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ABSTRACT 

 
Negative and depressive outcomes of caregivers in the United States has dominated 

academic domains in the social, behavioral, and gerontological literature. However, more 

recently, there has been an attempt to assess the more positive outcomes of caregivers who 

provide care to family members, relatives, and friends. This dissertation enhances the literature 

on caregiver well-being by focusing particularly on the more positive outcomes and on the 

differences between White and African American caregivers in the United States.  The ABC-X 

model of family stress was used as a framework, along with family systems theory, to determine 

whether within the context of race, levels of caregiving stress and strain, levels of formal and 

informal coping resources, and manageability/mastery could be integrated to predict well-being 

for caregivers. Predictor variables such as, intensity of care demands (stress), formal and 

informal coping support use, and manageability/mastery of unmet needs were used to determine 

if there were differences between Whites and African Americans.  

To examine the research question, a secondary analysis was performed using data from 

the National Alliance for Caregiving and the American Association of Retired Persons (NAC & 

AARP, 2003). The final dataset which focused on White and African American caregivers 

consisted of 828 individuals and key questions from the original survey that addressed the 

hypothesis and research question. Variables of interest were constructed, using items measuring 

the constructs: intensity of care demands (stress), formal coping resources use, informal coping 

resource use, manageability/mastery, and well-being. Race was also included in the model as a 

control variable. The analysis was conducted using structural equation modeling (SEM) with 

AMOS 7.0 software. 

Analysis of variance (ANOVA) revealed no mean difference on scores between White 

and African American caregivers on well-being or on informal coping resource use. However, 

significant mean differences existed for intensity of care demands (stress), formal coping 

resource use, and manageability/mastery. Results from this analysis showed that African 

American caregivers had higher mean scores on intensity of care demands (stress), used more 

formal coping resources, and experienced lowered manageability/mastery as indicated by more 

unmet needs in the care situation. Separate path analyses were performed to test for the 

influences of predictor variables in the model on the outcome variable as well as a comparison 

model of the critical ratio differences between White and African Americans. The variables 
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predicting well-being were intensity of care demands (stress), formal coping resource use, 

informal coping resources use, and manageability/mastery. The findings revealed that intensity 

of care demands (stress) was significantly related to well-being, along with 

manageability/mastery and informal coping resource use. Only formal coping resource use had 

no direct relationship to well-being. Additionally, there were some indirect relationships to well-

being as mediated through formal coping resource use, informal coping resources use, and 

manageability/mastery.  Race was a moderating variable in the model and revealed no significant 

relationship with well-being. However, African Americans were more likely to use formal 

coping resources and had a sense of manageability/mastery in the caregiving role.  There also 

existed a significant correlation between formal and informal coping resources use in the model. 

Overall, this model fit well with the observed data and thus supported the research question for 

this study that levels of  caregiving stress and strain, levels of formal and informal coping 

resources, and manageability/mastery can be integrated to predict well-being for caregivers. 

Further, this model explained 34% of the variance in well-being.  Finally a comparison model of 

White and African American caregivers indicated only one significant predictor on well-being 

which consisted of the direct effect of intensity of care demands (stress) on well-being, 

indicating that White caregivers experienced more stress in the care role when compared to 

African Americans.  

Several implications were identified regarding methodology, research, and practice. First, 

the ABC-X model was a useful tool for studying the stress process and predicting the 

relationships of certain causal factors on well-being but had limitations when it came to the 

diverse challenges often faced by caregivers in the care role especially racial/ethnic minorities. 

Second, more research is needed that focus on difference and similarities among White and 

African American caregivers that are done on larger samples and are longitudinal in nature. 

Third, an effort must be made to move from theory to practice in the field with caregiving 

families, as well as with public policy that address the changing demands required in caregiving 

considering our aging and increasingly chronically ill/disabled population.  Although this study 

had limitations relative to the use of cross-sectional secondary data, it indicated positive and 

negative well-being can co-occur and that the degree to which people appraise caregiving as 

positive or negative may require specific measures or a variety of measures to determine the true 
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impact of stressors, coping resources, and appraisals/perceptions on the well-being of caregiving 

families in general and racially diverse caregiving families in specific. 
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CHAPTER ONE  

 
INTRODUCTION 

 

Providing informal or unpaid care for older, ill, or disabled family members can create  

considerable stress, strain, and burden on many U.S. families. These potential stressors and  

strains are anticipated to increase among older and minority populations, which will create a  

substantial need for more family caregivers to assist with basic activities of daily living (Cox,  

2005; Spillman & Pezzin, 2000; U. S. Census Bureau, 2000; Wolf & Kasper, 2006). Further,  

these demands are expected to intensify as older or ill family members live longer and suffer  

from more chronic and debilitating illnesses and diseases (Crimmins, 2001; Stone, Cafferata, &  

Sangl, 1987). While informal caregivers are the preferred source of long-term care for most  

people; the psychological, physiological and financial costs to the overall well-being of  

caregivers can be compromised (Chappell & Reid, 2002; Kramer, 1997; Lawton, Moss, Kleban,  

Glicksman, & Rovine, 1991).   

Recent studies have indicated that not all informal caregivers experience negative  

outcomes in the care process, and many often express satisfaction or gain with the challenges of  

caregiving (Foley, Tung, & Mutran, 2002; Kinney & Stephens, 1989; Kinney, Stephens, Franks,  

& Norris, 1995; Kramer, 1993, 1997). Many researchers have noted the need for more positive  

approaches to studying the multidimensional aspects of family caregiving, especially the  

contextual impacts of race on positive well-being (Dilworth-Anderson, Williams, & Cooper,  

1999; Dilworth-Anderson, Williams, & Gibson, 2002; Kramer, 1997; Walker, Pratt, & Eddy,  

1995). Stressors, strains, and burdens associated with the caregiving role often place families,  

and particularly women, at a disadvantage. Nonetheless, some racial groups report  

satisfaction and in some cases, a much higher functioning level in the caregiving role (Boss,  

1988; Dilworth-Anderson et al., 2002; Radina, 2007; Stull, Kosloksi, & Kercher, 1994). Since  

not all caregivers denote the care process as negative, attention should focus on the more  

positive, proactive, and satisfying aspects of caregiving while understanding the contextual  

influences of race in the caregiving process (Foley, Tung, & Mutran, 2002; Kramer, 1997).  

Therefore, investigating factors within the context of race, such as intensity of care demands, use  

of formal and informal resources, and caregiver manageability/mastery will provide a better  

understanding of why some caregivers experience positive well-being (Dilworth-Anderson, et  
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al., 1999; Dilworth-Anderson et al., 2002).  

As family members age, become ill, or disabled, the intensity of care demands can  

increase and the need to use more formal and informal coping resources may be  necessary for  

caregivers to deal with the challenges of caregiving and avoid or delay institutionalization  

(George, 1987, George & Gwyther, 1988; George, Blazer, Winfield-Laird, Leaf, & Fischbach,  

1988). Likewise, caregivers will need to feel that they are prepared to undertake this role and its  

associated demands with a sense of manageability/mastery (Pearlin, Mullan, Semple, & Skaff,  

1990). Successful responses to the stresses and strains associated with this anticipated increase  

in caregiving will ultimately impact whether caregivers experience positive or negative outcomes  

(Aneshenel, Pearlin, Mullan, Zarit, & Whitlatch, 1995; Dilworth-Anderson et al., 2002; Radina,  

2007; Stull et al., 1994).   

According to the National Alliance for Caregiving and American Association of Retired  

Persons (2004), 83% of U.S. families were providing care to a family member or spouse. The  

value of this care has been estimated at 257 billion dollars annually as a potential cost-savings to  

society (Arno, 2002; Haley, 2003). There is an estimated 44.4 million caregivers age 18 and  

older who provided unpaid care to an adult family member or friend who was also 18 years or  

older. While caregivers make enormous contributions to their families and society; the  

emotional, physical, and financial impact they often face is of critical importance to caregivers’  

well-being. Several studies have documented that the mere presence or absence of willing family  

members to provide this care has been linked to the decision to institutionalize older family  

members, which can also increase the stress levels of caregivers and the care recipient (Lyons,  

Zarit, Sayer, & Whitlatch, 2002).  

Caring for an aging parent or spouse can be very demanding on individuals in families, as  

well as the family unit as a whole. These family demands can be internalized as physical,  

emotional, and financial stressors and strains and are often referred to as family demands  

(McCubbin, 1998). Several researchers have documented the impact of these caregiving  

demands on the caregiver and the family (Stull et al., 1994). Caregiving stressors are events or  

situations that arise out of the caregiving process that place the caregiver or caregiving family at- 

risk.  

Intensity of care demands are considered one of those stressors associated with  

caregiving. It consists partially of the number of activities of daily living (ADLs) such as  
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bathing, dressing, and the need for overall supervision and instrumental activities of daily living  

(IADLs) characterized as managing finances, using the telephone and general coordination, and  

the time devoted to these tasks (NAC & AARP, 1997; 2004). When taken together, all of these  

factors add to the stress, strain, and burden experienced by the caregiver and the caregiving  

family (Donelan, Hill, Hoffman, Scoles, Feldmen, Levin, & Gould, 2002; Lawton et al., 1991;  

Pearlin et al., 1990; Zarit &  Zarit, 1986). For example, caregivers who provide care for  

recipients suffering from dementia and other mental illnesses and those that are wheel-chair  

bound or physically disabled may require a great deal of intense care and supervision (George et  

al, 1988).  Caregivers who provide care under these types of conditions often find that their own  

emotional, physical,  and financial well-being is at stake. Often the mental health condition  

issues of the care recipient can induce fear and discomfort in the care environment among adult  

children, thus placing a burden on the primary caregiver. Disease, health conditions, and lack of  

control over the situation along with disruptive behaviors have been noted to be the most critical  

in the intensity of care demand context (Horowitz, 1985). 

Another area of concern in caregiving is the use of formal coping resources.  Several  

factors are thought to influence coping and resiliency among family caregivers. Formal coping  

resources are defined as the caregiver’s ability to seek and use outside assistance or formal  

professional networks and support to aid them in the caregiving process (NAC & AARP, 2004).  

Such resources are amount, availability, and degree to which there are other resources that could  

be used in the care situation such as: information about how to get financial assistance,  

availability of support groups, access to Adult Day Care, recreational programs or camps, access  

to Meals on Wheels, and outside transportation services (Dilworth-Anderson et al., 2002;  

Montgomery & Kosloski, 1994; NAC & AARP, 2004; Zarit, Stephens, Townsend, & Greene,  

1998). Resources of this nature may serve as coping and adaptation strategies for the caregiver  

when professional care services are needed as higher levels of family care are required, and the  

informal networks have either become strained or limited (Cox, 2005). It should be noted that  

formal support services do not diminish the use of or need for  informal support by family  

members, but some functions may merely shift (Horowitz, 1985). 

There are also informal coping resources that caregivers can use in order to better  

respond to the demands and stressors of caregiving. Such personal resources are characterized as  

communicating with or seeking advice from friends or relatives; exercising or working out;  
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medication assistance; talking to spiritual or professional counselors; praying; searching for  

information on the internet; and reading about caregiving in books or other materials. Resources  

of this type and nature serve as coping and adaptation mechanisms within the caregiver’s  

informal networks. The receipt of emotional support from family has been associated with  

decreased feelings of depression or burden (Aneshenal et al., 1995; Franks & Stephens, 1996).  

Like formal coping, informal coping allows the caregivers greater adaptability in the care process  

considering the associated demands of caregiving. Informal coping can also be conceptualized as  

both coping resources and coping strategies (Folkman & Lazarus, 1980; Pratt, Schmall,  

Wright, & Cleland, 1985; Segall & Wykle, 1988; & Vaux & Wood, 1987). When analyzed  

together, formal and informal coping resources may provide a general understanding of why  

some caregivers cope well and others do not. A recent national study found that 84% of  

African American caregivers coped with caregiving stress by praying and talking with  

professional or spiritual counselors versus 71% of whites, and 50% of Asians (NAC & AARP,  

2004). This phenomenon may further help clarify the factors that promote adaptation and  

resiliency levels of some racial groups compared to others. 

Coupled with the intensity of care demands and associated coping resources; it is difficult  

to understand the effects of caregiving without taking into consideration factors which may  

impact the manner in which caregivers perceive or appraise the care situation (Lazarus &  

Folkman, 1984). The caregivers’ sense of manageability or mastery in the provision of care is  

paramount to their perceptions of sense of control, self-esteem, competence, gain, self-loss, and  

their capacity to continue to provide care (Foley et al., 2002; Kinney & Stephens, 1989, 1995;  

Kramer, 1997: Lawton et al., 1989; Lazarus & Folkman, 1984; Pearlin et al., 1990; Skaff,  

Pearlin, & Mullan, 1996). Stress has been known to impact the psychological and physiological  

well-being of caregivers in the care role as positive or negative. The caregivers’ perception of the  

caregiving demands, stressors, and their available coping resources may impact perceptions of  

their ability to maintain, or carry out the caregiving role with the least amount of emotional,  

physical, or financial deterioration (Lazarus & Folkman, 1984).  

It is important to link the perceptions of unmet needs caregivers identify and face in the  

care role as areas in which they evaluate their sense of manageability/mastery (NAC & AARP,  

2004).  Too many unmet needs can ultimately lead to a weak sense of manageability/mastery and  

control over the care situation which can be noted as sense of coherence (Antonovsky, 1979) or a  
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lack of mastery (Pearlin et al.,1990; Siegal, Raveis, Houts, & Mor, 1991). Additionally, implicit  

in unmet needs is a sense of whether the caregiver has the ability, knowledge and the confidence  

required to continue to meet the needs of the care recipient before falling into a state of physical,  

emotional, or financial distress and disorganization.  Several key components of the  

manageability/mastery of unmet caregiver needs have been identified as important to  

understanding how the caregiving role can be positively or negatively impacted without  

intervention or assistance. For example, caregivers often have to make important decisions about  

the care of the recipients as their health or mental status deteriorates or improves.  Some of those  

decisions focus on whether or not to transfer the person to an assisted living facility, a nursing  

home, or another type of care agency (NAC & AARP, 2004; Pearlin et al., 1990; Zarit & Zarit,  

1986). Management or mastery issues may focus on decisions to manage the person due to  

psychological issues, such as wandering, safety, or joint activities that can be shared between the  

caregiver and the care recipient in order to enrich the caregiving situation (NAC & AARP, 2004;  

Pearlin et al., 1990; Zarit & Zarit, 1986).    

According to the NAC & AARP (2004) study, other components of the  

manageability/mastery aspect of caregiving consist of physical strain, such as lifting or moving  

the care recipient; managing their own emotional and physical stress; finding  personal time or  

respite for self; and managing other difficult situations, such as incontinence and toileting  

problems. Caregivers having an enhanced sense of manageability/mastery may generally feel a  

sense of control, and a sense of coherence in comparison to those caregivers who do not  

(Antonovsky, 1979; Pearlin et al., 1990). Therefore, it is important to assess the impact of sense  

of manageability/mastery and the associated caregiving stressors on overall positive or negative  

experiences of caregivers. 

Finally, the crisis or adaptability of the caregiver to the impact of stressors, coping  

resources, and sense of manageability/mastery has been characterized in terms of caregiver well- 

being (Berg-Weger, Rubio, & Tebb, 2000; Chappell & Reid, 2000; Dilworth-Anderson et  

al., 2002; Lyons et al., 2002; Noonan & Tennstedt, 1997; Pruchno, Burant, & Peters, 1997;  

Smerglia & Deimling, 1997). The definition of well-being has been commonly referred to  

as subjective self appraisal of the caregiver’s experience in the caregiving process as excellent,  

good, fair, or poor in relationship to the overall multifaceted caregiving experience (Atienza et  

al., 2002; Berg-Weger et al., 2000). Well-being as an outcome implies a more positive approach  
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to the caregiver’s experiences and challenges, as opposed to the more commonly used concept of  

caregiver burden used more widely in the caregiving literature (Kramer, 1993; 1997; Yates,  

Tennstedt & Chang, 1999; Zarit, Todd, & Zarit, 1986). Having a positive sense of physical,  

emotional, and financial well-being promotes a more satisfying outcome by the caregiver in the  

caregiving experience (Kramer, 1997). This positive outcome reflects a more adaptable  

disposition to the multifaceted caregiving process given the stressors, coping resources, and  

sense of manageability/mastery as opposed to a sense of disorganization and crisis (Kramer,  

1997; Lawton et al., 1989; Pearlin et al., 1990).   

As a result, resilient individuals tend to view their caregiving challenges and experiences  

as more positive and manageable (Boss, 2002; Southwick, Vythilingam, & Charney, 2005).  

Moreover, it is essential to assess the important role of adaptability during the caregiving process  

(Atienza, Stephens, & Townsend, 2002; Berg-Weger, Rubio, & Tebb, 1999; Berg-Weger et al.,  

2000; Dilworth-Anderson et al., 2002). Therefore, it is valuable to understand the impact of  

intensity of care demands, the use of formal and informal coping resources, and sense of  

manageability/mastery on the well-being of caregivers within the context of race.  

Theoretical Perspectives 

Two theoretical frameworks will be utilized to provide a more complete understanding of  

stressors and associated factors of caregivers and the range of outcomes expected given different  

experiences and challenges of caregivers.  In the past, these frameworks have provided a better  

understanding of how stressful situations in caregiving impact the individual caregiver and the  

family caregiving unit. Family stress theory has primarily been utilized to understand the stress  

and coping process and how families adjust based on the degree of various stressors and strains.  

The concept of resiliency has been incorporated within stress theory as a framework to better  

understand the contextual meanings associated with stressors within the individual and family. 

More importantly the resiliency framework will allow a better understanding of the  

adaptational and coping mechanisms that some individuals and families have that allow them to  

be able endure and “bounce back” from adverse situations or crises (Boss, 2002; Fredrickson,  

2001; 2003; Tugade & Fredrickson, 2004; Walsh, 2003). Family systems theory helps to explain  

how the various processes by which stressor events impact families could end in negative or  

positive outcomes. Family stress theory and family systems theory both share some common  
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connections in the inquiry of family processes, interactions, and outcomes. Therefore, these two  

frameworks have been integrated for use in this study to gain a greater understanding of the  

processes, impacts, influences and overall caregiver well-being outcomes among different ethnic  

groups. 

Family Stress Theory 

Reuben Hill's (1958; 1964) theory of family stress was formulated from his work with   

military families. Hill theorized that there are two complex variables that act to buffer the family  

from acute stressors and reduce the direct correlation between multiple stressors and family  

crisis.  These were formulated into what he called his ABC-X theory of family stress.  

Additionally, Hill’s (1949) study of families helped to better understand family as a “culturally  

conditioned organization reflecting the state of the culture and, at the same time, internal familial  

behaviors” (Boss, 2002, p. 33).  

Hill’s (1958) work resulted in the development of the ABC-X Model of family stress  

which possesses the following characteristics: A = the event as the stressor or hardship that  

affects the family. This event may be external or internal, B= the family’s stress meeting  

resources, or the ability or inability of the family to organize, C = the definition or appraisal the  

family gives the stressor and their perception of coping resources, and X = the degree of  

adaptation-bond adaptation to maladaptation as a result of the stressor.  The type of response the  

caregiver may have can be based on whether the family has in the past developed crisis-meeting  

resources to deal with the problem.  This determines the extent to which the caregiver  

experiences a bondadaptive or maladaptive response. As a result of this process the family  

caregiver can experience a negative (burden, stressful, physiological depressive state) or a  

positive response (pleasure, gratifying, and satisfying state). 

This model was elaborated by McCubbin and McCubbin (1989) producing the  

“double” ABC-X Model.  The “double” ABC-X Model reflects the build-up or pile-up of  

stressors  based on the notion that some families fail to develop techniques or crisis-meeting  

capabilities to deal with the stressors. Additionally, such factors ultimately produce a  

maladaptive or adaptive outcome. The model is also referred to as the Family Resiliency Model.   

Over time, as stressors build, the family’s ability to utilize coping resources, along with a dismal  

perception that stressors are overwhelming, can further place the family in a maladaptive state  



    8

(Boss, 2002).  

 Family stress theory by Hill (1958) sets forward acute stressors (meaning sudden onset)  

which when accumulated could lead to family crises, including physical, emotional, or relational  

crises.   Examples of such family crises resulting from family stressors are episodes of domestic  

violence, substance abuse (relapses), illness from weakened immune systems, divorce, accidents,  

and children being abused or neglected.  However, their impact can be muted, or buffered with  

protective factors that help families to survive multiple contextual stressors and continue to  

competently function despite chronic and acute stressors (McCubbin & Boss,1980).   

These protective factors (Hill theorized that there were basically two of them) buffer the  

impact of the stressors. Whereas one includes social relationships (B Factor), the other includes  

perceptions (C Factor) (McCubbin & Boss, 1980). Social relationships are further distinguished  

as being within family variables, e.g. attachment, positive family bonds, effective  

communication, as well as across family variables:  e.g. social isolation Perceptions (C Factor)  

include the range in cognitions and attitudes between hope and personal effectiveness vs. despair  

and helplessness.  These two multifaceted factors relate together with the acute stressors and  

ongoing social context of chronic stressors to predict family crises. 

  Many studies have documented the positive relationship between illness and stress.   

Individuals, who experience too many stressors at one time or too many changes in their daily  

routines and circumstances, are at increased risk within one year for having an accident, or  

becoming physically ill (Lyons et al., 2002).  Not only individuals, but also families who 

experience too many stressors are at increased risk for experiencing aggravated family crises.   

However, not all families with multiple stresses have crises.  The "B" variable refers to the  

complex of internal and external family resources and social support available to the family, e.g.,  

the social connectedness within the family, as well as social connectedness outside the family.   

Hill theorized that social isolation would significantly increase the impact of the multiple stresses  

on family functioning; in contrast, positive social supports would minimize the impact.   

Hill's "C" variable, the perception factor, was the second predictor of the extensiveness of  

the impact of stress on the family.  This second complex factor referred to the shared family  

cognition and perceptions held about the stressors, e.g., the extent to which the family perceived  

the changes as a disaster or an opportunity.  Some families had positive appraisals because they  

could make  changes, increase the ability to accept their circumstances.  Hill's family stress  
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theory has been expanded by McCubbin and Patterson (1983) using the ABC-X model as its  

foundation and adds post-crisis variables in an effort to further describe: (a) the additional life  

stressors and strains which shape the course of family adaptation; (b) the critical psychological,  

intra-familial, and social resources families acquire and employ over time in managing crisis  

situations; (c) the changes in definition and meaning families develop in an effort to make sense  

out of their predicament; (d) the coping strategies families employ; and (e) the range of outcomes  

of these family efforts.  

The Double ABC-X Model consists of the following components: Family Demands: Pile- 

up (aA Factor) which refers to the pile-up effect of stressors and strains over time that cause  

families to react to multiple stressor at the same time (Lavee, McCubbin, & Olson, 1987;  

McCubbin & Patterson, 1983).  These demands or changes may emerge from a number of  

sources such as: (a) individual family members, (b) the family system, and or (c) the community  

in which the family and its members are a part. There are  five broad types of stressors and  

strains constituting a pile-up in family systems in a crisis situation: (a) the initial stressor and its  

hardships, (b) normative transitions, (c) prior strains, (d) consequences of family efforts to cope,  

and (e) ambiguity, both intra-family and social. 

The second component of the Double ABC-X model is Family Adaptive Resources (bB  

Factor) which refers to the resources that are a part of the family’s capabilities for meeting  

demands and needs and include characteristics (a) of individual members, (b) of the family unit,  

and (c) of the community. There are two general types: existing resources and expanded family  

resources. Existing resources are already a part of the family’s repertoire and serve to minimize  

the impact of the initial stressor and reduce the likelihood that the family will move to a crisis  

mode.  The expanded family resources are those new resources individuals and families have  

strengthened or developed in response to the additional demands emerging out of the crisis  

situations or as a result of pile-up.  

The third component of the Double ABC-X Model, the (cC factor) is the meaning the  

family gives to the total crisis situation which and includes the stressor believed to have caused  

the crisis, as well as the added stressors and strains, old and new resources, and estimates of what  

needs to be done to bring the family into balance. When families are able to successfully redefine  

the crisis situation and apply new meaning, they employ efforts to (a) clarify the issues,  

hardships, and tasks to render them more manageable and responsive to problem solving efforts;  
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(b) decrease intensity of the emotional burdens associated with the crisis situation; and (c)  

encourage the family unit to carry on with  its fundamental tasks promoting member social and  

emotional development (Lavee, McCubbin, & Olson, 1987; McCubbin & Patterson, 1983).  

The coping process is critical in bridging cognitive and behavioral components for when  

resources, perceptions, and behavioral responses interact as families try to achieve a balance  

in family functioning. Further, family coping efforts may be directed at (a) eliminating and or  

avoiding stressors and strains; (b) managing hardships of the situation; (c) maintaining the family  

system’s integrity and morale; (d) acquiring and developing resources to meet demands; and (e)  

implementing structural changes in family systems to accommodate new demands (McCubbin,  

1979; McCubbin & Patterson, 1982).   

The final component of the Double ABC-X Model is referred to as family adaptation  

balancing (xX Factor). There are three elements to be considered in family adaptation: (a) the  

individual family member; (b) the family system; and (c) the community of which family  

members and the family unit are a part. Each of these elements is characterized by both demands  

and capabilities. Family adaptation is therefore achieved through reciprocal relationships where  

the demands of one of these units are met by the capabilities of another so as to achieve a  

“balance” simultaneously at two primary levels of interaction.  The first level referred to as  

Balance: Member to family fit is sought between individual family members and the family  

system such as family encouraging and supporting members’ needs or participating in family  

shared activities. The second level is referred to as Balance: Family to community fit and sought  

between the family unit and the community of which the family is a part, such as family support  

or parental involvement in work and community activities and the employers’ demands for  

extensive work times or adverse conditions (McCubbin & Patterson, 1983).   

Family coherence is a critical factor as families try to achieve bondapadatation by  

reducing discrepancy between family resources and demands, which are never truly balanced  

(McCubbin & Patterson, 1983). Successful adaptation is based primarily on the family’s ability  

to derive a sense of acceptance and understanding that they have done their best given the  

circumstances (Antonovsky, 1979). The feeling of confidence felt internally and externally that  

things will work out as reasonably as possible best describes the concept of sense of coherence  

for Antonovsky (1979).  Families must be able to balance the two dimensions of control and trust  

in order to enhance their abilities. Sense of coherence is the ability to differentiate when the  
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family should take charge or trust and believe that the situation will work out.  

The concept of family adaptation is therefore used to describe a continuum of outcomes  

which reflect family efforts to achieve balance or “fit” at the member-to-family and the family-to  

community levels.  The positive end of the continuum of family adaptation, called  

bondadaptation is characterized by a balance at both levels of functioning, which results in (a)  

the maintenance or strengthening of family integrity; (b) the continued promotion of both  

member development and family unit development; and (c) the maintenance of family  

dependence and its sense of control over environmental influences. Family adaptation at the  

negative end of the continuum is characterized by a continued imbalance at either level of family  

functioning or the achievement of balance at both levels but at a price in terms of (a)  

reduction in family integrity; (b) a curtailment of deterioration in the personal health and  

development of a member or the well-being of the family unit; or (c) a loss or decline in family  

independence and autonomy (McCubbin & Patterson,1983). 

  The focus on resiliency within stress theory extends our understanding of positive and  

healthy family functioning to adverse or negative situations by building on the theory and  

research of family stress, coping, and adaptation (Boss, 2002; Hill, 1958).  The concept of family  

resilience involves more than just managing stressful conditions and situations. It involves the  

capacity and potential for personal and relational transformation and growth (Boss, 2002). While  

resiliency is a rather new perspective it has been in the previous literature with a focus primarily  

on individual resilience (Walsh, 2003). Previous studies focused on children’s resiliency to  

adverse home and family conditions (Patterson, 2002; Rutter, 1987) and on personal traits such  

as hardiness (Luther & Ziegler, 1991; Walsh, 1996, 2003). As the framework developed,  

research was expanded to include a wide range of adverse conditions, trauma, loss, and illness  

(Walsh, 2003).  

Due to this expansion, resilience came to be viewed as a combination of multiple risk and  

protective factors involving the individual, the family, and the larger social forces (Walsh, 2003).  

Resilience, therefore, is the ability to withstand and rebound from disruptions in the life cycle  

(Walsh, 2003). It is a dynamic and multi-contextual process fostering positive adaption given the  

crisis or adversity (Luther, Cicchetti, & Becker, 2000; Patterson, 2002; Walsh, 2003).  

Family stress theory and family resilience are linked through the use of the Family  

Adjustment and Adaptation Response Model (FAAR), which consists of four central constructs.  
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Families engage in active processes to balance family demands with family capabilities as 

these interact with family meanings to arrive at a level of family adjustment or adaptation.  

According to Patterson (2002) family demands are comprised of (a) normative and non- 

normative stressors (discrete events of change); (b) ongoing family strains (unresolved, insidious  

tensions); and (c) daily hassles (minor disruptions of daily life). Family capabilities include (a)  

tangible and psychosocial resources (what the family has) and (b) coping behaviors (what the  

family does). An important construct in the FAAR Model is “family meaning” (Patterson, 1993;  

2002).  

 According to Walsh (1996, 2002) the family resilience approach is grounded in family  

systems theory combining ecological and developmental perspectives to view the family as an  

open system influenced by large societal context and evolves in a multigenerational life cycle  

(Carter & McGoldrick, 1998). The family resilience framework (Walsh, 1996) as developed by  

Walsh (1996) was a guide for use in clinical practice. While the framework has its roots in  

clinical settings, research in the social and family sciences has made it a useful tool for  

understanding variables contributing to individual resilience and well-functioning families. 

 The key processes in family resilience fall within three domains of family functioning: 1)  

family belief systems, 2) organization patterns, and 3) communication processes (Walsh, 1998;  

2002). Family belief systems involve making meaning of adversity, having a positive outlook,  

and transcendence and spirituality. Organizational patterns consist of flexibility, connectedness,  

and social and economic resources.  Communication and problem solving processes consist of  

clarity, open emotional expression, and collaborative problem solving. Resiliency has been  

defined and conceptualized in a number of ways in the literature across many disciplines (Boss,  

2002; Walsh, 1998). Nonetheless, resiliency is viewed as a way an individual or family is able to  

“bounce back” or respond to adversity with positive or satisfying outcomes (Fredrickson, 2001;  

2003; Tugade & Frederickson, 2004). Further, the process of resiliency is such that many people  

may become rejuvenated or replenished as they become more experienced and begin to possess  

feelings of control and have a sense of mastery over an adverse event or a series of adverse  

situations. This process can result in greater well-being over time given different challenges in  

caregiving (Ryff, 1989; Ryff & Keyes, 1995; Southwick et al., 2005). 
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Family Systems Theory 

The foundations of Family Systems Theory were laid by von Bertalanffy (1968). Family  

systems theory has three key assumptions that systems theory can unify science; that a system  

must be understood as a whole rather than in component parts; and that human systems are  

unique in their self-reflexivity. Von Bertalanffy (1975) asserted that disciplines of the natural and  

social sciences integrate toward one another because of certain concepts or “unifying principles”  

that occur in every discipline (Boss, et al, p. 328, 1993). Family systems theory considers the  

interconnectedness and interrelationships of all the members of the family when dealing with any  

one member. Systems theory involves the basic idea that objects in the world are interrelated  

with one another (Whitchurch & Constantine, 1993).  The theory was derived from General  

Systems Theory (GST), which was in part a response to positivist thinking about applying the  

principles of natural sciences models to social science. Systems theorists argue that the system  

needs to be perceived at as a whole rather than as individual components, which can then be put  

together.  General System Theory’s Composition Law states that the whole is greater than the  

sum of all its parts. These elements are the interactions between different subsystems within the  

main system.  These interacting components add characteristics to the whole that make it to some  

slight degree qualitatively different from each individual member.   

This systems-oriented model enhances the linear cause and effect model of the natural  

sciences considering that individual elements reacting within a family is due to a variety of  

interacting factors rather those happening in a linear style.  Systems theory then is much less  

concerned with the cause and effect of various systems, as opposed to how different subsystems  

interact to make up the whole system. Additionally, human systems are also self-reflective,  

which means, that unlike machines or unconscious matter, humans can look at themselves as  

though they were outside observers.  This self-reflectivity allows human systems to establish and  

work toward goals, and construct their own sense of social reality, which contains shared  

definitions upon which to communicate with others.  

Other components of systems theory are the concepts of boundaries and feedback  

loops. A system boundary helps to determine what is and is not part of the system.  A related  

concept is the idea of an open versus closed system or boundary permeability.  Theoretically,  

more open the system is, the more information will be allowed into and out of the system.  

Additionally, the concept of feedback loops are important to systems theory.  A feedback loop  
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is defined as a “path by which information can be traced from one point in a system, through one  

or more other parts of the system, and back to the point of origin” (Whitchurch & Constantine,  

1993).  Feedback loops are of two types: positive and negative.  A positive feedback loop  

amplifies the deviations, whereas, a negative feedback loop has been compared to a homeostatic  

system, in which the feedback loop provides information that returns the system to some preset  

level and reduces distortions or deviations to the system. 

Consistent with systems theory, Olson (1993) developed the Circumplex Model.  The  

circumplex model describes families in terms of three main dimensions, family cohesion,  

flexibility and communication.  Olson (1993) defined each of the dimensions:  “family cohesion  

is the emotional bonding that family members have toward one another” (Olson, 1993, p. 105);  

“family flexibility is the amount of change in its leadership, role relationships, and relationship  

rules”) and “family communication is measured by focusing on the family as a group with regard  

to their listening skills, speaking skills, self-disclosure, clarity, continuity-tracking, and respect  

and regard.”  Family cohesion has four separate levels, disengaged, separated, connected, and  

enmeshed.  Similarly, family flexibility has four levels, chaotic, flexible, structured, and rigid.   

Olson (1993) makes less definitive distinctions in family communication, considering  

communication to be either good or poor.  The model combines the flexibility and cohesion  

dimensions to form 16 different family system types.  Olson (1993) arranged these family types  

from balanced to unbalanced.  There are four main balanced types, which revolve around the  

middle ranges of each of the two dimensions including flexibly separated, flexibly connected,  

structurally separated and structurally connected.  There are four unbalanced extreme types,  

which center around the extremes of the two dimensions: chaotically disengaged, chaotically  

enmeshed, rigidly disengaged and rigidly enmeshed. Within these unbalanced and balanced  

types are eight other mid-range family types. 

Families that are more balanced have greater functionality and competence than  

unbalanced families, in particular, through more positive communication skills (Olson, 1993).  

Each one of these family types does not represent a convenient nomenclature for a particular  

family, but rather each family type describes the way the family system operates within each  

type.  The family type is determined not by an individual member, but rather as an interactive  

system.  In assessing family types, Olson (1993) uses a multisystem assessment, which includes  

looking at different subsystems within the family, such as the martial system, parent-child  
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system, and the family.  Family types then describe more of the collective additive contributions 

of each member of the family, rather than family system as an entire unit, something that is 

greater than the sum of its members.  In this way, each family type can very much be thought of 

as separate family cultures, in which underlying group norms, role, behaviors, and expectations 

appear in a relatively consistent fashion.  The family system would operate to reinforce the 

norms and expectations of the family with appropriate sanctions, if these norms or expectations 

are violated (Olson, 1993). 

Application of Theory 

To apply the theoretical frameworks in this study, it was important to denote how the  

theories apply to families in general as meaningful and connected systems. Further, it was  

important to highlight how these theories can be used to better understand the caregiving  

process as a family function. For example, family stress theory provided a way of viewing the  

family’s efforts over time to adapt to multiple stressors through using family resources and  

perceptual factors as a coping process to achieve family balance (Lim & Zebrack, 2004). Further,  

stress theory advanceed our understanding of  how caregivers viewed caregiving as both a  

crisis and a challenge (Lim & Zebrack, 2004).  

The resiliency framework of stress theory provided a greater understanding of how  

some families are able to “bounce back” from adverse situations and even operate at higher  

levels of family functioning (Fredrickson, 2001; 2003; McCubbin & Patterson, 1983; Patterson,  

2002; Tugade & Fredrickson, 2004; Walsh, 1996). Moreover, family systems theory was  

important to this study to help better understand the family as a whole and the unique  

changes that occur over time and impact the entire system.  Also, it helped us gain a better  

understanding of the reciprocal nature of change in families and its subsystems. Collectively,  

these two major frameworks provided a greater understanding of the caregiving process and  

the overall impact that stressors, coping, and sense of mastery have on caregiver well-being. 

The focus of this study was to determine the influence of caregiving stressors (A’s),  

level of coping (B’s), and the manageability/mastery of stress and coping (C’s) on the well-being  

of informal caregivers (X) within the context of race as illustrated in Figure 1. The influence of  

caregiver stress and the demands of care requirements (A) associated with caregiving  

constituted a set of predictor variables on well-being (X). Formal (B1) and informal (B2) coping  
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resource use will be assessed as a set of mediating variables influencing both the perceptions of  

stressors associated with the demands and care requirements, along with a caregiver’s sense of  

manageability mastery (C). This factor was thought to be influenced by both stressors and  

coping, and should be a major predictor of well-being as an outcome in the current study. These  

factors are thought to be carried out in the caregiving process as an ongoing family function and  

are seen as negative and burdensome without adequate or sufficient support. Likewise, since  

positive and negative emotions can co-occur in the same individual during periods of high stress  

it will be important to gain a greater understanding of how racial groups define their situations  

differently as the process is enhanced or compromised (Folkman & Moskowitz, 2000). 

 

Figure 1. Proposed Model of Factors Predicting Caregiver Well-being 

 

Statement of the Problem 

There have been a number of studies focusing on the various dimensions of the  

caregiving process, mainly highlighting the negative array of experiences and challenges faced  
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by families in general and spouses and adult children in specific. Yet, there is a paucity of studies  

examining the positive factors associated with stressors and coping on the well-being of  

caregivers within the context of race. The purpose of this study was to investigate the influence  

of intensity of care demands (stress) on the well-being of caregivers providing care for older, ill,  

or disabled family members. White and African American caregivers were compared in terms of  

levels of intensity of care demands (stress), use of formal and informal coping resources, sense  

of manageability/mastery and well-being. The ABC-X Model was used to determine if there  

were differences between White and African American caregivers on levels of family stressors  

and strains (A’s), formal (B1’s) and informal (B2’s) coping resources, and  

manageability/mastery (C’s), on well-being (X).  Additionally, while controlling for race,  

caregivers’ stress and strain associated with the intensity of care demands (A’s), formal (B1’s)  

and informal (B2’s) coping resource use, and manageability/mastery (C’s) will be used to predict  

the well-being (X). Therefore, well-being will be utilized as the criterion factor to determine the  

level of organization/disorganization or crisis experienced by caregivers as a result of the  

caregiving process.  

 
Hypothesis and Research Question 

 
There are no observed differences between White and African American caregivers based on  

the following factors (variables) in question: 

 
a. intensity of care demands or caregiver stress as measured by factors associated with  

the type of care provided and the number of hours providing this type of care to the  

care recipient. Intensity of care will be measured by a Likert-type scale which is a  

composite score of the combination of ADL/IADLs and the hours per week spent on  

caregiving (NAC & AARP, 1997; 2004). 

b. formal coping resource use as measured by an 7-item scale assessing the caregiver’s  

use of formal coping resources within the community. 

c.  informal coping resource use as measured by a 7-item scale assessing the  

caregiver’s use of key personal informal coping resources. 

d. sense of manageability/mastery representing the appraisal/perception of the unmet  

needs situation of the caregiver as measured by a 14-item scale (sense of  
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coherence and mastery). 

e. well-being as measured by a 3-item Likert-type scale measuring physical  

strain, emotional stress, and financial hardship experienced by the caregiver. 

 
Research Question 
 

R1=When controlling for race, can levels of caregiving stress and strain (A’s), levels of  

formal (B1’s) and informal (B2’s) coping resource use, and manageability/mastery (C’s) be  

integrated to predict well-being (X) for caregivers?  

 

Definition of Terms 

The definitions have been presented here in order to clarify the terminology used in this study: 
 

Caregiver – A person 18 years or older providing care to a family member or friend who is 18 

years or older needing helping with one or more of the activities of daily living (ADLs) or 

instrumental activities of daily living (IADLs) (NAC & AARP, 2004). 

Caregiver stress – The degree of intense care provided by caregivers and the demand of such 

care which taxes the resources and potentially places the caregiver in a negative position for a 

decline in physical, emotional, and financial well-being (NAC & AARP, 2004).  

Informal caregiver – A family member or friend who provides unpaid care provided to family 

members or friends (NAC & AARP, 2004). 

Coping – The strategies, resources, or social support that may be external or internal that 

caregivers use to deal with the stresses and demands of the caregiving role (Hill, 1958; 

McCubbin & Patterson, 1983; NAC & AARP, 1997, 2004). 

Perception of Stressor(s) - The overall meaning that family members give to particular stressor 

or pile-up of stressors and the family’s ability to manage or respond to the crisis using the 

available resources available to them (Hill, 1958, McCubbin & Patterson, 1983). 

Well-being – A multidimensional experience viewed as the degree to which caregivers deal with 

the stressors of caregiving positively or negatively and how this in turn impacts them 

emotionally, physically, or financially (Diener, 1984; Kramer, 1997).  
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Abbreviations 

ABC-X Model – is the abbreviation for the theoretical stress model to denote the process by 

which stressors, resources, perceptions, and the associated outcomes (Hill, 1958). 

Double ABC-X Model – is the abbreviation for the expanded theoretical stress model to denote 

the pile-up effect associated with stressors, resources, perceptions, and the associated outcomes 

(McCubbin & Patterson, 1983). 

ADLs – is the abbreviation for activities of daily living. 

IADLs – is the abbreviation for instrumental activities of daily living. 

NAC & AARP – is the abbreviation for the National Alliance for Caregivers and the American  

Association for Retired Persons. 

SPM – is the abbreviation for the Stress Process Model in Lazarus & Folkman’s (1984) theory of 

stress, appraisal and coping of which they identified two processes: cognitive appraisal and 

coping as critical mediators of stressful person-environment relations. 

 
Delimitations 

The following limits are set in this study:  

The study was limited to the original data and sample collected as part of an earlier study on 

caregivers in the United States. The researcher of this study had limited control of the design and 

methodology of the questionnaire from the original study.The selected measures for thus study 

were limited to those used in the original NAC & AARP (2003) study. 

 

Assumptions 

One of the main assumptions underlying this study was that the respondents in the 

original research study had the ability and opportunity to respond to the questionnaire in the most 

accurate and honest manner possible.  It is assumed that interviewers were well-trained and 

performed in a scientific manner. Further, it was assumed that participants responded to the best 

of their ability.  Another assumption was that the sample was representative of the U.S. 

caregiving population.  
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CHAPTER TWO  

 
REVIEW OF THE LITERATURE 

 
The review of the literature on factors influencing caregiver well-being consists of  

five sections. The first section provides recent research on the prevalence and phenomenon of  

caregiving with a focus on the definitions of caregiving and a characteristic profile of caregivers  

by contextual factors and by the most common type of caregivers. The remaining sections are  

organized around the main components of the hypothetical model for this current study. The  

second section will focus on defining the widely used concepts of stress, strain, and burden and  

its relationship to intensity of care demands of caregivers. Recent research on intensity of care  

demands and the care process is presented. The third section focused on research on coping  

resources used in the caregiving process. The fourth section will focus on the perceptions or  

appraisals of care stressors, strains, and burdens associated with the caregiving role. The final  

section of this literature review will focus on research on well-being in terms of its  

multidimensional aspects. This review of the literature will end with a summary. 

 
Overview of the Study 

The focus of this study was to determine the influence of caregiving stressors coping 

resources, and perception of stressors on the well-being of informal caregivers. In particular, the 

variables of interest in this study were stressors that caregivers and families experience 

associated with the intensity of care demands in caregiving (A factors), as well as formal and 

informal coping resources (B factors) and perceptions or appraisals of the situation (C factors) 

that may lead to well-being (i.e., X-factor or adaptation or crisis) between Whites and African 

Americans. The use of the ABC-X Model allowed the present study to improve and expand our 

understanding of the factors influencing the well-being of informal caregivers. 

Prevalence and Phenomenon of Family Caregiving 

Definitions of Caregiving 

Caregiving as a unique issue has been a very important topic in the family  

and gerontological literature for the last three decades and as such, much research has  

been conducted on the various experiences and challenges associated with the caregiving  
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role.  However, some ambiguity exists in defining what caregiving is and to what extent  

caregiving is differentiated from other forms of assistance (Walker et al., 1995). The manner in  

which caregiving is defined determines the prevalence and magnitude of caregiving.  

Since there is no consensus in the caregiving literature of what caregiving is or  

how to distinguish a caregiver; there is much debate around the topic (Montgomery &  

Kosloski, 1994; Walker et al., 1995). Nonetheless, most researchers agree that caregiving  

involves helping or providing assistance above and beyond the normal assistance generally given  

to family members and friends (NAC & AARP, 1997, 2004; Stone et al., 1987; Walker et al.,  

1995;). This type of intense care could be short or long term in relationship to the duration of  

care or positive or negative in terms of appraisal and perception of overall impacts on the  

caregiver (Beach & Schulz, 2000; Kramer, 1997; NAC & AARP, 1997; 2004; Ory, Hoffman, 

Yee, Tennstedt, & Schulz, 1999).  

In a previous national study of the National Alliance for Caregivers (NAC) and  

Americans Association for Retired Persons (AARP) (1997) caregivers were defined  

as those persons 18 years or older providing unpaid care to someone 50 years of age or older  

needing assistance. The primary purpose of the study was to document the magnitude, intensity,  

and types of informal caregiving engaged in by caregivers across the four main racial/ethnic  

groups. This study estimated that there were 22.4 million or 23% of U.S. households involved in  

caregiving for an individual 50 years or older at some point during the previous year (NAC &  

AARP, 1997). 

In a more recent national study of the NAC & AARP (2004) caregivers were  

defined as persons 18 years or older providing unpaid care to family or friends 18 years  

or older. The purpose of this study was to update a previous study (NAC & AARP, 1997)  

and expand on the activities and experiences caregivers say they performed. This study  

estimated that there were 44.4 million caregivers in the U.S. which constituted  21% of the adult  

population. This equates to 22.9 million households in America. Further, there was a  

special effort to over-sample racial/ethnic minority groups in this national study.  

Spector, Fleishman, & Pezzin (2000) documented the characteristics of long-term  

care users and estimated that there were 5.9 million caregivers, who were defined as  

family or friends providing help to a disabled elder 65 years of age or older living in the  

community with a need that lasted or was expected to last for 3 or more months. In  
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contrast, another study focused on the economic value of informal caregiving, and estimated that  

there were 24 million caregivers. This study defined caregivers as anyone 15 years of age or  

older who needed or provided assistance with everyday activities based on a condition that lasted  

or was expected to last 3 months or longer (Arno, Levin, & Memmott, 1999).  

Several other studies using the well documented National Long Term Care  

Survey (NLTCS) data and the companion survey, Informal Caregvier Survey (ICS) have  

been conducted to estimate the prevalence and magnitude of caregiving (Manton, Corder,  

& Stallard, 1997; Stone, Cafferata, Sangl, 1987; Wolff & Kasper, 2006). The NLTCS is a  

nationally representative survey of Americans aged 65 and older that was designed to  

study the prevalence of chronic disability (Manton et al., 1997; Manton & Gu, 2001; Wolff &  

Kasper, 2006). 

In a recent updated national profile of caregivers, Wolff & Kasper (2006), identified 

 caregivers as those persons who were screened from the Medicare enrollment files and 

considered chronically disabled and reported that they had problems with activities of  

daily living, i.e., ADLs, or instrumental activities of daily living, i.e., IADLs that had lasted or  

were expected to last at least 3 months. Among the eligible caregivers drawn from the ICS were  

relatives or unpaid non-relatives who provided care for one or more hours of help to NLTCS  

participants with ADL or IADL activities in the previous week.  

The aforementioned prevalence studies and definitions provide both previous and  

current evidence of the variance and difficulty in defining the incidence and nature of  

caregiving. The issue of defining caregiving should be noted when considering findings  

and results from studies on caregiving (Walker et al., 1995). However, for the purposes of this  

study, caregiving was defined as anyone 18 years or older who provided assistance to a  

family member or friend who was also 18 years of age or older with at least 1 ADL or IADL  

(NAC & AARP, 2004). 

Formal and Informal Caregiving 
 

Another concept in the caregiving literature that requires defining is the distinction 

between formal and informal caregiving. While informal caregiving is the focus of this 

dissertation, it is important to differentiate between the two. Walker and colleagues (1995) 

asserted that the caregiving literature is unclear as it relates to the relationship between family or 

informal caregiving and paid or formal caregiving. A first step is to define these concepts based 
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on the previous literature and patterns of use. Formal caregiving generally refers to paid 

assistance for care or services and is generally associated with a professional or bureaucratic 

service system (Lipman & Longino, 1982; NAC & AARP, 1997; 2004). Informal caregiving 

refers to individuals or families who provide unpaid care to family members, friends, and 

neighbors. They may be considered primary or secondary caregivers,  and can spend most or part 

of their time providing this type of care (NAC & AARP, 1997; 2004).  

Primary caregivers spend the bulk of their time and resources providing care, whereas 

secondary caregivers are generally noted as providing assistance to the primary caregivers in the 

care role (NAC & AARP, 1997, 2004). It is expected that given the current demographic and 

health care trends, the number of primary informal family caregivers will increase with the 

unmet needs of many older or ill adults (Bertand, Fredman, & Saczynski, 2006; Spillman & 

Pezzin, 2000). Thus, the role of informal caregiving will become even more important to the 

family given the trend of reduced availability of family caregivers and the growing demand for 

long-term care needs of older and ill family members (Spillman & Pezzin, 2000). 

Characteristics and Contextual Profile of Family Caregivers 

Caregiving often requires the use of many family members and their available  

resources in order to meet the care needs of older or ill family members. Additionally, 

available family members can help balance the stresses and demands of caregiving. Since  

the family is the preferred source of assistance for informal care (Doty, 1986, Stone et al.,  

1987) and is considered the long-term care backbone (Cox, 2005; Montgomery, 1999;  

NAC & AARP, 1997, 2004; Wolff & Kasper, 2006) for most of its family members; it is  

important to understand the characteristic profile of informal caregivers and those who  

experience the most stress, strain, and burden as a result of caring for a family member  

with long-term needs.  

Caregiver characteristics across gender, race, age, physical and mental health status, as  

well as a profile of the most common types of caregivers in families have been thought to  

influence the caregiver in the care process (Beach & Schulz, 2000; Pinquart & Sorenson, 2003;  

Vitaliano, Zhang, & Scanlan, 2003; Bookwala & Schulz, 2000; Center on an Aging Society,  

2005; Clipp & George, 1990; Dilworth-Anderson, Williams, & Gibson, 2002; George & 

Gwyther, 1988; Knight, Silverstein, McCallum, & Fox, 2000; Lawton, Rajagopal, Brody, & 
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Kleban, 1992; NAC & AARP, 1997; 2004; Navie-Waliser, Feldmen, Gould, Levine, Kuerbis, & 

Donelan, 2001; Pruchno & Resch, 1989; Robinson, Moen, Dempster-McClain, 1995; Stone et 

al., 1987; Tennstedt, Cafferata, & Sullivan, 1992; White, Townsend, & Stephens, 2000; Yee & 

Schulz, 2000). While some studies report inconsistent outcomes across these contextual factors, 

several studies have found these aspects to be linked to caregiving (NAC & AARP, 1997, 2004). 

These characteristics and contextual factors are briefly explored in this review in relationship to  

the caregiving role, as well as those family members who are more likely to provide this type of  

care.  

 
Gender and Caregiving 

 
Gender has been associated with the caregiving role with women serving as the  

primary caregivers in most families (Yee & Schulz, 2000). Some researchers have attributed this  

outcome to the traditional roles of women in society as impacted by the  socialization process  

(Gilligan, 1993; Pinquart & Sorenson, 2006; Stone, Cafferata, & Sangl, 1987). Thus, the  

caretaker and nurturer roles have placed women in a vulnerable position to provide long-term  

caregiving to children, spouses, other relatives, and friends (Gilligan, 1993). Gender and  

caregiving are commonly reported in the literature noting the higher levels of depression, stress,  

and burden among women as compared to men (NAC & AARP, 2004; Yee & Schulz, 2000).  

The majority of caregivers are typically women: wives, daughters, or daughters-in-law (NAC &  

AARP, 1997, 2004; Stone, et al., 1987). Similarly, based on a profile of caregivers from the  

Center on an Aging Society (2005) the majority or 64% of all primary caregivers were women.  

Spouses or adult children are the most common caregivers followed by other relatives,  

neighbors, or friends (NAC & AARP, 1997; 2004).  

In a study of caregivers in the U.S., male caregivers were more likely to be Asian- 

American (54%) as compared to the other ethnic groups, White (38%), African American (33%),  

and Hispanic (41%) (NAC & AARP, 2004). More than 7 of 10 caregivers were female (73%)  

compared to males (27%). In the same study, Asian-American caregivers were evenly split  

between females (52%) and males (48%) (NAC & AARP, 2004). Gender is increasingly  

associated with the likelihood that women have a higher probability of becoming caregivers as  

compared to men across their life span (Robinson et al., 1995). While, most studies have  

documented the stress, distress, depression, and burden of women caregivers, several other  
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studies have revealed no gender differences in depressive outcomes among adult caregivers  

(Pinquart & Sorenson, 2006; Parks & Pilisuk, 1991). Nonetheless, gender remains an important  

indicator and central focus on the well-being of caregiving women. In comparative study of  

husband’s and wives’ primary and secondary stressors and depressive symptoms, it was revealed  

that caregiving husbands experienced fewer stressors and depressive symptoms compared to  

caregiving wives. Multiple group analysis revealed that primary stressors were more useful in  

terms of explaining differences associated with the secondary stressors across both groups  

(Bookwala & Schulz, 2000). Therefore, it is important to expand our understanding of how  

gender, meanings attached to caregiving, and care situations impact the caregiving process  

(Berkman, 2005; Krause, 2004).  

Race and Caregiving  

 With respect to race, research has shown mixed results relative to the experiences  

and challenges in the caregiving process. One issue in terms of race and caregiving is that the  

majority of the research has been sparse relative to the well-being of diverse racial and ethnic  

minority groups in the U.S. (Dilworth-Anderson et al., 2002; Knight et al., 2000). Most of the  

research in this area has been on large white samples with very small samples of other ethnic  

groups (Dilworth-Anderson et al., 2002; Knight et al., 2000; Lawton et al., 1992; Navie-Waliser  

et al., 2001; White et al., 2000). As a result of this disparity in the literature, many studies have  

documented the effects of caregiving on self-reported emotional distress and depression among  

mostly white caregivers (Knight et al., 2000).  

However, of those studies focusing on race and caregiving, findings suggest that  

African American caregivers appraise caregiving as less burdensome than do White  

caregivers. Additionally, lowered stress appraisal has been commonly associated with lower  

depression outcomes (Dilworth-Anderson et al., 2002; Lawton, et al., 1992). In contrast,  

when comparing African American and White women in the parent care role, one study  

examined the potential differences in depressive symptomatology, parent-care stress and  

rewards, parent-care mastery, and the quality of the parent-care relationship. Results  

indicated that race did not have a significant effect on caregivers’ depressive  

symptomatology, parent-care mastery, or the quality of the relationship with the parent  

(White et al., 2000).   
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In a review of the experiences and challenges among White, Black, and Hispanic  

informal caregivers, Black caregivers were more likely to have provided higher intense care,   

reported having unmet needs with care provisions and have experienced increased religiosity  

since becoming caregivers. However, they were less likely to report difficulty with providing  

care compared to White caregivers. In the same study, Hispanic caregivers were more likely than  

White caregivers to receive help from formal caregivers and to experience increased religiosity  

since becoming a caregiver, which is similar to Black caregivers (Navie-Waliser et al., 2001).  

In a more recent national study of caregivers in the U.S., African American  

caregivers were more likely to report that caregiving was a financial burden when compared to  

Whites, Hispanics, and Asian caregivers (NAC & AARP, 2004). Similarly, African American  

caregivers requested more information on how to get financial help for the person they provide  

care for as compared to Asian-American caregivers. Moreover, African American caregivers and  

Hispanic caregivers reported spending more than eight hours a week providing care, whereas  

Hispanic caregivers experienced higher levels of burden in care (NAC & AARP, 2004).  

In the same study conducted by the NAC & AARP (2004), Asian-American caregivers 

reported less financial hardship due to higher incomes, however, like White caregivers, more 

Asian-American caregivers provided care for a family member who lived in the suburbs than did 

African Americans and Hispanics.  Asian-American caregivers experienced less emotional 

stress; only 23% rate 4 or 5, on a 5-point scale where 5 was very stressful vs. 36% White, and 

36% Hispanic respondents. Additionally, among Asian-Americans, 43% were more likely to say 

that they tried to cope with the stress of caregiving by going to the internet to seek information as 

compared to 33% of Whites, and 29% of African Americans. White caregivers were more likely 

to report higher incomes and education similar to Asian-American caregivers and were older 

than the other ethnic groups, with 42% reporting they earned $50,000 or more a year. Moreover, 

like Hispanic caregivers, White caregivers (43%) were more likely to say they had to give up 

vacations, hobbies, or their own social activities compared to 35% of African American 

caregivers. Yet, White caregivers (69%) were less likely to say caregiving was a physical strain 

when compared to African American caregivers (61%). White caregivers (79%) were also less 

likely to report that caregiving was a financial hardship compared to African Americans (66%) 

(NAC & AARP, 2004).  
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Most studies have found that African American caregivers were younger, which, in turn, 

increased the likelihood of increased burden and poorer subjective health (Knight et al., 2000). 

Additionally, African American caregivers were less likely to use institutionalized care, despite 

poorer health, finances, and needs for formal caregiving supportive services (Belgrave, Allen-

Kelsy, Smith & Flores, 2004). Further, White Americans relied on spouses for care, whereas 

African Americans depended more on a diverse group of friends and relatives (Chatters, Taylor, 

& Jackson, 1985; Dilworth-Anderson et al., 2002). Overall, African Americans report less 

dissatisfaction, stress, and burden than do others in the care process (Dilworth-Anderson et al., 

2000). 

Age and Caregiving  

Age of the caregiver has been linked to the caregiving experience in many ways.  Earlier 

studies  have documented the association between advancing age of individuals and more 

depression, memory loss, and anxiety in the caregiver (George & Gwyther, 1988). A more recent 

comparative trend report with data drawn from the 1999 National Long Term-Care Survey of  

caregivers and care recipients found that both caregiver and care recipients were much older in  

1994 (40%) than in 1999 (34%) (Spillman & Black, 2005). 

Many older caregivers may experience mild psychiatric symptoms and an increased use 

of psychotropic medications (Clipp & George, 1990). Mental health disorders tend to increase as 

people age, making it more difficult for caregivers to care for themselves if they too are older. 

This situation can lead to increased stress and burden in the caregiving process (Zarit, Reever, & 

Bach-Peterson, 1980). 

Another study linking age and caregiving reported that older caregivers experienced 

several types of problems as they cared for a family member, such as dementia caregivers who 

had a mean age of 74.8 years compared to those providing care for lung cancer family members 

(mean 68.2), and non-dementia caregivers as a control had a mean age of 70.6 years of age 

(Haley, LaMonde, Han, Narramore, & Schonwetter, 2001). 

Recent studies continue to link age to the caregiving experience with the majority of 

caregivers, 65% being middle-aged (35-64) (NAC & AARP, 1997; 2004).  Additionally, those 

caregivers functioning at the highest level of care (level 5) were more likely to be 65 years of age 

(30%) as compared to only 10% of those caregivers functioning at the lowest level (level 1) 
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(NAC & AARP, 2004). However, in another study more than half or 58% of all caregivers were 

between the ages of 18-49 (NAC & AARP, 2004). This study found that younger caregivers 

cared for younger care recipients and that caregivers functioning at the highest care levels were 

more likely to be age 50 or older (60%) compared to caregivers functioning at a much lower care 

level (39%).  

Mental and Physical Health Condition and Caregiving 

 Probably one of the most studied areas in caregiving has been on both the mental and 

physical health of the caregiver (Gallagher-Thompson, 2006). While investigating the impacts of 

caregiving on the physical and mental health of caregivers, only a few studies have begun to 

focus on actual physical or mental health indicators or markers (Gallagher-Thompson, 2006; 

Vitaliano et al., 2003). This situation has been viewed as a limitation given the amount of 

research of self-reported mental and physical health status of the caregiver as opposed to 

objective reports from medical files, records, or other official health documents (Gallagher-

Thompson, 2006). Nonetheless, there are many studies linking the physical and mental health of 

caregivers to the caregiving role across many illnesses and disease specific domains such as 

depression, Alzheimer ’s disease, Parkinson’s disease, cancer, diabetes, heart disease, 

schizophrenia, developmental disabilities, general chronic ailments and physical frailty (Barrow 

& Harrison, 2005; Beach & Schulz, 2000; Center on an Aging Society, 2005; Covinsky, 

Newcomer, Dane, Sands, & Yaffe, 2003; Marks, Lambert, & Choi, 2002; NAC & AARP, 1997; 

2004; Ory, Hoffman, Yee, Tennstedt, & Schulz, 1999; Pinquart & Sorensen, 2003; Schulz, 

Newson, Mittlemark, Burton, Hirsch, & Jackson, 1997; Schulz, Obrien, Bookwals, & Fleissner, 

1995;  Spector & Tampi, 2005; Whitlatch, Feinberg, & Sebesta, 1997; Whitlatch, Feinberg, & 

Stevens, 1999). 

The most studied area is depression of caregivers in the care role. Depression has 

historically been studied as an outcome measure and as an eventual route for care recipient’s 

institutionalization given the potential mental, physical and psychological drain on caregivers 

(Andel, Hyer, & Slack, 2007; Bookwala & Schulz, 2000; Tennstedt, Cafferata, & Sullivan, 

1992). This type of burdensome and negative approach has dominated the caregiving literature 

for the last two decades and has gained wide acceptance among other researchers.  
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In a study investigating the pathways of psychiatric morbidity and stress of caregivers 

and non caregivers found that among non caregivers who reported severe parental disability were  

significantly more likely to experience depressive symptoms. Evidence of increased 

manifestations of depression was not found among those caring for severely disabled relatives  

nor was it found among those caring in the absence of severe parental needs.  However, the  

researchers found that having a sibling was associated with increased depressive scores among  

non caregivers (Amirkhanyan & Wolf, 2003). 

 A considerable body of literature exists on dementia caregiving as well, namely,  

Alzheimer’s disease. Research in this area suggests that dementia caregivers experience more 

stress, strain, burden and depressive outcomes when compared to non-caregivers (Ory et al.,  

1999). In a recent study examining the relationship between the mental and physical health of  

caregivers of persons with dementia found that problem behavior among persons living with  

dementia, were significant predictors of caregivers’ mental and physical health (Hooker, 

Bowman, Coehlo, Lim, Kay, Guariglia, & Li, 2002).  

A national survey study of 2,032 African American and White female informal 

caregivers of elderly male veterans with dementia examined the relationship between race and 

psychotropic drug use in informal caregivers with symptoms of depression. Also examined was 

the racial difference in medication use and if these use patterns related to predisposing, enabling, 

and need factors (Sleath, Thorpe, Landerman, Doyle, & Clipp, 2005). The authors concluded that 

of the caregivers with depressive symptoms, 19% used antidepressants, 23% used anti-anxiety 

agents, and 2% used sedatives/hypnotics. As in previous studies, African American caregivers 

with depressive symptoms were less likely than Whites with depressive symptoms to use 

antidepressants and anxiety type medications. Additionally, caregivers, who reported more social 

support and more doctor visits within the last 6 months, were significantly more likely than 

others to be taking antidepressants (Sleath et al., 2005). 

A variety of mental health issues have been linked to the caregiving role. Conditions such 

as, schizophrenia, severe mental illness or other developmental disabilities in adult children have 

been found to be especially stressful across the life span of many caregivers and their families 

(Greenberg, Greenley, McKee, Brown, & Griffin-Francell, 1993; Heller, Caldwell, & Factor, 

2007; Cook, Lefley, Pickett, & Cohler, 1994; Harvey & Burns, 2003). Greenberg and associates 

(1993) in their study of families of persons with schizophrenia, sought to understand more about 
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the long-term care effects of burdens associated with dealing with mental illness and the 

potential health consequences on caregivers. A sample of 81 mothers of adult children with 

schizophrenia revealed that the subjective burden associated with the stigma and worries were 

related to lowered levels of physical well-being among caregivers (Greenberg et al., 1993). A 

recent review of later life family support for adults with developmental disabilities using a life 

course perspective Heller, Caldwell, & Factor (2007) found that caregiving seemed to have a 

negative impact on maternal employment and family income and noted that some families are at 

risk for poorer physical and mental health outcomes. The researchers also found that overall, 

families adapted well to having a family member with disabilities.  

Among caregivers whose adult children suffer from severe mental disorders Harvey & 

Burns (2003) examined caregivers’ characteristics and experiences in 22 multiple caregiving 

families (primary, non-primary and lone caregivers). A comparison of these groups found lone 

and primary caregivers’ experiences were very similar, whereas non-primary caregivers’ 

experiences were less adverse. Nonetheless, the authors noted that greater psychological distress 

in the primary caregivers indicated greater psychological distress in secondary caregivers.

 Another area that can affect the health status of caregivers is the stress and burden of 

providing care for persons with Parkinson’s disease (PD) (Barry & Murphy, 1995).  In a non- 

random convenience sample of 30 spousal caregivers of older members diagnosed with 

Parkinson’s disease (PD), researchers found a statistically significant linear relationship between 

stages of (PD) and care receivers' functional ability and between care receivers' functional and 

social ability and caregivers' hours of caregiving. Caregivers' health was associated with 

diminished physical functioning of care receivers. Caregivers' ages, years of marriage, and 

educational levels were associated with their social, psychological, and financial well-being 

(Barry & Murphy, 1995). Additionally, PD caregivers spent considerably more hours on average 

providing care to the care recipient, mainly on managing physical and mobility problems as the 

disease progressed (Hobson & Meara, 1999; Slaughter, Slaughter, Nichols, Holmes, & Martens, 

2001).   

Similarly, there are many types of cancer that may be classified as a chronic disease 

which can require long-term treatment, as well as the additional time, energy and demands of 

informal family caregivers (Nijboer, Triemstra, Tempelaar, Mulder, Sanderman, & Geertrudis, 

2000). Cancer and its progressive physical, psychological, social, and economic dimensions have 
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been documented to have a direct and deleterious impact on caregivers and the caregiving family 

(Nuboer, Tempelaar, Sanderman, Mattanja, Triemstra, Spruijt, & Geertrudis, 1998). C 

Caregiver burden and unmet needs have been associated with cancer caregiving (Nuboer 

et al., 1998; Siegal, Raveis, Houts, & More, 1991). A study of 483 patients with cancer and their 

informal caregivers was conducted. It was found that when patients reported their met and unmet 

needs across ADLs and IADLs, that they were more likely to report on their unmet needs as their 

illness progressed and resulted in limited activities and when their finances became restrained. 

Moreover, the likelihood of an unmet need decreasing was associated with the caregivers 

providing care to care recipients within that particular domain of need (Siegal, Raveis, Houts, & 

Mor, 1991). 

Clipp and George (1991) examined the patterns of response of 30 patients with cancer 

dyads-spouse caregiver couples for a total of 60 patients with lung or colon cancer and their 

spouse caregivers to determine the reliability of spouse informants in research and clinical 

settings. This study concluded that caregivers can serve as proxies for cancer patients in research 

when objective data are needed. 

Diabetes mellitus (DM) is another health area in which caregivers spend considerable 

time providing care to family members or friends (Langa, Vijan, Hayward, Chernew, Blaum, 

Kabeto, Weir, Katz, Willis, & Fendrick, 2002). DM is a common chronic disease affecting about 

10 million people in the U.S. and more often the elderly (Harris, Flegal, Cowie, Eberhardt, 

Goldstein, Little,Weidmeyer, & Holt, 1998).  A recent study of informal caregiving for DM 

complications among the elderly found that those with DM received an average of 6.1 hours per 

week of informal care, no medications received 10.5 hours, taking oral medications received 

10.1 hours, and insulin received 14.1 hours of care. Additionally, other disabilities related to DM 

such as heart disease, stroke, and visual problems were all found to be predictors of diabetes-

related informal care (Langa et al., 2002).  

Heart disease issues and caregiving have also been linked in the literature (Schulz et al., 

1997). Cardiovascular disease (CHD) studies involving the role of informal caregivers, found 

that women were at a greater risk for stress, burden, and increased heart disease issues (Lee, 

Colditz, Berkman, Kawachi, 2003; Schulz et al., 1997). A recent prospective study of caregiving 

and risk of coronary heart disease in women was conducted on 54,412 women from the Nurse’s 

Health Study (NHS). The NHS is a cohort of female registered nurses residing in 11 U.S. states. 
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Women aged 46-71 years of age who had not been diagnosed with coronary heart disease (CHD) 

stroke, or cancer baseline in 1992 and follow-up in 1996 were used in this study.  As a result of 

the 4 year follow-up, the researchers documented 321 incidents of CHD, 231 of those were non-

fatal cases of myocardial infarction and 90 resulted in CHD deaths. After researchers controlled 

for covariates such as age, smoking, exercise, alcohol intake, body mass index, history of 

hypertension, and diabetes mellitus; caregiving for ill or disabled spouses who spent more than 9 

hours per week was associated with increased risk of CHD. In contrast, providing care for ill or 

disabled parents or others was not significantly associated with any increased risks of CHD (Lee 

et al., 2003). 

Finally, caregiving for frail and the more chronically impaired family members has also 

been linked to experiences of stress, strain, and burden, as well as to the commitment and 

rewards of caregiving (Boaz & Muller, 1991; NAC & AARP, 1997; 2004; Piercy, 2007; Rose, 

Bowman, O’Toole, Abbott, Love, Thomas, & Dawson, 2007). The rapid growth of the elderly 

population among the very old has increased which means that these elders will need to depend 

on others to fulfill their basic daily activities and assist in general household responsibilities 

(Boaz & Muller, 1991; NAC & AARP, 1997; 2004; U. S. Census Bureau, 2000). Several recent 

studies have focused on family caregiving. A study examined frail elderly veterans receiving 

care and focused on the objective burden of the family caregivers and the extent to which the 

objective burden was associated with perceptions of patient-focused, family-focused care 

(PCFFC) and the extent to which PCFFC mediated the influence of other variables on 

perceptions of PCFFC (Rose et al., 2007). The authors purport that family caregivers are often in 

a unique position to evaluate the care of the care recipient, and found that caregivers’ 

assessments of PCFFC were positively associated with the care recipients’ instrumental activity 

of daily living limitations and perception on the quality of their own patient care. Greater 

objective burden was found to be negatively associated with caregiver assessments of PCFFC 

and mediated the relationship between care recipient perceptions of the quality of their own 

patient care and caregiver assessments of PCFFC.  

Piercy (2007) conducted two qualitative studies using in depth interviews with primary 

and secondary intergenerational caregivers. The purpose of the study was to examine 

characteristics of strong commitment of family caregivers to home-based elder care from an 

intergenerational standpoint. The researcher interviewed 45 primary caregivers, 10 spouses, and 
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11 adult great-grandchildren who shared information about their relative’s care, their caregiving 

experiences, use of paid services, and how caregiving affected their lives. Using the McCracken 

(1988) model, the authors found that half of the total sample consisted of strong committed 

caregivers. Females were noted as being the most strongly committed followed by male 

secondary caregivers. Caregivers not only reported deep religious and affectionate reasons and 

feelings regarding caregiving, but also found caregiving to be rewarding (Piercy, 2007). 

Spouse and Adult Child Caregivers 

 As mentioned earlier in this review, the two most common types of family caregivers are 

spouses and adult children (NAC & AARP, 1997; 2004; Stone et al., 1987; Tennstedt, 

McKinlay, & Sullivan, 1989). Spouses have been referred to as the natural caregivers (Zarit, 

Birkel, & Beach, 1989) and generally report more stress and burden, as well as depressive 

symptoms due to the nature of the care situation, co-residence, competing demands, and role 

captivity (Deimling, Bass, Townsend, & Noekler, 1989; George & Gwyther, 1986; NAC & 

AARP, 1997; 2004; Strawbridge, Wallhagen, Shema, & Kaplan, 1997; Zarit, Todd, & Zarit, 

1986). 

According to Stone and colleagues (1987) in their earlier profile of the family caregiver 

hierarchy included, spouses (36%) followed by adult children (39%) were the most common 

family caregivers. Several studies have found consistent results among family caregivers 

(Cantor, 1983; Tennstedt, McKinlay, & Sullivan, 1989). These studies have documented the 

experience and challenges of these two groups and their differences in the role as caregivers  

(Burton et al., 2003; Ingersoll-Dayton, & Raschick, 2004; Kramer & Lambert, 1999; Lyons et 

al., 2002; Townsend & Franks, 1997).  

Studies consistently show differences between husband and wife caregivers with  

wife caregivers experiencing more stress, depression, and burden in care as compared to  

husbands.  Other studies have documented the role and outcomes of adult child caregivers to  

older or ill family members (Mui, 1995). A study of caregiver strain and burden of husband and  

wives caring for older frail elders, revealed  high prevalence of all three domains of role strain  

among both groups.  Moreover, regression analysis indicated that caregiving role demand, role  

conflict, coping resources, and care recipient characteristics had differential effects on the role  

strain experienced by husband versus wife caregivers (Mui, 1995). 
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Adult child caregivers have also been studied widely within the social and gerontological  

literature (Dilworth-Anderson et al., 2002; Silverstein, Parrott, & Bengtson, 1995; Smerglia &  

Deimling, 1997; Stein et al., 1998). Specifically, adult child caregivers have been found to be  

the second tier of available caregivers followed by spouses (Stone et al., 1987). However, if the  

spouse caregiver is widowed, divorced, or separated, the next expected caregiver is usually an  

adult child, preferably a daughter and in some cases a daughter-in-law (Stone et al., 1987).  

In a study of adult daughter and son caregivers, it was found that adult daughter caregivers  

tended to have stronger attachments to parents than did sons (Silverstein et al., 1995). 

 In a another study of the role of parental obligation of parental caregiving, moderate  

correlations were found between scores of filial responsibility and felt obligation.  Felt obligation  

was a better predictor of adults’ reports of parental caregiving than was the gender of the adult  

child. The authors contend there was little evidence for intergenerational similarity in reports of  

felt obligation between young adults and their middle-aged parents.  Overall, results  

demonstrated the association between felt obligation and caregiving were generally stronger  

between middle-aged adults and their older parents than between young adults and their middle- 

aged parents (Stein et al., 1998). 

Stress, Strain, Burden, and Intensity of Care Demands in Caregiving 

Overview 

While family caregiving has been noted as an important family value, many of the  

tasks, demands, and expectations associated with the needs of the care recipient can create  

circumstances beyond the control and available resources of many family members in the  

care process (Hoffman & Mitchell, 1998). The failure or inability to meet these demands and  

expectations may create stress, strain, and burden among many caregivers. These concepts  

have been used separately and collectively in the caregiving research to measure the experiences  

of caregivers and determine physical, emotional, and financial well-being (Hoffman & Mitchell,  

1998, Sales, 2003; Teschendorf, Schwartz, Ferrans, O’Mara, Novotny, & Sloan, 2007). The  

meanings of each of these concepts are sometimes unclear, or in many cases, they may  

conceptually overlap (Chappell & Reid, 2002; George & Gwyther, 1986; Zarit et al., 1980). This  

results in the ambiguity of each of these terms, as well as measurement inconsistencies (Hoffman  

& Mitchell, 1998). Nonetheless, these concepts continue to be widely used and accepted within  
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caregiving studies to explore and understand their impacts on the well-being of informal  

caregivers. This review will discuss the distinctions between stress, strain, and burden in  

describing the experiences, challenges, and outcomes in the care process by defining each of  

these concepts along with how they have been used in the literature and their impact on the  

intensity of care demands experienced in the caregiving process. 

Defining Stress, Strain, and Burden in Caregiving 

Stress 

Hans Seyle (1956) is credited for originating the concept of stress from his work among  

laboratory animals. He defined stress as nonspecifically-induced changes within a system and as  

the “sum of all non-specifically induced changes in a biological system” (Viner, 1999, p. 392).  

Since that time, stress has been widely used as an integrating phenomenon in the course of  

human common experiences (Viner, 1999).  Other researchers have defined stress as any  

environmental, social, or internal demand which requires the individual to readjust his or her  

usual behavior patterns (Holmes & Rahe, 1967). More recently, stress has generated more  

definitions and has been used across many disciplines and disease-specific domains. Stress has  

also been defined as both a cause and a result  of some phenomenon that alters equilibrium  

(Hunt, 2003). In contrast, Lazarus and Folkman (1984) defined stress from a “transactional  

perspective as a process rather than merely a response to an environmental stimulus” (p.23).  

Using the Lazarus & Folkman (1984) definition of stress, the focus is on the relationship among  

persons, his or her characteristics, and the environmental event presented. Yet, other definitions  

of stress have focused on the accumulation of events and the person’s abilities to cope or deal  

without depleting their physical, emotional, financial, and social resources (Thoits, 1995). In the  

literature, stress or stressors have been studied in the form of life events, chronic strains, and  

daily hassles (Thoits, 1995). Life events are referred to as acute changes that require major  

behavioral readjustments within a short period of time, such as an initial birth or a divorce.  

Chronic strains are referred to as persistent and recurrent demands that require readjustments  

over prolonged periods of time such as poverty, chronic illness, or mental problems and  

disabilities. Chronic strains as a stressor will be the primary focus of this investigation. Finally,  

daily hassles are small or mini events which require only small or minute behavioral adjustments  

during the course of a day, such as traffic jams or having unexpected visitors. Historically, most  
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of the research has focused on the effects of life events and chronic strains and their effects on  

the physical, emotional, and financial well-being of individuals and families (Thoits, 1995). 

In earlier work, stress was viewed as emerging from the convergence of the  

occurrence of discrete events and the presence of relatively continuous problems. Consistent  

with this earlier work, stress was further differentiated into primary and secondary stressors.  

Primary stressors refer to stress arousing demands that are directly tied to the caregiving situation  

such as behavior problems of the care recipient. Secondary stressors, on the other hand, refer to   

stressful experiences that are triggered by primary caregiving stressors, such as restrictions in  

carrying out one’s ordinary everyday roles and activities (Pearlin, Mullan, Semple, & Skaff,  

1990). Alternately, other researchers defined stress as a change or disturbance in the steady state  

of the family system (Boss, 1988).   

In a recent study of depressive symptoms among spousal caregivers of institutionalized  

mates with Alzheimer’s, stress and strain were conceptualized together to represent the coping  

and stress profiles of respondents (Kaplan & Boss, 1999). Subscales from the Coping and Stress  

Profile were utilized in this study. Defining stress in the caregiving experiences can often be  

different based on the researcher’s goals and conceptualization; however, it is widely accepted  

that stress causes some adverse effect on the caregiver in the care experience (Olson, Stewart, &  

Wilson, 1992; Zarit & Zarit, 1986). Additionally, stress has been noted as having some positive  

outcomes as well, such as greater in meaning in life, life satisfaction, happiness, and caregiver  

gain (Braithwaite, 1996; Kinney & Stephens, 1989; Kramer, 1997). 

Strain 

 In the caregiving literature, strain has been defined as both a stressor and as perceived  

Stress (Pearlin et al., 1990). Strain has been defined as incumbent of a particular role or status  

(Pearlin et al., 1990). Yet, other researchers have described strain as the effects of caregiving on  

the caregiver (Ory, Hoffman, Yee, Tennstedt, & Schulz, 1999). Strain has also been defined as  

the subjective difficulty experienced by caregivers as they perform daily tasks for the care  

recipient (Archbold, Stewart, Greenlick, & Harvath, 1990).  Strain and burden share some  

commonalities, in terms of their objective and subjective dimensions. For example, both burden  

and strain reflect the difficulty or load experienced by the caregivers as they perform the needed  

tasks for the care recipient. While this strain can tax the physical, emotional, and financial  
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resources of the caregiver, it can also restrict the caregivers’ ability to do other things and in  

some instances, caregivers must cease other activities completely. This perceived or subjective  

strain and burden may worsen as the care recipient’s condition worsens. Similarly, these  

situations may objectively show “wear and tear” on the caregiver through physical and mental  

health issues, as well as increased financial demands if the care recipients’ resources are limited. 

Burden 

 Burden as a concept has been heavily explored and researched as an outcome measure in  

the caregiving literature. While burden is generally perceived as the “load” carried by the  

caregiver and has a negative conceptualization; its popular use has been more recently  

challenged as the focus shifts to more positive approaches, such as caregiver satisfaction  

(Hunt, 2003; Kramer, 1997). Nonetheless, burden has been defined widely as the consequences  

of the activities involved with providing needed direct care to a relative, friend, or other family  

member that result in observable and perceived costs to the caregiver (Hunt, 2003). 

 Other researchers have defined burden as a state resulting from necessary caregiving  

tasks or restrictions that cause discomfort for the caregiver (Zarit, et al., 1980). While others  

have conceptualized defined burden as the negative subjective experience of the caregiver  

(Chwalisz, 1996). Caregiver burden has also been viewed as the “extent to which meeting  

caregiving demands conflicts with the basic needs of the caregiver” (Braithwaite, 1996, p.28).  

Burden has also been explored as an external demand or potential threat that has been  

appraised by the caregiver as a stressor (Lawton et al., 1989). Other researchers mark a clearer  

distinction by conceptualizing burden as subjective and objective. Objective burden consists of  

the observable, concrete, tangible cost to the caregiver resulting from the care situation (Jones,  

1996; Maurin & Boyd, 1990). Alternately, an extended definition of objective burden was  

conceptualized as the time and effort required of one person to attend to the needs of another  

(Montgomery, Gonyea, & Hooyman, 1985; Sales, 2003). Subjective burden is also viewed as the  

positive or negative feelings that may be experienced carrying out the objective stressors  

mentioned above. Emotional responses to the care process can consist of distress, worrying,  

stigma, shame, and guilt (Maurin & Boyd, 1990; Nijober et al., 1999; Sales, 2003). These  

emotional appraisals of the care process can also be positive such as happiness, satisfaction,  

uplift, and gain during the care process (Braithwaite, 1996; Kramer, 1997; Kinney & Stephens,  
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1989).  

There are several issues in the conceptualization and measurement of caregiver burden.  

Schene and colleagues (1994) suggest that the following issues are 1) multidimensional; 2)  

measure both objective and subjective burden; 3) composed of only negative items; 4)  

administered on a single occasion; 5) a composite of various dimensions, most commonly,  

actual care demands, added domestic task, readjustments in other role demands, and emotional  

reactions of caregiver; and 6) administered to only to the primary caregiver, despite  

recognition that all family members are impacted by the care recipient’s illness or disability  

(Sales, 2003). Additionally, ambiguities in the conceptual meaning of subjective burden result in  

many measures either blending or failing to distinguish between the objective and subjective  

dimensions (Braithwaite, 1996; Poulshock &  Deimling, 1984; Sales, 2003). Nonetheless, burden  

is still a dominant and pervasive concept in the caregiving literature. However, more emphasis  

must be placed on the positive aspects of caregiving as people often experience dual emotions in  

the care process and in different situations. 

Intensity of Care Demands in Caregiving 

Given the popular use of the concepts of stress, strain, and burden, these terms need to be 

viewed from a multidimensional standpoint because of their wide use in the literature and their 

over lapping meanings. Further, the term, “intensity of care demands” served as the “umbrella” 

concept that encompassed the broader facets of stress, strain, and burden and their associated 

characteristics. Therefore, intensity of care demands consisted of measures of the tasks or duties 

performed by caregivers such as activities of daily living (ADLs) and instrumental activities of 

daily living (IADLS) and the number of hours required to perform these tasks (NAC & AARP, 

1997; 2004). The National Alliance for Caregiving and AARP (1997; 2004) created a scale 

referred to as “Level of Burden” or the “Level of Care Index,” which is comprised of two major 

dimensions in the care demand concept: number of hours per week certain caregiving tasks are 

preformed, and the type of caregiving services provided by the caregiver. The intensity of care 

demands vary in terms of the amount of time spent and the kinds of care provided (NAC & 

AARP, 1997; 2004). Characteristically, caregivers who spent 40 hours or more per week (17%) 

and lived with the care recipient (44%), reported fair or poor health (29%), were 65 or older 

(28%), were caring for someone with Alzheimer’s or dementia (24%), reported lower income 
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(23%), and were less educated (21%) (NAC & AARP, 2004). The age of care-recipients coupled 

with functional status may induce intense care demands on the part of caregivers. A national 

caregiving survey in the U.S. found the two greatest predictors of caregivers’ physical strain 

were the caregivers reported health and whether they felt they perceived a choice in taking on the 

caregiving responsibilities (NAC & AARP, 2004).  Similarly, the analysis also showed that the 

two greatest predictors of caregivers’ emotional stress was their level of burden and whether or 

not the caregiver had a choice to take on care responsibilities. Consequently, other factors that 

contributed to the caregivers’ emotional stress were caregiver’s self-reported health, co-residing 

with care recipient, and being female (NAC & AARP, 2004). Caregivers who had to modify 

their homes or obtain medical assistive devices such as:  bathing benches, hearing aids, or other 

similar devices experienced a certain degree of inconvenience (NAC & AARP, 2004). Likewise, 

those caregivers who had to administer medications to the care recipient found themselves under 

enormous stress as the care situation became more intense (NAC & AARP, 1997; 2004). These 

intense care demands may further place the caregiver in a negative emotional and physical state 

(Zarit, Reever, & Bach-Peterson, 1989). As the impairment of the care recipient increases; so 

does the amount, intensity, and degree of stress of the caregiver. Types of assistance that include 

the provision of physical strength and personal hygiene are generally more taxing and 

burdensome for caregivers. These types of care demands are much more salient indicators of the 

level of burden experienced in the care context, placing older spouses at a greater disadvantage 

(Kramer,1997; Pearlin et al., 1990). 

Therefore, as care requirements increase and the ability to provide this type of intense 

care is diminished due to fewer caregivers and formal and informal resources, the quality of the 

relationship between the caregiver and care-recipient tends to suffer (Bookwala & Schulz, 2000). 

Similarly, higher care demands, intensity, and extended periods of care under these conditions 

often leave the caregiver with no choice but to institutionalize the care-recipient or face 

decreased physical, emotional, mental, and financial well-being (Colerick & George, 1986; 

Dilworth-Anderson et al., 2002; Draper, Poulos, Poulos, & Ehrlich, 1995; George, 1987; NAC & 

AARP, 2004). 
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Caregiver Formal and Informal Coping Resources  

Overview 

Historically, research has documented the role and impact of social or coping resources 

available to caregivers as they perform needed tasks for the care recipient (Thoits, 1996). The 

type and degree of resources available to caregivers has been linked to their ability to continue or 

cease the care role (George & Gwyther, 1986). Nonetheless, these resources assist caregivers to 

cope with the demands of caregiving. The literature has been inconsistent relative to which type 

of coping resources better buffer or mediates the stress of caregiving. Additionally, the number 

of resources needed to reduce the stressors of caregiving is even less consistent in the literature, 

yet they both remain important factors in the care process. Coping resources consist broadly of 

social and personal characteristics of which people draw upon when dealing with stressors. 

While it is recognized that there may be many types of resources available to caregivers as they 

perform their daily tasks of caregiving, formal and informal resources are the focal types for this 

research (NAC & AARP, 1997; 2004).  

This research focused on the utilization of formal and informal coping resources that the 

caregiver may utilize in the coping process. Formal coping resources may be viewed as the 

resources available to the caregiver that are outside of the home and are accessed externally as 

supportive services from the community. Whereas, informal coping resources are considered 

resources that are intrinsic, personal, and accessed through the caregiver’s informal networks. 

While coping has also been linked to mastery of the care situation; the focus in this section was 

on the formal and informal coping resources available to caregivers in the care process (Thoits, 

1996). 

Formal and Informal Coping Resources and Caregiving  

Formal Coping Resources  

 Social support has been conceptualized as both coping resources (Folkman & Lazarus, 

1980; Vaux & Wood, 1987) and coping strategies (Pratt et al., 1985). The use of formal coping 

supportive resources or services in the community has included requesting information about 

financial assistance, obtaining formal training, using transportation services,using Meals on 

Wheels, enrolling care recipient in a recreation camp or Adult Day Care, taking part in support 
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groups, or using respite care. There are many of the types of formal support services utilized by 

caregivers. Formal helpers and their support services generally operate within the context of a 

bureaucratic structure offering professional skilled services in a predictable organized fashion 

sometimes for a fee (Lipman & Longino, 1982; NAC & AARP, 1997; 2004).  Resources of this 

nature may serve as coping and adaptation strategies for the caregiver in cases where 

professional care services are needed as higher levels of family care are required and in cases 

where the informal networks have either become strained or limited (Cox, 2005). In many cases 

the use of formal support services does not diminish the use of informal support by family 

members, but some functions may merely shift (Horowitz, 1985).  

One study examined rural and urban differences in formal and informal resource use of 

Alzheimer’s caregivers, various cognitive and behavioral coping strategies, and differences in 

social support patterns. There were significant differences in caregivers' coping patterns by race 

and area of residence. White caregivers attended support groups more frequently than did 

Blacks. Black caregivers reported more frequent utilization of cognitive strategies reframing the 

situation in positive terms and expressing determination to survive. Rural Blacks sought 

information about the disease or about services less frequently than did White or urban 

caregivers. Black caregivers had available, and used extensively, a broad range of informal 

supports. Additionally, Blacks perceived a higher spiritual authority in a very intrinsic manner in 

the care process (Wood & Parham, 1990). 

Another study using a national sample of 597 caregivers of non-institutionalized 

dementia patients examined the specific coping strategies that caregivers used and how they 

were associated with negative and positive outcomes for the caregivers. Results from this study 

indicated that although caregivers used predominately "problem-focused" coping strategies, 

these strategies were not associated with lower caregiver burden. In contrast, "avoidant-evasive" 

and "regressive" coping strategies were most damaging in terms of their association with lower 

levels of life satisfaction and higher levels of caregiver burden (Wright, Lund, Caserta, & Pratt, 

1991). 

The degree to which caregivers utilize formal support systems as a coping strategy in the 

care process is based largely on factors of income, educational level, and care recipient 

involvement, need, level of care required, race/ethnicity, and other cultural expectations and 

experiences. Research has shown that formal care use might be temporary or episodic to offer 
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respite for caregivers or as care recipients’ needs require that they move from one care setting to 

another (McFall & Miller, 1992). However, for some caregivers a move to a nursing home 

facility or other permanent care arrangement may result in a reduction of the traditional and 

expected informal care responsibility (McFall & Miller, 1992).  Nonetheless, the use of formal 

support systems as a coping resource is important to the context of caregiving in families and 

will become more important as many care recipients advance in age and in level of physical and 

cognitive impairment. The ability of caregivers to utilize both formal and informal mechanisms 

to cope with caregiving will be vital to their objective and subjective response to caregiving. 

Informal Coping Resources  

Like formal coping resources, informal or personal coping resources allow the caregiver 

greater adaptability in the care process considering the associated demands of caregiving. 

Informal coping can also be conceptualized as both coping resources and coping strategies 

(Folkman & Lazarus, 1980; Pratt et al., 1985; Segall & Wykle, 1988; & Vaux & Wood, 1987). 

In this study, this concept refers to the mechanisms that caregivers use such as, praying, talking 

with or seeking advice from friends or relatives, reading about caregiving, exercising or working 

out, going on the internet to find information, talking to a professional or spiritual counselor, or 

taking medication (NAC & AARP, 2004). Resources of this type serve as coping and adaptation 

mechanisms for the caregiver and their informal networks. Because most family members prefer 

the use of informal networks, it is not unusual for older or ill family members to rely on friends, 

family, and extended kin networks for support (NAC & AARP, 1997, 2004; Owens-Kane, 2007).  

Receiving emotional support from families has been associated with decreased feelings 

of depression or burden (Aneshenal et al., 1995; Franks & Stephens, 1996). Among wives and 

daughter caregivers, research has indicated that emotional support for both groups buffered the 

effects of stress as a result of the care recipient’s behavior (Li, Seltzer, & Greenberg, 1997). 

Psychological resources are individual characteristics that increase the person’s resilience or 

capacity to cope with stress (Greenberg, Seltzer, & Brewer, 2006, p.344). These resources that 

may enhance caregiver functioning have focused on coping strategies and an individual’s sense 

of mastery.  

Lazarus & Folkman (1984) posited two types of coping strategies: problem-focused 

coping and emotion-focused coping. Problem-focused coping consists of cognitive and 
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behavioral problem-solving strategies designed to alter or manage stressful situations. In 

comparison, emotion-focused coping consists of cognitive and behavioral attempts to reduce or 

manage emotional stress that are not focused on solving the problem. The research suggested,  

the use of problem-focused strategies result in improved well-being (Aldwin, 1991; Seltzer, 

Greenberg, & Krauss, 1995). Other studies have found little support or inconsistent outcomes in 

this area (Patrick & Hayden, 1999; Pruchno & Kleban, 1993; Seltzer et al., 1995).  

 

Caregiver Manageability/Mastery  

 
Overview 

  
Caregivers can often feel overwhelmed or sense a lack of control in the care role when  

the demands and expectations of the care recipient tax their available resources and expertise.  

Their available resources coupled with the manner in which they perceive or appraise their tasks  

determine to some extent their sense of manageability/mastery of the situation (Lawton et al., 

1991). Caregivers often express the need for more assistance or resources as they provide care  

or deplete their own resources. In some cases caregivers do not have many resources to invest in  

the care process, especially if the caregiving role was thrust upon them unexpectedly or in an  

untimely manner (NAC & AARP, 1997; 2004). Caregivers who provide care and feel that they  

have unmet needs ultimately weaken their ability to gain a sense of control over the care  

situation (Foley et al., 2003). This perception or appraisal of the care situation based on unmet  

needs can jeopardize the caregiver, as well as the care recipient.  This section focused on  

understanding the general concepts of perception and appraisal and how these concepts are  

linked to a caregiver’s sense of manageability/mastery given the unmet needs of the caregiver in  

the care process. 

 
Perception and Appraisal in Caregiving 

The Stress Process Model 

Lazarus and Folkman (1984) identified two processes: cognitive appraisal and coping as 

critical mediators of stressful person-environment relations. The theory primarily asserts that 

potentially stressful situations are evaluated in terms of their significance to the personal well-

being and that these evaluations guide affective, physiological, and behavioral coping outcomes.  
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Primary appraisals at one level are evaluated as:  1) being without implications for well-being or 

irrelevant, 2) maintaining or enhancing well-being (positive) and 3) stressful. Stressful appraisals 

can be characterized further as 1) involving harm or loss, 2) threat, or potential for harm or loss, 

and 3) challenge, or potential for gain and growth. These stressful appraisals involve an 

assessment of the nature of the stressor and the individual’s resources for coping with it. Once 

coping responses are put into motion, subsequent appraisals called secondary appraisals include 

the evaluation of their effectiveness. Thus, this primary and secondary appraisal process is 

termed dynamic and continuous. 

Appraisal is dynamic and continuous and can be expected to change as the stressor is 

modified, such as the demands of caregiving, or the resources available to caregivers. 

Reappraisal is the third type of cognitive appraisal and refers to the changed appraisal based on 

new information from the environment and or the person.  A reappraisal follows an earlier 

appraisal which demonstrated change over-time in the caregiving process. Additionally,  there 

are both “person” factors and situation or environmental influences that impact appraisal. These 

factors or variables are properties that influence the judgment that something of importance is at 

stake in any encounter or caregiving situation.  

The two most important “person” factors affecting cognitive appraisals are commitments 

and beliefs (Lazarus & Folkman, 1984).  Commitments undergird the choices people tend to 

make and are an expression of what is important to people, whereas beliefs determine how a 

person evaluates what is happening or may happen in the future. There are many situational 

factors that have great relevance to appraisal and the potential for creating threat. These 

situational factors consist of novelty, predictability, ambiguity, timing, event uncertainty, and 

temporal factors such as imminence and duration. All of these factors could be important in 

determining the significance of an encounter for the person’s well-being (Lazarus & Folkman, 

1984).  

Coping is defined as constantly changing cognitive and behavior efforts to manage 

specific external or internal demands that are appraised as burdensome or exceeding the 

resources of the person providing care. The two main functions of coping consist of 1) managing 

or changing the problem with the environment causing distress or 2) problem-focused coping or 

regulating the emotional response to the problem which is referred to as emotion-focused coping 

(Lazarus & Folkman, 1984).  Thus, problem and emotion-focused coping influence each other 
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throughout the caregiving situation. Finally, the importance of the appraisal and coping processes 

is that they affect adaptational outcomes. There are three basic kinds of outcomes: morale or life 

satisfaction, functioning in work and social living, and somatic health (Lazarus & Folkman, 

1984).  

There is additional research supporting the contextual nature of this stress process model 

and as such, converges on several other research areas. Coping has had multiple functions and is 

not limited to the regulation of distress or the management of problem causing (Parker & Endler, 

1996). Others have viewed coping as influenced by appraised characteristics of the stressful 

context (Baum, Fleming, & Singer, 1983; Folkman, Lazarus, Dunkel-Schetter, DeLongis, & 

Gruen, 1986). Coping as an influence of personality disposition was advanced by the work of 

McCrae and Costa (1986). Finally, other researchers have viewed coping as influenced by social 

resources (Holahan, Moos, & Schaefer, 1996; Pierce, Sarason, & Sarason, 1996). 

The notion of positive affect has recently been advanced as a much neglected yet viable 

view of the stress process (Folkman & Moskowitz, 2000). Positive affect is related to primary 

appraisal of stressful situations as challenges that signal the possibility of mastery or gain as 

characterized by positively toned emotions such as eagerness, excitement, and confidence. 

Positive affect is also related to appraisal of the resolution of a stressful encounter as favorable or 

successful, leading to emotions such as happiness and pride (Folkman & Lazarus, 1985). 

Additionally, a number of studies have examined other kinds of positive outcomes of stressful 

events even though the events themselves may not have had favorable resolutions ( Folkman & 

Moskowitz, 2000).  Such outcomes include the perception of benefit from the stressful 

encounters (Affleck, Tennen, Croog, & Levine, 1987), acquisition of new coping skills and 

resources (Schaefre & Coleman, 1992), perception of growth related to their stress (Holahan & 

Moos, 1991; Nolen-Hoeksema & Larson, 1999; Park Cohen, & Murch, 1996), and spiritual or 

religious transformation resulting from the stressful experiences (Aldwin, 1994; Pargament, 

1997).  The following arguments regarding the use of positive affect are: (a) positive affect can 

occur with distress during a given period; (b) positive affect in the context of stress has important 

adaptational significance of its own, and (c) coping processes that generate and sustain positive 

affect in the context of chronic meaning. 
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Caregiver Unmet Needs and Perceptions 
Caregiver Unmet Needs 

 
Many caregivers provide care for family members with insufficient or no assistance or 

support in the care process.  A recent national study found that 35% of caregivers needed help 

finding more time for themselves and 29% reported needing assistance or information about  

balancing work and family responsibilities, as well as managing emotional and physical stress  

(NAC & AARP, 2004). Unmet needs in caregiving can consist of not having enough information  

or assistance in making important decisions about the care recipients’ physical or mental health  

status as it improves or deteriorates (NAC & AARP, 2004). Additionally, having to transfer a  

family member from a home environment to an assisted living facility or nursing home can  

challenge the emotional status of caregivers. When caregivers report that they have numerous  

unmet needs, they may feel that they lack a sense of control or the ability to support the needs of  

the care recipient.   

Other areas of unmet needs of the caregiver can be emotional, physical, or financial.  

Emotional unmet needs refer to the need that the caregiver may have for finding personal time,  

keeping the care recipient safe, talking to health care professionals, or managing challenging  

behaviors of the care recipient (NAC & AARP, 2004). Physical unmet needs may consist of the  

caregiver’s inability to lift, transfer, or manage the care recipient physically due to their own  

physical limitations, illness, or frailty (NAC & AARP, 1997, 2004). Financial unmet needs may  

consist of the caregiver’s need for more information or support to enhance or augment their costs  

of caring for the care recipient. This support may be other family members providing paid  

support or care to expand the resources of the primary caregiver (NAC & AARP, 2004). 

 
Perceptions  

 
Perceptions of manageability and mastery in the provision of care are common dilemmas  

faced by caregivers (Gilliam & Steffen, 2006). Some researchers have recently found that  

objective stressors may not be directly related to negative outcomes, such as depression. Instead,  

recent research has found a link between caregivers’ perceptions of the caregiving situation  

and their ability to manage the associated demands or needs of the care recipient (Gilliam &  

Steffen, 2006). Concepts such as mastery, self-efficacy, competence, preparedness, and quality  

of life have all been globally linked to how caregivers may be performing their caregiving duties  
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(Schumacher, Stewart, Archbold, 1998). For example, caregiver mastery as defined by Lawton  

and colleagues (1992) is a positive view of one’s ability and behavior while caring for a family  

member in the care process. This may also be viewed as a feeling of competence (Schumacher et  

al., 1998). In this case, mastery is specific to the caregiving role and behavior, but does not  

encompass the task itself (Lazarus & Folkman, 1984; Lawton et al., 1992).  

This view of mastery is closely tied to the concept of manageability/mastery in this study  

because it is one of the five dimensions of cognitive appraisal purported by Lazarus & Folkman  

(1984). The other dimensions are caregiver burden, caregiving satisfaction, and caregiving  

ideology. In all cases, appraisal mediates the relationship between the objective measures of  

stress and the overall well-being as experienced by the caregiver (Schumacher et al., 1998).  

Therefore, it is important to link unmet needs of the caregiver and their perceptions or appraisal  

of these unmet needs in relationship to their sense of ability to manage or master the care  

situation. 

Sense of Manageability/Mastery in Caregiving 

Manageability/Mastery 

 Because caregivers have their own beliefs along with different ways in which they 

perceive their caregiving efforts; attention to the appraisal of the caregiving role is important in 

understanding the complexities of effects caregiving has on the caregiver (Braithwaite, 2000). 

Caregiving appraisal is a term used to denote the way caregivers may perceive the caregiving 

situation. Lawton et al., (1989) used the term “caregiver appraisal” to describe all of the 

cognitive and affective appraisals and reappraisals of the potential stressor and the efficacy of 

one’s coping efforts. This definition is important to understanding what care recipients are 

capable of doing based on the stressors associated with their physical and mental capacities and 

the social supportive resources available (formal or informal). Similarly, appraisals of the 

caregiving situations are critical factors that shape the adaptation of caregivers (Folkman & 

Lazarus, 1984).   

Given our understanding of appraisals, mastery in caregiving refers to the extent to which 

people see themselves as being in control of the forces that affect them (Jang, Haley, Small, & 

Mortimer, 2002; Pearlin et al., 1990; 2007). Manageability as a concept in this current study is an 

inclusive and “umbrella” concept that refers to the amount, extent, and degree to which 
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caregivers feel they are managing or controlling the care situation. Thus, manageability consists 

of the caregivers’ subjective feelings of whether or not all of their needs are met as they engage 

in the caregiving role. Therefore, manageability/mastery in this study can be situational and 

dynamic. Further, in this study, the more unmet needs identified by the caregiver in the care role 

will serve as an indicator that the caregiver may be experiencing difficulty in 

manageability/mastery in the caregiving situation.  On the other hand, the fewer unmet needs 

identified by the caregiver in the care role; the greater their manageability/mastery of the care 

situation. 

Many studies have found sense of “control” or “mastery” as important factors influencing 

the physical and emotional health of persons (Krause, 1994; Pearlin, Lieberman, Menagham, & 

Mullan, 1981; Skaff, Pearlin, & Mullan, 1996). In this study, manageability/mastery was 

conceptualized as a multidimensional, broad, and inclusive concept that included mastery and 

sense of coherence. Taken all together, manageability/mastery consisted of the understanding 

that people harbor about their ability to manage the circumstances of their lives and sense of 

coherence as the extent to which one regards one’s life-chances as being under one’s own control 

as opposed to being fatalistically controlled (Antonovsky, 1987; Pearlin & Schooler, 1978). 

These are important concepts to manageability/mastery in this study as they represented the 

larger concepts of definition of the situation, perceptions and appraisals as described in various 

stress process models (Aneshenal et al., 1995; Boss, 2002; Hill, 1949, 1958; Lazarus & Folkman, 

1984; McCubbin & Boss, 1980; McCubbin & Boss, 1989; McCubbin & Patterson, 1983; Pearlin 

et al., 1990; 2007).  

Sense of Coherence 

Theory of salutogenesis focuses on the origins of health (well-being) rather than  

pathogenesis, which pertains to the underlying mechanisms of illness (Antonovsky, 1979; 1987).   

Additionally, Antonovsky’s (1987) concept of sense of coherence is a global orientation that  

expresses the extent to which one’s world is seen as comprehensible, manageable, and  

meaningful. Therefore, sense of coherence is important to the concept of manageability/mastery  

in this study in the following manner: First, sense of coherence focuses on the factors derived  

from a person’s internal and external environments in the course of their daily lives. This is  

referred to as the comprehensibility aspect.  Second, the resources available to meet the demands  
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posed by these daily factors or situations are referred to as the manageability aspect. Finally,  

these demands are challenges worthy of investment and engagement, which is referred to as  

meaningfulness (Antonovsky, 1987).  When all of these are taken together, these components are  

referred to as comprehensibility, manageability, and meaningfulness. The concept of mastery in  

this study is closely tied to comprehensibility and manageability. Additionally, factors related to  

personal orientation, such as feelings of competence, obligation, guilt, and reciprocity can evolve  

from the caregiving experience (Goodman, Zarit, & Steiner, 1997).  The challenges and 

experiences of caregiving affect the personal orientation of caregivers, thus influencing a 

caregiver’s interpretation of the caregiving situation.  As a result, a caregiver who feels  

competent in meeting the needs of the care recipient may not perceive caregiving as  

overwhelming compared to a caregiver who interprets the care situation as stressful (Goodman,  

Zarit, & Steiner, 1997). The aspects of competence in caregiving and commitment to the  

caregiver relationship are important factors in understanding manageability/mastery in this study. 

 

Caregiver Well-being 

 

Overview 
 

An ultimate goal in most caregiving research has been to determine the extent that  

caregiving results in positive or negative outcomes (Kramer, 1997; Walker et al., 1995). As  

established earlier in this review, not all care situations result in negative experiences, but are  

comprised of various outcomes in this dynamic process (Lawton et al., 1991). Andrew and  

Withey (1975) addressed three major components of well-being: positive affect, negative affect,  

and life satisfaction. A major outcome of importance in the recent literature has been a focus on  

well-being as a more positive construct versus the traditional focus on burden or negative  

outcomes (Braithwaite, 2000; Kramer, 1997). This section of the review will highlight the  

multidimensional aspects of well-being across emotional, physical, and financial consequences  

in the care process. Additionally, a conceptual definition of well-being was presented for the  

purpose of the study. 
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Multidimensional Aspects of Well-being 

Well-being 

Well-being is a multidimensional concept and has been measured in the family,  

gerontological, and behavioral science literature in a variety of ways. Psychological well- 

being, happiness, and emotions have been studied consistently by Bradburn, 1969; Diener,  

Emmons, Larsen, & Griffin, 1984; 1985; Diener, Oishi, & Lucas, 2003. Additionally, researchers  

have taken into consideration the demands, intensity of care, and the consequences associated  

with caregiving (Pearlin et al., 1990; Skaff et al., 1996). Several researchers have viewed  

the outcomes differently, including the creation of different measures and scales (Kosberg &  

Cairl, 1986; Siegal et al., 1991; Stull et al., 1994; Zarit & Zarit, 1986). As a result, the concept of  

psychological well-being has been widely published in the field of psychology focusing on the  

emotional, mental, and depressive health aspects of caregiver outcomes ( Hoyt, O’Donnell, &  

Mack, 1995; McBride, 1990; Yee & Schulz, 2000).  

Moreover, a variety of constructs have been used to measure well-being through various  

scales, indices, or subscales such as, life satisfaction, quality of life, burden, and strain. A few  

examples consist of the Cost of Care Index (CCI) (Kosberg & Cairl, 1986) which focused on 5  

domains: personal, social, physical, emotional value, and economic. Also, the Caregiver Burden  

Measures (CBM) which consist of the domains of employment, financial, physical, social, and  

time have been used (Siegal et al., 1991). Additionally, the Caregiver Burden (CB) scale  

consisted of the 3 subscales of physical strain, social constraints, and financial strain (Stull et al.,  

1994). While all of these measures focus on the outcome of well-being, they do so in various  

ways, capturing multidimensional aspects of well-being. 

As noted earlier, caregiver well-being has been mostly studied as a negative outcome  

measure focusing on depression, burden, and illness.  However, since the focus of this study was  

on the more positive and satisfying effects of caregiving, attention was placed on the implicit  

meaning of subjective well-being. Subjective well-being refers to individuals’ evaluation of their  

lives and includes cognitive and affective evaluations (Diener, Oishi, & Lucas, 2003).   

Subjective well-being includes the positive and the negative emotional outcomes experienced by  

caregivers which can represent a global experience and an evaluation of their lives at the moment  

and for longer periods of time (Diener, 1984; Diener, Larsen, & Griffin, 1985). Given negative  
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life situations, stresses, and disadvantages; there is a tendency for most people to report feelings  

of global happiness (Diener & Diener, 1996). People in the lowest income categories,  

persons with disabilities, and even caregivers who provide intense care often report feelings of  

overall happiness and contentment with life (Aneshenal et al., 1995; Diener, 1984; Diener et al.,  

1985; Dilworth-Anderson et al., 2002; Foley et al., 2002).  

Study Definition of  Well-being 

The focus of this study was on those self-rated, self-reported, or self-perceived  

feelings by the caregiver as reported on the (NAC & AARP, 2003) survey.  Conceptually,  

for the purpose of this study, the measures of physical strain, emotional stress, and financial  

hardship will constitute the outcome measure of caregiver well-being (NAC & AARP, 1997;  

2004). Therefore, the generic term “well-being” rather than “subjective well-being” was used  

in accordance with the suggestion of Diener, Suh, Lucas, and Smith (1999). Using the term well- 

being in this manner avoids any suggestion that there is something arbitrary or unknowable about  

the concepts involved (Diener et al., 1999). However, the general meaning that is attached to  

subjective well-being as characterized by Diener et al., (1999) referred to all of the various  

types of evaluations, both positive and negative, that people make of their lives.  

Accordingly, subjective well-being can include evaluations of life satisfaction, marital  

satisfaction, quality of life, joy, happiness, and sadness. For the purposes of this study  

well-being served as the “umbrella” term that included the related concepts of physical strain,  

emotional stress, and financial hardship (NAC & AARP, 2004). All of these domains have been  

studied separately or together in some combination to produce the outcome of global or overall  

well-being in the literature (Kramer, 1997). 

 
Positive Conceptualizations of Well-being 

 
Positive Aspects 

 

 Most of the research on caregiving has been largely negative in its conceptualization,  

orientation, and outcome (Kramer, 1997; Pratt et al., 1995). A movement to focus on the more  

positive or holistic aspects of caregiving experiences is increasing (Kramer, 1997). Some of the  

more positive concepts related to caregiver experiences and challenges have been based on  

approaches looking at satisfaction, esteem, uplifts, gain, and finding meaning (Farran, Keane- 
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Hagerty, Salloway, Kupferer, &Wilkin, 1997; Farran, Miller, Kaufman, Donner, & Fogg, 1999;  

Given, Given, Stommel, Collins, King, & Franklin, 1992; Hunt, 2003; Kinney & Stephens, 1989;  

Kramer, 1997). 

Satisfaction in caregiving is a common term used in caregiving and is used to address  

aspects correlated with the benefits and potential intrinsic gratitude and growth gained from the  

caregiving experience (Kramer, 1997). While identifying a precise definition for satisfaction has  

been difficult, it has gained acceptance as a concept that seeks to measure not only positive but  

also negatives aspects of caregiving which supports the duality of positive and negative  

experiences in the care process (Hunt, 2003; Kramer, 1997). 

 The concept of self esteem has gained recent importance. Specifically, self-esteem has 

been used to link the caregiver’s experience not only as satisfying, but also an opportunity to  

gain confidence in the care process (Hunt, 2003). Several studies have shown that as caregivers’  

self-esteem increased, lower reports of depression resulted (Nijboer et al., 2000). 

Additionally, Hunt (2003) reviewed the concept of uplifts as purported by Kinney &  

Stephens (1989), which refers to daily events that stimulate joy, gladness, or satisfaction. Uplifts  

and hassles as experienced on a daily basis by caregivers are likely to have good things happen  

to them that make them feel elevated or improved, whereas, negative events may make them feel  

down, troubled, or threatened. When uplifts outweigh hassles, caregivers report less distress  

(Kinney et al., 1995).  

Caregiver gain is characterized as the extent to which the caregiver role is perceived or  

appraised as enhancing or enriching the caregiver’s life (Kramer, 1997). While caregiver gain is  

a form of appraisal, caregivers generally expect some type or return as a result of their caregiving  

experience (Hunt, 2003; Kramer 1997).  Caregivers’ gain is a form of adaptation, because as they  

adapt in their caregiving roles, they may experience enrichment or enhancement. This process  

has a mediating effect within the entire caregiving process (Kramer, 1997). 

The concept of “finding meaning” has its orientation in qualitative research (Hunt,  

2003). Six themes were identified in a qualitative study from caregivers of patients with  

dementia (Farran et al., 1991. The six themes led to finding meaning as a “positive psychological  

resource” in the caregiving process. From these outcomes, a quantitative scale called, “Finding  

Meaning Through Caregiving Scale” for “assessing positive factors and ways of finding  

meaning” in the caregiving process for families with Alzheimer’s disease was created (Farran et  
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al., 1999; Hunt, 2003). 

 

Emotional, Physical, and Financial Aspects of Well-being 

Emotional Well-being  

 Emotional well-being in the literature has been noted by a variety of concepts such as  

psychological well-being, mental well-being or health, and other subjective evaluations  

(Andrews & Withey, 1975; Burgener & Chiverton, 1992; Lawton et al., 1983). Like most of the  

concepts in the caregiving literature, emotional well-being is a multidimensional concept which  

involves various interpretations, measures, and constructs. As a result of these varied  

interpretations of the concept of emotional well-being, there are some inconsistencies in the way  

it is measured. For example, Lawton’s (1983) conceptualization of psychological well-being  

consists of four aspects: 1) negative affect, which encompasses depression, anxiety, agitations,  

worry, pessimism, and distressing psychological symptoms; 2) happiness, which encompasses  

the cognitive judgment of positive affect over a long time interval; 3) positive affect, which, is an  

active pleasure or emotional state versus a cognitive judgment; 4) psychological well-being,  

which is a balance between positive and negative affect. (Burgener & Chiverton, 1992; Lawton,  

1983).  

 In a recent national caregiver’s study, emotional well-being was characterized as the  

emotional impact that caregiving had on the caregiver. The report noted that caregiving caused  

more emotional stress than physical strain (NAC & AARP, 2004). According to the report, 35%  

of 1,247 caregivers taking care of the care recipient rated a four on the five-point scale where  

five was considered very stressful emotionally. Those who rated four or five on the five-point  

scale and were considered at the greatest emotional risk were females (40%), between the ages of  

35-64 (76%), living with the care recipient (43%), White or Hispanic (36% and 36%), and in fair  

or poor health themselves (47%). 

 The need to bridge the gap between the concepts of psychological well-being in  

relationship to other orientations such as, research, theory, and practice, is needed to better  

inform the research community on the unique and overlapping nature of this aspect of well- 

being. In a recent study of psychological well-being in the face of serious illness, Folkman &  

Greer (2000) described a theoretical framework for the discussion of psychological stress during  

serious illness. This framework defined the variables that research had indicated some specific  



    54

contribution to psychological well-being in serious illnesses.  The major goal of this research  

was to encourage researchers and clinicians to focus on the development and maintenance of  

psychological well-being as it pertained to serious illness and the treatment of psychiatric  

symptoms. 

 Nonetheless, emotional well-being, regardless of the terminology used focuses on the  

feelings expressed and experiences on the possible mental or psychological outcomes realized in  

the care process (Folkman & Greer, 2000; Folkman & Lazarus, 1984; Lawton et al., 1991).  

These emotional outcomes remain central within the caregiving research, as well as the  

experiences and challenges of caregivers. 

Physical Well-being  

 Similar to emotional well-being, physical well-being has been the focus of a great deal of  

research in caregiving. Physical well-being is often referred to as the physiological health or  

actual physical impacts on the caregivers health and physical abilities. For example, several  

studies have used self-reports of respondents’ perceptions of their physical health. The global or  

general questions of “how do you rate your health?” and the choices generally presented are:  

excellent, very good, good, fair, or poor.  The use of self-reports in determining physical well- 

being have been met with some concerns as they may not actually reflect the objective health  

condition of the respondent. Nonetheless, subjective ratings of health have been widely used and  

accepted in the caregiving research community. For example, in a recent national study of 1,247  

caregivers, respondents were asked “How would you describe your own health?” Interestingly,  

74% reported that being a caregiver had no effect on their health, whereas, 15% reported that  

caregiving had made their health worse. Less that 9% reported that being a caregiver made their  

health better (NAC & AARP, 2004). 

 Several national studies have linked age to caregivers’ perception of fair or poor physical  

health. For example, older caregivers are more likely to report that caregiving has made their  

health worse or to report that their current health is either in a fair or poor condition (NAC &  

AARP, 1997, 2004). The Center on an Aging Society (2005) prepared a profile based on data  

from the Informal Caregiver Supplement (ICS) to the 1999 National Long Term Care Survey  

(NLTCS) and found that 21% of male and 77% of female respondents reported that they were  

physically strained due to caregiving. Another 22% reported that they felt exhausted when they  
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went to bed at night and many stated that they could not handle all of the caregiving  

responsibilities. Overall, 10% of the respondents in this national study reported that taking  

care of the care recipient was difficult for them physically. In terms of general health, chronic  

conditions are common among many caregivers. Among the top chronic conditions suffered by  

caregivers is arthritis (46%), hypertension (39%), and heart conditions (14%) (Center on an  

Aging Society, 2005). 

Financial Well-being  

 Providing informal care to family members is not only an emotional or physical chore but  

also can potentially become a financial hardship for many caregivers and caregiving families. By  

definition, informal caregiving implies that the duties, tasks, and roles carried out in the  

caregiving process are of no cost to the caregiver, however, this is not true, according to a recent  

study. It was estimated that care provided by family members and friends was estimated to be  

valued at $196 billion in 1997 relative to what is spent on home health care, which was estimated  

at 32 billion and nursing home care estimated at 83 billion (Arno, Levine, & Memmott, 1999).  

For families this means that a considerable amount of financial resources are devoted to the  

overall care and maintenance of the care recipient.  A recent profile of caregivers’ resources  

found that 76% of caregivers were unpaid and of those who were compensated, their sources of  

income were from Medicaid or another insurance (National Academy on an Aging Society,  

2000).  

 The Center on an Aging Society (2005) reported that 28% of males and 72% of females  

felt “very strained” financially due to providing care for the care recipient. However, this same  

study reported that most of the primary caregivers were not low income and had more wealth on  

average than non-caregivers . Consistent with other national studies, lower income caregivers  

were more likely to experience financial burdens or hardships due to long-term care and a high  

dependence on family and friends to provide care (NAC & AARP, 1997; 2004). The financial  

hardships of caregiving are also evident in missed work, reduced hours, and early leave by the  

caregiver in order to meet the demands of caregiving. This is especially troublesome for women,  

minorities, and those who themselves are older caregivers (NAC & AARP, 1997, 2004; National  

Center on an Aging Society, 2005).   

The financial hardship experienced by these groups is generally much higher than those  
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with higher incomes and those who reported having completed college (NAC & AARP, 1997,  

2004). As a result, African American caregivers (22%) are more likely to experience financial  

hardships as result of being a caregiver compared to Whites (10%), Hispanic (14%), or Asian- 

American (11%). 

 In an analysis by the NAC & AARP (2004), the best predictors of a caregivers’ financial  

hardship were level of burden and whether the caregivers felt that they had a choice in providing  

care to the care receipts. Other factors that contributed to financial hardships associated with  

caregiving were the age of the caregiver, health status, and whether the caregiver co-resided with  

the care recipient (NAC & AARP, 2004). Overall, the financial demands associated with  

caregiving often place the well-being of the caregiver in jeopardy, especially among women and  

minority groups. 

Conclusion 

 In sum, caregiving as an area of study is broad, multidimensional, dynamic, and diverse.  

It is therefore, important to acknowledge that there are a number of factors that produce stress  

within and among caregiving families and result in different outcomes for different people. The  

primary focus of this discussion has been on the integrative quality of factors in the ABC-X  

model (Hill, 1949; McCubbin & Patterson, 1983) to determine if there are differences in the  

stressors, coping resource use, manageability/mastery, of caregivers and its predictive ability to  

detect difference in the overall well-being among caregivers. Therefore, this review of the  

literature addressed the theoretical and conceptual understanding of caregiving in general, its  

definition, as well as the characteristics and contextual linkages of gender, race, age, health  

condition, and the most common types of caregivers in our society. The remaining review  

introduced the theoretical foundations of the variables of interest for this study: caregiver stress,  

formal and informal coping resources, manageability/mastery, and well-being. Much of the  

review across these variables of interest have been comprehensively examined while others were  

reviewed. Nonetheless, caregivers experience a wide array of challenges in the caregiving role  

and as such draw upon various coping resources to either reduce or mediate the stress producing  

event. 

Additionally, caregivers are often faced with what seems like insurmountable challenges  

in terms of unmet needs in the care role. These unmet needs, if appraised or perceived as  
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impossible may negatively impact experience as well as overall well-being. Likewise, unmet  

needs that are appraised or perceived as comprehensible or manageable may be viewed as  

positive thus resulting in a more favorable outcome by the caregiver. This study sought to  

expand our knowledge of the predictive factors that account for the difference in well-being  

considering the amount of stress, level of coping resource use, and manageability/mastery  

among caregivers. 
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CHAPTER THREE 

METHODOLOGY 

The purpose of this study was to investigate the influence of intensity of care demands  

(stress) on the well-being of caregivers providing care for older, ill, or disabled family members.  

White and African American caregivers were compared in terms of levels of intensity of care  

demands (stress), use of formal and informal coping resources, sense of manageability/mastery  

and well-being. Data for this study were taken from the National Alliance for Caregiving (NAC) 

and the American Association of Retired Persons (AARP) study, a nationally representative 

cross-sectional survey of non-institutionalized, community-dwelling caregivers 18 years of age, 

and over and their care recipients 18 years of age and older (NAC & AARP, 2003). The 

following section provides a description of the NAC & AARP (2004) study sample and variables 

selected for this current research along with an overview of the statistical procedures. A more 

detailed description of the original NAC & AARP (2004) study, along with an overview of the 

entire sample, definition of caregivers, instrumentation, methods, and estimating factors are 

presented in Appendix B. 

Current Study Sample 

The sub-sample for this current study included White and African American caregivers 

which constituted a final sample of 828 individuals of the original 1,247 respondents meeting the 

NAC & AARP original researcher’s qualification as a caregiver (NAC & AARP, 2003). 

Considering the advantages and disadvantages of using secondary datasets, the following three 

major reasons are presented as to why the NAC & AARP, (2003) dataset was selected: 1) the 

dataset constituted a recent representative national study of caregivers, their experiences and 

challenges, 2) the variables of interest that would address the research questions for this current 

study were part of this dataset, and 3) the focus on the different racial groups in the United States 

were contained within this dataset.  

Of the sample 51% were White (48.1% male, 52.9% female); 16.2% African American 

(13.6% male, 18% female); 16.6% Hispanic (17.6% male, 15.8% female); and 16.2% Asian 

(20.7% male, 13.3% female).  Other sample characteristics such as income, education, and care 

contextual factors can be found in Table 1.  
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Table 1  
 
Select Demographic Characteristics of All Caregivers in the NAC & AARP (N = 1,247) 
______________________________________________________________________________ 
 
Demographics                (n)              (%)  

Gender of Caregiver 

   Male       499   40.0 
   Female      748   60.0 
 
Caregiver’s Race 

   White/non-Hispanic     628   51.4 
   Black non-Hispanic     200   16.2 
   Hispanic      204   16.6 
   Asian      200   16.2 
   Other 
 
Caregiver’s Age 

  18- 49      737   59.1 
  50+       510   40.9 
 
Care Recipient’s Age 

   18-49     252   20.5 
   50+      976   79.5 
 
Educational Attainment 

   Less than high school   402   32.4   
   Some college    362   29.2        
   College +     477   38.4 
   
Employment status 

   Employed        935   75.0 
   Not employed    312   25.0 

Note. Source: Caregiving in the U.S. National Alliance for Caregiving and AARP, 2004.  
 
 

Caregivers were defined as 18 years of age or older living in the United States  and 

providing one or more activities of daily living (ADLs) or instrumental activities of living 

(IADLs) for someone 18 years of age or older. The racial backgrounds of caregivers in the 

original NAC & AARP (2004) study are presented below in Table 2. 
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Table 2  
 
Race and Gender Demographics of All Caregivers 

______________________________________________________________________________ 

Gender (M/F)   White  Black  Hispanic Asian  Total 
______________________________________________________________________________ 

 
Male    237  67  87  102  493 
%    48.1%  13.6%  17.6%  20.7%  100%  

 
Female    391  133  117  98  739 
%    52.9%  18.0%  15.8%  13.3%  100% 

 
Total    628  200  204  200  1232 
%    51%  16.2%  16.6%  16.2%  100% 

_____________________________________________________________________________ 
Note: Source National Alliance for Caregiving, N=1,232  

 

 

Variables of Interest for Current Study 

In this study the following variables of interest are described and explained. Statistical 

information about the variables or scales for this study is presented in Table 3. The variables of 

interest in this current study are also presented in Table 4 in relationship to the original NAC & 

AARP study. Actual survey questions selected for this current study are presented in Appendix 

C.  

Scales Created for Current Study 

The following scales were created and used to measure the independent variables: formal(B1) 

and informal (B2) coping resource use, caregiver manageability/mastery (C), and the dependent 

variable, well-being (X). The Level of Care/Burden Index was created by the original researchers 

from the 1997 study and was used in this current study to measure the independent variable, 

intensity of care demands (stress) (A) (NAC & AARP, 1997; 2004). These variables and their 

operational definitions are summarized below.  
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Table 3  
 
Summary of Variables by Name, Instrumentation Source, Scale, and Psychometric Properties 

______________________________________________________________________________________________________________________ 
Variable                       Description            Type       Instrument         Range    Scale       Psychometrics   Descriptive Statistics   N  
(Study Name) 

________________________________________________________________________________________________________________________ 
 
#Race                           Race of Caregiver      IV   Phone Interview           2 (0-1) Categorical    N/A                            M=.241; SD=.428          828 
(BLKVSWHT) 

 
(A) Intensity of Care    Care Demand              IV   Level of Burden Index 4 (1-5) Nominal         N/A                     M=2.55; SD=1.40          788 
       Demands    (Stress) 
**(b16)                           

 
(B1) Formal Coping     Formal Coping            IV   Formal Coping Scale   7 (0-7) Ordinal          Cronbach alpha=.80   M=.821; SD=1.09           806 
*(FORMA1)                   Resource Use 

 
(B2) Informal Coping   Informal Coping         IV   Informal Coping Scale 6 (0-6) Ordinal         Cronbach alpha=.78   M=2.65; SD=1.58            820      
*(INFORMA1)              Resource Use 

 
(C) Unmet Needs  Sense of  
*(MANAGE1)               Manageability/           IV   Unmet Needs Scale 14 (0-14) Ordinal          Cronbach alpha=.88    M=2.72; SD=3.00          795 
                                Mastery  
 

(X) Well-being            Well-being                  DV   Well-being Scale     12 (3-15) Ordinal         Cronbach alpha=.71    M=11.30; SD=3.18        822 
*(WELLBE1) 

________________________________________________________________________________________________________________________ 
# Dummy Coded, White=0 and African=American= 1 

* Indicates a created scale for proposed current study. 

 ** Indicates NAC/AARP researchers’ created scale (NAC, 1997, 2004). 
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Table 4  

Variables of Interest and Original Scale Questions for Current Study 

Variable       Description       Mean          SD   N-

______________________________________________________________________________  
  
Formal Coping  (IV)   Items 71-75, and 77-78 Formal Coping Resources 

 Mean Std. Dev. N 

71.   Information about how to get financial help for your.... 1.77 .569 1247 

72.   Take part in support groups for caregivers? 1.95 .480 1247 

73.   A respite (RESS - PIT) service to take care of your....to  

           free up your time? 
2.13 1.056 1247 

74.   Enroll your X in Adult Day Care? 1.96 .402 1247 

75.   Enroll your X in a recreation program or camp? 1.94 .464 1247 

77.   An outside service such as Meals on Wheels deliver meals

          to your... 
1.90 .412 1247 

78.   An outside service provide transportation for... 1.83 .547 1247 

______________________________________________________________________________ 
Informal Coping (IV)  Items 60-63 and 65-67 Informal Coping Resources 

______________________________________________________________________________ 

 Mean Std. Dev. N 

60.   Talking with or seeking advice from friends or relatives? 1.44 .670 1247 

61.   Exercising or working out? 1.61 .664 1247 

62.   Taking any kind of medication? 1.91 .537 1247 

63.   Talking to a professional or spiritual counselor? 1.76 .611 1247 

65.   Praying? 1.31 .610 1247 

66.   Going on the Internet to find information? 1.67 .559 1247 

67.   Reading about caregiving in books or other materials? 1.58 .633 1247 

______________________________________________________________________________ 
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Table 4.  Continued 

________________________________________________________________________ 

Manageability/Mastery (IV) Items 82a-n     Caregiver Unmet Needs 

______________________________________________________________________________ 

 Mean Std. Dev. N 

82a.   Keeping the person I care for safe at home 1.72 .787 1247 

82b.   Managing challenging behaviors, such as wandering 1.89 .599 1247 

82c.   Easy activities I can do with the person I care for 1.71 .564 1247 

82d.   Managing incontinence or toileting problems 1.90 .474 1247 

82e.   Moving or lifting the person I care for 1.85 .537 1247 

82f.   Balancing my work and family responsibilities 1.71 .604 1247 

82g.   Finding time for myself 1.65 .638 1247 

82h.  Choosing an assisted living facility 1.90 .519 1247 

82i.   Choosing a nursing home 1.95 .532 1247 

82j.   Choosing a home care agency 1.89 .530 1247 

82k.  How to talk with doctors and other healthcare 

            professionals 
1.77 .506 1247 

82l.   Managing my emotional and physical stress 1.72 .652 1247 

82m. Making end-of-life decisions 1.84 .719 1247 

82n.  Finding non-English language educational materials 1.95 .492 1247 

______________________________________________________________________________ 

 

Well-being (DV)      Items 56-58     Caregiver Well-being 

 

 Mean Std. Dev. N 

56.   How much of a physical strain..... 2.10 1.253 1232 

57.   How emotionally stressful..... 2.75 1.450 1232 

58.   How much of a financial hardship..... 1.84 1.249 1232 

 

National Alliance for Caregiving, (1997; 2004)  
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 (A) Intensity of Care Demand Scale/ Level of Care Index (NAC & AARP, 1997; 2004) 

The “Level of Care Index” used in this study was first developed and applied in Family 

Caregiving In The U.S.: Findings from a National Survey (NAC & AARP, 1997). It is based on 

two variables that resulted from a factor analysis of a larger set of variables and may be 

interpreted as an intensity of care measure. The two variables are (1) hours of care per week, and 

(2) types of care. As shown below, each variable contained four categories:  

Hours of care per week 1 = 0 to 8 hrs; 2 = 9 to 20 hrs; 3 = 21 to 40 hrs; 4 = 41 or more of 

constant care.  Types of care provided 1 = 0 IADLs / 0 ADLs or; 1 IADL/ 0 ADLs; 2 = 2+ 

IADLs / 0 ADLs; 3 = 1 ADL (with or without IADLs); and 4 = 2+ ADLs (with or without 

IADLs).  Each caregiver received a score on each variable and these scores were added together. 

Consolidation of categories resulted in the caregiver being assigned to one of five levels of 

caregiving intensity. Level 1 is the least intense and level 5 the most intense. This variable was 

important to this study because the previous researchers found greater caregiver burden, and or 

intensity, resulted in a stronger impact of caregiving on caregivers’ perceived health, regardless 

of age, gender, education, or other factors (NAC & AARP, 2004). 

  (B1) Formal Coping Scale was created from the original survey questions (Q.s 71-75 and 

77-78) that assessed the formal coping resources used by caregivers in the community. Each 

item’s mean, and standard deviation is presented in Table 4. The formal coping scale is 

composed of a group of 7-item “yes” or “no” responses to questions from the original NAC &  

AARP (2004) study. The score range for this scale will be from 0-7 with 0 representing no 

support service use requested and 7 representing the highest number of services needed.  

Higher scores on this scale meant greater use of formal or community coping resources by the 

caregiver.  Reliability for this scale yielded an α=.80. This measure represented one of the 

independent variables of interest in this study. See Table 3 above for further psychometrics and 

descriptive information on this variable. 

(B2) Informal Coping Scale was created from the original survey questions (Qs.60-63, 

and 65-67) that assessed the informal coping resources and mechanisms used to deal with the 

demands of caregiving. Each item’s mean, and standard deviation are presented in Table 4. The 

informal coping scale is comprised of a group of 7-items with “yes” or “no” responses to a range 

of personal coping strategies or mechanisms from the original NAC & AARP (2004) study. The 

score range for this scale was from 0-6 with 0 representing no informal support strategies or 
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mechanisms used and 6 representing the highest number of coping mechanisms used. Higher 

scores on this scale meant greater use of personal coping resources by the caregiver. Reliability 

for this scale yielded an α=.78. This measure represented one of the independent variables of 

interest in this study. See Table 3 above for further psychometrics and descriptive information on 

this variable. 

(C)  Manageability/Mastery Scale was created from the NAC & AARP (2004) original 

survey questions (Qs.82a-n) that assessed the perception of unmet needs that caregiver’s feel 

they need help with in order to maintain and manage the care recipient.  Each item’s mean, and 

standard deviation are presented in Table 4. The manageability/mastery scale is made up of a 

group of 14 items with “yes” or “no” responses to a range of help, information, or support issues 

caregivers commonly face. The score range for this scale will be from 0-14 with 0 representing 

no unmet needs identified and 14 representing more unmet needs.  Higher scores on this scale 

meant the caregiver possessed a lower sense of manageability/mastery. Reliability for this scale 

yielded an α=.88. This measure will represent one of the independent variables of interest in this 

study. See Table 3 above for further psychometrics and descriptive information on this variable. 

(X) Well-being Scale was created from the NAC & AARP (1997; 2004) original survey 

questions (Qs. 56-58) that assessed the physical strain, emotional stress, and the financial 

hardship of caregivers as an overall assessment of their caregiver well-being.  The well-being 

scale is made up of a 3-item Likert-type scale ranging from 1-5 where 1 is not very 

stressful/strain to 5 which is very stressful/strain. The summed scores for this scale range from 3-

15. This scale was reversed coded so that higher scores on the well-being scale meant the 

caregiver possessed greater well-being. Reliability for this scale yielded an α= .71. This measure 

represented the dependent variable in this current study. See Table 3 above for further 

psychometrics and descriptive information on this variable.  A complete listing of all of the items 

from the “created scales” and the NAC & AARP (2004) original variables used in this study are 

in Table 4.  

Control Variable 

Race was determined based on the caregiver’s self-identification of which racial category 

they considered themselves to be. This variable was measured categorically. To examine race 

differences between White and African Americans, race was coded with 0 =White and 

1=African American. 
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Data Analysis 

Permission to conduct this secondary analysis on the National Alliance for Caregiving  

and AARP, 2003 survey data for this dissertation was obtained through Florida State  

University’s Institutional Review Board (IRB). Various statistical analyses were performed to  

address the research question and hypothesis in this study.  The secondary data utilized in this  

research study was analyzed using the Statistical Package for the Social Sciences 16.0 (SPSS) 

and AMOS 7.0 for structural equation modeling (SEM), and SPSS/MVA Module  for  

determining patterns of missing data and the types of missing data.  

Preliminary analysis for this study employed the use of a step approach of the least  

complex to the more complex data analysis procedures to determine the efficacy of utilizing the  

more sophisticated path analysis (SEM). For example, basic statistical analyses included  

frequency distributions, means, ranges, standard deviations, and significance tests such as  

analysis of variance (ANOVA) to determine if there were differences between several  

variables of interest in this study such as race. Various correlation matrices were presented  

along with multiple regression analysis to determine the significance between the variables of  

interest in this study and their relationship on the dependent variable.   Based on the results of the  

preliminary analysis, path analysis (SEM) using AMOS 7.0 was conducted as the primary  

method to examine whether a pattern of inter-correlations among variables fit the researcher’s  

underlying theory of which variables are related to other variables based on the proposed model  

illustrated in Chapter 1 of this study.   

 

The Preliminary Analysis of the Data 
 

 Preliminary analysis is required for reliable and valid multivariate analysis (Tate, 1998). 

He suggested that the basic components of the preliminary analysis are the analysis of missing 

data, outliers, the assessment of the validity of the multivariate analysis, and multicollinearity. 

Specifically, the assessment of the validity of assumptions is critical to the SEM analysis, 

because it could fail to test and interpret causal hypotheses without assuring the validity of 

assumptions (Bentler & Chou, 1987).  
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Missing Data  

 Missing data in any research study can be problematic. In this study, a missing value 

analysis (MVA) was conducted in SPSS to determine the patterns of missing data, where the 

missing data were and how extensive it was. None of the missing data on any variable exceeded 

5%. Additionally, using Little’s chi-square statistic for testing whether values were missing 

completely at random (MCAR) resulted in a chi-square statistic of [χ2=25.961, df, 21. p.208] 

(Little, 2002). For this test, the null hypothesis is that the data are missing completely at random 

(MCAR) and the p value is significant at the 0.05 level. Therefore, if values are < 0.05; the data 

are considered not completely missing at random (MCAR) which tends to be the most common 

form of missingness in family and educational type data (Arbuckle, 2006). In structural equation 

modeling (SEM) maximum likelihood was used to estimate missing data using the full 

information maximum likelihood (FIML) method (Kline, 2005). This method uses all of the 

information of the observed data, including the mean, and variances for the missing portions of a 

variable.  

 After completing this test, appropriate methods of analysis in AMOS could be completed 

using FIML. According to Wothke (1998) FIML assumes multivariate normality and maximizes 

the likelihood of the model with the observed data. He referred to the structural equation 

modeling program, AMOS (Arbuckle, 1996; 2006) as a worthy statistical package to implement 

FIML method and for handling missing data. Lastly, the FIML method utilizes all available data, 

so large and longitudinal data sets are amenable to estimations of the model parameters (Acock, 

2005). As a result, missing data in this study did not significantly interfere with the analysis and 

results. 

Case Analysis: Outliers  

 A case analysis was performed to examine outliers that might influence the analysis.  

Only a few outliers were discovered but due to the large data set and the use of the FIML  

method, they did not hinder the analysis.  According to Mardia’s skewness and kurtosis tests and  

multivariate analysis, if skweness is > 3 and kurtosis is > 10, then one can probably continue  

with analysis (Yuan, Lambert, & Fouladi, 2004).  AMOS tests the individual variables for  

normality and will provide a test for Mardia’s multivariate kurtosis. Hence, the analysis was not  

altered by the outliers.  
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The Assessment of SEM Assumptions  

  
The assessment of the validity of the SEM assumptions was conducted following Bentler  

and Chou’s (1987) recommendations. They propose 10 statistical assumptions: independence of  

observations, identical distributions, simple random sampling, functional form, distribution of  

variables, covariance structures, large sample size, identified model, a priori structural  

hypotheses, and no parameters on boundary. Among these assumptions, three assumptions  

required more caution than the others: independence of observation, distribution of variables, and  

large sample size.  

First, the assumption of independence indicated that each variable should be measured  

independently (Tate, 1998). This was met given these data. The second assumption was normal  

distribution. All of the variables had normal distribution. The last assumption checked was  

related to sample size. Thus, the current sample size of 828 was adequate for SEM analysis.  

There are several rules of thumbs suggested by researchers. For instance, Baldwin (1989) and  

Lomax (1989) suggested that a sample size should be 200 for SEM analysis. Additionally,  

Amemiya & Anderson (1990) suggested that if the n is very large, that is n>1000, one need not  

worry about non-normality as asymptotic robustness of the normality assumption for linear  

factor analysis models was achieved.  Therefore, the SEM analysis could be conducted with the  

hypothesized model and the current sample without any further problems.  

 

Multicollinearity  

  
Multicollinearity exists when the predictor variables are very highly correlated (r .90)  

with each other. In the current study bivariate correlations between variables were examined to  

check whether there existed an issue of multicollinearity. There were no correlation coefficients  

above  -.486 which is below the typical cut-off point .70 as suggested by Tate (1998).  

The Primary Analyses of the SEM  

 
In the primary analyses, two steps of structural equation modeling analysis were 

conducted. First, the proposed model was specified. Then, the final model was tested based on 

theory and statistical significance (Tate, 1998). Both of the analyses were based upon maximum 

likelihood estimation, using FIML in AMOS 7.0. 
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CHAPTER FOUR 

 

RESULTS 

 
 
The purpose of this study was to investigate the influence of intensity of care demands  

(stress) on the well-being of caregivers providing care for older, ill, or disabled family members.  

White and African American caregivers were compared in terms of levels of intensity of care  

demands (stress), use of formal and informal coping resources, sense of manageability/mastery  

and well-being.  This chapter is organized into four sections. The first section includes  

descriptive statistics and demographics of the entire study sample. The second section provides  

statistical findings related to the null hypothesis and the research question. The third section  

provides the results of the path analysis. The final section provides a summary of all the findings  

in this study. 

 

Sample Demographics 

 
A total of 828 respondents were included in this sample all of which were screened as  

caregivers and met the criteria as established by the original NAC & AARP (2004) researchers.  

A summary of general demographic characteristics are presented in Table 5, care-recipients’  

characteristics are presented in Table 6, and select characteristics of the care situation as  

perceived by the caregiver are presented in Table 7. 

 
Caregiver Characteristics 

 
The majority of the sample consisted of primary caregivers 60.6%, followed by 39.4%  

of secondary caregivers. There was a  significant difference of primary and secondary  

caregivers by race in this sample χ2 (1,797) = 4.068, p = ≤.05. A vast majority (63.3%) of the  

828 caregivers were female, whereas, 36.7% of the caregivers were male. Interestingly, there 

was a significant difference in race in terms of age as more caregivers were younger, χ2 (1, 828)  

= 17.572, p = ≤.05. 

Over half of the caregivers were married or living with a partner while providing care.  

Significant racial difference were revealed between caregivers who were married or in 

committed relationships, in that Whites were more likely to be married, χ2 (6, 760) = 55.897, p =  

≤.05.  
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Table 5  
 
Caregiver Characteristics  

______________________________________________________________________________ 
Demographics       White      African American     Total 
         n=628   n=200      N=828 

   n         (%)               n        (%)       N       (%) 
Caregiver Type     

   Primary Caregiver   356 (58.6)          127     (66.8)       483 (60.6)  
   Secondary Caregiver  251  (41.4)             63     (33.2)  314 (39.4) 
  

Gender of Caregiver 

   Male     237  (37.7)             67      (33.5)  304 (36.7) 
   Female    391  (62.3)        133      (66.5)  524 (63.3) 
      

Caregiver’s Age 

   18- 34    130  (20.7)          71      (35.5)  201 (24.3)  
   35- 44    196  (31.2)          69      (34.5)  265 (32.0) 
   45- 64    214 (34.1)          48      (24.0)  262 (31.6) 
       65+      88  (14.0)          12        (6.0)  100 (12.1) 
 

Younger vs. Older  

    Caregivers 

   18-49    324  (51.6)        137      (68.5)  461 (56.0)  
   50 and above   304  (48.4)          63      (31.5)  367 (44.0) 
 
Marital Status 

   Married    382   (60.8)          76      (38.0)  458 (55.3) 
   Living with Partner     37     (5.9)          10        (5.0)    47   (5.7) 
   Single      81      (12.9)          66      (33.0)  147      (17.8)    
   Divorced/Separated     85   (13.5)          36      (18.0)  121 (14.7) 
   Widowed      41     (6.5)          12        (6.0)    53   (6.4) 
    
Educational Attainment 

   Less than high school  211   (33.7)          79      (39.7)  290 (35.2)  
   Some college   187   (29.9)          61      (30.7)  248 (30.1)     
   College +    228   (36.4)          59      (29.6)  287 (34.8) 
 
Income 

    Less than $30,000.00  136   (24.0)          60     (32.8)  190 (23.0) 
    $30,000.00 - $49,000.00  154   (27.2)          57     (31.1)  211 (25.0) 
    $50,000.00 - $99,000.00  171   (30.2)          48     (26.2)  219 (26.0) 
    $100,000.00 or more  105   (18.6)          18       (9.8)  123 (15.0) 
 
______________________________________________________________________________ 
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Table 5. Continued 
______________________________________________________________________________ 
 
Demographics     White                   African American     Total 
                                                   n=628              n=200     N =828 

     n           (%)               n        (%)                  N       (%) 
  

Employment Status 

    Employed   464   (73.9)        157      (78.5)  621 (75.0) 
    Non- Employed  164   (26.1)          43      (21.5)  207 (25.0) 
 
Distance of Caregiver  

      to Recipient 

    Live in Home  142   (22.6)          49      (24.6)  191 (23.1)  
    Less than 1 hour away 386   (61.5)        127      (63.8)  513 (62.0) 
    One or more away  100   (15.9)          23      (11.6)  123 (14.9) 
   
Geography Residence  

    Urban   147   (24.0)          99      (50.5)  246 (30.4) 
    Suburban   247   (40.3)          67      (34.2)  314 (38.8) 
    Rural   219   (35.7)          30      (15.3)  249 (30.8) 
 
Caregiver’s Health Status  

    Excellent   162   (25.9)          45      (22.5)  207 (25.1) 
    Very Good/Good  358   (57.3)        118      (59.0)  476 (57.7) 
     Fair/Pair   105   (16.8)          37      (18.5)  142 (17.2) 
     ___________________________________________________________________________ 
     Some totals do not equal 100% due to missing values. 

  

 
Caregivers’ educational attainment varied in terms of those who had a college education  

and those with less education. Sixty-five percent of the caregivers in this sample reported having  

had some college experience or held a college degree. In regards to income there were  

racial differences discovered, χ2 (1, 743)  = 11.962, p = ≤.05, in that Whites tended to have  

higher incomes. Additionally, three quarters of all caregivers were employed whereas, 25% were  

not. 

Both White and African American caregivers reported having the care recipient living in  

same household or within an hour away. Likewise, Whites caregivers lived in suburban  and  

rural areas whereas, African American caregivers lived primarily in urban areas, χ2 (2, 809)  =  

55.924, p = ≤.05.  
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Finally, the health status of caregivers ranged from excellent to poor with the vast  

majority 83%, of caregivers in the study reporting very good to good overall health. In terms of  

residential geography, racial differences were also evident.  

 

Care Recipients’ Characteristics 

 
 Table 6 represents select care-recipients’ characteristics in this sample, based on self- 

reports from the caregiver.  As expected, most care recipients were female 67% whereas, only  

30% were male. Women generally have longer life expectancies than men, and were more likely  

to live long enough to need this type of care. A large number of care-recipients 79%, were age  

50 and over, which reflected differences between the two groups χ2 (1,818) = 5.945, p = ≤.05, in  

that Whites were more likely to be 50 years of age or older.  

Over half of the care recipients 53%, were married or living with a partner in a  

committed relationships compared to 31% of those who were not. There were racial  

differences between the two groups in terms of marital status  χ2 (7, 542) = 76.127, p = ≤.05.  

Care-recipients’ geographic living arrangements were similar to their respective caregivers.   

Differences existed in regard to residency with the majority of White care recipients living in  

 
Table 6  
 
Care-Recipients’ Characteristics as Reported by the Caregiver 

______________________________________________________________________________ 
 
Demographics     White                   African American    Total 
                                                   n=628                         n=200                          N = 828 

        n           (%)               n        (%)                  N       (%) 
 

Gender of Care Recipient 

   Male     194  (30.9)          55     (27.5)  249 (30.0) 
   Female    404  (64.2)        141     (70.5)  545 (67.0) 
      

Care-Recipients’ Age 

   18- 49    116  (18.7)          53     (26.8)  169 (20.7)  
   50 +     504  (81.3)        145     (73.2)  649 (79.3) 
 
Care-Recipient’s 

    Marital Status 

    Married   175  (27.9)          25     (12.5)  248 (30.0) 
    Living with a Partner   13    (2.1)            4       (2.0)    17   (2.1) 
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    Table 6 (continued) 

 
 
    Separated/Divorced    90  (14.3)          34     (17.0)  124 (15.0) 
    Single     69  (11.0)          63     (31.5)  132 (15.9)  
    Widowed   279 (44.4)          73     (36.5)  352 (42.5) 
  
 

 

 

Geography Residence 

    Urban   174  (28.3)        102     (53.1)  276 (34.2)  
    Suburban   244  (39.7)          54     (28.1)  298 (36.9) 
    Rural   197  (32.0)          36     (18.8)  233 (28.9) 
 

Some totals do not equal 100 due to missing values. 

 

the suburbs and in rural areas, whereas, African American care recipients lived primarily in  

urban areas, χ2 (2, 807) = 40.608, p = ≤.05.  

 

Caregiving Situation 

 

 Table 7 represents characteristics of the care situation as perceived by the caregiver.  

In terms of relationship of caregiver to care-recipient, 83% of caregivers were relatives as  

compared to non-relatives. There were racial differences found with a higher percent of  

caregivers providing care for relatives as compared to other family members and friends, χ2 (20, 

783) = 80.153, p = ≤.05.  Similarly, the largest number of caregivers reported that the care they  

provided was the least intense 32%, as compared to those who reported intensity of care at the  

highest level 10%.  There were racial differences in terms of level of intensity of care, χ2 (4, 789)  

= 17.901, p = ≤.05, with the modal level of care for Whites being level 1, while the modal level  

of care for African Americans being level 4.  Likewise, most caregivers reported a range of time  

frames for providing care to the care recipient. Most ranged from occasional care to ten or more  

years of care with 30%, providing care for five years or more.  

In terms of the mental and physical health status of care recipients that affected the care 

situation, a small number of caregivers reported that the person they cared for suffered from 

Alzheimer’s or other mental confusion 24%, as compared to the vast majority who reported that 

the person they cared for did not.  Most caregivers provided care for at least one family member 

or friend. Of the sample, 69% cared for at least one recipient. 
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Table 7  
 
Care Situation Characteristics 

______________________________________________________________________________ 
Demographics      White                   African American     Total 
                                                   n=628   n=200                          N = 828 

                                     n           (%)               n        (%)                  N       (%) 
Relationship     

   Relative   520      (82.8)        171     (85.5)  691 (83.6) 
   Non-relative   102      (16.2)          29     (14.5)  131 (15.8) 
 

Level of Burden 

   Level 1 (least intense) 222      (37.2)          47     (24.5)  269 (32.0) 
   Level 2   104      (17.4)          43     (22.4)  147 (18.0) 
   Level 3     90      (15.1)          33     (16.7)  123 (15.0) 
   Level 4   114      (19.1)          56     (29.2)  170 (21.0) 
   Level 5 (most intense)   66      (11.1)          14       (7.3)    80 (10.0) 
     

Duration of Care 

    Occasionally    31        (4.9)            6       (3.0)    37        (4.8) 
    Less than a year  119      (34.9)          69     (30.0)  188 (33.7) 
    1-4 years   192      (30.6)          67     (33.5)  259 (31.3) 
    5+ years   182      (29.0)          66     (33.0)  248 (30.0) 
 

Alzheimer’s or Dementia     

     Yes    148      (23.8)          50     (25.5)  198 (24.2) 
      No    475      (76.2)        146     (74.5)  621 (75.8) 
Table 7 (continued) 

 
Care Recipients Assisting 

      One Recipient  439      (69.9)        129     (64.5)  568 (68.6) 
      Two   133      (21.2)          53     (26.5)  186 (22.5) 
      Three +          53        (8.4)          18       (9.0)    71   (8.6) 
 

Modifications Made 

      Yes   240      (38.2)          80     (14.0)  320 (38.6) 
      No    386      (61.5)        120     (60.0)  506 (61.1)  
 
Health Worsened  

     Made it better    50        (8.0)          28     (14.0)    78   (9.4) 
     Not affected it  473      (75.3)        136     (68.0)  609 (73.6) 
     Made it worse    95      (15.1)          33     (16.5)  128 (15.5) 
_____________________________________________________________________________ 
Some totals do not equal 100% due to missing values. 
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Often caregivers must make modifications in order to accommodate the mental or physical 

conditions of the care recipient. Consistent with several other demographics in this sample, many 

care recipients were fairly healthy and only 39% had to make modifications to their homes. 

Likewise, the health status of the caregiver can often be compromised in the care role as well. 

Some caregivers reported that their health status changed as a result of providing care, although a 

majority 74%, reported that their health was not affected. In some cases, the caregiver reported 

that providing this type of care, improved their health status. 

 
Hypothesis and Research Question 

 
Description of the Variables 

 

Well-being served as the dependent variable in this study. There were four predictor  

variables thought to influence the well-being of informal caregivers. Those predictor variables  

included: intensity of care demands (level of stress), formal coping resources, informal coping  

resources, and sense of manageability/mastery in the context of race. The variables were selected  

because they fit well within the constructs of the ABC-X model of Family Stress, where A- 

factors represent stressors, B-factors represent coping, C-factors represent the definition of the  

situation, and X-factors represent level of adaptation. The model used for the current study  

sought to assess the levels of stress, coping, sense of manageability/mastery, and well-being in  

the context of race for respondents surveyed in the NAC & AARP (2003) study. 

 Stressors constituted the first set of variables within the hypothesized model that would 

influence all other factors within the model.  Intensity of care demands are characterized as the 

stressors that caregivers experience based on the type of care they provided and the hours they 

spent providing this type of care. The intensity of care demand (stress) was measured using the 

Level of Care Index (NAC & AARP, 1997; 2004).  Level 1was the least intense and level 5 was 

the most intense.  

Coping factors at the formal and informal levels provided the second set of variables 

within the model for this study. Formal coping was assessed using the sum of scores of the 

number of formal community supportive services utilized by the caregiver. Higher scores 

indicated greater service use such as, how to get information about financial help, taking part in 

support groups for caregivers, participating in a respite service to free up time for self, enrolling 
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care recipient in Adult Day Care, recreational programs, or the use of Meals on Wheels for meal 

delivery. 

Informal coping was assessed using the sum of scores of the number of personal or 

informal resources utilized by the caregiver such as, talking with or seeking advice from friends 

or relatives, exercising or working out, taking medications, talking to professional or spiritual 

counselors, praying, finding information on the internet, or reading books and material on 

caregiving. Higher scores indicated greater informal resource use. 

Definition of the situation or perceptions/appraisals of stressors and coping was the third 

set of variables assessed as part of this study. Unmet needs as perceived by the caregiver were 

summed to constitute a score or measure of sense of manageability/mastery such as, keeping the 

person safe at home, managing challenging behaviors, managing incontinence or toileting 

problems, moving or lifting the care recipient, balancing work and family, finding time for self, 

choosing health or nursing facilities, talking to doctors and health care professional, managing 

emotional and physical stress, and making end-of-life decisions.  Higher scores indicated a 

lowered sense of manageability/mastery.  

The level of adaptation that a person experienced as a caregiver was hypothesized to be 

assessed by well-being in this study. Well-being was influenced by all of the other variables 

within the model used for this study.  A scale which included emotional, physical, and financial 

impacts of caregiving was combined to measure caregiver well-being. This scale was reverse 

coded for predictive analysis in that higher scores reflected greater well-being 

Race was used as a control variable in this study to denote whether there were differences 

in well-being among White and African American caregivers as measured by the way 

respondents self-identified themselves. To examine race differences within each group, race was 

“dummy” coded with 0 =White, and 1=African American. 

 
Research Hypothesis 

 

 
1. H0 - There are no observed differences between White and African American  

caregivers based on the following factors (variables) in question: 

a. intensity of care demands or caregiver stress as measured by factors associated with  

the type of care provided and the number of hours providing this type of care to the  
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care recipient. Intensity of care will be measured by a Likert-type scale which is a  

composite score of the combination of ADL/IADLs and the hours per week spent on  

caregiving (NAC & AARP, 1997; 2004). 

b. formal coping resource as measured by an 7-item scale assessing the caregiver’s use  

of formal coping resources within the community. 

c.  informal coping resources as measured by an 7-item scale assessing the caregiver’s  

use of key personal informal coping resources. 

d. sense of manageability/mastery representing the appraisal/perception of the unmet  

needs situation of the caregiver as measured by a 14-item scale (sense of  

coherence and mastery). 

e. well-being as measured by a 3-item Likert-type scale measuring physical  

strain, emotional stress, and financial hardship experienced by the caregiver. 

Analysis of variance was used to determine whether the mean scores of White and  

African American caregivers were different relative to the five variables in the research  

hypothesis. The results of these analyses are presented in Table 8.   

 
Table 8 
 

Tests of Differences of Major Variables for White and African American Caregivers 

_____________________________________________________________________________ 
             White           A-Amer.                F          df F sig. 
              Mean        Mean                 value 
 Variable                                          (n=628)        (n=200)      
____________________________________________________________________________   
 
A. STRESSORS 

A. Intensity of Care Demands   2.49      2.72  3.93   1 .048*  
 

B. RESOURCES 

B1. Formal Coping Use      .75     1.03         9.47   1 .002* 
B2. Informal Coping Use    2.58     2.83         3.79   1 .052 

 
C. PERCEPTION/APPRAISAL 

C. Manageability/Mastery    2.45     3.52           19.06   1 .000** 
 

X.  CRISIS/ADAPTATION 

X.  Well-being    11.38            10.91        3.31   1 .069 
______________________________________________________________________________ 
**p≤.001 (2-tailed significance)  *p≤.05 (2-tailed significance) 
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The potential ranges of scales for each variable are presented in Table 9.  

In the testing of hypothesis 1a, significant differences were found between the mean  

scores of White and African American caregivers for intensity of care demands (stress) as  

measured by a Likert-type scale, which was a composite score of the combinations of  

ADL/IADLs and the hours per week spent on caregiving (NAC & AARP, 1997; 2004).  The  

mean score for White caregivers was 2.49 and 2.72 for African Americans, indicating African- 

American caregivers experienced more intense care demands (stress) in the care role. Therefore,  

the null hypothesis for 1a was rejected. 

For research question 1b, significant differences were found between the mean scores of  

White and African American caregiving groups for formal coping resources as measured by a 7- 

item scale assessing the caregiver’s use of formal resources within the community. The mean  

score for White caregivers was .75 and 1.03 for African Americans caregivers. This outcome  

indicated that African American caregivers used more formal or outside supportive services than  

Whites. Thus, the null hypothesis for 1b related to use of formal coping resources was rejected. 

In the testing of hypothesis 1c, there were no differences in the use of informal coping  

resources as measured by a 7-item scale assessing the caregiver’s use of informal coping  

resources. Therefore, the null hypothesis 1c related to use of informal coping resources was not  

rejected.  

In the testing of hypothesis 1d, significant differences were found between the mean  

scores of White and African American caregivers on sense of manageability/mastery based on  

unmet needs as measured by a 14-item scale. The mean score for White caregivers was 2.45 and 

3.52 for African American caregivers, indicating that African Americans had more unmet needs 

when compared to Whites in caregiving roles. Therefore, the null hypothesis 1d was rejected.  

For the final research hypothesis 1e, there were no significant differences between White  

and African American caregivers on well-being as measured by a 3-item Likert-type scale  

measuring physical strain, emotional stress, and financial hardship. The null hypothesis 1e  

related to well-being was not rejected.  
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Table 9 
 

Potential Ranges of Scales for Each Variable 

______________________________________________________________________________ 

 
Variable    Scale      Ranges 
_____________________________________________________________________________ 
 
Race     Dummy Coded 0, 1           0-1 

Intensity of Care Demand  Level of Burden/LOC Index       1-5 

Formal Coping Resource Use  Formal Coping Use Scale       0-7 

Informal Coping Resource Use Informal Coping Use Scale       0-6 

Sense of Manageability/Mastery Manageability/Mastery Scale       0-14 

Well-being    Well-being Scale#        3-15   

________________________________________________________________________ 
# Items reverse coded for predictive analysis only. 

 
 

Causal Modeling 

 
Correlations among the variables included in the model are provided in Table 10,  

including the control variable (race) for White caregivers (0) or African American caregivers (1).   

Multicollinearity was not a problem in this study. None of the correlations exceeded -.486.  

Although there were moderate relationships between the dependent variable (well-being)  and a  

number of the variables in the model for Whites and African Americans, there were also  

moderate relationships between informal and formal coping resource use and  

manageability/mastery.   

For the main research question, a path analysis was performed as it related to White and  

African American caregivers on levels of caregiving stress and strain, use of formal and informal  

coping resources, and manageability/mastery as a predictor of caregiver well-being in the  

proposed model. The path analysis yielded a measure of explained variability of the model (R2)  

and a coefficient (β) for each path within the model. Global model fit tests were used to  

determine how well the model fit the data.  The Pearson chi-square and its associated p-value  

was used. AMOS reports the value of chi-square as CMIN/DF (chi-square/degree of freedom  

ratio). A chi-square probability value greater than .05 indicated acceptable fit (Kline, 2005).  

Other overall fit indexes such as comparative fit indexes (CFI) or incremental fit indexes (IFI)  
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assess the relative improvement in fit of the researcher’s model compared with a baseline model,  

typically referred to as the independence model or null model (Kline, 2005).  Accordingly, a CFI  

score of 0.9 or above is considered a “good-fit” of data to the hypothetical model (Kline, 2005;  

Mertler & Vannatta, 2002; Tate, 1998).  

 

Table 10  
 

Correlation Matrix, Means, Standard Deviations for Major Variables in the Study 

______________________________________________________________________________ 
 

Variable                         1     2        3             4      5           6 

______________________________________________________________________________ 

 
1.  Race             1.0   
 
2.  Intensity of Care Demand  .071*   1.0  
 
3.  Formal Coping Resource Use .108**   .263**    1.0    
 
4.  Informal Coping Resource Use .068   .263**      .322**     1.0     
 
5.  Manageability/Mastery  .153**   .276**      .335**       .377**     1.0    
 
6.  Well-being              -.063  -.486**     -.185**       .385**     -.446**        1.0 
  
Mean                         2.41       2.72      1.03            2.83          3.52 10.91 
                 2.49            .75            2.58          2.45            11.38 

 
SD                .428     1.31      1.25            1.49          3.39   3.31 
                    1.43          1.02            1.61          2.80              3.13 

______________________________________________________________________________ 
Note: Black=0.00 White=0.00 Bold=Group Mean and S.D.   p≤.05  **p≤.01 (Two-tailed) 
 

Research Question R1: When controlling for race, can levels of caregiving stress and strain 

(A’s), levels of formal (B1’s) and informal (B2’s) coping resources, and manageability/mastery 

(C’s) be integrated to predict well-being (X) for caregivers?  
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The Proposed Model 

The proposed model presented in Chapter 1 was used to test the above research question. 

The chi-square for the proposed model was 86.41 (df = 5, p = .000). Modification indices were 

used to achieve a more acceptable fit (Kline, 2005).  

 

The Final Model 

 

Three modifications were made which suggested paths that would improve the model. 

Each modification was made one at a time, as suggested by Arbuckle (2006). Therefore, the 

improved model’s global chi-square statistic was 2.475 (df =2, p = .290). The specific criteria for 

global fit indices were as follows: the Comparative Fit Index (CFI), Normed Fit Index (NFI), the 

Incremental Fit Index (IFI)  should all be larger than .90 to approve the model (Byrne, 2001; 

Kline 2005). The Root Mean Square Error of Approximation (RMSEA) should be lower than .08 

for an acceptable fit and a smaller value than .05 reflects a good fit according to Tate (1998). The 

final model showed the following results: RMSEA = .017, PCLOSE =.78, NFI = .99, RFI = .96, 

IFI = .99, TLI = .99, and CFI = .99 which meant the model fit well with the observed data and 

thus supported the research question for this study (Kline, 2005). This model explained 34% of 

the variance in well-being.  

The dependent variable well-being (X), was significantly and directly related to intensity 

of care demands (stress) (A), informal coping resources use (B2), and manageability/mastery (C). 

Only formal coping resource use (B1),  had no direct relationship to well-being.  Additionally, 

there were some indirect relationships to well-being as mediated through formal coping resource 

use (B1), informal coping resources use (B2), and manageability/mastery (C).  Moreover, race 

was a moderating variable in the model.  While there was no significant relationship between 

race and well-being, African-Americans were more likely to use formal coping and had a sense 

of manageability/mastery in the caregiving role.  There also existed a significant correlation 

between formal (B1) and informal coping (B2) resources use in the model.  The final model with 

beta coefficients is provided in Figure 2 which illustrates that well-being was directly related to 

intensity of care demands (stress) (A), followed by manageability/mastery (C), and informal 

coping resource use (B2).  
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The direct, indirect, and total effects for the model show that intensity of care demands  

(stress), informal coping resources use, and manageability/mastery had a significant total effect  

on well-being. Intensity of care demands (stress) had the greatest total effect followed by  

manageability/mastery, and informal coping resources use.  The significant direct, indirect, and 

total effects for the model are presented in Table 11.  

 

Table 11   

Direct, Indirect, and Total Effects of Model for Well-being of Caregivers 

 

 

Variables           Direct Effects        Indirect Effects           Total Effects 

______________________________________________________________________________ 

 
Race          _    -.030              -.030 
 
Intensity of Care Demands (stress)  -.362***   -.123***       -.485*** 
 
Formal Coping Resource Use               .028    -.061                              -.033 
 
Informal Coping Resource Use           -.191***                      -.072***                          -.263*** 
 
Manageability/Mastery               -.284***         _        -.284*** 
______________________________________________________________________________ 
***Significant at p≤.001    Note: Standardized coefficients 
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Figure 2. Final Model of Factors Predicting Caregiver Well-being 
 

Comparison Model of Whites and African Americans 

 
Figure 3 illustrates the outcomes of the critical ratio comparisons between Whites and  

African Americans on the predictor variables in the model predicting well-being (Kline, 2005).  

When comparing the moderating effects of race on well-being in the model, the only significant  

path was an inverse relationship from intensity of care demands (stress) to well-being (β = -.179,  

p = ≤.01) for African Americans and  (β  = -.418, p = ≤.01) for Whites, indicating a stronger  

relationship of stress on the well-being for Whites.  Table 12 shows the effects decomposition for  

the path model of well-being factors.   

 

 
 
 
 
 

 
Race 

A: Stressor 

Intensity of 

Care Demands 

C: Perceptions

Manageability/

Mastery 

X: Crisis or 

Adaptation 

Well-being # 

B1: Resources

Formal Coping 
Use 

B2: Resources

Informal 
Coping Use 

 

.214*** 

.170*** 

-.362*** 

.267*** 

-.284*** 

.028 -.191*** 
.148*** 

.080** 

.253***

.097** 
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Figure 3. Comparison Model for White and African American Caregivers 

White = Italics, African American = Bold, z=>±1.96, p≤01

A: Stressor 

Intensity of 

Care Demands 

C: Perceptions

Manageability/

Mastery 

X: Crisis or 

Adaptation 

Well-being # 

B1: Resources

Formal Coping 

Use 

B2: Resources

Informal 
Coping Use 

.302/.165 

.199/.167 

-.179/-.418** 

.193/.284 

-.317/-.282 

.069/.001 
-.131/-.199 .179/.137 

.249/.262 
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Table 12 Effects Decomposition for Path Model of Well-being Factors 

_____________________________________________________________________________________________________ 
Endogenous Variables 

 

Causal Variable  Formal Coping Informal Coping Manageability/Mastery Caregiver Well-being 

               b   SE β   b SE β    b SE β    b           SE     β 
Race 

   Direct effect             .203**   .085     .080          -          -         -          .678** .219    .097                      -            -          - 
   Total indirect effect                -            -           -            -          -         -          .119         -      .017                   - .225       -       -.030     
   Total effects                        .203**   .085     .080          -         -         -           .797** .219    .114                   - .225       -       -.030 
 

Intensity of Care Demand 

   Direct effect            .115**   .027    .148       .302**  .039  .267         .362** .071    .170                    -.822**  .068   -.362 
   Total indirect effect                 -          -           -            -          -         -            .211         -     .099                   - .280       -        -.123  
   Total effects                        .115**   .027    .148       .302**  .038  .267        .573** .071    .269                  -1.101**  .068   -.485   
 
Formal Coping 

   Direct effect                         -              -         -            -         -        -              .587** .092    .214                     .082      .090   .028 
   Total indirect effect             -              -         -             -         -        -                   -         -          -                      -.178        -      -.061  
   Total effect                          -              -         -             -         -        -               .587** .092    .214                   -.096      .090   -.033  
 
Informal Coping 

    Direct effect                        -             -         -            -        -         -                .477** .064    .253                   - .383**  .063   -.191 
   Total indirect effect             -             -         -             -        -         -                   -          -         -                       -.144        -       -.072  
   Total effect                          -             -         -             -        -          -              .477** .064    .253                   - .527**  .063    -.263 
 
Manageability/Mastery 

   Direct effect                     .587**   .092    .214       .477** .064   .253            -          -         -                        - .303**  .034    -.284 
   Total indirect effect             -           -          -              -           -         -             -          -         -                              -           -           -      
   Total effect                      .587**    .092    .214       .477** .064   .253           -           -         -                       - .303**  .034     -.284   

Note: b = Unstandardized and β = Standardized  * p<.05; ** p<.01
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Summary of Findings 

 

The final section has been devoted to summarizing the results of the analyses of the  

hypothesis and the research question for this study. The minimal standards used to reject the null  

hypothesis was *p≤.05. This information has been summarized in Table 13 with rejection  

decisions and significance levels for the hypothesis tested. For the research question, β  

coefficients for each model path, R square, and significance levels of coefficients have been  

provided. 

 

Table 13  

Summary of Analysis for Hypothesis and Research Question 

______________________________________________________________________________ 

Hypothesis Tested                      Significance 
 
   Hypothesis           Level  Decision 
 

H0 - There are no observed differences  
between White and African American caregivers  
based on the following factors: 
 

a) Intensity of Care Demands (stress)           .048*  Rejected 
 
 

b) Formal Coping Resource Use            .002*  Rejected 
 
 

c) Informal Coping Resource Use              .052  Accepted 
 
 

d) Manageability/ Mastery of Unmet Needs          .000**  Rejected 
 
 

e) Well-being                                                                          .069  Accepted 
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Table 13 Continued 
 

Research Question #1         Findings 
 

 

Final Model           Accepted 
 
 

When controlling for race, can levels of caregiving  
stress and strain (A’s), levels of formal (B1’s) and informal (B2’s)  
coping resources, and manageability/mastery (C’s) be integrated  
to predict well-being (X) for caregivers? 
 

Model Direct Paths 

 

Intensity of Care Demands (stress) to Informal Resource Coping Use  β =  .267*** 
 
Intensity of Care Demands (stress) to Formal Resource Coping Use  β =  .148*** 
 
Race to Formal Resource Coping Use      β =  .080* 
 
Formal Resource Coping Use to Manageability/Mastery of Unmet Needs  β =  .214*** 
 
Informal Resource Coping Use to Manageability/Mastery of Unmet Needs  β =  .253*** 
 
Intensity of Care Demands (stress) to Manageability/Mastery of Unmet Needs β =  .170*** 
 
Race to Manageability/Mastery of Unmet Needs     β =  .097** 
 
Intensity of Care Demands (stress) to Well-being     β = -.362*** 
 
Manageability/Mastery of Unmet Needs to Well-being    β = -.284*** 
 
Formal Resource Coping Use to Well-being      β =  .028 
 
Informal Resource Coping Use to Well-being     β = -.191*** 
 
Correlations  

  

Race and Intensity of Care Demands (stress)      β =  .069* 
 
Informal and Formal Resource Coping Use      β =  .291*** 
 

R2 = .34                     *p≤.05, **p≤.01, ***p≤.001 
 
______________________________________________________________________________ 
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CHAPTER FIVE 

 

DISCUSSION AND IMPLICATIONS 

 

Purpose of the Study 

 

 

The purpose of this study was to investigate the influence of intensity of care demands  

(stress) on the well-being of caregivers providing care for older, ill, or disabled family members.  

White and African American caregivers were compared in terms of levels of intensity of care  

demands (stress), use of formal and informal coping resources, sense of manageability/mastery  

and well-being.  Causal modeling was used to provide a framework for explaining the influence  

of the stress, coping, and appraisal/perception variable in the model on well-being. The pertinent  

findings have been provided for discussion. 

 

Summary of the Study 

 

This study utilized secondary data from the National Alliance for Caregiving (NAC) and  

the American Association of Retired Persons (AARP) (2003) to test the hypothetical model  

predicting the influence of intensity of care demands (stress), formal and informal coping  

resources use, and manageability/mastery on well-being between White and African American  

caregivers.  The ABC-X model of family stress, resiliency framework and systems theory  

(Bertalanffy, 1968; Hill, 1949; McCubbin, 1996) were incorporated to study the influence of  

stress factors (intensity of care demands), coping factors (formal and informal), and  

appraisal/perception factors (manageability/mastery) on crisis or adaptation levels (well-being)  

for White and African American caregivers. 

 The original researchers conducted a structured telephone survey of random digitally 

dialed Americans from September 5 through October 14, 2003. A five-call design was used for 

interviewing so that every number was dialed at least five times in an attempt to establish 

contact. Every soft refusal was followed by another attempt to convert the refusal into a 

completed interview. When contact was established, the interviewer asked to speak with the 

person in the household aged 18 or older with the most recent birthday. This technique served as 

the random selection process (NAC & AARP, 2004).    
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The original questionnaire was drafted by Belden, Russenello, & Stewart (BRS), the 

National Alliance for Caregiving (NAC), the American Association of Retired Persons (AARP), 

and Research Strategy Management (RSM). The questionnaire had two components. The first 

was comprised of a screener used to a) identify caregiver(s) in the household, and b) obtain 

demographic information from a randomly-selected respondent in all households contacted 

regardless of the presence of caregiving in the household. The original questionnaire was 

composed of 95 questions assessing (a) prevalence of caregiving in the U.S.; (b) profile of 

caregivers; (c) characteristics of caregiving situations; (d) recipients of care; (e) intensity of 

caregiving; (f) caregiving support situation; (g) strain and stress of caregiving;(h) use of 

supportive services in the community; (i) unmet needs for help, information, or support; (j) 

spotlight on racial and ethnic subgroups; and (k) caregivers by age of recipient (NAC & AARP, 

2004). Key questions were used in this current study to address the research question and 

hypothesis that drew from characteristics of the caregiving situation, intensity of caregiving, 

caregiving support situation, strain and stress of caregiving, use of supportive services in the 

community, unmet needs for help, information, or support, and racial information. To test these 

factors, five variables were used. The variable that assessed caregiver stress was adapted from 

the NAC & AARP (1997; 2004) studies that assessed the respondent’s stress level (intensity of 

care demands). The remaining four variables were created from the questions that focused on 

various aspects of the caregiving situation, challenges, and experiences of the caregiver. The 

second variable was related to the use of outside supportive services such as, respite, Meals on 

Wheels, and support group involvement as the type formal coping resources caregivers utilized. 

The third variable was comprised of questions that measured the respondents use of informal 

coping resources and strategies, and the fourth variable was comprised of questions that 

determined the caregiver’s perceptions of unmet needs they continued to have while providing 

care to the care recipient. The final variable was comprised of questions that identified the 

caregivers physical, emotional, and financial impacts in the provision of care. These were 

combined to ascertain a measure of overall caregiver well-being in this study. 

The ABC-X model from the family stress, resiliency framework was used to study the  

observed influences of stress factors (intensity of care demands), coping factors (formal and  

informal), and appraisal/perception factors (manageability/mastery) on crisis or adaptation levels  

(well-being) for White and African American caregivers. Based on the premise of the family  
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stress and resiliency model from family stress theory, the family is thought to adjust to various  

changes in levels of stressors, coping levels, and appraisals/perceptions of both stress  and coping  

factors to experience adaptation or maladaptation in caregiving. 

One hypothesis and one research question were used in this study to compare the  

similarities and differences between White and African American caregivers. The null  

hypotheses (H0) in this study was that there would be no observed differences between White  

and African American caregivers on levels of stress, levels of coping resources use, and  

appraisals/perceptions of manageability/mastery on well-being. One-way analysis of variance  

was used to determine whether significant differences existed among the two groups of  

caregivers. 

The research question for this study was stated as follows: While controlling for race, can  

levels of caregiving stress and strain (A’s), levels of formal (B1’s) and informal (B2’s) coping  

resources, and manageability/mastery (C’s) be integrated to predict well-being (X) for  

caregivers?  The research question was addressed using path analysis to assess the influence of  

the predictor variables within the model, level of stress, levels of coping resource use, and  

appraisal/perceptions of manageability/mastery on well-being for caregivers.  

 Separate path analyses were performed to test for the influences of predictor variables in  

the model on the outcome variable as well as a comparison model of the critical ratio differences  

between White and African Americans. The variables predicting well-being were intensity of  

care demands (stress), formal coping resource use, informal coping resources use, and  

manageability/mastery. The findings revealed that intensity of care demands (stress) was  

related to well-being, manageability/mastery, and informal coping resource use. Only formal 

coping resource use had no direct relationship to well-being. Additionally, there were some 

indirect relationships to well-being as mediated through formal coping resource use, informal 

coping resources use, and manageability/mastery.  Race was a moderating variable in the model 

and revealed no significant relationship with well-being. However, African-Americans were 

more likely to use formal coping and had a sense of manageability/mastery in the caregiving 

role.  There also existed a significant correlation between formal and informal coping resources 

use in the model. Overall, this model fit well with the observed data and thus supported the 

research question for this study. Further, this model explained 34% of the variance in well-being.   
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Finally a comparison model of White and African American caregivers indicated only 

one significant predictor on well-being which consisted of the direct effect of intensity of care 

demands (stress) on well-being, indicating that White caregivers experienced more stress in the  

care role when compared to African Americans. 

 

Discussion of the Findings 

 

Discussion of Methodology 
 

There are certain limitations associated with using secondary data. One of the major 

limitations when using secondary data is related to whether the measures are reliable in capturing 

the essence of what the researcher seeks to know or examine conceptually.  Therefore, it is 

important to ensure that variables measure what they are intended to measure, so as to not 

present interpretation problems or bias. Additionally, secondary data may not include all of the 

information needed to address the researcher’s research questions. Another limitation of the 

study methodology, is in the cross-sectional design of the secondary data which only provides a 

snapshot in time of the phenomena and may result in an imperfect reflection of a group or 

condition without proper interpretation and analysis. Also, secondary data may not promote an 

understanding of why something happened or why a particular condition existed. Further, since 

secondary data are usually not collected for the same purpose as the original research, goals and 

purposes of the original researcher can possibly bias the study.  

Despite these limitations, there are several advantages or strengths in using secondary 

data. A major advantage in this particular study was that the data set was nationally 

representative of the U.S. population and was weighted based on estimated caregiving 

households. Additionally, this data set provided responses from three major racial groups and 

included an over-sample procedure for a representative inclusions of African Americans, 

Hispanics, and Asians. The ability to analyze large samples associated with secondary data 

enhances statistical power, reliability, and  improves the use of modeling and regression analysis.  

Also, secondary data are often collected by large research institutions, private organizations, 

educational institutions, or governmental units who have the personnel, resources, and support to 

design surveys, train field interviewers, and collect and analyze data for public use.  The 

reliability of data collected in this fashion is generally acceptable and the ease in obtaining the 
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data is worthwhile in conducting human studies. The data for the most part were user friendly 

and came with support and training from the institution that provided the data.  

 
Discussion of Hypothesis and Research Question 

 
This research provided greater insight into the impact of intensity of care demands  

(stress), formal and informal coping resources, manageability/mastery on the well-being of  

White and African American caregivers. Differences between these two racial groups were  

assessed with respect to the variables of interest.  The means were different between the groups  

in respect to intensity of care demands (stress) in that African Americans experienced more  

intense care demands (stress) than did Whites. Findings from other studies examining care  

demands such as hours and types of care provided have found that African Americans report  

higher stress levels when compared to Whites (Dilworth-Anderson et al., 2002;  Knight et al.,  

2000). Additionally, African Americans not only report higher stress levels, but also report  

poorer physical health (Navaie-Waliser et al., 2001; White et al., 2000).  On the other hand,  

some studies have documented lower levels of stress for African American caregivers (Roth,  

Haley, Owen, Clay & Goode, 2001). For example, in a study comparing differences between  

White, African American, and Hispanic caregivers on depression and burden outcomes,  

depression outcomes were similar between White caregivers and Hispanics caregivers and  

burden was similar between Hispanic caregivers and African American caregivers (Dilworth- 

Anderson et al., 2002). 

These mixed findings may be related to study design issues such as sample size and  

sampling techniques, as well as commonly used measures of caregiver outcomes. For example,  

since most of the studies in caregiving have been on negative outcomes, such as depression,  

burden, and poor health issues, and most of the sampling techniques have been based on largely  

White samples, and smaller convenience and purposive samples; it has been difficult to  

generalize these findings to the larger U.S. population of caregivers, specifically, African  

Americans and other racial/ethnic minorities. Further, issues of accuracy and comparability  

across these types of studies are also problematic and may not present a realistic picture of the  

cultural experiences and challenges in caregiving of African Americans and other racial/ethnic  

minorities (Dilworth-Anderson, et al., 2002). Another reason may be due to cultural and  

traditional values and experiences within the African American community around  
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religiosity/spirituality, kinship/family, and one’s duty to take care of their own. There has been  

much debate around this source of resilience in African American culture. 

Several researchers have suggested that religiosity makes a difference in the resilience of  

African-Americans in the care role. For example, the church promotes and encourages healthy  

lifestyles of its members, provides supportive relationships, helps people find meaning in  

adversity and promotes social connectivity (Jang, Borenstein, Chiriboga, Phillips, & Mortimer,  

2006; Levin, Chatters, & Taylor, 1995). In addition, African American culture has placed a  

strong emphasis on religious beliefs and activities which have been largely transformed into a  

part of the cultural identity of many African Americans (Koenig, McCullough, & Larson, 2001).  

Cultural reasons about family and kinship have also been suggested as a possible explanation for  

taking on the care role given the stresses associated with caregiving. Traditionally, African  

Americans have taken in relatives and non-relatives as a part of what seems like a duty or a  

natural response to adversity, change, or family crisis and difficulties. This type of filial or social  

obligation is a part of the socialization process of many African Americans toward family and  

close friends (Chatters et al., 1985; Jang et al., 2006; Levin et al., 1995). 

 There were also significant group differences found between Whites and African 

Americans on formal coping resource use. African Americans reported greater use of outside  

supportive services in the provision of care for the care-recipient. It has been thought widely that  

African Americans do not use many outside supportive services due to their reliance on large  

informal networks (Chatters et al., 1985). Inconsistencies in these findings may be due to the fact  

that this sample of African Americans tended to be younger and had fewer financial resources  

compared to Whites. These issues may have necessitated a heavier reliance on no cost or  

sliding scale assistance from community service providers directly or through linkages within 

the informal church network for formal service support (Williams & Dilworth-Anderson, 2003).  

Other possible explanations may be due to the original design and instrumentation of the  

researchers, as opposed to any real differences in actual support use by African Americans. For  

example, the original questionnaire asked respondents if they utilized several different types of  

services that required yes or no responses. Therefore, a mere summation of how many services  

were used may not provide much insight into the degree, frequency, or duration of the use of a  

particular formal support service. Likewise, this does not inform one of the meaning associated  

with this type of care provision. While it is important to assess the number of supportive outside  
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services used, that are available to caregivers, a stronger case for the frequency and duration of  

the outside supportive service might have yielded a better explanation for the somewhat  

inconsistent outcome. Nonetheless, it is often discovered that in the caregiving process, both  

formal and informal coping resources are utilized and many African Americans may only be  

using certain community support services temporarily, such as, transportation, Meals on Wheels,  

and the use of Adult Day Care, and not seeking long-term care solutions such as nursing home  

care or assisted living services (Dilworth-Anderson et al., 2002; Horowitz, 1985). Moreover, the  

literature is not clear as to the joint relationship of formal and informal support services on  

coping on the caregiver and the care situation, and less is known about its impact on stress and  

well-being (Chappell & Reid, 2002). 

Differences existed for manageability/mastery of unmet needs between White and  

African American caregivers. African Americans reported feeling that they had more unmet  

needs in the provision of care. African American caregivers who are barely able to take care of  

themselves are usually younger than White caregivers, and may not have had a choice in the  

decision to take care of the family member. This type of situation is more burdensome when the  

caregiver has inadequate resources to extend the type of care needed to keep the person in the  

home (NAC & AARP, 2004). Cultural differences in the role that many African Americans  

subscribe to regarding caring for family members, often leave them with the responsibility of  

providing care without the necessary information, resources, and support. For example, current  

research, including this study, found that White caregivers were typically spouses, whereas,  

African American caregivers are more likely to be adult children, extended relatives, or friends.  

Additionally, African American caregivers are more likely to be younger, unmarried, have less  

education and less financial resources when compared to Whites. Even though this is often the  

case, African American caregivers still persevere in part due to strong kinship ties and an  

expected traditional value to care for parents and kin (Chatters, et al., 1985). These strong  

cultural values and expectations around caregiving may help explain why, in spite of all the  

negative health, social, and physical conditions experienced by the caregiver due to the  

conditions of the care recipient; the pressure to provide this intense care often outweigh the  

impact of other disparities that may face the caregiver (Hargrave, 2006). These findings are  

consistent with the work of Siegal and colleagues (1991) who found that African American  

caregivers were likely to report unmet needs in the provision of care for a variety of physical and  
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psychological reasons (Pinquart & Sorensen, 2003).   

There were no differences found in well-being between the two racial groups in this  

study. In other words, even though Whites and African Americans had greater stress, their  

resilience facilitated similar feelings of well-being. 

 
Research Question One 

 
A path analysis was conducted to answer the research question using structural equation  

modeling (SEM). In brief, the research question was: while controlling for race, can levels of  

caregiving stress and strain (A), levels of formal (B1) and informal coping (B2) resources, and  

manageability/mastery  (C) be integrated to predict well-being (X) for caregivers?  Goodness of  

fit indices indicated that the data fit well with the model and explained 34% of the variance in  

well-being scores.  

  
Predictive Analysis of Final Model 
 
In the model predicting well-being, race did not have a direct impact on well-being. 

However, race was related to use of formal coping resources and manageability/mastery  

(perception) of unmet needs. African Americans were more likely to use formal coping resources  

and perceived they could manage the situation. Previous research on ethnic differences and  

outcomes of caregiver experiences are often mixed, but can usually be explained by differences  

in levels of stressors, individual and social resources, coping processes, and cultural norms  

regarding caregiving and the associations of these variables (Aranda & Knight, 1997). However,  

in most cases it is difficult to predict whether African American caregivers compared to other  

groups, such as Whites, Hispanics, or Asians will have higher levels of stress or health problems  

in the care role without considering the impact of familism and positive appraisal often  

experienced by people of color (Pinquart & Sorensen, 2005). 

Intensity of care demands (stress) (A) had an inverse relationship well-being in  

that lower well-being was associated with providing greater care to a family member or friend.  

Intensity of care demands (stress) also had a significant relationship with well-being as mediated  

through informal coping resource use (B2). Intensity of care demands (stress) also had an indirect  

relationship on well-being through manageability/mastery in the model (C).  Higher levels of  

stressors and lower levels of caregiver burden and the associations between stressors and  
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psychological outcomes may be mediated through various coping processes and resources  

available to the caregiver (Pearlin et al., 1990). Likewise, positive experiences such as growing  

closer or appreciating the care recipient  have been thought to improve the mental health of  

caregivers (Kramer, 1997). While both White and African Americans experienced stress  

associated with the role of caregiving, there were no differences between the two racial groups  

on well-being. 

 
Predictive Analysis of Comparison Model for White and African Americans 

 

The use of AMOS provided a unique opportunity to determine whether there were  

differences on each parameter in the model between White and African American caregivers.   

The goal when using the critical ratio comparisons between two groups on parameters of interest,  

is to determine whether the two parameters are equal in the population (Byrne, 2001). When  

the difference of the parameters are determined and then divided by the standard error, a critical  

ratio is computed. In order to determine whether the critical ratio (C.R.) test is significant, it must  

result in a z>±1.96 with a p<.05 or z>2.58 with a p<.01.  It was interesting that when one  

compared the difference values for Whites and African Americans using the critical ratio  

parameters in AMOS, the only significant critical ratio differences between White and African 

American caregivers was the relationship between intensity of care demands (stress) and well- 

being.  In this case, intensity of care demands (stress) as experienced by Whites had a greater  

inverse effect on well-being as compared to African Americans. In other words, Whites  

experienced greater stress and less well-being. Many studies have shown that Whites experience  

greater stress in caregiving due to the intrusion on their lives by having to give up hobbies, social  

activities, and other leisure personal or family activities. Additionally, interferences with work or  

careers were also found to affect White caregivers differently than African Americans  

(Dilworth-Anderson et al., 2002). This type of stress could be further exacerbated if the person  

lived with the caregiver versus more than two hours away and there were no others to help  

provide care to the care recipient (NAC & AARP, 1997; 2004). 

Several meta-analysis studies have focused on racial and ethnic minority differences  

in caregiving (Aranda & Knight, 1997; Pinquart & Sorensen, 2003; 2005; 2007). These studies  

have generally found that White caregivers report higher levels of stress and burden associated  

with caregiving (Pinquart & Sorensen, 2005). Additionally, minority caregivers have higher  
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levels of subjective well-being and perceived uplifts of caregiving than White caregivers. This  

may be a reflection of the more positive and satisfying outcomes of the caregiving experience  

often found among various racial/ethnic minority groups (Dilworth-Anderson et al., 2002). 

However, those differences observed were very small (Pinquart & Sorensen, 2005).  More than  

not, previous research has shown that ethnic/minority caregivers had lower socioeconomic  

status, were younger, were less likely to be a spouse, more likely to receive informal support, and  

often provided more care than Whites (Aranda & Knight, 1997). They also had stronger filial  

commitments and obligations to the care recipient. Moreover, African American caregivers  

tended to report lower levels of burden and depression than White caregivers (Aranda & Knight,  

1997; Dilworth-Anderson et al., 2002; Janevic & Connell, 2001).  

 

Implications for Theory, Research, and Professional Practice 

  

The data that resulted from this study added to the literature and the body of knowledge  

in family stress theory by presenting  an application of this framework to the experiences and  

challenges of caregivers. There were also implications for research and practice as a result of  

these data. The following discussion has been provided for the purposes of sharing ideas for  

expanding the knowledge base for those who investigate and provide services to family  

caregivers. 

 

Implications for Theory 
 

 There were several implications for family theory that resulted from this study. This  

study provided a meaningful example of the use of Hill’s original ABC-X model of family  

stress. This model was useful for modeling and predictive analysis. The ABC-X model has  

undergone many changes in the last twenty-eight years integrating family stress and resiliency.   

Stress and coping theories are the most widely used theoretical backgrounds in caregiver  

research (Pearlin et al., 1990; Pinquart & Sorensen, 2005). As such, the ABC-X model like many  

of the stress process models (SPM) have proven to be useful tools for identifying individual  

differences  in caregiving variables (Pearlin et al., 1990).  

While the ABC-X model seems to be an appropriate and meaningful  framework for  

studying caregiver well-being and their associated stressors, coping resources, and  

manageability/mastery within the context of race, it is very important to understand how certain  
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concepts were conceptualized  and where they fit in the model as defined by Hill (1949). This  

model provided flexibility in relationship to what concepts can be placed within the model. This  

flexibility of specifying a model based on theory can often lead to different results across  

investigators on the same topic. For example, in the caregiving research arena, caregiving itself,  

is often conceptualized as a stressor and in many cases there are different types of stressors such  

as, objective and subjective stressors.  Additionally, in many of the stress process models, there  

are primary stressors and secondary stressors (Pearlin et al., 1990). Yet, in other stress process  

related models, antecedent variables such as demographics and health conditions of the care- 

recipient and the caregiver can all be considered stressors  (A-factors), while in another study can  

be viewed as resources (B-factors). Likewise, mediators of the burden or gains associated with  

caregiving can be outcomes (X-factors) or mediators (B or C factors) in a model.  This type of  

model, and its variable placement and conceptualization make the ABC-X model useful and  

pliable nonetheless, the varied outcomes may result in inconsistent findings over time and among  

different racial/ethnic minority groups who may experience stress and deal with coping quite  

differently from another group. If these nuances or contextual issues are not considered in regard  

to prior theoretical background and knowledge, the results may be varied or inconsistent at best. 

 This research established a basis for conducting future research using the ABC-X model  

of stress theory, resiliency, and integrating family systems theory as a way of investigating the  

cultural, contextual, and positive and negative correlates of caregiver well-being. Moreover,  

this theory helped in understanding that there may be many stressors that may impact caregivers  

and the extent that these stressors can be mediated by various resources and appraisals, makes  

this model an essential tool for future studies on this topic.  Due to a lack of a comprehensive  

theory on racial/ethnic differences in caregiving, derivations from several other theoretical  

models and concepts are widely used when examining caregiver well-being. It has been  

suggested that specific theory is needed that will focus on similarities and differences between  

racial/ethnic groups and take into account language-related barriers of service use, acculturation,  

assimilation, and other cultural limitations within racial/ethnic subgroups (Pinquart & Sorensen,  

2005).   

A variety of other theoretical frameworks could provide greater insight into the nuances  

and contextual issues associated with caregiver well-being and racial differences. For example,  

exchange theory could explain the rewards and costs associated with caregiving between the two  
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racial groups. Exchange theory would allow one to examine the relationship between the  

negative and positive affect of caregiving on caregivers. Since these are dual functions, they may  

elicit dual responses to the care situation, and the demands of caregiving. Exchange theory  

coupled with stress theory and the use of the ABC-X model would broaden our understanding of  

the experiences and challenges of caregiving in general and the specific differences between  

various racial and ethnic groups.  

Another useful theory that would extend our understanding of caregiving as a part of the  

life cycle would be family developmental theory or life course perspective.  Family  

developmental theory recognizes the changes that may occur across the life span and that various  

tasks must be completed in order to move to the next task or stage in development. Since  

caregiving has often been referred to as a career, the life course perspective would also provide  

insight into caregiving as a more natural progression across the life span and the result of  

changes that occur over time. Therefore, the caregiving role would prove to be one that is  

planned for and anticipated, rather than thrust upon family members without warning or  

notice. These theories and theoretical frameworks would all enhance our understanding of the  

experiences and challenges of caregivers as well as assess the differences that may exist between  

White and African American caregivers and other groups as well. Using these various theories  

along with the ABC-X model would advance the field of gerontology and provide new avenues  

for the discovery of clear differences in family caregiving across racial and ethnic groups.  

 
Implications for Research 

 

 There are several implications for research from this study. First, future research should  

focus on the use of more longitudinal studies that predict outcomes over time and examine the  

differences among racial groups on similar indicators of stress, coping resources, and  

appraisals/perceptions. Longitudinal studies would expand our understanding of the real effects  

of caregiving on families and individuals over-time. The longitudinal design and larger sample  

size would ensure representation of the population.  In addition, this would increase the  

possibility of generalizing the findings and allowing for a more accurate view of caregiving and  

the associated experiences and challenges of caregivers.  

 Second, further research should explore the differences in older and younger caregivers  

(18 years and older) across different racial/ethnic cultures in order to provide greater insight into  
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differences among caregivers given the stressors associated with the care role. Caregivers  

between the ages of 8 to 18 are also a group that warrants future study. This unique population of   

family caregivers is increasing and cuts across both gender groups similarly (Young Caregivers  

in the U.S., 2005) (YCUS). This younger group tended to show increased anxiety, depression,  

and anti-social behavior when compared to non-caregiving youth (YCUS, 2005). Additionally,  

more research should focus on the impact caregiving has on parents of older adolescents in the  

family. 

Another area of future research should be on the differences and similarities of the  

primary and secondary caregiver relative to the stressors, coping resources, and their 

appraisals/perceptions on well-being.  Information about whether primary or secondary  

caregivers cope differently with various types of care demands would expand our understanding  

of the role of various caregivers especially within various racial/ethnic groups who are purported  

to have large informal networks and family assistance (Chatters et al., 1985; Dilworth-Anderson  

et al., 2002).  

 Socioeconomic status factors such as, income and education may need to be further  

investigated in relationship to the level of stressors, coping resources, and perceptions/appraisals  

associated with caregiver well-being. Socioeconomic status of caregivers may shed light on the  

ability of some caregivers versus others to take care of an older, ill, or disabled family member.  

Income and education vary between White and African Americans in the U.S. and meaningful  

research would promote our understanding that income and education have on over caregiver 

well-being. 

 More research should also address caregivers’ unmet needs in the care situation.  Unmet  

caregiver needs have been linked to increased levels of stress, depression, and other mental and  

physical health issues, as well as the choice to institutionalize a family member (Clipp & George,  

Colerick & George, 1986; George & Gwyther, 1986).  By using unmet need as either a causal  

factor in a future model or as an outcome variable of interest may reveal new information across  

racial/ethnic groups given the stressors, available coping resources and appraisals/perceptions in  

the care role. In this study, manageability/mastery was conceptualized as the unmet needs  

reported by caregivers. This concept can easily been operationalized as the criterion variable that  

other key factors may predict in the care process. 

 Further research is needed to identify measures or concepts that assess caregiver well- 
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being as opposed to burden and negative outcomes. This study demonstrated that most caregivers  

report that they are healthy, in committed relationship through marriage or partnerships, and are  

faring well. However, it is difficult to determine to what extent caregivers’ well-being is  

measured outside of a few general questions or constructs that mildly assess a sense of well- 

being. While there are a number of instruments that focus on more positive aspects of caregiving,  

more research in the way of qualitative data collection may need to be devoted to enhancing our  

understanding of the contextual nature of caregiving and the differences in experiences by  

various groups providing care. Additionally, this type of process can assist researchers in the  

development and testing of instrumentation that not only measures well-being and its  

multidimensional aspects, but also considers factors such as, cultural sensitivity and  

appropriateness in design. Such efforts could allow the use of these tools across racial/ethnic and  

cultural groups. 

 Finally, family researchers should ensure that clear theoretical frameworks such as  

the ABC-X model, other tested stress process models, exchange theory, and life course theory  

are utilized in exploring caregiving and the many factors associated with the caregiving  

experience. This strategy would guide future research, better focus the body of literature within  

this domain over time, and provide a greater understanding of the multidimensionality of  

caregiving. Further, advances can be made in the caregiving research, specifically focusing on  

the racial and cultural differences associated with stress, coping resources, and perceptions on  

caregiver well-being. More focused research should be aimed at critically exploring the nuances  

and contextual factors of culture and race on well-being. This would the better the field can  

inform future research, practitioners, family caregivers, and policy makers. 

 

Implications for Practice 

 

 As the aging population increases so will those who will need our care (NAC & AARP,  

1997; 2004). The need for family caregivers will increase as people often prefer to remain in  

their homes and to be cared for by family members.  This means that for those who provide  

services or are involved in policy development, there is a need to be keenly aware of the impact  

this will have on families in general, and especially the caregiver. There are several key  

implications for those in the helping professions. In particular, practitioners can help caregiving  
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families and policy makers gain a greater understanding of the life altering impacts of stressors  

on caregivers.  Stress is a multidimensional factor and as such may exist along with both positive  

and negative life events. Many people become accustomed to a certain amount of daily stress, as  

well as historical stress associated with caring for a loved one. However, this current research  

can be used to expand our understanding of the contextual nature of stress and its impact on  

different groups of people given different situations and conditions.   

Secondly, coping resources and social support can vary in amount, degree, and  

frequency, so there is no consensus on how these support networks via the caregiving situations  

mediate or exacerbate the stressful situation. Family scientists can work closely with families and  

those who provide services to elders and their families to assess or inventory what support  

services are at their disposal that might lessen the adverse effects of stress in caregiving. By  

working directly with families and the care-recipient, more coping resources by type, kind, and  

amount may reveal significant differences in the manner in which community outreach programs  

and demonstration projects are carried out in the community.  Innovative programs can provide  

respite care for caregivers who may be overwhelmed with role engulfment and help  

caregivers come up with meaningful strategies that promote their physical, emotional, and  

financial wellness. Taken together, the field must use this type of research to discover how stress,  

coping resources, and appraisals/perceptions can be channeled into meaningful opportunities for  

the caregiver to better cope and manage the care recipient.   

Results from this study have an important place among practitioners, service providers,  

and policy makers as well.  Family scientists should begin to share results from theoretically-  

based studies and apply the information through community-based demonstration projects and  

other related venues to extend theory to practice.  In addition, such results could be collected in  

order to produce a “best practices” document of what works and could be used by persons in the  

field, as well as families dealing with this issue at the community level.  The results,  

implications, and best practices from such rigorous methodological practices and studies could  

assist in providing needed information to policy makers about the actual and perceived unmet  

needs of caregivers. Policy makers need to be aware of the impact and strain of caregiving, as  

well as the positive and satisfying experiences caregiving can have on the primary caregiver, as  

well as the family unit as a whole.  Family scientists should be posited to move from theory to  

practice by providing law makers, practitioners, and families with useful information about the  
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complex experiences of caregiving, such as, how and where to get assistance, support for cost  

resulting from caregiving, respite or support groups to free caregivers from role strain, as well as  

financial assistance to help care for a family member in a manner that does not deplete the  

resources of the caregiver. Strategies and interventions could be advanced to help families,  

clergy, and those providing formal and informal supports to caregivers as well as assist in  

meeting the unmet care needs of caregivers. Overall, there is much to be gained from the current  

body of research on informal caregiving. Therefore, future goals should be directed at ensuring  

that the abundance of data currently at our disposal is intrinsically and methodologically linked  

to theory and transformed into practice for the enhancement of the growing number of informal  

caregivers. 

 
Summary and Conclusions 

 
The findings from this study contained many contributions for the field of family science.  

A major finding in this study was related to the impact of intensity of care demands (stress), on  

the coping resources, appraisal/perceptions, and the well-being of White and African American  

caregivers.   While no differences were found between White and African American caregivers  

on well-being in this study, mean scores for well-being indicated that both Whites and African  

American caregivers experienced relatively high well-being. Other study variables showed that  

both groups were fairly healthy and experienced the least amount of intense care in the  

caregiving role. Moreover, the majority of the caregivers were primary caregivers and provided  

care mainly for spouses, mothers, fathers, and mother-in-laws. Both groups reported that their  

health was not compromised as a result of caring for others and in many cases, caregivers  

reported that the caregiving role improved their health which tapped into the more positive and  

satisfying appraisals of caregiving (Kramer, 1997).   

Additionally, it was determined that greater well-being  was related to lesser intense care  

demands (stress), lesser use of informal coping resources, and lesser perception of  

manageability/mastery of unmet needs.  While this finding adds to the body of literature on  

caregiver well-being, the decreased reliance on informal coping among African Americans  

seems inconsistent with previous research on the utilization of informal networks assumed to be  

used heavily by African Americans (Chatters et al., 1985; Dilworth-Anderson, et al., 2002;  

Jang et al., 2006; Levin et al., 1995). Several reasons for this finding have been suggested in this  
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study, however, the differences found here may point the research community in new directions  

that explore the meanings African Americans attach to their roles in the family, the support they  

provide, how they provide this support, and what unknown support adds to the caregiving  

process. Moreover, the relationship between formal and informal coping support should be  

further explored in order to gain a greater understanding of its unique joint effect on the  

caregiver. Assumptions about social networks and support, based largely on race as the main  

indicator of differences, may not allow us to truly explore the degree to which African  

Americans and other minorities support their loved ones when they become ill, older, or disabled  

(Dilworth-Anderson et al., 2002). Other family members, friends, and the church may also give  

some clues as to their roles in assisting the care recipient and the caregiver. Culturally, many of  

the roles that African Americans play in their families that seem so natural  are imbedded in the  

socialization process and cultural expectations to do whatever needs to be done without  

medicalizing conditions or deeply analyzing illness  situations (Hargrave, 2006).  

Issues around education, income, the availability of other family support and the health 

condition of both the caregiver and the care recipient may shed more light on these finding as 

well. Future modeling of well-being among caregivers should utilize many of the demographic 

characteristics or antecedent variables as predictors rather than as control variables. This 

configuration of the ABC-X model may provide new approaches to understanding the 

multifaceted caregiving process and how it may be experienced by different caregivers. 

Likewise, the African American respondents in this study may have had less income, less 

education, more access to outside formal support services, and may have sought more of these 

types of services due to their employment situation or the unavailability of secondary or other 

family caregivers. One must consider many previous studies relied on smaller, convenience, and 

purposive samples and had larger samples of White respondents.  

Using more culturally appropriate and precise measures to explore the nuances of 

caregiving was another outcome of this research. Attempts to measure exactly what well-being is 

versus other positive outcomes such as life satisfaction, quality of life, uplifts, gains, subjective 

well-being, and objective well-being, can all distort what one really seeks to know in similar 

study designs. One may not always be certain that the reliability and validity of such measures 

precisely capture positive outcomes, negative outcomes, or a little of both.  Further, it seems 

plausible that since positive and negative experiences can co-occur, it would be helpful to have 
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measures that uniquely reflect these two opposing but integrated concepts in caregiving research 

(Chappell & Reid, 2002). 

  Taken all together, there is strong evidence of the increasing number of older, ill, and  

disabled family members in the U.S., and the world wide. At the same time, recent research has  

pointed to demographic changes that may adversely affect the availability of family members to  

provide this care, especially secondary caregivers, and the potential financial burden on society,  

formal service providers, and the health care system (Spillman & Pezzin, 2000; Wolf & Kasper,  

2006). Even with improved health and reduced disability, these trends indicate  that family  

caregivers will play an even more pivotal role in helping maintain older, ill, or disabled persons  

within their own community in the future (Pandya & Coleman, 2000). For diverse racial and  

ethnic caregivers, this shift in demographics will be further exacerbated due to chronic illness,  

inadequate or no health coverage, an economic downturn, and fewer family caregivers to assist  

with this care (Spillman & Pezzin, 2000; Wolf & Kasper, 2006). This situation may increase the  

likelihood of more joint formal and informal support use for some, while for others, it may  

stimulate the use of more formal support services in order to cope. 

 Naturally, the challenges for caregivers will be even more important for the research  

community to understand and to assess the differences that exist relative to levels of stress,  

coping, and manageability/mastery in the caregiving experience among racial groups but also  

within sub-groups. As families become more diverse, spend more hours in the work force, and  

live with more chronic and debilitating illnesses, the possibility of experiencing stress pile-up  

within the family system may adversely affect how many families will be able to cope and  

achieve a sense of adaptation and resilience. Attempts to explore these contextual and cultural  

differences can advance the caregiving agenda to new heights, and provide the necessary support  

and tools to caregiving families, and inform policy makers of the impact caregiving has on  

families and offer relief and assistance to those who find themselves in this role by choice or by  

circumstance. 
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Office of the Vice President For Research 
Human Subjects Committee 
Tallahassee, Florida 32306-2742 
(850) 644-8673. FAX (850) 644-4392 
APPROVAL MEMORANDUM 

Date: 1/9/2008 
 
To: Gregory Harris 
Address: 5643 Tecumseh Drive, Tallahassee, Florida 32312 
Dept.: FAMILY & CHILD SCIENCE 
 
From: Thomas L. Jacobson, Chair 
 
Re: Use of Human Subjects in Research 
Caregiver Well-being: Factors Influencing Positive Outcomes in the Informal Caregiving Process 
 
The application that you submitted to this office in regard to the use of human subjects in the proposal 
referenced above have been reviewed by the Secretary, the Chair, and two members of the Human 
Subjects Committee. Your project is determined to be Expedited per 45 CFR § 46.110(7) and has 
been approved by an expedited review process. 
 
The Human Subjects Committee has not evaluated your proposal for scientific merit, except to weigh the 
risk to the human participants and the aspects of the proposal related to potential risk and benefit. This 
approval does not replace any departmental or other approvals, which may be required. 
 
If you submitted a proposed consent form with your application, the approved stamped consent form is 
attached to this approval notice.  Only the stamped version of the consent form may be used in recruiting 
research subjects. 
 
If the project has not been completed by 1/5/2009 you must request a renewal of approval for 
continuation of the project. As a courtesy, a renewal notice will be sent to you prior to your expiration 
date; however, it is your responsibility as the Principal Investigator to timely request renewal of your 
approval from the Committee. 
 
You are advised that any change in protocol for this project must be reviewed and approved by the 
Committee prior to implementation of the proposed change in the protocol.  A protocol 
change/amendment form is required to be submitted for approval by the Committee.  In addition, federal 
regulations require that the Principal Investigator promptly report, in writing any 
unanticipated problems or adverse events involving risks to research subjects or others. 
 
By copy of this memorandum, the Chair of your department and/or your major professor is reminded that 
he/she is responsible for being informed concerning research projects involving human subjects in the 
department, and should review protocols as often as needed to insure that the project is being conducted 
in compliance with our institution and with DHHS regulations. 
 
This institution has an Assurance on file with the Office for Human Research Protection. The Assurance 
Number is IRB00000446. 
 
Cc: Carol Darling, Advisor 
HSC No. 2007.917 
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National Alliance for Caregiving/AARP Study Overview 

The National Alliance for Caregiving (NAC), the American Association of Retired 

Persons (AARP), Belden Russonello & Stewart (BRS) and Research Strategy Management, Inc. 

(RSM) designed a caregiving survey research project to achieve several goals. A major goal of 

the original project was to estimate the number of caregivers in the U.S. population, as well as 

the number of caregiving households. Other aims included comparing caregiving roles and 

impacts across racial and ethnic groups and expanding the understanding gained from the NAC 

& AARP (1997) caregiving survey.  

This study is unique because it examined activities that caregivers say they perform, the 

perceived impact of caregiving on their daily lives, and the unmet needs of this population. 

Researchers contend that the study makes several unique contributions. This was the first study 

that included caregivers ages 18 and older who provided care for people ages 18 and over (NAC 

& AARP, 2004). This procedure narrowed the focus on those people who were actively engaged 

in providing various types of care. Second, there is a focus on assessing the role of the caregiver 

by age and whether or not the caregivers provide at least one activity of daily living or one 

instrumental activity of daily living. Third, the study makes a concerted effort to have a 

representative number of ethnic minorities represented in the data set.  

Further, this study is unique in that it provides a rich profile of caregivers in the United 

States in the following areas: (a) prevalence of caregiving in the U.S.; (b) profile of caregivers; 

(c) characteristics of caregiving situations; (d) recipients of care; (e) intensity of caregiving; (f) 

caregiving support situation; (g) strain and stress of caregiving;(h) use of supportive services in 

the community; (i) unmet needs for help, information, or support; (j) spotlight on racial and 

ethnic subgroups; and (k) caregivers by age of recipient (NAC & AARP, 2004). 

Finally, the project design included developing a methodology for calculating incidence, 

drafting and pre-testing a questionnaire, and devising a series of sample frames to achieve a 

nationally representative sample of caregivers, as well as over-samples of three racial/ethnic 

groups (African Americans, Hispanics, and Asian Americans). See Appendix B for charts 

illustrating methodology for calculating incidences of caregivers (NAC & AARP, 2004). 
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Sample 

Sampling  

The study was based on a random national survey of 6,139 adults in the U.S., from which 

1,247 caregivers were identified. Caregivers were defined as 18 years of age or older living in 

the United States  and providing one or more activities of daily living (ADLs) or instrumental 

activities of living (IADLs) for someone 18 years of age or older.  The 1,247 caregiver 

interviews included a total of 200 African Americans, 204 Hispanic, and 200 Asian-American 

caregivers obtained through over sampling.  Interviewing was conducted September 5 through 

December 22, 2003. 

A total of 1,247 caregivers were obtained from the following samples: 

� The main Random Digit Dialing (RDD) sample produced 3,684 total interviews; 

� Targeted samples produced 1008 total interviews; and 

� Knowledge Network sample produced 1,447 total interviews. 

 

From all of these interviews, the researchers obtained interviews from 628 white, non-Hispanic 

caregivers, 200 African American caregivers, 204 Hispanic caregivers, and 200 Asian-American 

caregivers (NAC & AARP, 2004). 

Research Design 

The research design for the national study called for completing about 1,200 interviews 

with caregivers, including samples of at least 200 caregiver interviews among African 

Americans, Hispanics, and Asian Americans. To achieve this result in the most cost-effective 

way, the researchers used a combination of Random Digit Dialing (RDD), surname and targeted 

(RDD) sample frames. The supplemental samples (surname and targeted RDD) were 

implemented after the main (RDD) sample was finished and the number of remaining caregiver 

interviews in each subgroup needed to reach 200 interviews could be determined. 

After interviewing began with the supplemental samples, the researchers noticed the productivity 

was much lower than anticipated (based on 1997 incidence reports for minorities in the NAC & 

AARP study) for the Asian surname, Hispanic surname, and targeted Hispanic samples.  

For example, 3% of contacts from the Asian surname sampled produced an English-

speaking caregiver. Based on these factors and the dearth of other supplemental samples, the 
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research team consulted with Knowledge Networks to draw on their panel of Americans to 

complete the remaining Asian and Hispanic interviews. Knowledge Networks recruited the first 

online research panel that was designed to be representative of the entire U.S. population. The 

panel was recruited using high quality probability sampling techniques, and is not limited to 

current Web users or computer owners. Knowledge Networks selected households using random 

digit dialing (RDD) and provided selected households with free hardware and Internet access for 

participating in online surveys (NAC & AARP, 2004). 

 

Comparison of Data to National Samples 

 According to the researchers, data from all samples were combined and weighted for 

final analysis. Prior to that, the results from each sample were first compared with Census and 

the main Random Digit Dialing (RDD) sample, where appropriate, in an effort to detect bias 

stemming from the different frames utilized in the study. Comparative analyses were conducted 

in two steps: 1) comparing sex, age, and race of all randomly-selected respondents; and 2) 

comparing sex, age, and race of all caregiver respondents. For example, all African American 

randomly-selected respondents from the targeted RDD over-sample were compared with their 

counterparts in the main RDD sample (NAC & AARP, 2004).  

Additionally, the researchers obtained demographics of the African American caregivers 

from the targeted sample and compared with those obtained from the main Random Digit 

Dialing (RDD). The authors contended that these comparisons indicated that the best 

representative sample would be a combination of all, weighted to the known population or 

household parameters, depending on the level of analysis (NAC & AARP, 2004). 

 

Field Methodology  

Procedures 

 Interviews from the main RDD national sample, the African American over-sample, and 

the state surveys were conducted September 5 through October 14, 2003. The Hispanic and 

Asian over-samples continued through December 22, 2003.  A five-call design was used for 

interviewing so that every number was dialed at least five times in an attempt to establish 
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contact. Every soft refusal was followed by another attempt to convert the refusal into a 

completed interview. When contact was established, the interviewer asked to speak with the 

person in the household aged 18 or older with the most recent birthday. This technique served as 

the random selection process (NAC & AARP, 2004). 

 In the case of the racial/ethnic over-samples, race was also determined for eligibility. 

The interviewer continued with the screener among all randomly-selected respondents, and 

proceeded to the substantive portion of the questionnaire if a caregiver was identified and agreed 

to participate (NAC & AARP, 2004). 

For the Knowledge Networks (KN) panel, the screener portion of the questionnaire was 

administered to all of the Asian households on their panel, and a randomly selected sample of 

their Hispanic panelists. If a caregiver in the household was identified, the name, phone number, 

and a convenient time to call were obtained. If more than one caregiver was identified, 

Knowledge Networks randomly selected one to participate in the telephone interview. Those 

data were then forwarded to the field service to complete the caregiver interviews by telephone. 

Data from all online screeners and telephone interviews among Hispanics and Asians were 

collected (NAC & AARP, 2004). 

Definition of Caregiver 

For the purposes of this study, the researchers defined a caregiver using two mechanisms: 

1) self report from a screening question, and 2) verification through reporting assistance with at 

least one ADL or IADL. The screening question used for the randomly selected respondent to 

identify the presence of a caregiver in the household was as follows: 

In the last 12 months, have you or anyone in your household provided unpaid care to a 

relative or friend 18 years or older to help them take care of themselves? Unpaid care may 

include help with personal needs or household chores. It might be managing a person's finances, 

arranging for outside services, or visiting regularly to see how they are doing. This person need 

not live with you. (IF YES: IS THAT YOU OR SOMEONE ELSE IN THE HOUSEHOLD?) If 

a caregiver did not report providing help with at least one ADL or IADL in our series, the 

respondent was thanked for her/his participation and the interview was terminated. For all 

analytic purposes in this study, these self-reported caregivers are included as non-caregivers in 

the base of the 6,139 interviews (NAC & AARP, 2003). 

Estimating Incidence of Caregiving 
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Estimating the number of caregivers and caregiving households for the national study 

involved two major components. The first component was the collection of all data necessary to 

make the estimates. This included randomly selecting a respondent from all households 

contacted and obtaining a) demographic data on that individual; b) information about their 

household composition; c) the report of a caregiver(s) living in the household; and d) 

interviewing the caregiver (NAC & AARP, 2004). 

The second component of estimating incidence involved weighting the large sample of 

data to a representative sample of the U.S. population and households, based on 2003 U.S. 

Census population projections and 2003 household projections from Harvard’s Joint Center for 

Housing Studies (JCHS), which used U.S. Census 2000 household data to make their 

projections. From the weighted data the researchers estimated the proportion of caregivers and 

caregiving households in the U.S. (NAC & AARP, 2004). 

Data Collection 

The base from which to estimate caregiving in the U.S. relative to a nationally 

representative sample of adults and households was established through interviewing a 

randomly-selected respondent from each household contacted. Pertinent demographic data were 

collected on all of these initially, randomly selected respondents (age, race, and gender). 

Furthermore, data on the household were gathered for the national study (size, family or non-

family status of household members, age of householder, and race of householder) (NAC & 

AARP, 2004). 

The researchers’ randomly-selected respondents were asked whether or not there was a 

caregiver in the household. Three scenarios occurred based on the response from this question:   

1) if the randomly-selected respondent reported no caregiver in the household, the interview 

ended after obtaining the demographic data for the individual and the household; 2) if the 

randomly-selected respondent was a caregiver, the full questionnaire was administered (only 

these initially selected respondents were used to determine population incidence to estimate the 

size of the caregiving population);  3) and if the randomly-selected respondent was not a 

caregiver, but he/she identified someone in the household as a caregiver, the interviewer asked to 

speak with the caregiver after obtaining necessary demographic data from the randomly-selected 

respondent. The secondary respondent in a household was a caregiver by definition and was 

added to initial caregiver respondents to determine household incidence to estimate the number 
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of households with caregivers. (Only one caregiver per household was interviewed.) 

Interviewing continued until the desired number of caregivers was obtained (NAC & AARP, 

2004). 

Weighting Sample and Estimating 

Two weights were computed for estimating in the national study: a “population weight” 

was used to estimate the proportion of caregivers in the population, and a “household weight” 

was applied to estimate the proportion of caregiving households in the US. Estimating proportion 

of caregivers in the U.S. population weight was a sex/age/race matrix based on the third quarter 

(October) 2003 U. S. population projections by the U. S. Census. After applying the population 

weight to all data, the researchers looked at the proportion of caregivers among the randomly-

selected respondents in the sample. The result showed that caregivers comprise an estimated 

21% of the U.S. adult population. The estimated number of caregivers in the US adult population 

was 44,443,800 (NAC & AARP, 2004). 

To estimate the incidence of caregivers helping recipients who were 50 or older, the same 

procedure was used, except the researchers looked at the proportion of caregivers giving care to 

50+ recipients among the randomly selected respondents in the sample. An estimated 16% of the 

adult population, or 33,861,900 adults, cared for someone 50 or older (NAC & AARP, 2004). 

See Appendix B for tables of estimates of caregivers. 

Household estimates were calculated only for the national study. The household weight 

was based on the 2003 household projections derived from data supplied by JCHS, and 

constructed from a matrix of household type (family or non-family), age, and race of 

householder collected from all randomly selected respondents. Using the household weight, the 

researchers calculated the proportion of all caregivers, including those identified by the 

randomly-selected respondent who was not him/herself a caregiver, among all households 

interviewed. The researchers found that 21% of U.S. households contained a caregiver(s). The 

estimated number of caregiving households in the U.S. is 22,901,800. To estimate the incidence 

of households in which a caregiver(s) helped a recipient who is 50 or older, the same procedure 

was used, except the researchers focused on the proportion of all caregivers giving care to 50+ 

recipients among the households interviewed. 

The same procedures for making national estimates were used in calculating incidence 

within racial/ethnic subgroups from the national study. To calculate the incidence of caregivers 
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within a group, the base was either randomly-selected respondents within the designated race 

(for incidence in the population) or households of the designated race (for incidence of 

households). See Appendix B, Table 3 and 3A for the percentages and estimated numbers of 

caregivers and caregiving households within each subgroup.  

Weighting Results  

As described above, a population weight and a household weight were created to estimate 

the incidence of caregiving among the population and in households in the U.S. For reporting the 

results of the national survey in this report among the 1,247 caregivers interviewed, the data 

weighted by households were used for two reasons. One is that the NAC & AARP (1997) 

caregiving study reported household-level data and where questions were similar. The 

researchers desired to make a valid as possible comparison (NAC & AARP, 2004).  

The second reason is that the final caregiver sample was derived from identifying 

caregivers in the household even if they were not the initial, randomly-selected respondent. 

Hence, the sample is representative of caregivers in U.S. households. The margin of error for the 

sample of 6,139 interviews is plus or minus 1.3. The margin of sampling error for our caregiver 

sample of 1,247 is conservatively estimated at plus or minus 3.0 percentage points at the 95% 

level of confidence (NAC & AARP, 2004).  

Instrumentation 

Questionnaire 

The questionnaire was drafted by Belden, Russenello, & Stewart (BRS), the National 

Alliance for Caregiving (NAC), the American Association of Retired Persons (AARP), and 

Research Strategy Management (RSM), and drew from the 1997 NAC & AARP study, Family 

Caregiving in the U.S. The questionnaire has two components. The first comprises a screener 

used to a) identify caregiver(s) in the household, and b) obtain a host of demographic 

information from a randomly-selected respondent in all households contacted regardless of the 

presence of caregiving in the household. The questionnaire is composed of 95 questions 

assessing (a) prevalence of caregiving in the U.S.; (b) profile of caregivers; (c) characteristics of 

caregiving situations; (d) recipients of care; (e) intensity of caregiving; (f) caregiving support 

situation; (g) strain and stress of caregiving;(h) use of supportive services in the community; (i) 
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unmet needs for help, information, or support; (j) spotlight on racial and ethnic subgroups; and 

(k) caregivers by age of recipient (NAC & AARP, 2004). 

The second part of the questionnaire consisted of the substantive questions administered 

to all caregivers. A state survey was also conducted, but will not be used a part of this research. 

For the state surveys, a shorter version of the questionnaire was used. After undergoing several 

iterative revisions, a final draft was programmed into a computer assisted telephone interviewing 

(CATI) system and pre-tested.  Belden, Russenello, & Stewart (BRS), participated in training the 

interviewers, who were then monitored by members of the research team. Based on the results of 

the pretest and a debriefing of the interviewers, changes were made in question wording and 

length. The questionnaire was then translated into Spanish for those respondents who preferred 

to be interviewed in Spanish. BRS back-coded the Spanish questionnaire, and input from AARP 

helped to produce the final version. The interviews averaged 20 minutes in length for the 

national study, and 10 minutes for the state surveys (NAC & AARP, 2003). 
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Table 1 Estimating Incidence of Caregivers in U.S. Population 

 
   Incidence X 2003 Census Population =     Estimated Number 
      Estimates 
      [211,637,100]   44,443,800 
Caregivers  21%       
 
Caregivers 50+ 16%       33,861,900 

Adapted from NAC/AARP 2004 Caregiving in the U.S. Study. 

 
Table 2 Estimating Incidence of Caregiving Households in U.S. Population 

 
    Incidence  X    2003 Census Population =  Estimated Number 
      Estimates 
      [109,056,000]   22,901,800 
Caregiving Households 21%       
 
Caregivers Households 50+ 17%      18,539,500 

Adapted from NAC/AARP 2004 Caregiving in the U.S. Study. 

 
Table 3 Racial/Ethnic Groups in U.S. Population/Households Based on 2003 Census Projections 

 
    Adult Population N=   Households N= 
Total                  211,637,100                                    109,056,000   
    
White, non-Hispanic                      153,985,500                                      80,682,800 
African American/Black                  24,380,600                                      13,412,200 
Hispanic                                           23,338,800                                      10,457,300 
Asian-American                                 8,486,200                                        4,502,700 

Adapted from NAC/AARP 2004 Caregiving in the U.S. Study. 

 
Table 3A Estimated Number of Caregivers in U.S. in Each Racial Subgroup 

              National White  Black  Hispanic Asian 
 
Caregivers           44,443,800      32,337,000     5,119,900        3,734,200      1,527,500 
   Caregiver 50+                   33,861,900      26,177,500      3,657,100        2,800,700      1,272,900 
   Caregivers 18-49               10,581,900        6,159,400      1,462,800          933,600         254,600 
 
Caregiving households         22,901,800      16,943,400      2,816,600        1,777,700       765,500 
   Helping Caregivers 50+    18,539,500      13,716,100      2,011,800        1,359,400        630,400 
   Helping Caregivers 18-49   4,362,200        3,227,300         804,700           418,300        135,100 

Adapted from: NAC/AARP 2004 Caregiving in the U.S. Study 
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APPENDIX C 

 
SURVEY QUESTIONS OF INTEREST IN THIS STUDY 
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Research Study Questions 

The following questions represent the original survey questions or the initial screening questions 

during the telephone interview. The questions specifically characterizing the variables to be used 

in this study are shown in brackets with large letters.  Some questions are provided because they 

are the root question to the key variables of interest for this current study. 

 
Survey Questions of Interest for this Current Study 

______________________________________________________________________________ 
 

1. [S3]. Are you of Hispanic origin or background? ([S] Screener recorded).  
YES 
NO 
DK 
REF 

2. [S4] Would you say you are white, black or African American, Asian or Pacific Islander 
or something else? [RACE] 

WHITE 
BLACK 
ASIAN 
(/INDIAN) 
OTHER (SPECIFY____) 
DK (TERMINATE) 
REF (TERMINATE) 

 
3. *Thinking of all the kinds of help you [provide/provided] for you (_________), about 

how many hours [do/did] you spend in an average week, doing these things? 
<1 
1-8 
9-20 
21-39 
40+ 
DK/REF 
 

4. *I’m going to read a list of kinds of help, which might be provided to a person, if the 
person cannot do this by him or herself. For each, just tell me if you [provide/provided] 
this kind of help. [Do/Did] you help your (Q1B CODE)…. [Q. 14-26]. 

 
YES 
NO 
DK 
REF 
Get in or out of beds and chairs 
Get dressed 
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Get to and from toilet Bathe and shower 
Dealing with incontinence or diapers 
By feeding him or her 
Giving medications, pills, or injections 

 Here are some other kinds of assistance some people provide. [Do/Did] you provide help 
for your (Q1B Code) with: 

   Managing finances, such as paying bills, or filling out insurance claims 
   Grocery shooing, other shopping 
   Housework, such as doing dishes, laundry, or straightening up 
   Preparing meals 
   Transportation, either by driving him or her, or helping your (Q 1B 

CODE) get transportation. 
Arranging or supervising services from an agency, such as nurses or aides. 
 
IF NO/DK/REF TO ALL Q. 14-26: TERMINATE (TREAT AS NON     
CAREGIVER HOUSEHOLD). 

 
These two combined indices represent the [LEVEL OF INTENSITY/CARE DEMAND] in this  

current study. 

* Level of Burden is the sum of these two indices, which constitute The “Level of Care 

Index” (LoC) that will be used in this study, was first developed and applied in Family 

Caregiving In The U.S.: Findings from a National Survey (NAC/AARP, 1997). It is based 

on two variables that resulted from a “factor analysis” of a larger set of variables and may be 

interpreted as an intensity of care measure. The two variables are (1) hours of care per week, and 

(2) types of care. As shown below, each variable expresses four categories: 

 

Variable Response Category 

Hours of care per week 1 = 0 to 8 hrs; 2 = 9 to 20 hrs; 3 = 21 to 40 hrs; 4 = 41 or more or  

“constant care”.  Types of care provided 1 = 0 IADLs / 0 ADLs or; 1 IADL/ 0 ADLs; 2 = 2+  

IADLs / 0 ADLs; 3 = 1 ADL (with or without IADLs); and 4 = 2+ ADLs (with or without  

IADLs).    
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5. +Think of a scale from 1 to 5, where 1 is not a strain at all and 5 is very much a strain. 
How much of a physical strain would you say that caring for your (_____) [is/was] for 
you? [PHYSCIAL STRAIN] 

 
1 NOT A STRAIN 
2  
3 
4 
5 VERY MUCH 
DK/REF 
 

6. +Using the same scale from 1 to 5, where 1 is not at all stressful and 5 is very stressful, 
how emotionally stressful would you say that caring for your (_____) [is/was] for you? 
[EMOTIONAL STRESS] 

 
1 NOT STRESSFUL 
2  
3 
4 
5 VERY STRESSFUL 
DK/REF 

 
7. +Using the same scale from 1 to 5, where 1 is no hardship at all and 5 is a great deal of 

hardship, how much of financial hardship would you say that caring for your (_____) 
[is/was] for you? [FINANCIAL HARDSHIP] 

 
1 NO HARDSHIP 
2  
3 
4 
5 GREAT HARDSHIP 
DK/REF 

+The scaled combination of these three questions represents the dependent variable of [WELL-
BEING] in this current study. 

 
8. I’m going to read a list of ways that caregivers such as yourself have coped with the 

demands of caregiving. For each one, please tell me whether you have used any of these. 
[Have/Did] you ever [tried/try] to cope with caregiving stress by: [INFORMAL COPING 
RESOURCES]. 

 
   YES 
   NO 
   DK 
   REF 

Talking with or seeking advice from friends or relatives 
   Exercising or working out 
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   Taking any kind of medication 
   Talking to a professional or spiritual counselor 
   Praying 
   Going on the Internet to find information 
   Reading about caregiving in books or other materials 
 
9. I’m going to read a list of services that some people use to help them better take care of 
other people, and I’d like you to tell me whether you [have used/have ever used] each one or not. 
In your experience as a caregiver, [Have/Did] you ever… [FORMAL COPING RESOURCES]. 
   YES 
   NO 
   DK 
   REF 
   Requested info about financial help 
   Obtained formal training 
   Used transportation service 
   Used services such as Meals on Wheels 
   Enrolled recipient in recreation camp 
   Took part in support group 
   Enrolled recipient in Adult Day Care 
   Used respite service 
 
10. As a caregiver, on which of the following do you feel you [need/needed] more help or 
            information: [MANAGEABILITY/MASTERY-UNMET NEEDS] 
   YES 
   NO  
   DK 
   REF 
   Keeping the person I care for safe at home 
   Managing challenging behaviors, such as wandering 
   Easy activities I can do with the person I care for 
   Managing incontinence or toileting problems 
   Moving or lifting the person I care for 
   Balancing my work and my family responsibilities 
   Finding time for myself 
   Choosing an assisted living facility  
   Choosing a nursing home 
   Choosing a home care agency 
   How to talk with doctors and other healthcare professionals 
   Managing my emotional and physical stress 
   Making end-of-life decisions 
   Finding non-English language and educational materials 
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