_ ,_ ,_ ,_ ,_ ,_,,_ 
5. f mount of sleep ,_ ,_ ,_ ,_ ,_ ,_ ,_ 
6. Quality of sleep ,_ ,_ ,_. ,_ ,_ ,_ ,_ 
7. Smoking ,_. ,_ ,_ ,_ ,_ ,_ ,_ 
8. t lcohol intake ,_ ,_ ,_ ,_ ,_ ,_ ,_ 
9. Self-confidence ,_ ,_ ,_ ,_ ,_ ,_ '-
10. Respect for myself ,_ ,_ ,_ ,_ ,_ ,_ ,_ 
11. ,_ ,_ ,_ ,_ ,_ ,_ ,_ 
12. orry ,_. ,_ ,_ ,_ ,_ ,_ ,_ 
13. S ress/tension ,_ ,_ '- ,_ ,_ ,_ '-
14. Energy ,_ ,_ '- ,_ ,_ ,_ 1_ 

I 
15. Ti

1

me for self I_ ,_ ,_. I_ ,_ ,_ I_ 

16. Tilme for family and friends I __ 
,_ ,_ I_ ,_ ,_ '-

Rev. 12/13/96 
F:IGROUPIABUSE\JNSTRUM.ABS\HEAL THCH.EN 
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· DEPRESSION SCALE 105 

Dir ctlons: Read the following statements to let me know how often you have felt this way 
during the past week. · 

During the past week: NONE A UTILE MODERATELY ALOT 

1 . I was bothered by things that 
usually don't bother me 

2. I did not feel like eating; 
my appetite was poor 

3. I felt that I could not shake off 
the blues even with : help from my 
family or friends 

4. I felt that I was just as good as 
other people 

5. I had trouble keeping my mind on 
what I was doing 

6. I felt depressed 

7. I felt that everything I did was 
an effort 

8. I felt hopef~I about the future 

9. I thought my life had been a failure 

10. I \felt fearful 

11 . 1Y sleep was restless . 

12. I as happy 

13. alked less than usual 

14. 

15. p ople were unfriendly 

16. I njoyed life 

17. I 1ad crying spells 

18. I fr sad 

19. I felt that people dislike me 
I 

20. I ct uld not get "going11 

(Less than 
1 day) (1·2 days) ·. (3-4 days) (5-7 days) 

I_ 

1:_ -

I . .1_ 

J_ 

I_ 

(_ 

I_ 
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CANTRIL LADDER FOR CAREGIVER SATISFACTION 

Now please look at this ladder. Suppose the top of the ladder (9) represents total 

satisfaction with your experience as a caregiver and the bottom (0) represents total 

dissatisfaction. Satisfaction can mean having good feelings, contented, or happy. Where 

on the ladder to you feel you can place yourself at the resent time. (73-74) 

9 

8 

7 

6 

5 

4 

3 

2 

1 

0 
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