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Over the past decade, changes in health, economic, and social policies have 

shifted the dying process out of hospitals and into the community. This exploratory, 

hypothesis-generating study investigated positive and negative caregiving as well as 

care management resources of community-based end-of-life caregivers and how they 

related to caregivers’ personal growth following the death of the care receiver. 

Retrospective, cross-sectional survey data were collected from 144 respondents 

in Lane County, Oregon who reported having provided care for at least one terminally 

ill person. Data were analyzed using an adapted stress process conceptual framework. 

Factor analyses determined whether internally consistent measures could be obtained 

from two new indices related to end-of-life care: a caregiving inventory and a care 

management resource index. Hierarchical multiple regression analysis examined the 

mediational relationships between care management resources and positive and 

negative caregiving in predicting personal growth of end-of-life caregivers following 

bereavement.  

Factor analyses verified that the investigator-developed caregiving inventory 

was comprised of two conceptually distinct factors, negative caregiving and positive 



caregiving, and the care management resource index was comprised of a single factor, 

care management resources. Factor scores were generated as a last step in factor 

analyses. Hierarchical multiple regression analysis was then undertaken with personal 

growth as the dependent variable. Control variables (age, gender, ethnicity, education, 

income, and level of caregiving) were entered first, the care management factor score 

was entered next, and the positive and negative caregiving factor scores were entered 

last. 

As predicted, higher levels of care management resources were associated with 

more positive caregiving and higher levels of positive caregiving were associated with 

greater personal growth. There was no relationship between negative caregiving and 

personal growth, nor was negative caregiving related to care management resources. 

The regression analysis did not support a mediational model. 

Results from this study add to the evidence that positive and negative aspects 

of caregiving should be treated separately and demonstrate the influence of positive 

perceptions of end-of-life caregiving experiences on long-term bereavement outcomes. 

Findings suggest the value of interventions designed to promote and enhance positive 

aspects of the end-of-life caregiving experience.
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END-OF-LIFE CAREGIVING 

CHAPTER 1 

Introduction 

Beginning in the 1950s, the development of advanced biomedical technology 

changed the way Americans died. Life-sustaining treatments to prolong the dying 

process proliferated and became not only commonplace but expected. Instead of dying 

at home in the care of their families, the dying were transferred to hospitals where they 

were treated with increasingly impersonal, aggressive, and costly medical 

interventions. By the early 1990s, spiraling end-of-life health care costs had 

contributed to a significant increase in personal health care spending. Death had 

become an expensive, institutional event.  

The first national study of Americans’ views regarding end-of-life care 

(American Health Decisions, 1997) provided insight into public concerns about the 

highly technological medical management of the dying process. Americans had come 

to fear how they died rather death itself. Instead of treatments to artificially prolong 

life, they wanted dignified, compassionate care that allowed death to occur naturally in 

the comfort of familiar surroundings with loved ones present. They did not want the 

cost of end-of-life care to become a financial burden to their families. They began to 

insist on dying at home rather than in the hospital and they supported community 

advocates who were spearheading efforts to change public policy regarding death and 

dying (Field & Cassel, 1997). 

Confronted by rapidly rising health care costs, public and private health 

insurance providers also began to discourage use of hospital care and encourage use of 
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community-based health care services for the terminally ill. Hospitalization rates 

were reduced, lengths of hospital stays were shortened, and home-based care 

proliferated. Contemporaneously, the hospice movement grew and public funding now 

makes hospice care a common alternative in end-of-life care. In short, over the past 

decade, numerous changes in health, economic, and social policies have shifted the 

dying process out of hospitals and back into the community. Today more than 70% of 

the terminally ill want to die at home (Last Acts, 2002) and community-based 

caregivers are becoming the principal providers of end-of-life care. 

Oregonians have been leaders in the movement to provide care of the dying in 

community-based settings. Oregon has the highest rate of death at home (Brown 

University, 2004) and one of the lowest rates of hospital deaths in the country 

(Dartmouth Atlas Project, 2003). Currently 34% of all deaths in Oregon take place at 

home; an additional 29% occur in nursing homes, in-patient hospices, and other 

community residential institutions (Oregon Center for Health Statistics, 2004). Oregon 

has developed an extensive network of strong community services and resources to 

support community-based dying (Tolle, Rosenfeld, Tilden, & Park, 1999). 

When death occurs in the home, family and friends bear considerable 

responsibility for caregiving. There are no reliable estimates of the number of 

community caregivers specifically providing end-of-life care. Based on the overall 

magnitude of caregiving, however, their numbers are likely to be substantial. More 

than 44.4 million Americans, or an estimated 21% of the adult population, provide 

unpaid care for an ill or disabled adult. Seventy-nine percent of those who receive care 

are 50 years of age or older (mean age, 75) and thus are likely to have serious chronic 
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or terminal illnesses. In economic terms, the estimated value of the care provided by 

informal caregivers is $257 billion annually (National Alliance for Caregiving & 

AARP, 2004). 

Although considerable effort has been devoted to understanding the impact on 

caregivers of providing care to individuals with chronic illnesses, researchers are now 

systematically exploring the effects of providing end-of-life care. The experience of 

caring for someone who is dying can create a complex, meaningful, and sometimes 

life-changing array of burdens and rewards. Although much of the research has 

focused on negative effects and outcomes, recent efforts have also illustrated the 

positive aspects of end-of-life caregiving.  

Caregiving responsibilities for the terminally ill are physically, emotionally, 

financially, and socially challenging, especially for the person who has not had any 

specialized training for this role. One commentary on end-of-life caregiving noted: 

“We send people home who are very sick and do not make the correlation that an 

untrained person or family member will have to do the work of an entire hospital 

staff” (Connor & Adams, 2003, p. S8). As well as being challenging, however, 

caregiving can also be fulfilling. Gratifications reported by caregivers include giving 

back to someone who has cared for them, satisfaction of knowing that excellent care is 

being provided, gaining meaning and purpose in life, and achieving a sense of 

personal growth (Allen, Haley, Roff, Schmid, & Bergman, 2006). 

The inevitable outcome of end-of-life caregiving is loss. Until recently, 

caregiving and bereavement have been addressed as two separate areas of inquiry. 

Current research in end-of-life caregiving (Schulz et al., 2001) suggests that 
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bereavement outcomes must be viewed in the context of the caregiving experiences 

that precede the death of a loved one. Providing end-of-life care may enable the 

caregiver to prepare for and grieve the anticipated loss, thus promoting more adaptive 

bereavement outcomes after the death. To date, however, few studies have directly 

examined the potential relationship between end-of-life caregiving and personal 

growth following bereavement. 

The purpose of this exploratory, hypothesis-generating study was to gain a 

better understanding of the experiences of end-of-life caregivers and how those 

experiences related to personal growth following the death of the care receiver. 

Specifically, this study explored the following research questions among a sample of 

community-based end-of-life caregivers:  

• What are the psychometric properties of two new indices: (a) An inventory of 

items assessing caregiving experiences at the end of life, and (b) an index of 

items assessing the care management resources available when providing end-

of-life care? 

• Are end-of-life caregivers’ perceptions of positive and negative caregiving 

experiences and available care management resources related to their 

perception of personal growth following the death of the care recipient? 

In addition to providing insight into the positive as well as the negative effects 

and outcomes of caregiving, the findings from this study pinpointed specific issues to 

consider when designing services for community-based caregivers. Results may 

advance the long-term goal of the study: the development of evidence-based 

interventions to enhance personal growth for those who provide care at the end of life.
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CHAPTER 2 

Literature Review 

 Caring for someone who is dying is complex, multifaceted, and challenging. 

Following the outline suggested by an adapted stress process conceptual model, this 

literature review addresses the factors involved with the outcomes of end-of-life 

caregiving. 

Conceptual Perspective 

As a preface to the discussion of the conceptual underpinnings of this study, it 

is worthy of note that one of the major limitations of the science of end-of-life care is 

the absence of theoretical grounding (Steinhauser, 2005). Although the exploration of 

caregiving has more frequently employed theory, studies focusing on the intersection 

of caregiving and end-of-life care have remained largely atheoretical. In studies where 

theory has been used to examine end-of-life caregiving, theories that have been 

employed include role theory, social exchange theory, family systems theory, and 

stress and coping theory (Hauser & Kramer, 2004; Kramer, 1997). Stress process 

models derived from stress and coping theory have successfully captured the 

complexity and variability inherent in the end-of-life caregiving experience and thus 

have been widely applied in end-of-life caregiving research (Hauser & Kramer, 2004). 

Stress Process Model 

 The current study was grounded in the stress process model developed by 

Pearlin and colleagues (Aneshensel, Pearlin, Mullan, Zarit, & Whitlach, 1995; Pearlin, 

Lieberman, Menaghan, & Mullan, 1981; Pearlin, Mullan, Semple, & Skaff, 1990). 

This stress process model conceptualizes the caregiving experience in terms of 
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interactions between the individual and the environment. As a process model, it 

focuses on the relationships among the elements posited to contribute to the overall 

caregiving experience. The underlying assumptions of this model, when applied to 

caregiving research, suggest that the elements involved in the stress process can be 

operationalized; the stress process can be fully represented by the operationalized 

elements; and the stressors and stress mediators have causal relations with outcomes 

of stress (Farran, 1997). 

The stress process is comprised of four domains: stressors, background and 

context of stress, outcomes of stress, and mediators of stress (Aneshensel et al., 1995; 

Pearlin, Mullan, et al., 1990). A stressor is defined as a life event that imposes 

demands on the individual that can tax or exceed the resources available, thereby 

endangering health and well-being. In this model, caregiving is viewed as a stressor 

that poses risk. The level of stress experienced by a caregiver is influenced not only by 

actual demands and hardships, but also by subjective perceptions of the caregiving 

situation. The background and contextual factors arise from the social, economic, 

cultural, and political environment in which caregivers reside. These factors influence 

the extent to which caregivers experiences stress, the types and levels of resources at 

their disposal, and the caregiving outcomes that emerge. Broadly defined, outcomes 

refer to the consequences or manifestations of stress and can include deleterious 

effects on both physical and mental health. Finally, mediators are the personal, social, 

and material resources that modify the causal relationships between stressors and 

outcomes. Mediators are major factors in explaining individual variation in the effect 

of stressors on outcomes. 
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The stress process model has been widely applied in the examination of 

negative aspects and outcomes of caregiving, but has been less useful in understanding 

positive aspects and outcomes (Farran, 1997). Given qualitative evidence that the 

positive dimensions of caregiving make a substantial contribution to the variability in 

caregiving outcomes, the stress process model has recently been adapted to capture 

positive as well as negative elements of the caregiving experience (Kramer, 1997). 

Caregiver Adaptation Synthesis 

To investigate the nature and outcomes of end-of-life caregiving, this study was 

guided by the Caregiver Adaptation Synthesis Model (Kramer, 1997). Kramer’s 

integrated conceptual framework was derived primarily from the stress process model, 

but differs from the stress process model by taking both positive and negative aspects 

of caregiving into consideration. 

The Caregiver Adaptation Synthesis Model identifies three domains in the 

caregiver adaptation process: background and context, intervening processes, and 

outcomes. In Kramer’s (1997) framework, background and context is central to 

understanding all other aspects of the caregiving experience. Background and context 

variables are more comprehensive than those of the stress process model and 

encompass caregiver characteristics, attitudes, effort, and potential stressors related to 

the caregiving situation as well as the environment of the caregiving situation. 

Intervening processes in the caregiver adaptation framework incorporate the resources 

addressed by the stress process model in addition to subjective appraisals of both the 

positive and negative aspects of caregiving. Finally, in contrast to the stress process 

model, outcomes in the caregiver adaptation framework explicitly include both 
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positive and negative indicators rather than negative outcomes only. Intervening 

processes mediate the causal relationship between background and context variables 

and positive and negative outcomes.  

When applied to this end-of-life caregiving study (Figure 1), the three domains 

of the caregiver adaptation process include: caregiver characteristics (background and 

context), care management resources and caregiver appraisal of positive and negative 

caregiving factors (intervening processes), and personal growth (caregiver well-being 

outcome). I have adapted Kramer’s (1997) framework by using a single outcome 

indicator rather than separate indicators for positive and negative outcomes. The 

personal growth outcome measure used in this study, however, incorporates both 

positive and negative dimensions and thus remains consistent with the Kramer 

framework. 

Figure 1 
Factors Influencing Perceived Personal Growth of Caregivers Following Provision of 
End-of-Life Care (adapted from Caregiver Adaptation Synthesis Model, Kramer, 
1997, p. 229). 
 
 
 
 
 
 
 
 
 
 
 

As depicted in Figure 1 above, relevant background and context variables 

include caregiver characteristics and level of caregiving. These variables provide the 

foundation for understanding the caregiving experience. Caregiver background 
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characteristics included in the model are age, gender, ethnicity, education, and income. 

The level of caregiving context variable represents the relative intensity of the 

caregiving experience. Intervening process variables include care management 

resources, which influence caregivers’ ability to deal with the complexities of the 

caregiving situation. Other intervening process variables are positive and negative 

caregiving factors, which indicate caregivers’ subjective interpretations of end-of-life 

caregiving. The final domain in the model is the outcome, defined as the level of 

personal growth following the death of the care recipient. Personal growth is a 

continuous measure: Lower personal growth scores indicate a more negative outcome 

and higher personal growth scores indicate a more positive outcome. 

Literature Review Method 

 This study is based upon a review and synthesis of the end-of-life and 

caregiving literature published in English between the years of 1990 – 2007 and cited 

in the following computerized databases: Academic Search Premier, Ageline, ERIC 

(Educational Resource Information Center), EBSCO Psychology & Behavioral 

Sciences Collection, MEDLINE, PsychINFO, and Web of Science (Science Citation 

Index and Social Sciences Citation Index). The following keywords were utilized in 

the search: end of life care, death and dying, hospice care, palliative care, terminal 

care, and terminal illness; caregiving, caregivers, family caregiving; and personal 

growth, transformation, transcendence, psychological adaptation, positive outcome, 

benefit, reward, and satisfaction. The focus was on studies relating to adults from the 

United States, Canada, Western Europe, and Australia. Although there is a growing 

body of literature related to end-of-life caregiving in Asian countries, studies from 
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these countries were not included because of cultural differences in approaches to end-

of-life care. Publications deemed irrelevant on the basis of title and/or abstract were 

eliminated. Additional literature was identified by cross-referencing and by manually 

reviewing key end-of-life and family caregiving texts, which captured a sampling of 

relevant literature published prior to 1990. The bulk of the literature pertaining to end-

of-life caregiving has been published in health care journals and texts, reflecting the 

fact that in Western cultures dying has come to be considered a medical event. 

Caregiver Demographic Characteristics 

 Research relating caregiver demographic characteristics to caregiving 

outcomes provides guidance on the use of demographic indicators in end-of-life 

research. The demographic variables considered to be among the most important 

influences on caregiver outcomes are age, gender, ethnicity, and socioeconomic status 

(Kinsella, Cooper, Picton, & Murtag, 2000). Each of these variables is briefly 

reviewed below. In this study, demographic variables were used both to describe the 

sample and as control variables. 

Age 

 In past caregiving research, age has most often been used primarily as a 

descriptive or control variable and not examined for its direct effect on caregiving 

outcomes. In a comprehensive review of the literature exploring family caregiving in 

palliative care, Kinsella et al. (2000) concluded that older caregivers may be more 

accepting of the caregiver role than younger caregivers, but because of their lower 

average incomes and poorer health, may also be more vulnerable to the stresses of 

caregiving. Several recent studies have indicated that end-of-life caregiving may be 
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more burdensome for younger caregivers. A Canadian study conducted by Dumont et 

al. (2006) with 212 caregivers of advanced cancer patients determined that being a 

younger caregiver was moderately but significantly correlated with higher levels of 

psychological distress. This finding was confirmed in studies conducted in the U.S. 

and Britain. Goldstein et al. (2004) reported that younger caregivers experienced a 

higher level of burden than their older counterparts. Other studies reported that 

compared to older age groups, caregivers under 55 years of age reported the highest 

level of depression (Given et al., 2004) and higher levels of stress (Scott, Whyler, & 

Grant, 2001). In a similar vein, utilizing data from 233 caregivers of terminally ill 

cancer patients, Leach et al. (2004) reported that caregivers under the age of 55 

experienced significantly greater role overload resulting from multiple and sometimes 

conflicting role responsibilities. Given this consensus of findings, age was selected as 

an important background variable to include in the current study and was controlled 

for statistically without a specific prediction regarding the direction of its effect. 

Gender 

 A number of investigators have examined the relationship of gender to end-of-

life caregiving experiences. Two large studies reported that 30% of end-of-life 

caregivers are men (Fromme et al., 2005; Hauser et al., 2006). Several studies have 

indicated that female gender was a significant predictor of higher caregiving strain, 

burden, or distress (Dumont et al., 2006; Fromme et al., 2005; Rohrbaugh et al., 2002; 

Scott, 2001; Yin, Zhou, & Bashford, 2002). Two other reports, however, concluded 

that men experienced higher levels of end-of-life caregiving strain than women 

(Hauser & Kramer, 2004; Kinsella et al., 2000). The discrepancy in these findings may 
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result from the fact that men are less likely than women to report caregiver strain or to 

seek emotional support (Fromme et al., 2005; Hauser & Kramer, 2004; Kinsella et al., 

2000; Scott, 2001), possibly because of cultural expectations for men to exhibit higher 

levels of stoicism, control, and independence (Hauser & Kramer, 2004; Kinsella et al., 

2000). Because gender has a potentially important influence on the outcomes of 

caregiving, it was included as background variable in the current study and was 

controlled for statistically, without a specific prediction regarding the direction of its 

effect. 

Race and Ethnicity 

The literature on caregiving within the context of chronic, long-term illness has 

established the important roles of race, ethnicity, and culture in stress and coping 

processes (Kinsella et al., 2000). In a sophisticated meta-analysis of 116 empirical 

studies of family caregivers, Pinquart and Sorensen (2005) verified numerous 

differences among African American, Hispanic, Asian American, and White non-

Hispanic groups. These differences were found in diverse variables including 

caregiver stressors, filial obligation beliefs, social support, coping styles, and caregiver 

outcomes. A comprehensive review by Dilworth-Anderson, Williams, and Gibson 

(2002) further detailed ethnic differences in caregiving experiences.  

The role of ethnicity also has been established in research examining end-of-

life caregiving (Kwak & Haley, 2005; Turner, Wallace, Anderson, & Bird, 2004). 

Pinquart and Sorensen (2005) observed that caregivers from the three ethnic minority 

groups they studied (African American, Hispanic, and Asian American) were more 

similar to each other than to White caregivers on many of the variables tested. Further 
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support for the importance of ethnicity was found by Kwak and Haley (2005) in a 

review of 33 empirical studies that examined ethnicity and end-of-life decision 

making. Kwak and Haley concluded that definite ethnic differences existed with 

regard to end-of-life decisions and practices. They suggested that “end of life is a 

distinct context that merits special study in research on diversity and aging” (p. 640) 

and recommended that clinical care incorporate the values and preferences found 

among diverse racial and ethnic groups. In terms of research, however, Crawley 

(2005) warned that the influences of ethnicity and socioeconomic status on end-of-life 

care may be confounded, and it is socioeconomic status rather than ethnicity that may 

account for differences across ethnic groups. The preponderance of evidence indicates 

the importance of including ethnicity among the background control variables in the 

current study model, although I was unable to make a specific prediction regarding its 

effect. 

Socioeconomic Status 

Socioeconomic status (SES), a measure of an individual’s place within a social 

group, is based on a number of indicators including education, income, and 

occupation. As was the case for age, SES indicators are more commonly used as 

descriptive or control variables than investigated for their direct effect on caregiving 

outcomes. When outlining the stress process model, Pearlin et al. (1990) delineated 

SES as one of the key characteristics that influenced caregiver stress, yet the bulk of 

the studies employing stress process models do not incorporate SES into statistical 

analyses (e.g., Haley, LaMonde, Han, Burton, & Schonwetter, 2003). The Kinsella et 

al. (2000) review of research employing stress process models in palliative care 
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summarized results from the general caregiving literature and concluded that higher 

levels of SES ameliorated the extent to which caregiving became burdensome. 

Investigators studying end-of-life caregiving have reported similar results. In a 

study of 47 caregivers of advanced cancer patients, low SES was associated with more 

negative appraisals of caregiving stressors (Oberst, Thomas, Gass, & Ward, 1989). In 

a similar study with 30 cancer caregivers, Andrews (2001) noted that low SES was 

significantly correlated with higher caregiver burden. A British cross-sectional study 

of 960 cancer deaths found that caregivers from lower SES classes were more passive 

in seeking information and access to services than those from upper SES classes, but 

had stronger local family networks that provided greater practical and emotional 

support than other classes, making their experience of caregiving less isolated 

(Kessler, Peters, Lee, & Barr, 2005). In an examination of the impact of social 

differences on end-of-life care, Payne (2004) noted that caregivers from higher SES 

classes receive more palliative care services and have better access to resources than 

their counterparts from lower SES classes. Because this review of the literature 

indicated that SES is a potentially important variable influencing the outcomes of end-

of-life caregiving, SES indicators have been included as background and control 

variables in the study model, although a specific prediction regarding the direction of 

its effect is not possible. 

Level of Caregiving 

 Level of caregiver involvement has been widely investigated as a potential 

predictor of caregiver burden or strain. Providing extensive caregiving has generally 

been assumed to be more stressful than providing occasional caregiving (Haley et al., 
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2002). The degree to which caregivers are involved in end-of-life caregiving activities 

has frequently been examined using objective measures related either to the hours of 

caregiving provided (e.g., Haley et al., 2003), or the amount of assistance with 

activities of daily living (e.g., Brazil, Bedard, Willison, & Hode, 2003). Although 

studies examining the amount of end-of-life care have linked higher levels of 

caregiving to higher levels of caregiver stress and burden, objective measures of the 

extent of caregiving have explained only a small portion of the variability in caregiver 

distress (Pinquart & Sorensen, 2003). 

Empirical evidence suggests that subjective perception of the degree of 

involvement in caregiving provides a stronger measure of the potential effect of 

caregiving than objective measures of the amount of care provided (Haley et al., 2002; 

Montgomery & Williams, 2001). Perceived level of involvement has been represented 

using indicators of caregiving centrality (Bass, Tausig, & Noelker, 1988; Townsend & 

Poulshock, 1986). Centrality reflects the degree of importance caregivers ascribe to 

their caregiving contributions and has most frequently been assessed using three levels 

of caregiving importance: (a) the single caregiver most important in providing care; 

(b) caregivers whose contributions are very important but not primary, and (c) 

caregivers who do not help as much or as often, but who still provide an important 

source of assistance. One large survey of 1,189 end-of-life caregivers in Oregon 

(Tilden, Tolle, Drach, & Perrin, 2004) used a two-level indicator of caregiving 

centrality (main caregiver vs. shared care with others) to examine caregiver burden. 

Being the main caregiver was associated with greater caregiver strain than sharing 

care with others. Given evidence that the perceived extent of caregiving influences 
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caregiver well-being, a three-level centrality indicator of caregiving involvement 

(primary, not primary but helped a lot, helped when could) was included as a context 

and control variable in the current study model.  

Care Management Resources 

 Caregivers’ needs and the resources caregivers require to manage end-of-life 

care have been extensively investigated. Much of this work has been directed at 

understanding either the quality of care or satisfaction with care at the end of life from 

the caregiver’s perspective. Several comprehensive reviews of the literature 

addressing these topics have been published over the last 10 years (Andershed, 2006; 

Aoun, Kristjanson, Currow, & Hudson, 2005; Hudson, Aranda & Kristjanson, 2004; 

Hull, 1989; Kristjanson & Aoun, 2004; Lobchuk & Stymeist, 1999; Thielemann, 

2000). Overall the evidence is consistent: Good communication with health care 

providers, adequate information about care delivery, and appropriate pain relief and 

symptom management for the dying person are of crucial importance to end-of-life 

caregivers. 

These reviews of the literature have also pointed out the limitation of the 

research on these topics. Most studies have been exploratory, using qualitative 

methods or quantitative methods with descriptive, cross-sectional designs; few have 

employed identifiable theoretical or conceptual frameworks. With few exceptions, 

sample sizes were generally small. Causes of illness differed across the studies, with 

cancer and dementia predominating. Caregivers’ age ranges were wide, both genders 

were represented, and multiple types of caregiver-care receiver relationships were 

included (spouses or partners, siblings, children, friends). It is notable, however, that 



17 

 

despite differences in sample, design, and method of inquiry, studies on the same topic 

have reached similar conclusions. 

 Andershed (2006) conducted the most thorough and systematic review of the 

literature focusing on the overall experience of end-of-life caregiving including the 

needs of end-of-life caregivers. This review analyzed 94 research studies assessed to 

be of medium to high methodological quality; 59 studies were qualitative and 35 

quantitative. In terms of care management resources, Andershed’s review identified 

the necessity for information and communication as the primary theme; the consensus 

across these investigations was that optimal communication and sufficient information 

made it possible for caregivers to function at their best. In addition, relief of the care 

receiver’s pain and discomfort was consistently associated with more positive 

assessments of the caregiving role. Other reviews of the literature (Hudson et al., 

2004; Kristjanson & Aoun, 2004), although not as exhaustive as the Andershed 

review, echo the same themes: Information, communication, service provision, and 

support from health and community services are essential needs of end-of-life 

caregivers. These concepts are detailed further below. 

Because of their demonstrated importance to end-of-life caregivers, care 

management resources were among the explanatory variables investigated in this 

study. I anticipated that care management resources would be directly associated with 

an optimal caregiving outcome: These resources would have a moderately strong, 

positive effect on personal growth following death of the care receiver. I also 

anticipated that variations in levels of care management resources would have a 

significant effect on positive and negative caregiving: More care management 
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resources would be associated with more positive and less negative caregiving. When 

both positive and negative caregiving were considered, however, I expected that care 

management resources would no longer be significantly related to personal growth. 

Communication With Health Care Professionals 

Communication was one of the most frequently identified areas of need. 

Caregivers wanted clear, honest, straightforward, open communication with health 

care professionals who were sensitive to their needs as well as the needs of the dying 

person (Andershed, 2006; Hudson, et al., 2004; Kristjanson & Aoun, 2004). Many 

caregivers have not openly discussed death and dying and are unfamiliar with the 

dying process, which makes communication with health care professionals especially 

important (Andershed, 2006; Rose, 1999).   

 With doctors. Not surprisingly, interaction with physicians is an integral part of 

end-of-life care. Having a physician with whom one can discuss concerns is of 

paramount importance to caregivers. Results from a cross-sectional stratified random 

survey of bereaved caregivers (N = 332) ranked communication with physicians as 

one of the highest of 44 attributes of quality care at the end of life (Steinhauser et al., 

2000). Although many caregivers are satisfied with their communications with 

physicians, some are not. For example, in a large qualitative, retrospective telephone 

survey with bereaved caregivers (N = 461), 44% of the respondents recommended 

improved communication with physicians as a way to improve end-of-life care 

(Hanson, Danis, & Garrett, 1997).  

 With nurses. Nurses are the health professionals with whom caregivers have 

the most contact (Hinton, 1996). From the caregiver’s perspective, nurses played a 
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central role in communicating, providing information, and teaching caregiving skills, 

and were often cited as a source of emotional support (Andershed, 2006). Having a 

nurse with whom one felt comfortable was ranked third highest among 44 attributes of 

quality of care at the end of life by a sample of 332 bereaved caregivers (Steinhauser 

et al., 2000). To examine caregiver satisfaction with end-of-life care, Marco, Bruderer, 

and Thum (2005) administered a cross-sectional mail survey to the caregivers of 969 

decedents. Most respondents (84.4%) felt that the overall care provided was excellent. 

Respondents were more satisfied with communication from nurses than from doctors, 

and indicated higher overall satisfaction with nursing care than with physician care. 

 With social workers. Of the health care professionals discussed in the end-of-

life research literature, social workers were mentioned least frequently. One of the 

primary roles of social workers in palliative care is to help caregivers gain access to 

benefits and other community resources and services (Waldrop, 2006). Social workers 

are often the health professionals that initiate conversations about advance directives 

and other end-of-life decision-making issues (Haley et al., 2002). In a large descriptive 

study of services utilized by caregivers of terminally ill cancer patients (N = 369), 

communication with social workers was referred to only in terms of helpful assistance 

with financial problems (Hinton, 1996). 

Including Caregivers in Care Delivery 

 Information about how caregivers perceive their inclusion in the end-of-life 

care delivery process has been derived from qualitative research. In interviews 

regarding communication with health care providers, cancer patients (n = 22) and their 

caregivers (n = 16) suggested seven areas of palliative care in need of improvement 
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(Kimberlin, Brushwood, Allen, Radson, & Wilson, 2004). Among the seven, the most 

predominant need related to fostering active participation of the caregiver in the care 

process. A retrospective qualitative study with 60 bereaved caregivers found that joint 

problem solving between caregivers, physicians, and nurses was greatly valued 

(Grande, Farquhar, Barclay, & Todd, 2004). Focus groups with 32 caregivers 

(Mangan, Taylor, Yabroff, Fleming, & Ingram, 2003) revealed that inclusion of the 

caregiver in conversations regarding medical care was considered to be of special 

importance. 

Information 

 Because caregivers often feel poorly prepared for the tasks and responsibilities 

involved with end-of-life caregiving, the provision of pertinent information is of great 

importance (Hauser & Kramer, 2004). Caregivers wanted concrete, detailed, 

understandable, timely information provided in a format they could refer back to when 

necessary. A variety of informational tools were found to be helpful: Written material, 

videotapes, audiotapes, and easily available resources such as Web site addresses were 

requested (Hudson et al., 2004; Waldrop, 2006). 

 Regarding how to provide care. Caregiving demands may be substantial in 

terminal illness. Two reviews of research on the challenges of providing end-of-life 

care (Aoun et al., 2005; Thielemann, 2000) concluded that caregivers desire better 

preparation and training for the technical and emotional aspects of care. Caregivers 

specifically requested information on meeting the care receiver’s physical needs and 

how to perform specific caregiving activities such as ambulation and personal 

hygiene. Caregivers also reported feeling frustrated by a trial-and-error method of 
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learning; instead, they wanted specific direction in the performance of new skills 

(Waldrop, 2006).  

 Regarding supportive community services. Aoun et al. (2005) further reported 

that caregivers wanted information on community resources, including domestic and 

financial help. They desired information about how to access practical aids such as 

walkers, wheelchairs, and hospital beds. Lack of information about the availability of 

services, including respite services, was the most common reason for nonuse of 

needed services.  

Attention to Comfort 

 The comfort of the terminally ill care receiver has been identified as one of the 

primary concerns of end-of-life caregivers; failure to control pain has been one of the 

most distressing problems caregivers face in end of life care (Andershed, 2006; 

Andrews, 2001; Hudson et al., 2004; Kristjanson & Aoun, 2004; Lobchuk & Stymeist, 

1999). In interviews with a random sample of 1,384 caregivers, Fromme et al. (2005) 

found that the strongest predictor of high end-of-life caregiver strain was the severity 

of the decedents’ symptom distress. A descriptive study of caregivers’ involvement in 

and perceptions of cancer pain management reported similar findings; Yates et al. 

(2004) discovered that nearly all of the 75 caregivers in their study experienced 

distress as a result of the care receiver’s pain. Yates et al. also reported that the most 

commonly reported reason for dissatisfaction with the patient’s care was inadequate 

pain relief; respondents viewed their caregiving experiences more positively when 

pain control was adequate. 
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End-of-Life Caregiving 

 The literature on informal caregiving has grown substantially over the past 30 

years. By the end of the 1990s, caregiving had become one of the most researched 

topics in social gerontology (Nolan, 2001). The majority of this work focused on the 

impact of caregiving with long-term chronic illnesses, such as Alzheimer’s disease 

and other dementias. Despite the voluminous number of publications in the field, until 

recently little of this research literature addressed caregiving near the end of life. A 

body of research focusing on caregiving with terminal illness is only now developing 

(Allen et al., 2006). 

In the context of end-of-life care, caregivers’ responsibilities generally become 

more demanding and difficult as the illness progresses. During the terminal phase, 

caregiving often becomes an all-encompassing job (Coristine, Crooks, Grunfeld, 

Stonebridge, & Christie, 2003; Haley et al., 2002; Schulz et al., 2003). Investigators in 

one study discovered that caregivers of end-stage lung cancer patients provided an 

average of 100 hours of care each week (Haley et al., 2003). End-of-life caregivers 

play a significant role in providing physical assistance and emotional support, 

administering medications and other medical treatments, and participating in critical 

medical decisions (Hauser & Kramer, 2004), simultaneously facing the emotional 

challenges associated with actual and impending losses and approaching death of a 

loved one (Andershed, 2006; Waldrop, Kramer, Skretny, Milch, & Finn, 2005). 

Three recent comprehensive reviews have examined the end-of-life caregiving 

literature (Andershed, 2006; Hauser & Kramer, 2004; Hebert & Schulz, 2006). The 

methodology of the systematic review by Andershed was discussed above. Neither 



23 

 

Hauser and Kramer nor Hebert and Schulz describe the method they used for selecting 

the literature addressed in their reviews, but judging from the many different sources 

cited and the large number of references included (96 and 138, respectively), their 

selection process was broad and inclusive. These reviews documented the risks to 

health and well-being for caregivers providing care at the end of life, which were 

similar to the risks for caregivers in long-term care situations. The findings 

documenting the negative outcomes of end-of-life caregiving are largely derived from 

studies using quantitative methods. The study of the positive aspects of end-of-life 

caregiving is still in its infancy. As is the case with long-term caregiving, however, 

there is evidence that positive rewards and fulfillments can serve to ameliorate the 

risks of end-of-life caregiving. Findings related to positive outcomes are derived 

predominately from qualitative studies. 

The literature on end-of-life caregiving exhibits many of the same limitations 

as that of the literature on care management. Stress process conceptual models guide 

most of the studies that are based on theory. The research is largely exploratory and 

descriptive, most frequently employing retrospective cross-sectional designs in which 

recall bias may influence the results. When longitudinal designs were employed, 

attrition presented notable challenges. The few quasi-experimental studies evaluated 

educational or support group interventions for caregivers. Convenience sample sizes 

were generally small and response rates were often low, especially with mailed 

surveys. Many of the studies were conducted with dementia caregivers. Compared to 

caregiving with illnesses that have a shorter course, longer-term caregiving over the 

course of progressive illnesses such as dementia may contribute to longer-lasting 
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physical and psychological consequences. Although some studies included ethnically 

diverse samples, most study samples were Whites in middle and upper socioeconomic 

ranges. These sampling limitations reduce generalizability. Despite the 

methodological limitations and variability in this literature, however, studies on the 

same topic most often reached similar conclusions regarding the negative and positive 

aspects of end-of-life caregiving. 

Positive and negative caregiving factors were investigated as explanatory 

variables in this study. I expected that caregiving factors would mediate the 

relationship between care management resources and the caregiving outcome of 

personal growth following death of the care receiver. When end-of-life caregiving was 

perceived positively, significantly more personal growth would occur; when perceived 

negatively, significantly less personal growth would result. When the effects of 

positive and negative caregiving perceptions were considered, the direct relationship 

between care management and personal growth would be no longer be significant. 

Negative Aspects of End-of-Life Caregiving 

 Research has demonstrated conclusively that end-of-life caregiving exerts a 

substantial toll on the well-being of the caregiver. Caring for someone who will not 

recover is undoubtedly one of the most stressful experiences an individual can have 

(Connor & Adams, 2003) and results in considerable physical, psychological, 

economic, and social strain. Caregivers often assume responsibilities for which they 

have insufficient information and training; they may be unprepared for the level of 

intensity of care at the end of life and not well supported by the health care system 



25 

 

(Brazil, et al., 2003; Hauser & Kramer, 2004). It is not surprising that end-of-life 

caregivers are at risk for negative outcomes. 

 Physical impact. End-of-life caregivers show increased levels of physical 

health problems compared to noncaregivers (Haley et al., 2002); highly stressful 

caregiving may also lead to an increase in health problems and may heighten mortality 

risk (Schulz & Beach, 1999). In a prospective population-based cohort study, Schulz 

and Beach followed 392 caregivers and 427 noncaregivers from 1993 through 1998. 

After four years, 12.6% of the participants (n = 103) had died. After controlling for 

sociodemographic factors and physical health status, participants who were providing 

care and experiencing caregiver strain had mortality risks that were 63% higher than 

the noncaregiving controls. Based on this finding, Schulz and Beach concluded that 

mental or emotional caregiving strain is an independent risk factor for mortality. 

Although their study consisted of caregivers in chronic, long-term illness situations, it 

is likely that end-of-life caregiving may present similar risks. 

Laborious caregiving is often performed by caregivers who have no training in 

strenuous physical activities such as moving, lifting, or turning seriously ill adults; as 

a result, caregivers are at risk of physical injury (Rabow, Hauser, & Adams, 2004). 

Caregivers in a large ethnographic study (Stajduhar, 2003) emphasized that their 

caregiving experience was draining, exhausting, and physically difficult. 

 Psychological impact. In general, studies of end-of-life caregiving have shown 

high levels of emotional strain and psychological distress among caregivers of patients 

with life-threatening illnesses. A large national study (N = 893; Emanuel, Fairclough, 

Slutzman, & Emanuel, 2000) compared caregivers of patients with low care needs to 
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caregivers of terminally ill patients with substantial care needs. The researchers found 

that caregivers were significantly more likely to have depressive symptoms when 

patients had more substantial needs. Using regression modeling with data from 40 

spousal caregivers, Haley, LaMonde, Han, Narramore, and Schonwetter (2001) 

demonstrated that caregivers for hospice patients suffered extremely high levels of 

objective stressors, very high levels of depression, lower levels of life satisfaction, and 

more impairment in physical health when compared with demographically matched 

noncaregiving controls. Dumont et al. (2006) assigned 212 caregivers of patients with 

advanced cancer to three different groups depending on three levels of patient 

performance status: (a) confined to bed less than 50% of waking hours; (b) confined to 

bed 50% or more but less than 100% of waking hours; and (c) completely bedridden. 

The percentage of caregivers with high levels of distress varied from 41% to 62%; 

only 19.2% of the general population exhibited similarly high levels of distress. 

Caregivers’ psychological distress scores varied between groups and increased 

according to the deterioration in the patient’s performance status. 

Several investigations have revealed the effect of witnessing the care receiver’s 

decline. Hull (1992) followed 14 caregivers throughout their end-of-life caregiving 

experience, interviewing them regularly every three to four weeks while their care 

receiver was living and again three weeks after the death (total visits per family ranged 

from 2 to 10). For most of the caregivers in Hull’s study, the most distressing aspect of 

end-of-life care was change in the care receiver’s mental status. In another qualitative 

study, interviews with bereaved spouse caregivers of cancer patients (N = 65) revealed 

that observing the slow deterioration of the ill spouse was the single most difficult 
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aspect of caregiving (Stetz & Hanson, 1992). Waldrop et al. (2005) made similar 

observations: Observing the care receiver’s physical decline and personality changes 

led to caregivers’ powerful sense of distress and loss. 

 Economic impact. Caregiving often creates an uncompensated financial burden 

for caregivers, both in outright expenses and, for those who are employed, in lost 

income and benefits or career interruption (Rabow et al., 2004). Work conflicts and 

financial strain were a common consequence of the demands of caregiving (Waldrop 

et al., 2005). A landmark study, the Study to Understand Prognoses and Preferences of 

Outcomes and Risks of Treatment (SUPPORT; SUPPORT Principal Investigators, 

1994), was the first major national study revealing serious deficiencies in physical and 

psychosocial care for dying patients and their families. Interviews exploring the 

impact of the illness on families were done with 2,129 participants. The SUPPORT 

study documented the extent of the economic burden imposed by caring for someone 

who was terminally ill. In 20% of these families, a caregiver had to stop working for 

pay or make another major life change to provide care for the patient, 31% of the 

caregiving families lost most or all of their savings, and 29% reported loss of the 

major source of income. Another large national survey of 893 caregivers of patients 

with terminal illness (Emanuel et al., 2000) discovered that substantial care needs 

were an important cause of the economic burden imposed by end-of-life caregiving. 

Several smaller studies made similar observations regarding financial burden. 

Many caregivers interviewed by Stadjuhar (2003) were unable to afford the costs of 

home care or felt they could provide only substandard home care because they could 

not afford needed supplies and medications such as pain relievers. This finding was 
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echoed in a longitudinal study of 89 caregivers of women with advanced breast cancer 

(Grunfeld et al., 2004): Of the employed caregivers, 69% reported some form of 

adverse impact on paid work and 77% missed work because of caregiving 

responsibilities in the terminal period. These caregivers also experienced a high rate of 

economic burden, the cost of prescription drugs being their most significant expense. 

Social impact. Caregivers experience dramatic changes in their social lives as a 

result of the demands of caregiving (Hebert & Schulz, 2006). They commonly put the 

needs of the care receiver before their own and report experiencing social isolation and 

loneliness; lack of time for self, family, or friends; restriction of normal activity 

patterns and habits; and reduced participation in recreational activities (Andershed, 

2006; Payne, Smith, & Dean, 1999; Proot et al., 2003; Stetz & Brown, 1997). The 

longitudinal qualitative study by Hull (1992) identified several major social concerns 

for caregivers including the feelings that they are putting their lives on hold, are 

isolated from family and friends, and lack time for themselves. 

Family conflict has been identified as a factor in end-of-life caregiving by 

several investigators (Faber, Egnew, Herman-Bertsch, Taylor, & Guldin, 2003; 

Grunfeld et al., 2004; Patterson & Dorfman, 2002; Waldrop et al., 2005). Sources of 

conflict include lack of agreement regarding critical medical treatments and lack of 

time to address the needs of family members other than the care receiver (Hauser & 

Kramer, 2004; Hebert & Schulz, 2006). Conflicts were particularly difficult when they 

occurred between caregivers and uninvolved family members (Koop & Strang, 2003). 
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Positive Aspects of End-of-Life Caregiving 

 Since the early 1990s, researchers in the long-term caregiving field have 

identified the need to incorporate positive aspects into caregiving research (e.g., Given 

& Given, 1991; Walker, Pratt, & Eddy, 1995). To date, research about end-of-life 

caregiving has tended to focus on problems and negative outcomes. Caregiving at the 

end of life, however, is not a uniformly negative experience. The majority of end-of-

life caregivers also report positive experiences (Hebert & Schulz, 2006; Waldrop et 

al., 2005). A body of research examining positive end-of-life caregiving challenges 

and outcomes is now beginning to develop (Andershed, 2006; Hauser & Kramer, 

2004), but it remains limited and represents an important gap in the literature (Wolff, 

Dy, Frick, & Kasper, 2007).  

Several quantitative studies suggested that end-of-life caregivers who can find 

positive aspects to their role are likely to experience better morale and well-being. 

Using a sample of 80 caregivers of terminally ill patients (40 diagnosed with lung 

cancer and 40 with dementia), Haley et al. (2003) used hierarchical regression models 

on life satisfaction and depression to explore the impact of perceived benefits of 

caregiving. High subjective benefit of caregiving and low appraisal of caregiving 

stressfulness were significantly associated with higher life satisfaction and lower 

depression. 

In a similar vein, Folkman (1997, 2001) analyzed extensive prospective, 

longitudinal survey and interview data from 156 caregivers of AIDS patients. Contrary 

to expectations, caregivers whose partners died during the course of the study reported 

positive psychological states throughout their caregiving and bereavement 
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experiences. Based on scores from the 6-item Horowitz Positive States of Mind scale, 

the bereaved AIDS caregivers’ positive states of mind during the year before their 

partner’s death were only slightly lower than those reported by a community sample of 

urban university students. Although statistically significant, this difference represented 

less than one-third of a standard deviation from that of the community sample. 

Positive meaningful events were reported by caregivers in 99.5% of the 1,794 

interviews conducted during the study year. These positive states of mind co-occurred 

with high levels of negative psychological states. For example, at the time of their 

partners’ deaths, caregivers’ levels of depressive symptoms (measured using the 

Centers for Epidemiological Studies – Depression Measure) were two standard 

deviations above the levels found in the community sample.  

A recent study (Wolff et al., 2007) using a large, nationally representative 

survey of chronically disabled adults and their primary caregivers provided the 

strongest confirmation to date of the personal rewards of the end-of-life caregiving 

role. Data for the study were obtained from the 1999 National Long Term Care Survey 

(NLTCS). In-person community interviews were conducted with caregivers of 

chronically disabled adult NLTCS participants (N = 1,149). All caregivers responded 

to a series of questions regarding challenges, burdens, and rewards experienced in 

their caregiving role. Comparisons of the responses were made between two groups of 

caregivers divided by NLTCS participants’ survival status. End-of-life caregivers (n = 

182) had provided care to a NLTCS participant who died within 12 months after the 

interview; primary caregivers (n = 967) provided care to a NLTCS participant who 

survived 12 months after the interview. The two groups were compared to elucidate 
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the experiences of caregivers providing end-of-life care. End-of-life caregivers 

reported significantly greater emotional and physical burdens than primary caregivers. 

Despite the intensity and challenges of providing end-of-life assistance, more than two 

thirds of the end-of-life caregivers (70%) reported that they derived personal rewards 

from their helping role. Rewards identified by end-of-life caregivers included: 

“caregiving enables me to appreciate life more,” “helping makes me feel good about 

myself,” “caregiving makes me feel useful and needed.” End-of-life caregivers were 

more likely to endorse rewards than to identify emotional, physical, and financial 

burdens. Further, although end-of-life caregivers were more likely to identify 

challenges and burdens than were primary caregivers, they were equally likely to 

identify rewards. 

Qualitative research has highlighted the positive experiences described by 

some end of life caregivers in addition to more negative aspects of their experiences. 

Two months after the care receiver’s death, 45 caregivers of patients with advanced 

cancer completed a structured interview to assess their current level of coping and 

retrospectively report on their caregiving experiences (Hudson, 2006). The 

overwhelming majority of these caregivers (84%) stated that there were a number of 

positive or beneficial aspects of their situation. The 15 caregivers who participated in 

the retrospective interviews conducted by Koop and Strang (2003) reported an overall 

sense of having accomplished something difficult and extremely valuable. 

Longitudinal case studies consisting of monthly interviews with 20 caregivers of 

terminally ill family members over a 15-month data collection period (Grbich, Parker, 
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& Maddocks, 2001) revealed that caregivers experienced strong positive emotions 

throughout the end-of-life caregiving period.  

 Caregiving rewards. A number of qualitative studies have indicated that 

caregivers find satisfaction and reward in providing caregiving support. An 

ethnographic study with interview data from 92 participants using constant 

comparative analysis (Stajduhar, 2003) found that providing end-of-life care was life-

enriching for many caregivers. They took pride in the role, stating caregiving was a 

“final gift” they could provide to the dying care receiver. The caregiving experience 

helped them accept their impending loss, work through their grief, and recognize the 

life-affirming aspects of the experience. Participants in several other studies 

acknowledged having gained a strong sense of accomplishment and reward from 

having provided care (Grbich et al., 2001; Hudson, 2006; Koop & Strang, 2003; Stetz 

& Brown, 1997).  

Caregiving mastery. In the longitudinal qualitative study by Hull (1992), 

caregivers said they took pride in their caregiving abilities and how they handled their 

responsibilities for the patients’ well-being. They coped with the stresses of caregiving 

using a strategy Hull called “cognitive reformulation.” They consciously assumed 

positive attitudes and perspectives, identified the benefits of the situation, and 

transformed problems into opportunities as a means of handling negative issues. 

Another early qualitative study examined both the positive and negative aspects of 

end-of-life caregiving (Stetz & Brown, 1997) and found that caregivers of persons 

with cancer and AIDS found deep satisfaction in having gained competency with 

caregiving skills. They learned how to manage procedures and tasks, acquired 
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information, and used their own assessment of the situation to communicate the needs 

of the care receiver. 

These findings were mirrored by the caregivers in the study by Grbich et al., 

(2001), who were proud they had managed to deal with care needs despite having had 

no prior training or experience. Similarly, knowing they had made the patient more 

comfortable, had realized their own caregiving capacities, and had been in control of 

the situation were benefits identified by cancer caregivers (Hudson, 2006). 

Participants in a Dutch study using grounded theory methodology (N = 13; Proot et al., 

2003) also identified satisfaction with the care they provided and a positive feeling 

about their caregiving abilities as two of the factors involved in reducing their sense of 

vulnerability during the caregiving experience. 

Caregiving impact on relationships. In a qualitative study by Patterson and 

Dorfman (2002), 16 caregivers were interviewed twice: once while they were 

providing end-of-life care and again two months after the care receiver had died. 

When discussing the support provided by other family members involved in the care, 

these participants observed that their families had grown closer as a result of dealing 

with the terminal illness. Caregivers in both the Koop and Strang (2003) and Payne et 

al. (1999) studies also related that the caregiving process had strengthened 

relationships, not only among the family members who participated in caregiving, but 

also between the caregivers and care receivers. Two qualitative studies (Grbich et al., 

2001; Hudson, 2006) found that caregivers valued the times of intimacy and shared 

communication with the care receiver during the caring process. 

 



34 

 

Personal Growth 

Research on personal growth is a developing field and a standard definition 

and conceptualization of personal growth have yet to be clearly delineated (Schaefer 

& Moos, 2001). In general, personal growth is considered to be a state of enhanced 

functioning occurring in the aftermath of a life crisis, an existential transformation 

resulting from loss. Personal growth represents a redefinition and recreation of the 

sense of self (Hogan, Greenfield, & Schmidt, 2001; Hogan & Schmidt, 2002) and is 

often reflected in increased empathy, tolerance, self-awareness, and self-confidence. 

Other elements of personal growth may include increased self-reliance, hopefulness, 

maturity, wisdom, and changes in life perspective (Schaefer & Moos, 2001). People 

who experience personal growth following loss typically acknowledge both the 

positive and negative aspects of their experience (Calhoun & Tedeschi, 2001). 

Terminology regarding personal growth is often imprecise and terms used 

synonymously with personal growth are likely to represent different constructs. Some 

of the synonyms of personal growth include adaptation, positive coping, positive 

adjustment, stress-related growth, transformation, transcendence, and posttraumatic 

growth. 

Studies examining positive outcomes of grief have outlined components of 

personal growth. Analyzing qualitative data from 397 bereaved adults gathered during 

a structured interview, Frantz, Farrell, and Trolley (2001) summarized the most 

common ways the participants experienced growth one year after bereavement. The 

vast majority (85%) of the people interviewed reported that they had changed as a 

result death of their loved one. The aftermath of the death was positive for more than 
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three fourths of the sample, but negative for about one fourth. The most frequently 

mentioned positive changes were becoming stronger and more independent, self-

reliant, and capable (32% of the sample); living in the moment and appreciating life 

(17%); and feeling more compassionate and more likely to express love to family and 

friends (14%). 

The Bereavement Coping Project (Nolen-Hoeksema & Larson, 1999) was a 

longitudinal qualitative study consisting of extensive interviews with 455 bereaved 

caregivers. Dimensions of personal growth following loss included reprioritizing one’s 

life and goals, becoming more sensitive and thoughtful, realizing personal strength and 

competence, realizing the importance of relationships, resolving family conflicts, and 

losing the fear of death. 

Linking Caregiving and Bereavement 

Until relatively recently, caregiving and bereavement have been addressed as 

two distinct and separate areas of inquiry. For the most part, research on caregiving 

ended when the care recipient died; bereavement research started at the point of death 

and continued through the grief recovery process. In response to a pioneering review 

by Schulz, Newsom, Fleissner, Decamp, and Nieboer (1997), there is now increasing 

interest in following caregivers through the caregiving period into bereavement to 

better understand how the context of caregiving may affect adjustment to loss. In their 

review, Schulz et al. examined the 17 studies available at the time that studied both 

caregiving variables and bereavement outcomes with the goal of integrating the two 

bodies of work. Their summary suggested that caregiving experiences did indeed have 

an effect on caregiver’s adjustment to bereavement. Caregivers who received adequate 
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support and had positive caregiving experiences adapted better to the death of the care 

recipient. Conversely, stressful and difficult caregiving situations predicted poor 

adjustment and negative bereavement outcomes. Overall, Schulz et al. identified 

relatively few negative and several positive outcomes associated with the death of the 

care recipient. In terms of positive outcomes, they posited that providing end-of-life 

care might have enabled caregivers to prepare for and grieve the anticipated loss and 

to mobilize their support systems, thus promoting more adaptive functioning after the 

death. 

Subsequent research in end-of-life caregiving has supported the notion that 

bereavement outcomes should be viewed in the context of the caregiving experiences 

that preceded the death of the care receiver. Schulz continued his work linking the two 

disciplines in studies with groups of caregivers who participated in two large, 

longitudinal, population-based studies: Caregiver Health Effects Study (Schulz et al., 

2001) and Resources for Enhancing Alzheimer’s Caregiver Health (Schulz et al., 

2003). Both studies were designed to examine the effect of bereavement on caregivers; 

both showed that higher involvement in tasks of end-of-life caregiving was predictive 

of reduced health risk after the death of the care recipient. 

The Caregiver Health Effects Study (Schulz et al., 2001) compared spousal 

caregivers and noncaregiver controls in four waves of data collection over a five-year 

period. For purposes of this analysis, only those who reported being widowed in the 

course of the study were included. Widowed participants were divided into three 

mutually exclusive categories: noncaregiver (n = 40) who provided no caregiving, 

caregiver-no strain (n = 37) who provided assistance but reported no physical or 
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emotional strain associated with caregiving, and caregiver-strain (n = 52) who 

provided assistance and reported some degree of physical or emotion strain associated 

with those caregiving activities. The outcome variables assessed were depression, 

health risk behaviors, and weight loss. For the noncaregiver and caregiver-no strain 

groups, the death of the spouse significantly increased depression, whereas depression 

levels for the caregiver-strain group remained high but did not change. In terms of 

health risk behaviors, whereas the noncaregiver and caregiver-no strain groups showed 

relatively little change, the caregiver-strain group experienced a significant decrease. 

There was significant weight loss for the noncaregiver group, but not for either of the 

other two groups. These results supported the hypothesis that the death of a spousal 

care receiver represented a significant reduction in burden. 

The Resources for Enhancing Alzheimer’s Caregiver Health study (Schulz et 

al., 2003) reported similar findings. A group of 217 Alzheimer’s caregivers were 

assessed both before and after the death of the care recipient. These caregivers were 

intensely involved in care activities: Half the caregivers reported providing care 46 

hours each week and 59% felt they were “on duty” 24 hours a day. Caregivers had 

high levels of depression during the end-of-life caregiving and the early bereavement 

periods, but improved significantly in the year after the death. Many of these 

caregivers reported that the death was somewhat or very much a relief (72%), and over 

90% thought that the death was a relief to the care receiver as well. 

Other studies have suggested that the impact of bereavement is influenced by 

factors present during the end-of-life caregiving experience. A longitudinal study of 

caregivers who cared for a cognitively impaired spouse (Robinson-Whelen, Tada, 
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MacCallum, McGuire, & Kiecolt-Glaser, 2001) revealed that, in comparison to current 

caregivers (n = 42), bereaved caregivers (n = 49) on average experienced decreases in 

stress and negative affect in the three years after caregiving ceased, but their scores on 

depression, loneliness, and positive affect did not reach levels comparable to 

noncaregivers (n = 52). The variables most predictive of psychological well-being for 

bereaved caregivers were current social support and continued intrusive and avoidant 

thoughts about the caregiving experience. Using a longitudinal design with four waves 

of data collection and hierarchical linear modeling, Li (2005) explored the trajectory 

of depressive symptoms from caregiving to bereavement. Similar to the findings of 

Robinson-Whelen at al., Li determined that wife and daughter caregivers (n = 157) 

typically experienced increasing depressive symptoms as their care recipients 

approached death, but decreasing symptoms afterward. Caregivers of recipients with 

more problematic behaviors had higher depression levels during caregiving and slower 

decline in depression levels after bereavement. Caregivers who experienced high 

levels of overload during caregiving experienced a steeper increase in depressive 

symptoms before the care receiver died, but a more rapid decline in symptoms 

following the death. 

Kelly et al. (1999) used a prospective design to identify predeath predictors of 

psychological outcomes after bereavement. During one-time semistructured interviews 

conducted with 178 caregivers of cancer patients at the time of referral for palliative 

care services, the severity of the care receiver’s terminal illness was assessed and 

caregivers completed a large battery of self-report instruments measuring physical and 

psychological symptoms, social functioning, adjustment and coping, past health and 
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psychosocial history, and quality of their relationship with the care receiver. A second 

semistructured interview took place four months after the death of the care receiver. 

Because of the effect of the large number of variables on statistical power, results of 

the study must be interpreted with caution. Findings suggested, however, that the level 

of psychological symptoms at the time of referral was a significant predictor of 

distress at the four month follow-up after bereavement. Kelly et al. concluded that a 

number of factors could be used to identify caregivers at risk for poor bereavement 

outcomes so that preventive interventions to enhance psychological functioning after 

the death could be initiated. 

Care management factors have also been shown to have an effect on 

bereavement. A retrospective qualitative study (n = 23; Main, 2000) found that the 

communication and quality of information provided by health care professionals 

during the terminal illness influenced bereavement outcomes. Many of the caregivers 

who reported dissatisfaction with poor communication and inadequate information 

remained distressed as many as three years after the death of the care recipient. 

Personal Growth: An Outcome of Bereavement Following End-of-Life Caregiving 

Only a few studies have purposefully investigated personal growth after loss in 

the context of the end-of-life caregiving process. Although several investigators 

reported positive bereavement outcomes after caregiving (Hauser & Kramer, 2004; 

Hebert & Schulz, 2006), for the most part, these were incidental findings from studies 

examining other aspects of the end-of-life caregiving experience (e.g., Haley et al., 

2001; Stajduhar, 2003; Strang & Koop, 2003; Waldrop et al., 2005). To further the 
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understanding of bereavement outcomes following end-of-life caregiving, personal 

growth was examined as the outcome variable in the current study. 

 Three prior studies have specifically examined the relationship between end-

of-life caregiving and personal growth following bereavement. Two of these were 

qualitative (Enyert & Berman, 1999; Koop & Strang, 2003) and one was quantitative 

(Salmon, Kwak, Acquaviva, Brandt, & Egan, 2005a). Although none of the three 

defined personal growth in exactly the same way, the findings of all three suggested 

that, in general, there is a positive relationship between end-of-life caregiving and 

personal growth. 

The qualitative study by Enyert and Burman (1999) provided the weakest 

evidence for personal growth after bereavement. Retrospective data were collected 

from 7 bereaved caregivers during a single unstructured interview; time since 

bereavement ranged from six months to one year prior to the interview. Data were 

analyzed using ethnographic techniques and grounded theory methodology. The 

purpose of the study was to assess self-transcendence, defined as “reaching out beyond 

the boundaries of the self to achieve a broader perspective . . . . which leads to 

increased personal growth, sense of self-worth, and redefining individual purposes” (p. 

456). Results indicated that caregivers experienced self-transcendence both during and 

after the end-of-life caregiving experience through “being with” or “doing for” the 

care receiver. Caregivers reported having experienced a changed “view of life” that 

included a new appreciation for the small things in life and a reconfirmed or 

strengthened spiritual awareness. 
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Caregivers in the qualitative study by Koop and Strang (2003) reported a 

“sense of personal growth” as an outcome of their caregiving experience. The stated 

purpose of the study was to explore bereavement following end-of-life caregiving for 

patients with advanced cancer. Fifteen caregivers were retrospectively interviewed 

twice after the death of the care receiver. The first unstructured interview took place 

between 1 and 12 months after the death (M = 5.3 months); the timing of the second 

follow-up interview was not specified. Data were examined using “thick, interpretive, 

experiential description” to develop common themes and relational patterns. Although 

the intent had been to focus on the bereavement experience, caregivers provided a 

great deal of information about their caregiving experiences as well as information 

relating to bereavement. Positive bereavement experiences predominated, although 

caregivers also identified negative bereavement outcomes. Personal growth was 

mentioned as one of the themes relating to positive outcomes. The elements of 

personal growth mentioned most frequently were an increased sense of personal 

confidence and an enhanced sense of self-efficacy; caregivers were reportedly pleased 

with the newfound image of themselves as strong and capable. 

The cross-sectional study by Salmon et al. (2005a) was conducted by a team 

from the Caregiving at Life’s End hospice evaluation and training project. The study 

used a conceptual framework grounded in the Hospice Experience Model of Care, 

which aims at facilitating meaningful and supportive experiences for patients and 

caregivers in hospice settings. Bereaved caregivers (n = 427, response rate 28%), 

identified through a random sample of hospice programs across the U.S., completed an 

extensive mail survey questionnaire. The study tested the hypotheses that (a) three 
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transformative domains (self-acceptance, meaning, and closure) and comfort with 

caregiving would be associated with lower burden and increased gain, and (b) these 

three domains would mediate between stressors and feelings of burden and gain. Self-

acceptance was assessed with the personal growth subscale of the Hogan Grief 

Reaction Checklist. It is not clear why the researchers labeled this domain “self-

acceptance” when it was measuring “personal growth” as defined by the developers of 

the research instrument (Hogan et al., 2001). Items to measure meaning and closure 

were developed by the investigators (see Salmon et al., 2005b for a description of 

questionnaire development). Results of hierarchical linear regression modeling 

indicated that transformative aspects of caregiving and comfort with caregiving did 

not mediate the stressors associated with burden, but did mediate one stressor (low 

social support) associated with caregiver gain. The final model explained 25% of the 

change in caregiver burden and 44 % of the change in caregiver gain. Adding the three 

transformative domains and comfort with caregiving significantly increased levels of 

caregiver gain, although personal growth was the smallest contributor. Comfort with 

caregiving and the three transformative domains (self-acceptance, meaning, and 

closure) contributed over half of the variance in caregiver gain. Using this model, 

caregivers who experienced personal growth (“self-acceptance”), meaning, and 

closure found more gain through caregiving; those who were comfortable with 

caregiving had both less burden and more gain. Although hampered by the low 

response rate, these findings suggest that personal gain is a variable worthy of further 

exploration. 

 



43 

 

Gaps in the Literature 

 The caregiver adaptation model providing the conceptual underpinnings of this 

study (Kramer, 1997) suggests that the availability of support during caregiving and 

the quality of the caregiving experience contribute to caregiver well-being when 

caregiving ends. The model reinforces the importance of considering care 

management resources and both positive and negative perceptions of caregiving in 

understanding end-of-life caregiving. In line with the conceptual framework, the 

literature indicates that the contribution of care management resources to perceptions 

of the caregiving experience is substantial enough to merit inclusion in research 

exploring the overall experience of end-of-life caregiving. As this literature review 

also demonstrates, research examining end-of-life caregiving has largely focused on 

detrimental effects and outcomes for caregivers. Multidimensional research examining 

the beneficial effects of caregiving and the co-occurrence of both positive and 

negative perceptions of caregiving is warranted. To date, research exploring the effect 

of caregiving variables on bereavement outcomes is limited. As a contribution to the 

development of this emerging area of research, extending the caregiver adaptation 

framework to encompass outcomes of caregiving after bereavement is justified. 

Finally, there has been little examination of the relationship between end-of-life 

caregiving and personal growth as an indicator of caregiving adaptation, making this 

an area worthy of further inquiry. 

Based on a comprehensive review of the literature, this study examined the 

impact of care management resources and positive and negative factors in end-of-life 

caregiving on personal growth following loss. The study findings further elucidated 
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the relationship between end-of-life caregiving and personal growth following 

bereavement, and pinpointed specific issues to consider when designing services to 

support community-based caregivers for the terminally ill.
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CHAPTER 3 

Method 

 The purpose of this exploratory, hypothesis-generating study was to gain a 

better understanding of the experiences of end-of-life caregivers and how these 

experiences related to caregivers’ personal growth following the death of the care 

receiver. A mediational model was utilized to explicate the relationships between 

caregiving, care management resources, and personal growth. The study utilized cross-

sectional survey data collected in Lane County, Oregon, during the 2003–2004 

community research project sponsored jointly by the Partners to Improve End of Life 

Care, Pain Society of Oregon, and Oregon Palliative Care Association. 

Survey Background 

 During September 2000, the national Public Broadcasting Service (PBS) 

presented a four-part, six-hour long series about death and dying in the United States 

(U.S.) entitled On Our Own Terms: Moyers on Dying (Public Affairs Television, 

2000). For this program, veteran television journalist Bill Moyers traveled across the 

U.S. exploring the experiences of those who were dying, the care provided by 

palliative care physicians and caregivers, and the medical and societal issues 

underlying choices to be made at the end of life. The program, which drew 16 million 

viewers in its initial airing, intimately portrayed the process of dying in this country 

and introduced policy reformers who were working to provide better end-of-life care. 

 The series was accompanied by a national outreach campaign designed to 

stimulate grassroots community action toward the improvement of physical, 

emotional, psychological, and spiritual care of the dying. As a result of this 
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community action campaign, across the country over 300 community partnerships 

were developed to facilitate improved quality of care at the end of life. In Lane 

County, Oregon, the Partners to Improve End of Life Care (Partners) was one of the 

community-based coalitions created in response to the series. The goal of the Partners 

coalition was the improvement of end-of-life care in Lane County through education, 

advocacy, and support. In addition to a number of committees dealing with topics such 

as advance care planning, continuity of care, emotional/spiritual care, media relations, 

and research coordination and support, the coalition established a website 

(http://www.seriousillness.org/lane) to serve as a resource for health professionals and 

for community members with advanced illnesses and their families. The work of the 

Partners coalition continues today. 

 Recognizing the power of empirical data for understanding end-of-life 

experiences and care in a community and for shaping public policy related to end-of-

life care, the Partners coalition established a Research Committee to gather descriptive 

information about end-of-life care in Lane County. The committee was chaired by 

Patricia Moran, PhD, a faculty member from Oregon State University department of 

Human Development and Family Sciences. Other committee members were health 

care providers, clergy, and community stakeholders with interests in care of the dying. 

I served on the committee as an ad hoc member. The work of the committee was an 

example of community-based participatory research (Minkler & Wallerstein, 2003; 

Viswanathan et al., 2004). The key characteristics of community-based participatory 

research are participation by the community affected by the issue under study, 

collaboration and exchange of information and expertise between academic 

http://www.seriousillness.org/lane
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researchers and community members, and mutual ownership of the processes and 

products of research. 

 The Partners committee employed a specific community-based participatory 

research framework pioneered by the Life’s End Institute: Missoula Demonstration 

Project (Byock, Norris, Curtis, & Patrick, 2001). Established in 1996, the Missoula 

Demonstration Project is a long-term research, quality improvement, and evaluation 

program designed to enhance the quality of end-of-life experiences in Missoula, 

Montana. The Missoula Demonstration Project has been quite successful in enacting 

social change to improve the dying experience in that community and is now regarded 

as a model for the nation.  

Survey Development 

 In 1997, the Missoula Demonstration Project developed a Community Survey 

on Death and Dying (Life’s End Institute, 2002). This survey was based on the 

premise that strategies to improve the end-of-life experience must be driven by 

knowledge gained from relevant research in the community. The purpose of the survey 

was to create a baseline against which changes in attitudes, knowledge, and 

experiences could be measured. For a nominal fee, Missoula Demonstration Project 

provides interested parties with a packet of materials to assist in the development of 

similar community surveys. The packet includes a copy of the Missoula 

Demonstration Project community survey and a survey administration manual 

outlining the fundamental elements for development and implementation of a survey. 

Since its original administration in Montana, the Missoula Demonstration Project 

survey has been adapted for and employed in many communities across the country.  
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Using the Missoula Demonstration Project survey as a guide, the Partners 

Research Committee created a comprehensive community survey tailored to explore 

existing community resources available for care of the dying as well as local 

community members’ end-of-life attitudes, values, experiences, and needs. The Lane 

County survey was comprised of several items selected from existing scales and 

additional items developed by members of the Research Committee. An initial draft of 

the survey was reviewed by community members and then extensively revised on the 

basis of their feedback. Items in the 10-page survey addressed respondents’ 

demographics as well as their experiences with death and dying; end-of-life 

caregiving; communication with health care providers; pain management; spiritual 

needs; utilization of complementary therapies at the end of life; personal responses to 

bereavement; preferences for care; and attitudes about death, dying, and end-of-life 

issues. To provide an incentive for survey completion, the final item on the survey 

provided the opportunity for respondents to enter a drawing to win $50. In 

collaboration with two other Lane County organizations, the Pain Society of Oregon 

and the Oregon Palliative Care Foundation, Partners administered the survey to a 

random sample of Eugene-Springfield residents. 

Sample 

An initial sample of 1,000 Eugene-Springfield residents was randomly selected 

from a commercially generated list of all adults living in the region whose addresses 

and telephone numbers were available in public records.
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Sample Generation 

In keeping with the Missoula Demonstration Project recommended strategy for 

developing contact lists, the Partners Research Committee contracted with AccuData 

America, a commercial provider of direct marketing mailing lists, to generate the 

random sample. As a national compiler of consumer information, AccuData maintains 

a database with detailed information on approximately 90% of the residents in any 

given community in the country. Its database is constructed from many different 

sources including U.S. Census data, telephone directories, drivers’ license records, real 

estate transactions, mail order information, credit information, and tax records, and is 

updated monthly to ensure that mailing lists purchased from the company are current. 

The parameters used to create the random mailing list of Eugene-Springfield residents 

included ages 18–100, both genders, all racial and ethnic groups, and all income levels 

from under $15,000/year to over $150,000/year, with residences in the zip code areas 

comprising the Eugene-Springfield metropolitan region, and with telephones in their 

homes (A. Fraser, personal communication, November 29, 2004). 

Protection of Human Subjects 

Human subjects’ safety and rights were ensured through the following 

procedures. Prior to initiating data collection, I completed required federally approved 

training in the ethical use of human participants in research projects. The study 

protocol was reviewed and approved by the Oregon State University Institutional 

Review Board. Under the study protocol, participants were assured of complete 

confidentiality. With exception of a response tracking number on the face page of the 

instrument, there was no personally identifiable information on the survey. The 
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response tracking number was used only to identify and contact participants who had 

not responded to the first mailing of the survey. The list linking participants’ names 

and addresses to the response-tracking identification numbers was kept in a password 

protected electronic file on a secure network computer; the list was destroyed upon 

completion of data collection. 

Survey Distribution 

In November 2003, an introductory cover letter and survey questionnaire were 

mailed to the 1,000 potential participants whose names and contact information had 

been provided on the mailing list created by AccuData. Following survey procedures 

recommended by Dillman (1978), a follow-up reminder postcard was sent one month 

after the initial mailing to those who had not yet responded. Because the response rate 

to these first two mailings was lower than anticipated, the survey questionnaire was 

distributed for a second time in February 2004 to those who had neither explicitly 

declined participation nor returned a completed survey. Completed surveys were 

accepted until May 1, 2004. 

Sampling Procedure 

Table 1 summarizes the details of sample construction. Of the 1,000 residents 

initially contacted by mail, 259 returned completed surveys for an overall response 

rate of 25.9%. Of the 259 individuals who responded to the survey, 144 reported 

having provided some level of care for at least one person whose death from an illness 

or age-related cause had an effect on their lives. Levels of reported caregiving varied 

from being the primary end-of-life caregiver to having helped provide care 

occasionally but not very often. Only individuals who had provided end-of-life care 
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were retained as the sample for the current study. Thus, the study sample included 144 

respondents (14% of the original sample). 

Table 1 
Sample Construction 

Criterion n (%) excluded n retained 
Initial sample -- -- 1,000 
First mailing returned undeliverable 58  (6) 942 
Refused participation in response to first mailing 33  (3) 909 
Did not respond to questionnaire 650 (65) 259 
Did not provide end-of-life care 115 (12) 144 
Provided end-of-life care -- -- 144 
Note. Data are from the 2003–2004 Lane County Community Survey. 
 
Sample Characteristics 

Table 2 presents the demographic characteristics of the sample (N = 144). 

Respondents ranged in age from 22 to 98 years; the mean age was 53.3 years (SD = 

16.9). More men (54.2%) than women (45.8%) were represented. Consistent with the 

ethnic diversity of the community, there was little racial/ethnic diversity in the sample; 

the majority of the participants were White (88.2%). Hispanic/Latino (4.9%) was the 

largest of the minority groups. The majority of the respondents reported a yearly 

household income ranging between $20,001 and $50,000. Educational levels ranged 

from less than high school to graduate degree. The majority of the participants 

(75.7%) reported having more than a high school education, and 40.3% had 

baccalaureate or graduate degrees. A plurality of caregivers (43.8%) reported that they 

had helped provide end-of-life care when they could but not very often. A second 

group of caregivers (30.6%) reported that they helped a lot but were not the primary 

caregivers. Primary caregivers made up the smallest group (25.7%) of respondents. 
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Caregivers were not asked about their specific relationship to the decedent, but were 

likely to have been family members, partners, close friends, or other individuals who 

were significantly involved with the person who died. 

There were very little missing data on the demographic indicators. Although 

nearly 5% of the sample did not answer the question about income levels, this is not 

unusual. Acock (2005) reports that as many as 30% of the participants in survey 

research commonly choose not to divulge their income. 

Demographically, the end-of-life caregivers in this sample were generally 

comparable to the overall adult population of the Eugene-Springfield metropolitan 

area (U.S. Census Bureau, 2004). The population characteristics of the two groups are 

compared in Table 2. There were more men among the respondents than in the general 

population and respondents were somewhat older and more educated than community 

residents. The racial composition of the two groups was similar in that the majority of 

both were White and the largest minority group was Hispanic. Median income levels 

were also similar, but there were substantially fewer respondents with incomes under 

$10,000 than in the general population.
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Table 2 
 
Demographic/Background Characteristics of End-of-Life Caregivers and Comparison to 
Eugene-Springfield Residents 

 Caregivers (N = 144)  Residents 
(323,000) 

Characteristic n %  % 
Mdn age (in years)  51      –  38.7 
Age     
 18 – 24  3  2.2  9 
 25 – 44  42 29.1  29 
 45 – 64  60 41.7  25 
 65 and over  33 22.9  12 
 Missing  6 4.1  – 
Gender     
 Male  78 54.2  50 
 Female  66 45.8  50 
Ethnicity     
 White  127 88.2  88 
 Non-White  13 9.1  12 
  Hispanic/Latino  7 4.9   5 
  American Indian  2 1.4  1 
  African American  1 0.7  1 
  Asian  –      –  2 
  Other  3 2.1  3 
 Missing  4 2.7  – 
Mdn family income $35,001 – $50,000      –  $36,877 
Income     
 Under $10,000  7 4.9  12.4 
 $10,000 – $20,000  21 14.6  20.5 
 $20,001 – $35,000  34 23.6  13.6 
 $35,001 – $50, 000  34 23.6  20.3 
 $50,001 – $75,000  25 17.4  17.6 
 Over $75,000  16 11.1  15.6 
 Missing  7 4.9  – 
Education     
 Less than high school degree  6 4.2  11 
 High school degree  29 20.1  25 
 Some college  51 35.4  29 
 College degree  44 30.6  27 
 Graduate degree  14 9.7  9 
Level of caregiving provided     
 Primary caregiver  37 25.7  – 
 Not primary but helped a lot  44 30.6  – 
 Helped when could but not often  63 43.7  – 
Note. Resident characteristics are from the American Community Survey 2003, Population and 
Housing Profile: Eugene-Springfield, OR Metropolitan Statistical Area.
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Measures 

Caregiving Inventory 

Space constraints imposed by the length of the Partners community survey 

affected the development of the caregiving inventory. To reduce respondent burden 

from having to complete an overly long questionnaire, the number of items included in 

each section of the 10-page survey was limited to a fixed amount of space. I was 

advised that I could include no more than 20 caregiving questions that would fit onto 

approximately one-half of a single-spaced page. Further, I was asked to ensure that the 

caregiving inventory was multidimensional, reflecting both the positive and the 

negative aspects of caregiving. 

 Initially, I conducted an extensive review of the caregiving literature in an 

attempt to locate an existing measure that met the requirements of the Committee. 

Although I discovered a substantial number of published caregiving instruments, I was 

unable to locate a comprehensive yet concise instrument that covered both positive 

and negative constructs of interest. Many more instruments measured negative than 

positive elements and virtually all of the instruments identified measured either a 

single caregiving dimension or a limited number of dimensions. Instruments 

measuring negative aspects of caregiving generally focused on subjective and 

objective burden, strain, or stressful effect of caregiving; instruments measuring 

positive aspects of caregiving generally focused on elements such as caregiving 

mastery, satisfaction with the caregiving role, or rewards of caregiving. The few 

instruments that measured both positive and negative outcomes either narrowly 

defined these concepts (e.g., Kinney & Stephens, 1989; Orbell, Hopkins, & Gillies, 
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1993) or were too extensive to meet the space requirements of the survey (e.g., Bass, 

1996; Lawton, Kleban, Moss, Rovine, & Glicksman, 1989). 

 Because I was unable to locate a satisfactory instrument, I elected to create my 

own. First, I outlined the positive and negative caregiving domains most commonly 

identified in the literature. Next, I selected items from existing instruments that 

reflected each of these domains. Table 3 outlines the caregiving domain and the source 

from which each item was drawn. The assembled items were scrutinized for language 

usage and readability; wording was adapted as necessary to be easily understood by a 

general population. The resulting inventory of items was submitted to the Partners 

Research Committee for assessment of face validity. Revisions were made according 

to their recommendations. Finally, an expert panel of health care professionals and 

caregiver resource personnel from the larger membership of the Partners coalition 

verified the content validity of the revised caregiving inventory. 

The resulting 16-item caregiving inventory (Appendix A) captured both positive 

and negative components of caregiving. The introductory statement preceding the 

caregiving items was “People who provide care often report both positive and negative 

experiences. Please indicate the degree to which the following statements reflect your 

situation when you were caring for the person [whose death had an impact on you].” 

Response options were presented on a 5-point Likert-type scale ranging from 1, 

strongly disagree to 5, strongly agree. 
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Table 3 

Derivation of Items in Caregiving Inventory 

Abbreviated item Caregiving domain Source 

Positive   
  1. Relationship with person grew closer.  Dyadic relationship satisfaction Caregiving Appraisal Scale; Lawton et al., 1989 
  4. Caring was rewarding. Reward Picot Caregiver Rewards Scale; Picot et al., 1997 
  7. Able to handle issues related to care. Mastery Caregiving Appraisal Scale; Lawton et al., 1989 
10. Understood what was needed. Competence Caregiver Competence; Pearlin et al., 1990 
13. Family relationships more important.  Family relationship satisfaction Caregiving Consequences; Bass et al., 1988, 1996 

Negative   
  2. My physical health got worse. Health deterioration Caregiving Consequences; Bass et al., 1988, 1996 
  3. Had to make adjustments with work.  Work-related strain Caregiving Consequences; Bass et al., 1988, 1996 
  5. Less participation in social activities.  Social strain Caregiving Appraisal Scale; Lawton et al., 1989 
  6. Family relationships more difficult.  Family relationship strain Caregiving Consequences; Bass et al., 1988, 1996 
  8. Caring was a physical strain. Physical strain Caregiver Strain; Cantor, 1983 
  9. My mental health suffered. Psychological strain Caregiver Survey; NAC/AARP, 1997 
11. Distressing to see changes. Strain of cognitive deterioration Caregiver Strain Index; Robinson, 1983 
12. Caused financial hardship. Financial strain Caregiver Strain; Cantor, 1983 
14. Emotionally draining. Emotional strain Caregiver Strain; Cantor, 1983 
15. Person’s behavior upsetting. Strain of behavioral deterioration Caregiver Strain Index; Robinson, 1983 
16. Own needs not being met.  Burden Caregiving Appraisal Scale; Lawton et al., 1989 
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End-of-life caregiving was broadly conceptualized as unpaid care that went 

beyond customary support provided in social relationships. That is, end-of-life 

caregiving included: assistance with basic needs and activities of daily living, 

provision of personal care, and management of illness-related symptoms (Hauser & 

Kramer, 2004). Caregivers provided some level of end-of-life care to an individual 

whose death from an illness or age-related cause had a significant influence on their 

lives. Positive aspects of caregiving were defined as the rewards, gratifications, and 

satisfactions associated with caregiving and were operationalized using 5 items. 

Specifically, one item measured caregiving competence, one item measured 

caregiving mastery, two items measured relationship quality, and one item measured 

caregiving rewards. Negative aspects of caregiving were defined as the problems, 

strains, and burdens associated with caregiving, and were measured using 11 items 

that assessed the following constructs: deterioration in the caregivers’ physical health, 

financial hardship, emotional and mental strain, restrictions on social and recreational 

activity, and work adjustments. 

Global Perception of Caregiving 

The overall perception of the caregiving experience was assessed using a 

single-item indicator adapted from the Archbold and Stewart Family Care Inventory 

(1986, 1990). The response stem was worded “In your situation, what was the overall 

balance between positive and negative aspects of caring for the person who died,” and 

responses were measured on a 5-point scale: negative outweighed the positive (1), 

positive and negative equal (3), and positive outweighed the negative (5). This item 

was used to test the concurrent validity of the caregiving inventory. 
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Care Management Resource Index 

Care management resources provide specific support for caregiving as the care 

receiver is dying. An index of variables related to care management resources 

(Appendix B) included seven items such as adequacy of communication with health 

care providers, availability of information about how to provide care, availability of 

supportive community services, and attention to comfort and pain management at the 

end of life. These items, developed by the Partners Research Committee, were 

reviewed for face validity by an expert panel consisting of health care professionals 

and community representatives from the larger membership of the Partners coalition. 

Items were measured on a 5-point Likert-type scale from 1, strongly disagree to 5, 

strongly agree. 

Personal Growth Inventory 

Personal growth was defined as an existential transformation resulting from 

loss and leading to redefinition and recreation of the sense of self (Hogan et al., 2001; 

Hogan & Schmidt, 2002). The personal growth inventory used in this study was 

adapted from the personal growth subscale of the Hogan Grief Reaction Checklist 

(Hogan et al., 2001; Appendix C). The Hogan personal growth subscale consisted of 

12 items reflecting existential/spiritual growth, such as becoming more forgiving, 

caring, compassionate, and tolerant of self and others (α = .82). The subscale was 

adapted by deleting five of the original items related to recovery from the grief process 

and adding three new items related to specific dimensions of personal growth not 

represented in the original subscale. The three added items assessed growth in 

personal competence, valuing the moment, and decreased fear of death. Items were 
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measured on a 5-point scale with 1 equaling not at all true and 5 equaling extremely 

true. The scale score was computed as the sum of all ten items; a higher score 

represented greater personal growth. The internal consistency reliability for the 

adapted 10-item scale was high (α = .93). 

Demographic Measures 

Demographic background characteristics known to influence responses to 

caregiving were assessed, including age, gender, ethnicity, education, household 

income, and level of caregiving support provided (Table 2). Respondents provided 

information on ethnicity, education, income levels, and level of caregiving. Participant 

age and gender were obtained from data supplied with the AccuData mailing list. Age 

in years was a continuous variable; education and income were categorical. Gender 

was divided into male and female. 

The remaining background indicators were separated into dichotomous 

categories. All non-White participants were aggregated into a single group for 

comparison with Whites. The minority population in Oregon is relatively small: Only 

18% of the state’s population is non-White and the single largest minority group is 

non-White Hispanics, representing 9% of the state population (U.S. Census Bureau, 

2003). Although dichotomizing the non-White and White groups was a less than ideal 

approach for understanding the influence of ethnicity, the sample of ethnically diverse 

participants was not large enough to allow for any other type of analysis. Aggregating 

non-White minority groups was supported by the finding that caregivers from three 

ethnic minority groups (African American, Hispanic, and Asian American) were more 

similar to each other than to White caregivers (Pinquart and Sorensen, 2005). 
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Two levels of care were represented: primary caregivers and not primary but 

involved caregivers. Primary caregivers identified themselves as having assumed the 

primary role in caregiving activities; not primary but involved caregivers reported 

providing help as often as they could. Because participants in this study were not 

asked to report the amount or duration of the caregiving they provided, the level of 

caregiving centrality (primary vs. not primary but involved) served as a proxy 

indicator of how much of their lives were devoted to caregiving activities. Typically, 

primary caregivers regularly provide the necessary core activities of care at the end of 

life (Aoun et al., 2005) and thus experience the greatest effect on their lives. 

Caregiving activities play a less central role in the lives of those who are involved but 

are not primary caregivers. 

Procedure 

 The analysis plan for this study consisted of two elements: factor analysis and 

hierarchical multiple regression. Factor analysis was used to determine whether 

internally consistent measures could be obtained from items in two areas. The first 

factor analysis procedures focused on the inventory of positive and negative aspects of 

end-of-life caregiving; the second focused on the index of care management resources 

for end-of-life care. A mediational model utilizing hierarchical linear regression was 

applied to test portions of the conceptual model describing perceived personal growth 

following provision of end-of-life care. Quantitative analytic methods using the 

statistical program SPSS 14 (SPSS, 2006) were employed to address the research 

questions.
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Item Analyses 

 Descriptive analyses of all items composing the caregiving inventory, care 

management resource index, and personal growth inventory were conducted. 

Univariate distributions were examined for skewness, kurtosis, and outliers using 

graphical and statistical summaries. No extreme values or outliers were identified. 

Visual inspection of histograms revealed apparently skewed and kurtotic responses on 

a number of items. Further examination of the descriptive statistics revealed that the 

absolute skewness values of these items ranged from .01 to 2.02. Only 5 items had 

absolute skewness values higher than 1.0 and no variable had an absolute skewness 

value greater than 3.0, the level indicative of problematically skewed distributions 

(Peat & Barton, 2005). Absolute kurtosis values ranged from .34 to 3.54. Two items 

had an absolute kurtosis value greater than 2.0; just one had an absolute kurtosis value 

slightly greater than 3.0, the level indicative of a potentially problematic kurtosis (Peat 

& Barton, 2005). Because all items approximated normality, no transformations were 

required to correct for skewness or kurtosis. The negative caregiving item, distressing 

to see changes, had both the largest degree of skewness (-2.02) as well as the largest 

degree of kurtosis (3.54), although these values were within acceptable ranges for 

skewness and kurtosis, respectively. 

Analyses of Demographic and Background Characteristics 

Additional descriptive analyses were undertaken to determine whether level of 

caregiving was associated with demographic indicators. Cross tabulations with chi-

square analyses were performed on the categorical variables of race, gender, 
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education, and income by level of caregiving. An independent t-test was conducted to 

explore mean differences in age by level of caregiving. 

There were no significant differences between primary and not primary but 

involved caregivers on race, education, and income. There were, however, significant 

differences between the two groups on gender and age. Women were more likely to be 

primary caregivers than men [χ2 (1, 143) = 17.86, p < .001] and primary caregivers (M 

age 62.6 years) were older than caregivers who were involved but not primary (M age 

49.9 years) [t (1, 136) = 4.12, p < .001]. 

Missing Data 

Initial descriptive analyses were performed through NORM (Schafer, 1999) to 

identify the nature and extent of missing data. Although every respondent answered 

most of the questions, some did not provide answers to one or more of the items. In 

all, the amount of missing data was 8.38%. Nearly all the variables under 

consideration had some missing values; only gender and education had none. With 

exception of the care management resource variables, amounts of missing data on 

individual variables were small, ranging from 3% to 12%. Missing data on six of the 

seven care management variables ranged from 15% to 24% (there were only 6% 

missing data on the item related to provision of comfort). The majority of the missing 

data on the care management resource items was generated by selection of the don’t 

know/not applicable response option provided for these variables. 

Missing data were determined to be missing at random. If the probability of 

missing data on a given variable is unrelated to the score on the variable after 

controlling for other variables in the analysis, data are considered to be missing at 
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random (Schafer & Graham, 2002). Visual inspection of the matrix of missing data 

generated by NORM revealed no apparent patterns. The variables that are most 

commonly statistically examined to identify patterns in missing data include 

demographic and background variables of gender, race, age, education, and 

psychological well-being indicators (Acock, 2005). The demographic background 

indicators for those respondents who did not have any missing data (38%) were 

compared to those who did (62%) using cross tabulations with chi-square analyses for 

categorical variables and independent t-tests for continuous variables. No significant 

differences between the groups were observed. 

Because most of the missing data on the care management resource items 

resulted from don’t know/not applicable responses, an additional examination of the 

pattern of missing data for these variables was conducted. Based on the assumption 

that primary caregivers were likely to have been more involved with caregiving 

resources, I ran chi square analyses using levels of caregiving to compare those that 

rated each item to those who responded don’t know/not applicable. There were no 

significant differences in whether primary caregivers and not primary but involved 

caregivers responded to the care management resource items. 

Given that the overall amount of missing data was greater than 5% and thus 

large enough to substantially decrease sample size in regression modeling (listwise 

deletion reduced the available sample for final analyses to n = 90), multiple imputation 

inference techniques using NORM were employed to derive values for the missing 

data on control, predictor, and outcome variables. Multiple imputation procedures, 

which assume that missing data are missing at random, are superior to other methods 
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of handling missing values such as listwise deletion or mean substitution (Acock, 

2005; Widaman, 2006). Further, by utilizing all the cases in a data set, multiple 

imputation strategies preserve statistical power for analyses. Multiple imputation is 

always the recommended strategy for handling missing data with sample sizes of 200 

or more (Acock, 2005; Widaman, 2006). Simulation studies with samples as small as 

50, however, have demonstrated that multiple imputation is also a viable option for 

handling missing data with samples smaller than 200 (Graham & Schafer, 1999). 

Although there is not yet a standard for the number of imputations to use, 

10–20 imputations are considered adequate for most applications (Acock, 2005). 

Consequently, 20 imputed data sets were created using NORM. Each of the 20 was 

analyzed separately using SPSS and the parameter estimates from each analysis were 

pooled to generate a final set of results. Regression coefficients, their standard errors, 

and associated t-tests and p values were statistically pooled using NORM; remaining 

regression parameter estimates (R2, R2 change, F, and F change) were pooled by 

calculating the mean of each parameter estimate across the 20 imputed data sets. 

Statistical Model 

A mediational model (Baron & Kenny, 1986) was used to test the effect of care 

management resources on the relationship between positive and negative perceptions 

of caregiving and personal growth. The path diagram of the expected mediational 

relationships is depicted below in Figure 2. 

Using this model, I anticipated that variations in the levels of care management 

resources would have a significant effect on positive and negative caregiving (paths a1 

and a2). More care management resources would be associated with more positive 
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Figure 2 
Dual Mediational Model (adapted from Baron & Kenny, 1986, p. 1176) 
 
 
 
 
 
 
 
 

 

 

caregiving and less negative caregiving. Positive and negative caregiving would have 

significant effects on personal growth (paths b1 and b2). More positive caregiving 

would be associated with more personal growth. More negative caregiving would be 

associated with less personal growth. When paths b1 and b2 were included in the 

regression for personal growth, the previously significant relationship between care 

management and personal growth (path c) would no longer be significant. In this 

model, the effect of care resources on personal growth was hypothesized to be 

mediated by positive and negative caregiving perceptions after controlling for 

demographic and background variables. 

Because of the limitations imposed by the small sample size in this study, 

regression analysis was selected as the most appropriate method to test the 

associations among the variables of interest. If a larger sample had been available, 

structural equation modeling would have been the method of choice so that all paths 

could have been estimated simultaneously. Because structural equation modeling 

requires a minimum of 200 cases (Jackson, 2003; MacCallum, Browne, & Sugawara, 

1996), however, the structural equation modeling approach was not an option. Instead, 
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the model in Figure 2 was tested with a path analysis approach that examined the 

components of the model. Correlation coefficients (Pearson’s r) were used to test 

whether paths a1 and a2 were statistically significant. A regression model with personal 

growth as the dependent variable and hierarchical entry of background control 

variables first, the care management score second, and the positive and negative 

caregiving scores last was used to test the statistical significance of paths b1, b2, and c. 

Statistical Power 

Before the hierarchical regression was computed, a power analysis was 

performed to determine the final number of predictor variables for inclusion in the 

model. Because the sample size was known, this analysis focused on how much power 

was available to detect statistically significant regression coefficients given different 

numbers of predictors. Because the three primary predictors (positive and negative 

caregiving and care management resources) could not be eliminated, the total number 

of statistical controls (labeled demographics in Figure 2) was specified by the power 

estimate. A linear regression power analysis was run using STATA 9 (StataCorp, 

2005). Given a sample of N = 144, an alpha level of p = .05, and an anticipated 

moderate regression effect size of  f 2 = .15, estimated power was equal to 0.88 when 

nine predictor variables were utilized. Based on the standard proposed by Cohen 

(1988), a power level equal to or greater than 0.80 is considered adequate. A power 

level of 0.88 was sufficient to include all six statistical control variables (age, gender, 

ethnicity, education, income, and level of caregiving) in the model. After the number 

of variables to be included was finalized, the hierarchical multiple regression analysis 

was conducted.
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CHAPTER 4 

Results 

 This study focused on the experiences of end-of-life caregivers and how these 

experiences related to caregivers’ personal growth following the death of the care 

receiver. Results are organized using the research questions examined in this study. 

Research Question 1 

 The first research question was two-pronged. What are the psychometric 

properties of two new indices: (a) An inventory of items assessing caregiving 

experiences at the end of life, and (b) an index of items assessing the care management 

resources available when providing end-of-life care? The psychometric properties of 

these two indices were established through examination of individual items and by 

exploratory factor analysis. 

Caregiving Inventory 

Initially, descriptive statistics for the caregiving items were calculated (Table 

4). Mean scores on the positive caregiving items (range 3.59 – 4.14) were generally 

higher than mean scores on the negative caregiving items (range 2.30 – 4.42). Only 

two of the negative caregiving items had mean scores greater than 3.5. Standard 

deviations for both positive and negative items ranged between 1.03 and 1.60. 

Next, interitem correlations were calculated (Table 5). The correlation matrix 

revealed small to moderate correlations ranging between .08 and .39 among the 

positive caregiving items and .03 and .61 among the negative caregiving items; no two 

items correlated above .61. Of note, correlations between the positive and negative 

caregiving items were small, ranging from -.22 to .29, and generally were not 
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statistically significant. Lack of correlation between the positive and negative 

caregiving items suggested that the two were conceptually distinct. Bartlett’s test of 

sphericity was significant [χ2 (1, 120) = 589.12, p < .001], indicating that the 

correlation matrix was not an identity matrix and was therefore appropriate for factor 

analysis (Pedhazur & Schmelkin, 1991; Pett, Lackey, & Sullivan, 2003). The Kaiser-

Meyer-Olkin test, a measure of sampling adequacy (Pedhazur & Schmelkin, 1991; 

Pett et al., 2003), was also significant (KMO = .80, p < .001), suggesting that sample 

size was sufficient relative to the number of items under consideration (Pedhazur & 

Schmelkin, 1991; Pett et al., 2003). 

Table 4 
Descriptive Statistics for Items on Caregiving Inventory (score range 1–5; N = 144) 

Item number Abbreviated item M SD 

Positive    
  1 Relationship with person grew closer.  4.11 1.103 
  4 Caring was rewarding. 4.14 1.074 
  7 Able to handle issues related to care. 3.76 1.166 
10 Understood what was needed. 3.59 1.231 
13 Relationships with family more important. 4.06 1.115 

Negative    
  2 My physical health got worse. 2.30 1.348 
  3  Had to make adjustments with work.  2.98 1.586 
  5  Less participation in social activities.  2.99 1.504 
  6 Relationships with family more difficult.  2.41 1.422 
  8 Caring was a physical strain. 2.73 1.336 
  9 My mental health suffered. 2.73 1.462 
11 Distressing to see changes. 4.42 1.034 
12 Caused financial hardship. 2.35 1.468 
14 Emotionally draining. 3.71 1.408 
15 Person’s behavior upsetting. 3.13 1.598 
16 Own needs not being met.  2.61 1.476 
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Table 5 
Interitem Correlations Among Items on Caregiving Inventory (N = 144) 

Item 
number 

1 4 7 10 13 2 3 5 6 8 9 11 12 14 15 16 

Positive                 

1 –                

4 .39** –               

7 .25** .30** –              

10 .23** .36** .38** –             

13 .16 .15 .08 .14 –            

Negative                 

2 .11 -.05 -.03 .12 .02 –           

3 .29** .10 .11 .07 .18* .52** –          

5 .22* .11 .09 .10 .14 .43** .61** –         

6 -.07 -.05 -.13 -.05 -.22* .27** .19* .40** –        

8 .12 .13 -.05 .06 .04 .52** .40** .44** .32** –       

9 .01 -.09 .02 -.05 .16 .52** .48* .41** .24** .42** –      

11 -.08 .03 -.08 .20* .17* .09 .23** .11 .03 .27** .07 –     

12 -.06 -.11 -.03 -.01 .12 .43** .36** .33** .41** .44** .54** .21* –    

14 .09 .10 -.01 .03 .10 .43** .39** .37* .19* .50** .45** .31** .39** –   

15 -.02 -.01 -.04 .02 .15 .31** .25** .19* .16 .37** .33** .24** .33** .47** –  

16 .01 -.02 -.02 .08 .04 .51** .44** .50** .44** .51** .46** .20* .46** .47** .54** – 

*p < .05. **p < .01.
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Exploratory factor analyses were then undertaken to determine the underlying 

structure of the items designed to capture both positive and negative aspects of end-of-

life caregiving. Exploratory factor analysis is used when the number of factors 

necessary to explain the interrelationships among a set of items is not known 

(Pedhazur & Schmelkin, 1991; Pett et al., 2003). Because I had purposefully designed 

the caregiving inventory to capture both positive and negative caregiving items, I 

anticipated that two final factors might emerge: positive aspects of caregiving and 

negative aspects of caregiving. I employed exploratory strategies to determine the 

actual internal structure of the instrument. 

 An initial principal components analysis with varimax rotation was used to 

explore the dimensions of the caregiving inventory (Table 6). Principal components 

analysis is a data reduction method intended to arrive at a small set of orthogonal 

(uncorrelated) components that extract most of the variance from a larger set of 

variables (Pedhazur & Schmelkin, 1991). The initial analysis suggested four factors 

with eigenvalues greater than 1.00 (4.81, 2.17, 1.34, and 1.10 respectively). Together, 

the four factors explained 58.8% of the variance. Examination of the scree plot, 

however, indicated a clear break after two factors. 

The first factor consisted of eight negative caregiving items and accounted for 

30.1% of the variance. The second contained four positive caregiving items and 

contributed an additional 13.5% of the variance. The third factor, accounting for 8.3% 

of the variance, was made up of two negative caregiving items related to the effect of 

behavioral changes (“distressing to see changes” and “person’s behavior upsetting”). 

The fourth factor consisted of two items related to family relationships; one positive 
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caregiving item (“family relationships more important”) and one negative caregiving 

item (“family relationships more difficult”). This fourth factor reflected the influence 

of end-of-life caregiving on family ties and accounted for 6.9% of the variance. 

Communality estimates and factor extractions were examined. Communalities, 

the proportion of variance in the item explained by the factor (Pedhazur & Schmelkin, 

1991; Pett et al., 2003), ranged from .43 to .68. None of the items loaded less than .50 

on the structure matrix. Factor loadings for three of the negative caregiving items 

(items 6, 14, and 15) were confounded; these items loaded at .40 or higher on two of 

the four factors. 

Given that the scree plot suggested a two factor solution, I evaluated the items 

making up the third and fourth factors to determine whether items comprising these 

conceptually distinct factors should be retained. Because the two family relationship 

items (items 6 and 13) each loaded strongly at more than .65 on factor four, I elected 

to eliminate that factor by dropping both items. I then considered the third factor made 

up of the two items related to the effect of behavioral changes (items 11 and 15). Item 

11, “distressing to see changes,” loaded very strongly at .78 on this factor alone 

whereas item 15, “person’s behavior upsetting” loaded nearly equally on both the first 

and third factors and less than .60 on either of these factors. As with factor four, I 

decided to eliminate factor three by dropping both items: Item 11 because of its strong 

loading on the third factor and item 15 because of its confounded loading on both 

factors one and three. I expected that dropping the four items making up the third and 

fourth factors would yield a two factor solution. 
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I then conducted principal axis factoring with direct oblimin rotation, 

stipulating the two factor solution indicated after elimination of items from the initial 

principal components analysis. Principal axis factoring, considered by Pedhazur and 

Schmelkin (1991) to be the most appropriate method for factor analysis, allows for 

correlation between factors and explains common variance (the variance shared by the 

items in each factor). 

Two factors with a clear, simple structure were identified. The first factor, 

made up of eight of the negative caregiving items, accounted for 35.2% of the 

variance. The second factor, which accounted for an additional 17.0% of the variance, 

consisted of four positive caregiving items. All of the items had factor loadings of at 

least .50 on one factor and no higher than .30 on the other (Pett et al., 2003). The items 

comprising each factor were conceptually distinct and separately reflected the negative 

and positive dimensions of caregiving outlined in the caregiver adaptation synthesis 

framework. Internal consistency reliability of resulting factors was assessed: Negative 

Caregiving (α = .88) and Positive Caregiving (α = .66). Factor scores, which weight 

the contribution of each item according to its association with the underlying factor, 

were generated as a part of the final factor analysis. 

Finally, as a test of concurrent validity, correlations were run between the 

positive and negative caregiving factor scores and the global perception of caregiving 

item, “what was the overall balance between positive and negative aspects of caring 

for the person who died?” Partial evidence of validity was provided by the significant 

correlation between the positive caregiving factor and global perception of caregiving 

(r = .48, p < .001), demonstrating that the positive caregiving factor was associated  
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Table 6 
Factor Loadings, Variance Explained, Communalities, and Internal Consistency Reliabilities for Caregiving Subscales (N = 144) 

  Principal components analysis with 
varimax rotation 

 Principal axis factoring with direct 
oblimin rotation 

 Factor 1 2 3 4 Communality  1 2 Communality 
 Variance explained 30.0% 13.5% 8.3% 6.9%   35.2% 17.0%  

Item no. Abbreviated item          
Positive           

1 Relationship with person grew closer  .229 .619 -.292 .216 .567  .083 .554 .332 
4 Caring was rewarding -.022 .755 .081 .025 .578  -.043 .661 .417 
7 Able to handle issues related to care .010 .643 -.114 .082 .434  -.042 .505 .253 

10 Understood what was needed -.048 .716 .305 -.055 .612   .015 .524 .270 
13 Family relationships more important .157 .121 .166 .785 .683  – – – 

Negative           
2 My physical health got worse .740 .020 .079 -.077 .560  .721 -.009 .502 
3 Had to make adjustments with work .754 .192 -.018 .193 .643  .664 .200 .487 
5 Less participation in social activities .742 .229 -.077 -.080 .615  .637 .195 .443 
6 Family relationships more difficult .459 -.074 .028 -.671 .668  – – – 
8 Caring was a physical strain .643 .099 .338 -.159 .562  .677 .047 .473 
9 My mental health suffered .763 -.160 .030 .159 .633  .711 -.135 .490 

11 Distressing to see changes .071 .055 .783 .113 .634  – – – 
12 Caused financial hardship .644 -.178 .245 -.064 .511  .645 -.184 .422 
14 Emotionally draining .581 .034 .452 .050 .546  .625 .020 .427 
15 Person’s behavior upsetting .418 -.083 .568 .056 .507  – – – 
16 Own needs not being met .694 .003 .337 -.235 .651  .717 -.043 .557 

           
 Cronbach’s α       .884 .657  
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with a more positive overall assessment of the caregiving experience. A negative 

correlation that was not statistically significant (r = -.12, ns) potentially linked the 

negative caregiving factor to a more negative assessment of the overall caregiving 

experience. 

Care Management Resource Index 

The exploratory factor analysis procedure described above for the caregiving 

inventory was performed with the care management resource items. Initially, 

descriptive statistics for the care management resource items were calculated (Table 

7). Mean scores ranged from 3.12 to 4.31; standard deviations ranged between .996 

and 1.35. The interitem correlation matrix (Table 8) revealed weak to moderately 

strong correlations ranging between .18 and .78, with only one correlation above .70. 

Bartlett’s test of sphericity was significant [χ2 (1, 21) = 298.97, p < .001] as was the 

Kaiser-Meyer-Olkin test (KMO = .81, p < .001) confirming that the correlation matrix 

was appropriate for factor analysis and that the sample size was sufficient (Pedhazur & 

Schmelkin, 1991; Pett et al., 2003). 

Table 7 
Descriptive Statistics for Care Management Resource Items (score range 1–5; N = 144) 

Item 
number 

Abbreviated item M SD 

1 Good communication with doctors 3.12 1.346 
2 Good communication with social service staff 3.37 1.310 
3 Good communication with nurses 3.60 1.309 
4 Caregivers included as part of process 3.76 1.262 
5 Information about community services available 3.69 1.234 
6 Information about how to provide care available 3.69 1.175 
7 Every effort made to keep person comfortable 4.31   .996 
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Table 8 
Interitem Correlations Among Items on Care Management Resource Index (N = 144) 

Item 
Number 

1 2 3 4 5 6 7 

1 –       
2 .59*** –      
3 .52*** .64*** –     
4 .18 .25** .36*** –    
5 .40*** .63*** .53*** .29** –   
6 .36*** .53*** .58*** .34*** .78*** –  
7 .38*** .39*** .40*** .26** .35*** .41*** – 

*p < .05. **p < .01. ***p < .001. 
 

An exploratory principal components analysis was performed and 

communality estimates and factor extractions were examined to determine the 

underlying structure of the care management items (Table 9). The initial analysis 

revealed a single factor with an eigenvalue greater than 1.00 (3.70) explaining 52.9% 

of the variance. Because only one factor was extracted, the solution could not be 

rotated. Communalities ranged from .22 to .67. One item, “caregivers included as part 

of the process,” loaded at only .47 and was eliminated from subsequent analysis. 

Principal axis factoring was then run: A single factor with a clear, simple 

structure was identified (Table 9). Again, because a single factor was identified, the 

solution could not be rotated. The factor consisted of six care management resource 

items and accounted for 58.8% of the variance. All items had factor loadings of at 

least .50. Conceptually, the factor had meaning and was internally consistent: Care 

Management Resources (α = .86). A factor score was generated as a part of the final 

factor analysis. 
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As a preliminary test of concurrent validity, the care management factor score 

was correlated with educational level and income. Based on the assumption that 

caregivers with more education and higher income levels were likely to be more aware 

of, and to have greater access to, resources available for end-of-life care, I anticipated 

that higher levels of education and income would be associated with higher scores on 

the care management resource index. Contrary to my expectations, both of the 

correlations were in the opposite direction and neither was significantly different from 

zero: Both education (r = -.04, ns) and income (r = -.18, ns) were negatively but not 

significantly associated with care management resources. Thus, this relatively narrow 

correlation analysis failed to provide evidence of concurrent validity. 
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Table 9 
Factor Loadings, Variance Explained, Communalities, and Internal Consistency Reliabilities 
for Care Management Resource Index (N = 144)  

  Principal components 
analysis Principal axis factoring 

 Factor 1 Communality  1 Communality 

 Variance explained 52.9%   58.8%  

Item 
number Abbreviated item      

1 Good communication with doctors .681 .463  .615 .378 
2 Good communication with social service staff .821 .674  .803 .645 
3 Good communication with nurses .809 .654  .759 .576 
4 Caregivers included as part of process .473 .223   –  – 
5 Information about community services available .814 .662  .789 .622 
6 Information about how to provide care available .811 .659  .771 .594 
7 Every effort made to keep person comfortable .608 .368  .512 .262 

  
 Cronbach’s α    .864 
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Research Question 2 

Hierarchical multiple regression analysis was used to address the second 

research question, “Are end-of-life caregivers’ perceptions of positive and negative 

caregiving experiences and available care management resources related to their 

perception of personal growth following the death of the care recipient?” 

Personal Growth Inventory 

 Descriptive statistics for the personal growth outcome measure were calculated 

(Table 10). The item response range was from 1, not at all true to 5, extremely true. 

Mean scores on individual items ranged from 2.81 to 3.58; standard deviations ranged 

between 1.156 and 1.362. The scale score was the sum of all ten items; a higher score 

represented greater personal growth. Total scale scores ranged from 10 to 50: The 

mean scale score was 31.02 with a standard deviation of 9.87. 

Table 10 
Descriptive Statistics for Personal Growth Inventory (N = 144) 

Item 
number 

Item M SD 

1 I am a more forgiving person. 2.96 1.175 
2 I am stronger. 3.20 1.193 
3 I am more tolerant of myself. 2.81 1.156 
4 I have learned to cope better with life. 3.05 1.201 
5 I have a better outlook on life. 2.95 1.288 
6 I am more tolerant of others. 3.09 1.204 
7 I care more deeply for others. 3.41 1.244 
8 I value each moment more. 3.58 1.276 
9 I am more competent. 2.86 1.270 

10 I am less fearful of my own death. 3.07 1.362 
Scale score Sum of items 1 – 10 31.02 9.865 
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Assessment of Multicollinearity 

As a preliminary step, bivariate correlations between the variables in the 

hierarchical regression were examined for collinearity (Table 11). Correlations were 

generally small to moderate, ranging from r = -.35 to .51 with only one correlation 

greater than r = .40. In addition, the variance inflation factor and tolerance were tested 

during regression modeling using multicollinearity diagnostics. None of the variance 

inflation factors was higher than 1.68 and none of the tolerances was lower than .60. 

No evidence of multicollinearity was detected. 

Several correlations between demographic and background control variables 

and predictor variables were noteworthy. Not surprisingly, caregivers with higher 

educational levels also had higher income levels; men had higher incomes than 

women. Non-White participants were younger than their White counterparts. 

Consistent with expectations, as care management resources increased, so did positive 

perceptions of the caregiving experience. In terms of level of caregiving, women were 

more likely to be primary caregivers than men; primary caregivers were older and had 

lower income levels than caregivers who were involved but not primary. Finally, with 

regard to the caregiving experience, primary caregivers were more likely to perceive 

end-of-life caregiving positively and to report greater personal growth, yet were also 

more likely than nonprimary caregivers to have experienced negative aspects of end-

of-life caregiving. 
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Table 11 
Interitem Correlations Among Variables in Hierarchical Regression (N = 144)  
Variable 1 2 3 4 5 6 7 8 9 10 

1. Age –          

2. Gender .01 –         

3. Ethnicity -.19* -.10 –        

4. Education -.03 .12 -.02 –       

5. Income -.10 -.31*** .04 .23** –      

6. Level of caregiving -.33*** -.35*** .08 .13  .21* –     

7. Care management resources .07 .17 -.04 -.04 -.18 -.18 –    

8. Positive caregiving factor .19 .02 .06 -.18 -.03 -.32** .51*** –   

9. Negative caregiving factor -.02 .05 -.10 .05  -.09 -.26* .03 .18 –  

10. Personal growth .18 .15 .01 -.10 -.14 -.21* .16 .31** .19 – 

*p < .05. **p < .01. ***p < .001.
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Assumptions of Multiple Regression 

Multiple regression analysis requires a normal distribution of the dependent 

variable, no heteroscedasticity, and no outliers that might cause bias in the prediction 

equation (Agresti & Finlay, 1997). To ensure that the assumptions were not violated, 

regression diagnostics utilizing residuals were computed. Stem and leaf plots were 

examined for normality of distribution and scatterplots of predicted and observed 

personal growth were examined for homoscedasticity. Based on these analyses, I 

concluded that the assumptions were satisfied. 

Hierarchical Multiple Regression Analysis 

Hierarchical multiple regression analysis was conducted to test the mediational 

relationships between three levels of predictor variables and the outcome variable, 

perceived personal growth. The regression analyses (Table 12) were run controlling 

for age, gender, ethnicity, education, income, and level of caregiving. Variables were 

entered in the following order: control variables (age, gender, ethnicity, education, 

income, and level of caregiving) were entered into the model first (Model 1), the care 

management factor score was entered next (Model 2), and the positive and negative 

caregiving factor scores were entered last (Model 3). The three regression models 

assessed whether a significant amount of variance in personal growth was predicted by 

(a) control variables; (b) control variables plus care management resources; and (c) 

control variables, plus care management resources, plus positive and negative 

caregiving scores. 

Model 1 addressed the influence of control variables on personal growth. The 

model did not account for a statistically significant amount of variance, indicating that 
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there was no linear relationship between the six control variables (age, gender, 

ethnicity, education, income, and level of caregiving) and personal growth. The 

combined effects of the control variables explained 6.20% of the variance. 

Model 2 added care management resources. Model 2 was not statistically 

significant, indicating that, along with the control variables, care management 

resources have little or no influence on personal growth. The combined effects of the 

control variables plus care management resources explained less than 1% of the 

additional variance. 

Model 3, which added positive caregiving and negative caregiving as 

predictors, accounted for a statistically significant amount of variance in personal 

growth (R2 = .16, F(9,134) = 2.908, p < .01). Comparison of Model 3 with Model 2 

indicated that Model 3 accounted for 9.34% more variance than Model 2; a difference 

in explained variance that was statistically significant (p < .001). Of the two predictors 

entered in Model 3, only positive caregiving was statistically significant. Statistically 

controlling for the other predictors, a one standard deviation increase in positive 

caregiving was associated with a 3.44 standard deviation increase in level of personal 

growth (t = 2.97, p < .01), indicating that a more positive perception of the end-of-life 

caregiving experience was associated with a greater degree of personal growth.
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Table 11 
Summary of Hierarchical Regression Analysis for Variables Predicting Personal Growth (N = 144) 

Model 1  Model 2  Model 3 
Predictor 

B SE B β  B SE B β  B SE B β 
Model 1: Background variables            
 Age 0.023 0.050 0.001  0.019 0.050 0.001  0.013 0.048 0.001 
 Gender 2.602 1.845 0.507  2.254 1.847 0.495  2.573 1.772 0.482 
 Ethnicity 1.494 2.719 0.429  1.610 2.725 0.463  1.725 2.616 0.477 
 Education -0.828 0.832 -0.073  -0.885 0.835 -0.078  -0.598 0.818 -0.052 
 Income -0.223 0.635 -0.015  -0.130 0.647 -0.009  -0.179 0.616 -0.012 
 Level of caregiving -2.475 2.047 -0.535  -2.273 2.051 -0.492  0.181 2.062 0.039 
Model 2: Care management factor     0.892 0.915 0.086  0.099 0.952 0.010 
Model 3: Positive caregiving factor         3.439 1.157 0.420** 
   Negative caregiving factor         1.434 0.876 0.128 
            
R2 .0620    .0700    .1630   
R2 change     .0076    .0934***   
            
F F = 1.514  F = 1.460  F = 2.908** 
  df   6, 137    7, 136    9, 134 
F change   ΔF = 1.132  ΔF = 7.483*** 
  df      1, 136     2, 134   
            
Intercept 33.783   33.701   31.434  
Note. R2, R2 change, F, and F change were based on the mean of 20 imputed data sets. 
*p < .05. **p < .01. ***p < .001.
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The regression results provided tests of the associations predicted by the 

mediational relationships diagrammed below in Figure 3. The associations between 

care management resources and positive and negative caregiving in Figure 3 were 

derived from factor correlations; the relationships between care management 

resources, positive and negative caregiving, and personal growth were derived from 

the regression analysis. 

Figure 3 
Statistical Relationships of Dual Mediational Model 
 
 
 
 
 
 
 
 
 
 

    *p < .05. **p < .01. ***p <.001. 
 

As predicted, higher levels of care management resources were associated with 

more positive caregiving (r = .51, p <.001) and higher levels of positive caregiving 

were associated with greater personal growth (β =.42, p < .01). The statistically 

significant correlation and regression coefficients showing these relationships were of 

moderate effect size. There was no evidence of a relationship between negative 

caregiving and personal growth; negative caregiving was related neither to care 

management resources nor to personal growth. 

The hypothesis that the effect of care management resources on personal 

growth would be mediated by positive and negative caregiving perceptions, after 
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controlling for demographic and background variables, was not substantiated, 

however. Care management resources were not significantly associated with personal 

growth. Although the direct relationship between care management resources and 

personal growth was reduced when positive and negative caregiving were entered into 

the regression analysis, the requirement of a mediational model that there be an initial 

statistically significant relationship between the two (Baron & Kenny, 1986) was not 

met. Therefore, the hierarchical multiple regression analysis did not support a dual 

mediational model.



86 

 

CHAPTER 5 

Discussion and Conclusion 

 This exploratory hypothesis-testing research study utilized an adapted stress 

process conceptual framework to examine the impact of care management resources 

and positive and negative end-of-life caregiving experiences on caregivers’ personal 

growth following death of the care recipient. Initially, two exploratory factor analyses 

were conducted to assess the characteristics of two measures developed for the study. 

The first analysis verified that the caregiving inventory was comprised of two 

conceptually distinct factors, negative caregiving and positive caregiving. The second 

analysis indicated that the care management resource index reflected a single 

internally consistent factor, care management resources. 

Finally, a hierarchical multiple regression analysis was used to test the 

mediational relationships, outlined in the conceptual framework, between care 

management resources and positive and negative caregiving in predicting personal 

growth among end-of life caregivers. There was a statistically significant and positive 

association between care management resources and positive caregiving. In addition, 

positive caregiving was identified as a statistically significant positive predictor of 

personal growth. The hypothesized dual mediational model was not supported. 

Summary of Research Findings 

 The following discussion of research findings is presented in the order in 

which the research questions were addressed: (a) outcomes of factor analysis for the 

caregiving inventory, (b) outcomes of factor analysis for the care management 

resource index, and (c) results of the hierarchical multiple regression analysis.
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Caregiving Inventory 

 As discussed previously, I developed the caregiving inventory with the specific 

intent of creating a brief inventory drawn from caregiving domains identified in an 

extensive review of the literature. Prior research (Andershed, 2006; Hauser & Kramer, 

2004; Hebert & Schulz, 2006) provided clear support for the existence of two separate 

dimensions of end-of-life care caregiving: positive and negative. Applying a 

conceptual framework that included both positive and negative caregiving indicators 

(Kramer, 1997), my aim was to develop a comprehensive end-of-life caregiving 

inventory that reflected both of these dimensions. 

Exploratory factor analysis confirmed that, as intended, the underlying 

structure of the end-of-life caregiving inventory consisted of two factors, the first 

representing negative aspects and the second representing positive aspects of end-of-

life caregiving. The negative caregiving factor consisted of eight items with strong 

internal consistency reliability (α = .88); this factor measured physical, emotional, 

social, and economic strain. In contrast, the positive caregiving factor, made up of four 

items measured caregiving rewards, caregiving mastery, and strengthened 

relationships with the care receiver; this positive caregiving factor had a weaker 

internal consistency reliability (α = .66). The low alpha reliability coefficient of the 

positive caregiving factor may have resulted in part from the small number of items in 

the factor. The size of the Cronbach’s alpha coefficient increases as the number of 

items in a scale increases (Pett et al., 2003). The presence of distinct negative and 

positive caregiving factors was consistent with the study’s conceptual framework and 
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adds to a growing body of evidence endorsing the existence of conceptually distinct 

negative and positive aspects of the caregiving experience. 

In contrast to expectations, four of the items initially selected for inclusion in 

the caregiving inventory did not load on either the positive or the negative factor. Two 

of the negative caregiving items related to the impact of changes in the care receiver 

loaded as a separate factor. Two other caregiving items, one positive and one negative, 

made up a distinct factor related to family relationship satisfaction. Earlier studies 

have documented the distressing impact of witnessing a care recipient’s change and 

decline over the course of the end-of-life caregiving trajectory (Hull, 1992; Stetz & 

Hanson, 1992; Waldrop et al., 2005). The fact that the two items related to such 

changes represented a distinct factor suggests that the impact of behavioral changes 

and physical deterioration may not be directly related to caregiving tasks for someone 

who is terminally ill. Instead, these elements may be more closely related to 

dimensions of anticipatory grief and loss.  

It is less clear why the two relationship items, one measuring conflict among 

family members and the other measuring the importance of family relationships, 

combined to make up a distinct factor. Prior research has substantiated the potentially 

deleterious effects of end-of-life caregiving on family relationships (Hauser & 

Kramer, 2004; Hebert & Schulz, 2006). A number of studies have also outlined 

positive effects of end-of-life caregiving on families. During the end-of-life caregiving 

period, families reported having grown closer (Patterson & Dorfman, 2002) and their 

relationships having become stronger (Koop & Strang, 2003; Payne et al., 1999). 

Perhaps it is the overall change in family dynamics during the caregiving period rather 
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than the challenges or rewards of caregiving that has the greatest impact on family 

relationships. 

The creation of a concise, two-dimensional inventory measuring both positive 

and negative aspects of caregiving makes a worthwhile contribution to the study of 

end-of-life caregiving. Research instruments used in caregiving research have largely 

focused on unidimensional stressors and outcomes of caregiving. A large number of 

existing instruments measure a single negative impact, such as caregiver strain (e.g., 

Cantor, 1983; Robinson, 1983), burden (e.g., Zarit, Reever, & Bach-Peterson, 1980), 

or stress (e.g., Pearlin et al., 1990). Fewer instruments have been developed to 

measure positive aspects of caregiving, Those that have been developed have also 

been predominantly unidimensional in scope and target a single dimension such as 

rewards (e.g., Picot, 1997), mastery (e.g., Lawton et al., 1989), and gain (e.g., Pearlin 

et al., 1990).  In their comprehensive review of caregiving instruments, Deeken, 

Taylor, Mangan, Yabroff, and Ingham (2003) identified the need for caregiver 

screening tools that are psychometrically robust, easy to administer, and not 

burdensome to complete. With further psychometric testing and development, the 

caregiving inventory developed for this study may prove useful in future research. 

Care Management Resource Index 

 The care management resource index included in this study assessed the 

adequacy of communication regarding end-of-life care with members of several 

differing health care disciplines, availability of information pertaining to provision of 

care and supportive services for end-of-life caregivers, and attention to the comfort of 

the terminally ill care receiver. Each of the seven items (Appendix B) addressed a 
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single, broad resource dimension identified in earlier research as crucial to end-of-life 

caregiving (see Andershed, 2006). Each of the seven items represented a separate 

resource that could be addressed in community efforts to enhance end-of-life care. 

This study examined whether the seven care management resource items 

represented a global construct related to supportive resources for end-of-life care 

management. As predicted, exploratory factor analysis demonstrated that there was a 

single, internally consistent underlying factor for six of the seven care management 

resource items developed for the study. Applying Kramer’s (1997) caregiver 

adaptation framework, I hypothesized that this care management resources factor was 

an intervening process that influenced caregiver outcomes. 

One of the seven care management resource items did not load on the care 

management resource factor as expected. This item assessed collaboration between 

caregivers and health care professionals regarding end-of-life care. Previous 

qualitative research (Grande et al., 2004; Kimberlin et al., 2004; Mangan et al., 2003) 

has indicated clearly that caregivers attach great importance to being actively involved 

in the end-of-life care delivery process and decision making. Unfortunately, the 

wording and intent of this item, family caregivers were included as part of the 

process, was imprecise and may not have been understood by respondents. This lack 

of precision may have contributed to the item’s failure to load with the other care 

management resources. It may also be that collaboration between caregivers and 

health care professionals regarding end-of-life care is conceptually distinct from the 

other care management resources or that the resource domain it represented was too 

complex to be captured by a single item. Future research should further pursue the 
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assessment of collaboration between caregivers and health care professionals 

regarding end-of-life care as a care management resource.  

As was the case with the caregiving inventory, the development of a six item 

global care management resource scale contributes to the study of end-of-life 

caregiving. Previous research instruments used to examine the needs of end-of-life 

caregivers have focused on a specific resource. Thus the creation of a short but 

comprehensive care management resource scale provides a more efficient mechanism 

for assessing the perceived adequacy of a wider range of available resources. 

Caregiver Adaptation Dual Mediational Model 

Hierarchical multiple regression modeling was used to address the following 

research question: Are end-of-life caregivers’ perceptions of positive and negative 

caregiving experiences and available care management resources related to their 

perception of personal growth following the death of the care recipient? Kramer’s 

(1997) caregiver adaptation framework provided the conceptual foundation upon 

which the dual mediational statistical model (Baron & Kenny, 1986) was built. In 

constructing the statistical model, I hypothesized that the effect of care management 

resources on personal growth would be mediated by positive and negative caregiving 

perceptions after controlling for demographic and background variables. 

Care management resources. As expected, initial correlational analyses 

revealed that higher levels of care management resources were associated with more 

positive perceptions of caregiving. This finding confirms those of a large number of 

prior investigations (Andershed, 2006; Hudson et al., 2004; Kristjanson & Aoun, 

2004) and adds to the growing body of evidence that end-of-life caregiving outcomes 



92 

 

are improved when sufficient resources are provided. It is not surprising that 

appropriate support for caregivers’ diverse resource needs is important to their 

caregiving experience. That is, caregivers perceive their caregiving experiences more 

positively when their needs for communication, information, supportive services, and 

attention to the dying person’s comfort are adequately addressed. 

Although it would seem to follow that if adequate resources lead to more 

positive perceptions of caregiving, inadequate resources would be associated with 

more negative perceptions, this was not found. Rather, there was no correlation 

between care management resources and negative perceptions of caregiving.  

Finding no correlation between care management resources and negative 

perceptions of caregiving was unexpected and is in contradiction to a substantial body 

of evidence (see Andershed, 2006; Hudson et al., 2004; Kristjanson & Aoun, 2004) 

indicating that inadequate or insufficient resources were associated both with 

difficulty managing caregiving challenges. It is not clear why lower levels of care 

management resources were not related to more negative perceptions of caregiving for 

participants in this study. Perhaps, as Rabow et al. (2004) reported, end-of-life 

caregivers “don’t know what they don’t know” (p. 488). Caregivers who were 

unaware of the resources available to them may not have evaluated their caregiving 

experiences in terms of unmet resource needs. Given the relatively low response rate 

in this study, an alternative explanation may be selection bias. Those who had unmet 

resource needs may not have responded to the survey, thereby confounding the results. 

Positive caregiving. The hypothesis that more positive caregiving would be 

associated with a greater degree of personal growth was supported. When the positive 
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and negative caregiving factors were added to the hierarchical regression model, 

together these two predictors accounted for a statistically significant 9.34% increase in 

explained variance for personal growth. Of the two, however, only positive caregiving 

made a statistically significant contribution to the model. This finding is in accord 

with the relationships posited in Kramer’s (1997) caregiver adaptation framework and 

corroborates the small but developing body of literature linking positive end-of-life 

caregiving experiences and positive postbereavement outcomes (Schulz et al., 1997). 

Because the majority of end-of-life caregivers report some positive caregiving 

experiences and outcomes (Allen et al., 2006; Hebert & Schulz, 2006; Waldrop et al., 

2005; Wolff et al., 2007), this finding also is not surprising. 

Very few studies have directly investigated personal growth resulting from 

end-of-life caregiving experiences (Enyert & Berman, 1999; Strang & Koop, 2003; 

Salmon et al., 2005a). All the studies that have done so, however, explain this 

relationship through two mechanisms: caregiving mastery and caregiving rewards. 

These studies have shown that caregivers who were actively involved in end-of-life 

care reported feeling more confident and stronger as a result of competently 

performing caregiving tasks. Caregivers also consistently referred to the rewards 

inherent in providing for and meeting the needs of the terminally ill care receiver. 

Negative caregiving. The hypothesis that more negative caregiving would be 

associated with less personal growth was not supported. This result may have had to 

do with the way personal growth was measured. The Kramer (1997) conceptual 

framework suggested using separate outcome measures for positive and negative 

caregiving. Instead, I used a single outcome instrument, the Hogan Grief Reaction 
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Checklist (Hogan et al., 2001; Appendix C). Because this personal growth inventory 

incorporated both positive and negative dimensions, I expected a positive statistical 

relationship between the positive caregiving factor and personal growth and a negative 

(inverse) relationship between the negative caregiving factor and personal growth. The 

failure to demonstrate the expected relationships with negative caregiving may have 

resulted from overlap between the two constructs in the Hogan Grief Reaction 

outcome measure. 

It may also be that, seemingly paradoxically, personal growth can occur 

despite negative end-of-life caregiving experiences. As Calhoun and Tedeschi (2001) 

noted in their discussion of posttraumatic growth, many people who have encountered 

life challenges and loss reported that positive changes have resulted from their 

struggle with the negative experience.  

Dual mediational model. The hypothesized mediational model was not 

supported: There was no evidence of a direct relationship between care management 

resources and personal growth before or after positive and negative caregiving were 

considered. The care management resource factor accounted for less than 1.0% 

additional variance when entered into the hierarchical regression model and was not a 

statistically significant contributor to the prediction of personal growth. Given the 

small size of my sample, it is probably not surprising that a complex, demanding 

statistical model such as the dual mediational model utilized in this study was not 

upheld. 

Kramer’s (1997) conceptual framework identified two levels of resources that 

play central roles in caregiving outcomes: internal and external. Internal resources 



95 

 

were defined as characteristics of the individual such as coping, personal control, self-

efficacy, and hardiness; external resources were defined as assets outside the 

individual such as social and instrumental support. The focus of this study was only on 

the external, tangible resources identified in the literature as having particular bearing 

on end-of-life care. Understanding the full nature of the relationship between 

resources and well-being outcomes may require inclusion of both internal and external 

resources, as Kramer suggested. 

The mediational structure designed for this study also may not have 

appropriately represented the relationships among the variables under consideration. 

In Kramer’s (1997) model, both resources and appraisals are depicted as intervening 

processes between caregiver background and context and well-being outcomes. For 

the purposes of my analysis, I interpreted the model to suggest that caregiving 

perceptions served as the mediator of the relationship between care management 

resources and personal growth. An alternate interpretation, suggested by the findings 

of this study, may be the reverse: Care management resources may mediate the 

relationship between caregiving perceptions and personal growth outcomes. 

Caregiver Characteristics 

 Demographically, end-of-life caregivers in this study were generally 

comparable to caregivers across the nation described in the report, Caregiving in the 

U.S. (National Alliance for Caregiving & AARP, 2004). Mean ages of the two groups 

were similar, although study participants (M age 53 years) were slightly older than 

their national counterparts (M age 46 years). As was the case nationally, primary 

caregivers responding to this survey were more likely to be women who were older 
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and who had lower income levels than caregivers who were less involved. In contrast 

to national estimates, however, more men in this study reported having participated in 

caregiving (54% vs. 39% nationally). This percentage of men as end-of-life caregivers 

is also considerably higher than the 29% reported in another recent Oregon study 

(Fromme et al., 2005). There may have been a sampling bias in my study. Although a 

random sampling procedure was used, the commercial database from which the 

sample was generated may have included a disproportionate number of men given that 

63% of those initially receiving the survey were men. 

 Correlational analysis revealed that the primary caregivers who participated in 

this study were more likely to have perceived end-of-life caregiving positively and to 

have experienced greater personal growth than caregivers who were less involved, and 

yet primary caregivers also were more likely to have experienced negative aspects of 

caregiving. These findings are consistent with Kramer’s (1997) conceptual framework 

that suggests both positive and negative experiences and positive and negative 

outcomes exist simultaneously. Several other studies of end-of-life caregivers have 

reported similar findings. This pattern of findings supports the idea that positive and 

negative caregiving dimensions co-occur (Folkman, 1997; Haley, LaMonde, Han, 

Burton et al., 2003; Wolff et al., 2007). It is not surprising that primary caregivers who 

are most involved in end-of-life caregiving would experience the full range of 

challenges and rewards inherent in the caregiving relationship.  

Overall, the combined influence of the caregiver characteristics (age, gender, 

ethnicity, education, income, and level of caregiving) contributed only 6.2% of the 

variance in the hierarchical regression model; further, their combined contribution was 
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not statistically significant. Kramer’s (1997) caregiver adaptation framework posits 

that caregiver characteristics and the context of the caregiving situation play a central 

role in understanding all other aspects of caregiver experience. The fundamental 

background and contextual variables identified in Kramer’s conceptual framework are 

far more comprehensive than those employed in this study, however, and include 

caregiver attitudes, efforts, and other life responsibilities as well as care recipient 

characteristics. In keeping with Kramer’s framework, the findings of this study 

suggest that demographic variables alone cannot adequately capture the complexity of 

the caregiving context. 

Limitations and Strengths 

Several limitations of this study are noteworthy. Although the sample was 

drawn randomly, the low overall response rate (26%) prohibits generalization. The 

small sample size (N = 144) limited the number of variables that could be incorporated 

into the analytic model. Moreover, the small sample was not sufficient to allow for 

more sophisticated statistical analyses such as structural equation modeling, which 

would have made it possible to reduce or even eliminate measurement error. Because 

of the lack of ethnic diversity in the sample, study findings are relevant only to largely 

White communities, not unusual for research carried out in Oregon. The study’s cross-

sectional design identifies correlations, not causality, and therefore does not permit 

inference regarding causal relationships, although the correlations are suggestive for 

future research focused on cause. The self-administered questionnaire omitted several 

potentially important variables that may have been related to the caregiving experience 

or outcomes. For example, respondents were not asked to report the age, gender, or 
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relationship to the person for whom they provided end-of-life care. As suggested by 

Kramer’s (1997) framework, these dimensions might be linked to outcomes of end-of-

life caregiving. Further, the retrospective nature of the survey raises the potential of 

recall bias; responses may have reflected how respondents felt at the time they 

completed the questionnaire rather than accurately describing their experiences during 

the time of caregiving and loss. Nevertheless, the ideal timing for studying the 

processes of end-of-life caregiving has not yet been determined. Finally, the analytic 

model used in this study may not fully represent the complexity of the end-of-life 

caregiving experience. Future research may benefit from definition and assessment of 

a more complete set of variables known to influence caregiving outcomes. 

 Despite the above study limitations, the study also has strengths and makes 

important contributions to research on the context in which end-of-life caregiving 

occurs in relationship to bereavement. Because end-of-life experiences are 

increasingly likely to include caregiving, it is essential that caregiving and 

bereavement be studied together. Currently there is limited information regarding the 

connection between end-of-life caregiving and personal growth following 

bereavement. This study began empirical exploration of the mechanisms that link 

caregivers’ positive and negative experiences during end-of-life caregiving and their 

personal growth in bereavement. The study also establishes the relationship between 

positive caregiving experiences and more positive bereavement outcomes. Further, the 

study examined the co-occurrence of both positive and negative aspects of caregiving, 

which has rarely been done. Finally, the development of two new indices related to 

end-of life caregiving experiences and end-of-life care management resources will 
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facilitate future inquiries. In view of these contributions, this study makes a 

worthwhile addition to the literature regarding end-of-life caregiving and caregiver 

well-being. 

Implications for Practice 

 The study provides information about the end-of-life caregiving experience 

that can be used to advance practice. Because this study was grounded in a 

community-based participatory research model, the research questions are of direct 

relevance to community stakeholders. This relevance increases the likelihood that the 

research findings will foster improvements in the quality of end-of-life care and 

supportive community services for end-of-life caregivers. 

 Higher levels of care management resources were related to more positive 

caregiving experiences. In turn, more positive caregiving experiences were associated 

with personal growth in bereavement. These findings suggest that interventions to 

address the care management resource needs of caregivers are warranted. Particularly 

helpful educational interventions would provide caregivers with information about 

symptom management, the expected course of the terminal illness, and what to expect 

in the dying process. Training in relevant caregiving skills may promote caregiving 

mastery. Further, information about available resources and supportive care services 

may facilitate caregiving efforts. Other valuable interventions would foster 

information exchange and collaboration between caregivers and health care providers. 

 In addition to establishing the importance of care management resources to the 

caregiving experience, the study findings highlight the relationship between positive 

caregiving experiences and positive bereavement outcomes. Thus, intervening to 
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reinforce the positive aspects may lead to improved well-being both during and after 

end-of-life caregiving. Interventions to enhance positive caregiving experiences could 

employ strategies to promote positive coping, to find meaning and satisfaction in the 

caregiving role, or to reframe the caregiving situation in a more positive light. By 

suggesting opportunities for preventive interventions to promote and enhance the 

positive aspects of the caregiving experience, the study may ultimately promote 

improved bereavement outcomes. 

Future Research Directions 

Several suggestions for future research arise from the results of this study. 

Study findings support the usefulness of succinct measures in end-of-life caregiving 

research. Further refinement and psychometric testing of the two instruments 

developed for this study is necessary, however. Construct validity of these instruments 

will need to be established. The positive caregiving scale should be expanded to 

include a larger number of items reflecting the more comprehensive view of positive 

caregiving domains under discussion in the recent caregiving literature (e.g., Cohen, 

Colantonio, & Vernich, 2002; Pinquart & Sorenson, 2004). The negative caregiving 

scale would benefit from further consideration of items related to the impact of 

physical and mental deterioration of the terminally ill care receiver on end-of-life 

caregiving as well as the relevance of items measuring family relationships. Continued 

exploration of use of a global, parsimonious care management resource scale is 

warranted, but further development to clarify wording and intent is necessary, 

particularly with regard to communication with health care professionals. 
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This retrospective, cross-sectional study highlighted the relationships between 

care management resources, positive caregiving, and personal growth. Future research 

would benefit from the use of prospective and longitudinal designs. In this study, 

Kramer’s (1997) caregiver adaptation conceptual framework was simplified. Use of a 

more complete set of the constructs posited in Kramer’s caregiver adaptation model 

would likely yield different or richer outcomes from those identified here. Finally, 

given the study results indicating that positive and negative caregiving experiences 

function differently in predicting well-being outcomes, use of separate indicators for 

positive and negative outcomes is imperative.  

Conclusion 

As demographic trends make end-of-life caregiving in the community an 

increasingly common experience, it is essential to more completely understand the 

short- and long-term implications of providing end-of-life care. Results from this 

study add to the evidence that positive and negative aspects of caregiving are two 

distinct, independent dimensions that should be treated separately. Results bridge the 

caregiving and bereavement literatures and provide evidence of the linkage between 

end-of-life caregiving and long term caregiver outcomes. The study findings 

demonstrate that adequate care management resources enhance positive perceptions of 

the caregiving experience. In turn, experiencing the positive aspects of end-of-life 

caregiving leads to a greater degree of personal growth in the bereavement period. As 

community-based caregivers become the principal providers of end-of-life care, 

understanding and responding to their needs is vital.
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APPENDIX A 
 

Caregiving Inventory 
 

People who provide care often report both positive and negative caregiving experiences. Please 
indicate the degree to which the following statements reflect your situation when you were caring 
for the person who died. 
 
  

Strongly 
Disagree 

    
Strongly 
Agree 

Don’t 
Know 
N/A 

  1. Overall, my relationship with 
the person grew closer. . . . . . . .  

 
1 

 
2 

 
3 

 
4 

 
5 

 
0 

  2. My physical health got worse. . 1 2 3 4 5 0 
  3. I had to make adjustments with 

my work. . . . . . . . . . . . . . . . . . . 
 

1 
 

2 
 

3 
 

4 
 

5 
 

0 
  4. Caring for the person was 

rewarding. . . . . . . . . . . . . . . . . . 
 

1 
 

2 
 

3 
 

4 
 

5 
 

0 
  5. I was less able to participate in 

social and recreational activities. 
 

1 
 

2 
 

3 
 

4 
 

5 
 

0 
  6. Relationships with other family 

members were more difficult or 
strained. . . . . . . . . . . . . . . . . . .  

 
 

1 

 
 

2 

 
 

3 

 
 

4 

 
 

5 

 
 

0 
  7. I felt able to handle most issues 

related to the person’s care. . . .  
 

1 
 

2 
 

3 
 

4 
 

5 
 

0 
  8. Caregiving was a physical   

strain. . . . . . . . . . . . . . . . . . . . . 
 

1 
 

2 
 

3 
 

4 
 

5 
 

0 
  9. My mental health suffered. . . .  1 2 3 4 5 0 
10. I felt that I understood what the 

person needed. . . . . . . . . . . . . .  
 

1 
 

2 
 

3 
 

4 
 

5 
 

0 
11. It was distressing to see the 

changes from the person’s 
former self. . . . . . . . . . . . . . . . . 

 
 

1 

 
 

2 

 
 

3 

 
 

4 

 
 

5 

 
 

0 
12. Caregiving caused financial 

hardship. . . . . . . . . . . . . . . . . . . 
 

1 
 

2 
 

3 
 

4 
 

5 
 

0 
13. Relationships with other family 

members became more 
important. . . . . . . . . . . . . . . . . .  

 
 

1 

 
 

2 

 
 

3 

 
 

4 

 
 

5 

 
 

0 
14. Caregiving was emotionally 

draining. . . . . . . . . . . . . . . . . . .  
 

1 
 

2 
 

3 
 

4 
 

5 
 

0 
15. Some of the person’s behavior 

was upsetting. . . . . . . . . . . . . . . 
 

1 
 

2 
 

3 
 

4 
 

5 
 

0 
16. There were times when I felt 

that my own needs were not 
being met. . . . . . . . . . . . . . . . . . 

 
 

1 

 
 

2 

 
 

3 

 
 

4 

 
 

5 

 
 

0 
 
In your situation, what was the overall balance between positive and negative aspects of caring 
for the person who died? 
 
Negative outweighed   Positive and negative        Positive outweighed 
       positive                        equal                negative 
___________________________________________________________________________________ 
            1      2            3   4      5 
Note. Adapted from Archbold et al., 1986, 1990.
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APPENDIX B 
 

Care Management Resource Index 
 

During this person’s illness. . .  
 
  

Strongly 
Disagree 

 
 

Disagree 

Neither 
Agree Nor 
Disagree 

 
 

Agree 

 
Strongly 
Agree 

Don’t 
Know 
N/A 

1. Good communication was 
possible with doctors about 
concerns related to end of life. . .  

 
 

1 

 
 

2 

 
 

3 

 
 

4 

 
 

5 

 
 

0 
2. Good communication was 

possible with social service staff 
about concerns related to end of 
life. . . . . . . . . . . . . . . . . . . . . . . .  

 
 
 

1 

 
 
 

2 

 
 
 

3 

 
 
 

4 

 
 
 

5 

 
 
 

0 
3. Good communication was 

possible with nurses about 
concerns related to end of life. . .  

 
1 

 
2 

 
3 

 
4 

 
5 

 
0 

4. Family caregivers were included 
as part of the process. . . . . . . . . .  

 
1 

 
2 

 
3 

 
4 

 
5 

 
0 

5. Information was available about 
supportive community services. . 

 
1 

 
2 

 
3 

 
4 

 
5 

 
0 

6. Information was available about 
how to provide care. . . . .  

 
1 

 
2 

 
3 

 
4 

 
5 

 
0 

7. Every effort was made to keep 
the person comfortable. . . . . . .  

 
1 

 
2 

 
3 

 
4 

 
5 

 
0 
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APPENDIX C 
 

Personal Growth Inventory 

As a result of this person’s death, I have changed in the following ways: 

 Not at 
all True 

Slightly 
True 

Somewhat 
True 

Very 
True 

Extremely 
True 

  1. I am a more forgiving person. . . . . . .  1 2 3 4 5 
  2. I am stronger. . . . . . . . . . . . . . . . . . . .  1 2 3 4 5 
  3. I am more tolerant of myself. . . . . . . . 1 2 3 4 5 
  4. I have learned to cope better with life. 1 2 3 4 5 
  5. I have a better outlook on life. . . . . . .  1 2 3 4 5 
  6. I am more tolerant of others. . . . . . . .  1 2 3 4 5 
  7. I care more deeply for others. . . . . . . . 1 2 3 4 5 
  8. I value each moment more. . . . . . . . .  1 2 3 4 5 
  9. I am more competent. . . . . . . . . . . . . . 1 2 3 4 5 
10. I am less fearful of my own death. . . . 1 2 3 4 5 

 
Note. Adapted from the Hogan Grief Reaction Checklist (Hogan et al., 2001). 
 


