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ABSTRACT 

Caring for a family member with Alzheimer's disease has been associated with a 

variety of negative outcomes. Hence, it is important to gain an understanding of the 

factors that contribute to these outcomes as an avenue toward identifying interventions 

that may have moderating effects. There is a growing body of evidence that 

psychological resources and social support can mitigate the impact of caregiving 

stressors. Psychological resources may include appraisals, coping skills and 

expectancies, while social support may range fi^om formal services to informal family 

networks. The purpose of the present study was to investigate how involvement in an 

experimental drug treatment affected expectancies and/or appraisals about caregiving and 

the care receiver's condition. Antecedent variables that have been inconsistently linked 

with negative caregiver outcomes were also examined. This study had two phases of 

assessment, with 166 caregivers participating at Time 1 and 109 caregivers six weeks 

later at Time 2. There were four treatment conditions reflecting two different drug 

conditions, a screening failure condition and a group uninvolved in research. Within each 

treatment group, both primary and non-primary caregivers were assessed for burden, 

depression, hopelessness, anger, desire to institutionalize (DTI), locus of control, positive 

outcomes and optimistic expectancies. 

VI 



Research participation resulted in decreased negative outcomes and more positive 

expectations. Measures of time dependent burden provided support for the "wear and 

tear" hypothesis of caregiving, although those who had been in that role longest had less 

DTI. Spouses generally experienced more negative outcome than primary adult son or 

daughter caregivers, but the latter reported more DTI and social burden. Emotional 

burden was equivalent for primary and non-primary caregivers. There were few gender 

differences; men experienced more time burden, while women reported more 

developmental burden. There was support for the positive effect of research participation 

over and above these group differences that result from differential severity of patient 

conditions. Practical implications of these findings are discussed, along with limitations 

of the present study and directions for future research. 
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CHAPTER I 

INTRODUCTION 

Many recent studies have examined the impact of caring for a family member 

with Alzheimer's disease and found that caregiving is associated with such negative 

outcomes such as deteriorating health, depression, dramatic lifestyle change, and burden 

(Gallagher, Wrabetz, Lovett, Del Maestro & Rose, 1989). Caregiver burden has been 

defined as "physical, psychological, or emotional, social, and financial problems that can 

be experienced by family members caring for impaired older adults" (George & Gw\ther. 

1986, p. 253). Alzheimer's disease places continually increasing demands on caregivers 

because of intellectual and behavioral deficits that restrict the patient's ability to perform 

activities of daily living. Zarit, Reever, and Bach-Peterson (1980) were among the first to 

study burden in caregivers of dementing relatives and since then burden has been the 

focus of much interest. Burden has been conceptualized in several ways. Thompson and 

Doll (1982) distinguished objective burden (e.g., disruption of family hfe) fi-om 

subjective burden (e.g., caregiver response to the situation) and suggested that objective 

burden pertains to disruptions in role, family life, super\ ision, and neighbor relations, 

whereas subjective burden refers to feeling trapped and excluded. In most caregiver 

studies the measurement of burden refers to global burden where subjective and objective 

burden are intertwined within the same questionnaire. In essence, when caregivers rate 



objective burdens their appraisals are influenced by subjective burden. Thus, in practice 

it is difficult to conceptually separate the two types of burdens. Most research 

has been aimed at identifying precursor variables that correlate to increased burden or to 

evaluating how intervention may ameliorate burden. 

It is the general consensus that the antecedents of caregiving burden are 

multidimensional (Hooker, Monahan, Shifren, & Hutchinson, 1992; Lieberman & 

Kramer, 1991; Schulz & Williamson, 1991; Stephens, Ogrocki, & Kinney, 1991; 

Vitaliano, Russo, Young, Teri, & Maiuro, 1991). The growing number of individuals 

with Alzheimer's Disease ~ four million at present ~ make the study of caregiving 

outcomes crucial to understanding caregiver antecedents/risk factors. Equally important, 

establishing how intervention mediates the negative impacts of caregiving should not 

only advance knowledge in the area, but pose practical implications as well. In fact, 

some have suggested that the stress of caregiving is so well-established that it is time to 

more accurately define specific risk factors and consider how various interventions exert 

therapeutic effects (Zarit, 1989; Zarit & Toseland, 1989). Psychological risk factors that 

are present for all caregivers of Alzheimer's patients include impairment of and inevitable 

loss of a significant other (Brown & Harris, 1978), severely curtailed opportunities for 

response-contingent positive reinforcement (Lewinsohn & Arconad, 1981), and a chronic 

stressor that significantly reduces control over important aspects of one's life (Seligman, 

1981). Caregiver studies have investigated relationships involving many antecedent 



variables. These include demographics of the caregiver (age, gender, socioeconomic 

status, occupation, education), caregiver personality variables, patient characteristics, 

positive and negative social support, the caregiver's coping style, and the type and qualit}' 

of the patient-caregiver relationship prior to the disease's onset. In most instances, these 

antecedents have been examined in relation to such outcome measures as global burden, 

depression, deterioration in physical health, and other negative outcomes. Several of 

these antecedent variables warrant closer examination within the context of caregiver 

outcomes. 

Patient Impairment and Negative Caregiver Outcomes 

A number of authors have reported a direct relationship between the level of 

caregiver burden and the extent of the care recipient's mental and functional impairment 

(Greene, Smith, Gardiner, & Timbury, 1982; Nygaard, 1988; Pearson, Verma, & Nellett. 

1988; Poulshock & Deimling, 1984; Pruchno & Resch, 1989a; Vitaliano, Russo, Young, 

Teri & Maiuro, 1991a). In contrast, other studies provide little evidence that patient 

characteristics are important factors in understanding caregiver well-being (George & 

Gwyther, 1986; Gilhooly, 1984; Haley, Levine, Brown, & Bartolucci, 1987; Morycz, 

1985; Ory et al., 1985; Zarit, Reever, & Bach-Peterson, 1980; Zarit, Todd, & Zarit, 

1986). One hypothesis generated to explain these divergent findings is that of "wear and 

tear," in which stressors increase over the course of the disease and both patients and 



caregivers deteriorate. A contrasting view of "adaptation" proposes that although the 

patient's condition worsens over time, the caregivers learn to adapt (Zarit et al., 1986). 

Clearly, these opposing explanations of how the trajectory of a dementing illness impacts 

on the caregiver are grounded in conflicting data. There may be methodological reasons 

for these empirical inconsistencies. First, several of these studies do not specify the level 

of care needed in the analysis (Deimling & Bass, 1986; Zarit et al., 1986) and sometimes 

care receivers are described in a global manner as simply disabled or impaired. Then, too, 

the majority of caregivers being studied have almost always been linked with formal 

services. This means that on a patient impairment continuum, the samples are likely to be 

biased toward mild-moderate disability on one pole (support group participants) and 

profound impairment on the other pole (nursing home residents). Taken together, the 

inconsistent data on how patient impairment relates to caregiver outcomes and the 

methodological concerns warrant a more careful examination of this area. Resolution of 

divergent findings will require more objective measurement of patient impairment and 

sampling of caregiver-care receiver dyads that span the impairment continuum, some of 

whom have not been involved in formal services. 

Type of Relationship and Negative Caregiver Outcomes 

When examining caregiver outcomes, it is also important to consider the nature of 

the caregiver-care receiver relationship and the amount of care provided. Although there 



are excellent discussions of the effects of caregiving for patients with Dementia of the 

Alzheimer's Type (DAT), there are few studies comparing different types of primary 

caregivers or comparing primary versus non-primary caregivers. A "primary caregiver" 

is one who has total responsibility for the provision of care (Stone, Cafferata, & Sangl, 

1987) and a non-primary or secondary caregiver is a family member who is involved with 

the DAT patient, but is not totally responsible for care. Findings are inconclusive when 

contrasting outcomes of primary caregivers who are spouses with outcomes of those who 

are offspring. Varying research findings have ranged from few differences in the extent 

of reported burden between spouse and offspring (Zarit et al., 1980), to spouse burden 

more than twice the level than in offspring (George & Gwyther, 1986), and even greater 

offspring burden than that of the spouse (Rankin & Pinkston, 1985). Geographically 

distant children who are not primary caregivers have seldom been examined, but one 

study found a degree of emotional burden in distant daughters (Schoonover, Brody, 

Hoffman, & Kleban, 1987, as cited in Brody, 1989). A few studies have found that 

primary caregivers who were not spouses were more likely to institutionalize their 

impaired family member (Lieberman & Kramer, 1991; Morycz, 1985). Thus, it would 

seem important to explore differences in caregiver outcomes for primary spouse 

caregivers and primary non-spouse caregivers. Primary non-spouse caregivers are often 

adult children who have many competing demands (e.g., career, priorities of their own 

spouse and children) whereas primary spouse caregivers can usually focus more on the 



patient (e.g., they are often retired). In addition, adult children caring for an impaired 

parent face a role reversal that is often more problematic than a spouse taking care of his 

or her partner. Finally, comparison of primary caregivers to non-primary caregivers 

allows for the investigation of differential burden and expectations/appraisals as a 

function of familial relationship independent of involvement in actual delivery of care. 

Gender Differences and Negative Caregiver Outcomes 

Gender is another caregiver characteristic that appears to inevitably affect how 

caregiving is experienced and researchers have generally concluded that gender 

differences should be considered when undertaking caregiver research (Young & Kahana, 

1989). Gender differences are believed to influence the care provided, the utilization of 

resources (Zarit, 1982) and appraisal of the caregiving experience (Miller, 1990; Pearlin, 

Mullan, Semple, & Skaff, 1990). Male and female caregivers have unique sex role 

orientations that impact caregiving (Noelker & Wallace, 1985), and women typically 

experience more distress (Fitting & Rabins, 1985; Pruchno & Resch, 1989b). Some 

researchers explain increased burden for women caregivers as an artifact of their greater 

openness to talk about problems, rather than true differences in negative outcomes 

(Cohler, Groves, Borden, & Lazarus, 1989). One study interpreted a significanfly higher 

level of depression in women as a form of hopelessness, rather than clinical depression. 

Future studies were recommended to distinguish between hopelessness and depression. 



especially for women caregivers (Fitting, Rabins, Lucas & Eastham, 1986). Several 

studies emphasize the importance of assessing how much outside help male caregivers 

receive since tangible help is more often present for them as a buffer against subjective 

distress (Carlson & Robertson, 1993). In general, simultaneous investigations of gender 

and relationship are infrequent, often due to insufficient sample sizes. The pronounced 

differences found in one study of heart pafients and their wife, daughter, or husband 

caregivers would suggest that gender and relationship need to be distinguished (Young & 

Kahana, 1989). Furthermore, most studies highlight significant gender differences while 

few discuss findings of no difference. 

Within the general psychosocial stress model there are two possible hypotheses to 

explain gender differences: the gender-role socialization perspective and the social role 

perspective (Kessler, 1979; Miller, 1990). The gender-role perspective asserts that 

women are more vulnerable to stress because of such early socialization factors as 

sensitivity to relationship, nurturing, coping styles and illness behaviors (Pearlin & 

Schooler, 1978). The social role position focuses on current social role and situational 

demands as the explanation (Aneshensel & Pearlin, 1987). Since demands lessen in the 

postparental stage of life, gender differences should become less salient and more likely 

to be found between daughter and son caregivers than among spouse caregivers. In a 

group of spouse caregivers where there is little difference in level of the care receivers' 

impairment, the lack of gender differences would provide support for the social role 



hypothesis. On the other hand, when stereotypic gender differences are detected, the 

gender-role explanation would be supported. 

One meta-analysis study of 14 descriptive studies of gender differences in 

caregiving concluded that gender differences with significant effect sizes were not as 

prominent in the research as expected (Miller & Cafasso, 1992). The only noteworthy 

differences were that females were more likely to carry out personal care and household 

tasks and report greater burden. Miller and Cafasso assert that the social role hypothesis 

is more useful in explaining these differences but that additional research is needed to 

consider gender differences in spouses versus adult-child caregivers. 

Appraisal and Negative Caregiver Outcomes 

The examination of appraisal and how it may relate to various outcomes has 

become prominent in the caregiver literature (Lawton, Kleban, Moss, Rovine, & 

Glicksman, 1989; Novak & Guest, 1989a; Poulshock & Deimling, 1984; Reed, Stone, & 

Neale, 1990). However, the factors that comprise appraisal are still being defined 

(Lawton et al., 1989; Poulshock & Deimling, 1984)) and research efforts often either fail 

to associate appraisals with outcome (Reed et al., 1990) or are insensitive to them due to 

very small sample sizes (Reed et al., 1990). An overall positive outlook on life has been 

associated with less distress (Diener, Emmins, Larson & Griffin, 1985). Although the 

findings are inconsistent, the appraisals and expectancies caregivers utilize to cope with 
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their situation may be jointly important in predicting subsequent burden. Management of 

the meaning of the situation was initially proposed as one approach in coping with a 

stressful situation like caregiving (Pearlin & Schooler, 1978). In a more recent study that 

involved interviews of DAT caregivers, the researchers hypothesized that cognitive 

appraisal might be the most powerful coping function at caregivers' disposal (Pearlin, 

Turner, & Semple, 1989). In spite of more practical measures that may be taken to ease 

the situation, the disease's effects are often impervious to the caregiver's coping 

repertoire. Thus, to reduce the threat of the situation, caregivers strive to find meaning in 

caregiving (O'Bryant, Straw, & Meddaugh, 1990; Farran, Keane-Hagerty, Salloway, 

Kupferer, & Wilken, 1991), a method of coping construed as cognitive adaptation to 

threatening events (Pearlin & Schooler, 1978; Taylor, 1983). 

Most of the literature on this topic to date has been theoretical or descriptive, with 

few attempts to link this coping style to associated variables, particular outcomes, or 

DAT caregivers per se. However, a few studies have associated coping strategies in 

DAT caregivers with less distress (Pratt, Wright, & Schmall, 1987). Reframing was 

related to lower burden scores, whereas passivity was associated with more burden (Pratt, 

Schmall, Wright, & Cleland, 1985). Stephens, Norris, Kinney, Ritchie and Grotz (1988) 

also found greater depression among caregivers of rehabilitation pafients using ineffective 

coping strategies. One study demonstrated that appraisals made a significant contribution 

to outcome even after controlling for objecfive stressors (Haley et al., 1987) and another 



found that appraisals contribute to the ability of a caregiver to mobilize effective coping 

strategies and adapt to the situation (Vitaliano, Russo, Young, Teri, & Maiuro, 1991). 

This latter study also suggested that resources such as positive appraisal can be 

undermined by anger or other vulnerability factors. While attending to the positive and 

reframing the negative avoids uncomfortable negative emotions, it is palliative at best for 

some caregivers. Kinney and Stephens (1989) found that caregivers who were making 

concerted efforts at managing the meaning of the situation became depressed anyway. 

Coppel, Burton, Becker, and Fiore (1985) found no difference in level of depression 

between groups of spousal DAT caregivers who were successful copers and those who 

were unsuccessful copers. Apparently, the nature of the relationship between 

constructive appraisals, vulnerabilities, support, and outcomes for DAT caregivers is far 

from clear. There is a need to target homogenous groups of DAT caregivers and move 

beyond the coping strategies caregivers use to the conditions (formal and informal social 

resources) under which specific strategies may be effective. 

Social Support and Negative Caregiver Outcomes 

Just as it is important to investigate the cognitive appraisals that DAT caregivers 

utilize to cope, account should also be taken of social support in caregiver outcome. 

Although there is extensive literature on stress, social support and the buffering 

hypothesis (Cohen & Wills, 1985), most of this literature is not specific to DAT 
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caregivers. In addition, research on social support of DAT caregivers is confounded by 

varying definitions of what social support is and how to measure it. It has been defined 

multidimensionally to include network contact frequency, satisfaction with support and 

the perceived availability of support and use (Fiore, Coppel, Becker, & Cox, 1986). Most 

studies with DAT caregivers focus on social support in terms of familial resources or 

response to respite care. There is no inquiry specific to formal social support of the DAT 

caregiver and its potential impact on caregiver outcome when that support is care receiver 

participation in an experimental drug study. Involvement in research that addresses a 

loved-one's uncontrollable disease may possibly reduce feelings of helplessness. 

Caregiver comments made in the course of such research illustrate the nature of this 

possibility, e.g., "I know there's no cure for Alzheimer's disease but at least I'm doing 

what I can." Other statements imply a sense of contributing to Alzheimer's patients in 

general ~ "Well, even though it may not help her, at least someday this research might 

help someone." Caregivers seem to find comfort in the possibility that they are helping 

others. 

More importantly, these appraisals and expectancies may reflect the support they 

gain indirectly via the drug study, potentially a greater impact on their well-being than 

any medication effect they might observe in the care receiver. In truth, the effects of 

medications targeting the symptoms of Alzheimer's disease are minimal to this point. 

Few of the patients respond at all and those that do respond exhibit minimal 
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improvements. Usually the caregiver reports some improvement in mood, sociability and 

daily activity level but it is unclear whether these changes are actual improvements or 

related to caregiver perception. 

Therefore, there are several valid reasons for investigating this area. First, the 

care receiver's treatment may offer a means of examining and possibly addressing 

caregiver needs. Anecdotal and research evidence have suggested that caregivers are 

often unreceptive to participation in special training or support groups aimed at caregiver 

needs, preferring to handle things on their ovm (Barusch, 1988; Miller, 1987). In 

contrast, many are eager to enroll their family member in a drug study which provides an 

opportunity to intervene with the caregiver. Second, such opportunities are widely 

available. A variety of ongoing controlled drug trials are currently underway to assess 

their efficacy in Alzheimer's treatment. The likely availability of these drugs should 

allow benefits to the caregiver collateral to those for the care receiver taking these 

medications. Third, when evaluating the efficacy of these drugs, there is a need to 

examine effects that are not directly related to the medication. Based on past research 

and anecdotal information, there is reason to believe that positive changes may occur 

independent of drug-specific effects. Participation in experimental treatments could 

produce indirect effects, possibly impacting caregiver expectancies and appraisals, so as 

to reduce burden and other negative outcomes. Finally, the reciprocal interaction of 

caregiver and care receiver warrants attention and experimental treatment trials afford an 
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excellent opportunity to examine the process. Experimental drug studies are recent 

developments, as is a promising theoretical model of distress in caregiving (Vitaliano et 

al., 1991). These elements converge as an emerging context for studying the effects of 

experimental drug treatment on caregiver outcomes. Despite the rather unique inclusion 

of participation in an experimental drug study as a mediating variable, Vitaliano and 

associates offer a sound and practical conceptual model of the caregiver stress process. 

A Model of Distress in Caregivers of DAT Patients 

Vitaliano, Maiuro, Ochs, and Russo (1989) initially applied an existing model of 

distress (Vitaliano, Maiuro, Bolton, & Armsden, 1987) to caregiving to guide their 

research. Other models had been advanced to describe the caregiving process, but all 

involved a stress-process paradigm and differed largely in semantics and/or the number of 

variables within each domain (Pearlin et al., 1990). The Vitaliano model specifies four 

domains that influence caregiver distress. These include exposure to stressors (care 

recipient impairment, other situational life stressors), vulnerability (health, personality, 

demographic variables), psychological resources (coping, locus of control), and social 

resources (social support). Within this framework, caregivers may improve their 

emotional state either by decreasing undesirable factors (exposure to stressors, 

vulnerability) or by increasing desirable factors (resources). Thus, the model argues that: 

Exposure to stressors + Vulnerability . 
Distress = Psychological resources + Social resources 
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The advantages for such a model in caregiver research is clear. First, the \ ariables 

represented are well-grounded in the theoretical stress literature (Appley & Trumbull, 

1967; Hinkle, 1974; Kahn, 1970; McGrath, 1979). Second, the social-psychological 

literature as a whole has emphasized the importance of predictability, control, and 

autonomy as constructs that assist us in understanding how indi\ iduals function when 

dealing with difficult challenges which is particularly relevant to Alzheimer's disease 

(Rodin & Langer, 1977; Schulz, 1976, 1986). Vulnerability and resources are obviously 

relevant concerns in Alzheimer's disease as a basis for modifying relationships between 

stressful events and distress. The lack of predictability and control would be included in 

the "exposure to stressors" part of the model as applied to caring for a DAT patient. 

More specifically, this includes the nature of the disease itself, cognitive impairment, 

needed assistance with activities of daily living, and behavioral disruptions. However, 

even in the objective absence of control, appraisals that one makes about a given situation 

may serve as a buffer and would be reflected in the "psychological resources" domain. 

General approaches to life such as locus of control may act as a resource or a 

vulnerability, depending on how it is manifested. Another advantage to this model of 

caregiver distress is the greater likelihood of detecting an existent relationship between 

stressors and burden because vulnerability and resources can be stratified (Vitaliano et al., 

1989). 
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Assessment via such a paradigm promises to not only confirm any caregiver 

benefits due to care receiver involvement but yield insights into the component processes 

that interact to affect the level of distress. Specifically, patient participation in 

experimental drug trials should come to constitute an indirectiy acquired element of the 

social resources domain. An analysis of the caregiver's coping repertoire under such 

influences is not presentiy part of the empirical literature in this area. 

Statement and Purpose 

The primary purpose of the present study was to examine how involvement in an 

experimental drug treatment affected (1) expectancies and/or appraisals about caregiving 

and the care receiver's condition, and (2) caregiver outcomes. In addition, other 

antecedent variables that have been inconsistently linked with negative caregiver 

outcomes were examined (i.e., gender, patient impairment, relationship to care receiver, 

and amount of care provided). 

The following outcomes are proposed: 

Hypothesis 1: Like earlier studies of the effects of other varieties of social 

support on caregivers, it is predicted that indirect effects from participation in an 

experimental drug study will result in less negative expectancies/ appraisals and 

decreased negative outcomes. 
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Hypothesis 2: With regard to the cumulative effects of social support, it is 

predicted that caregivers involved in research participation will demonstrate a decrease in 

negative outcomes between pre- and post-measurement. 

Hypothesis 3: It is proposed that there will be differences in outcome measures 

between primary spouse caregivers and primary non-spouse caregivers. There is not 

enough consistency in the literature at this time to predict directionality of these 

differences. 

Hypothesis 4: It is predicted that primary caregivers will experience more 

negative outcomes overall than adult child non-caregivers, but non-caregivers will not 

differ significantly on outcomes other than those associated with direct care. 

Hypothesis 5: Consistent with the social role hypothesis, it is proposed that there 

will be no gender differences in outcomes for primary spouse caregivers. 

Hypothesis 6: It is predicted that the severity of the care receiver will 

differentially affect caregiver outcomes, with the number of negative outcomes a direct 

function of the care receiver's level of impairment. 
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CHAPTER II 

METHODS 

Subjects 

Recruitment 

Prior to recruitment of subjects, a proposal of this study was submitted to the 

Institutional Review Board of the Texas Tech Health Sciences Center and it was 

approved for implementation. Subsequently, dyads of DAT care recipients and their 

primary caregivers were solicited for participation in this study. These dyads were 

recruited from three sources: (1) caregivers of patients iminvolved in research who lived 

in the general commimity in west Texas and eastern New Mexico and were on the 

Alzheimer's Association mailing list; (2) caregivers of patients already involved in a drug 

study; and (3) caregivers of patients who were interested in participating in a drug study 

and who presented for screening at the Alzheimer's Disease Institute at Texas Tech 

University Health Sciences Center in Lubbock, Texas. Individuals were eligible if they 

were primary caregivers of family members diagnosed with probable Alzheimer's 

dementia. The operationalized definition of "primary caregiver" was determined as an 

individual who held major responsibility for the provision of care (Stone, Cafferata, & 

Sangl, 1987). Care receiver diagnoses were made based on clinical symptoms, 

psychological testing, and laboratory studies as outiined in the National Institute of 
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Neurological and Communicative Disorders and Stroke/Alzheimer's Disease and Related 

Disorders Association criteria (Khatchaturian, 1985; McKahnet al , 1984). These 

criteria define Alzheimer's disease as a characteristic cognitive impairment with an 

insidious onset, slow progression, and no other medical explanation. Patient-caregiver 

dyads were excluded from the study if the patient had any conditions potentially 

confounding to interpretation of the effects of the experimental drug. The 

inclusion/exclusion criteria are summarized in Figure 2.1 (tables and figures appear at the 

end of each chapter). In addition, care receivers were excluded if profoundly impaired 

which was defined as a score of more than 16 on the Lawton-Brody Physical Activities of 

Daily Living Scale (Lawton & Brody, 1969). On this scale, impairment in bathing, 

dressing, toileting, and eating is reflected by a score that can range from 4-20, with higher 

scores indicative of greater impairment (Appendix B). It was determined that a care 

receiver scoring above 16 would be outside the range of severity for this study and 

possibly distort the results by including a few extreme outliers. Only two subjects were 

excluded on the basis of this criterion. After the care receiver-primary caregiver dyads 

were recruited, the caregivers were asked to provide the name of one adult child who was 

not a primary caregiver and could also be solicited for participation in the study. 

Caregivers were grouped according to treatment condition into the following 

categories: (1) Initial Research (IR), caregivers just accepted into a research study, (2) 

Long Research (LR), caregivers involved in research for nine months or more, (3) 
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Screening Failure (SF), caregivers who had been rejected from participation in research 

based on exclusionary criteria, and (4) No Research (NR). In addition to primary 

caregivers in each of these categories, there were also subgroups of adult child non-

caregivers. 

Essentially, groups with different "expectancy" conditions were formed and 

compared. The NR group that was uninvolved in research should have no expectancies 

one way or another (no expectancy-no drug). The LR and IR groups should have some 

expectancies (expectancy-drug), but there may be differences related to the length of 

research participation in how they impact caregiver burden. The LR group was involved 

in research longer which predicted possibly less negative outcome due to the cumulative 

effect of participating in research over time. The SF group allowed the investigation of 

whether going through the screening process alone is enough to reduce negative 

outcomes, or whether negative outcomes increased following exclusion from the study. 

The social support available to the research participation groups was not formal or 

structured, but was accessible through a variety of avenues. First, there was the support 

that occurred somewhat vicariously as the caregiver observed their family member with 

DAT receiving medication and undergoing sequential assessments. Second, staff 

interviewed the caregiver individually on each testing occasion and inquired about the 

patient's condition. These interviews often extended into an opportunity for the caregiver 

to vent, express their concerns and ask questions. Third, patient-caregiver dyads were 
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primarily scheduled for the same day of the week and same time for each visit. As such, 

the same caregivers were in the waiting area together each time they visited. Often 

mtroductions were made by the staff or by the caregivers independently. Staff observed 

that caregivers got to know each other, would check up on each other and ask each other 

about their respective DAT family members at each visit. In addition, the waiting area 

was replete with an assortment of informational brochures on a wide range of topics 

regarding Alzheimer's disease. Staff availability by telephone between appointments was 

another social support that some caregivers accessed. Finally, the experimental drug 

study served as a referral source for caregivers to obtain other services when needed. 

Psychiatric intervention for the patient or the caregiver, support groups, home health 

information, and placement were a few of the referrals that were more typical. 

Two of the groups in this study (IR and LR) were participating in double-blind, 

randomized, parallel group studies of drug effects. Alzheimer's patients in these two 

groups were mixed regarding drug status; some of them were on placebo and some were 

on active medication. The double-blind nature of the study prohibited knowledge of drug 

status. However, there are several reasons why this is acceptable for the purposes of this 

study. First, medication effects should randomize out across the group and be unlikely to 

systematically influence caregiver outcome. Second, the current study's aim was to 

explore how research participation may affect nonspecific effects such as appraisal and 

expectancy and, in turn, influence caregiver outcome beyond specific medication effects. 
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Third, the design of this study attempted to control for possible medication effects b\' 

including two unmedicated groups of Alzheimer's patients: the NR group drawn from the 

mailing list (no expectancy-no drug) and the SF group, examined but excluded 

(expectancy-no drug). 

The Sample 

A initial sample of 166 subjects was recruited and included 61 males and 105 

females when initial measures were taken (Time 1). Subjects ranged in age from 24 to 83 

years old with a mean age of 59 years (SD = 14.9). In terms of ethnicity, the sample 

consisted of 95.2% white, 0.6% black, and 3.6% Hispanic subjects. The demographic 

data for the whole sample is summarized in Table 2.1. Primary spouse caregivers had a 

mean age of 71 years (SD = 7.1). There were 104 primary caregivers (83 spouses and 63 

non-spouses) and 20 non-caregivers in the sample at Time 1. The subjects have an 

average of 13.8 years of education (SD = 2.8) and spouse caregivers had been married an 

average of 44.4 years (SD = 15.5). Six weeks subsequent to initial measures (Time 2), 

109 members of the initial sample continued to participate, 46 males and 63 females. 

There were 97 primary caregivers (68 spouses and 29 non-spouses) and 12 non-

caregivers at Time 2. 

The largest group of caregivers was the IR group (n = 68), followed by the LR 

group (n = 41), the SF group (n = 35) and the NR group (n = 22). By Time 2, the IR 
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group was still largest (n = 48) followed by the LR group (n = 29), the SF group (n = 24) 

and the NR group (n = 8). Table 2.2 shows the breakdown by treatment condition and 

details how many primary and non-primary caregivers were in the respective treatment 

groups. Chi-square analyses indicated that the response rate was significantly different 

across treatment groups (chi-square = 154.23, chi-square cv = 7.815, df = 3, p = .05). Of 

the subjects solicited for participation, the response rates at Time 1 were as follows: IR = 

98%, LR = 80%, SF = 44%, and NR = 14.7%. This pattern of response would be 

expected. The IR and LR groups were already involved in the experimental drug study 

and it is assumed they would be more open to caregiver research. The SF group 

presented for screening and were similarly interested in the drug study. However, as it 

became evident that they may be screened out, the likelihood of their participation in 

caregiver research decreased. Finally, it is no surprise that the most difficult group to 

recruit was the NR group. This group had no formal ties to research or support services 

and were caring for patients who were generally more impaired. 

The IR, LR, and SF groups had uniform attrition rates between Time 1 and Time 

2; 29.4%, 29.3%, and 31.4%, respectively. The NR group had a higher attrition rate 

(63.6%) which makes the data for this group at Time 2 suspect. Chi-square analysis 

revealed that there was a significanfly different dropout rate for the four groups (chi-

square = 9.71, df = 3, N = 166, p < .05). Partitioning of the chi-square table revealed that 

there was a significantly higher dropout rate for the NR group than for the other three 
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groups (chi-square = 9.66, df = 1, N = 166, p < .005). The dropout rate did not differ 

signifiantiy for the other three groups. Table 2.3 details the number of subjects within 

each treatment group by type participating at both Time 1 and Time 2. 

Measures 

Questions about demographic information and measures were combined into one 

120-item paper-and-pencil questionnaire. For the purpose of illustration. Appendix B 

reflects the questionnaire as it appeared, except that the titles of the measures were not 

included in the subjects' copies. As indicated, each measure was preceded by 

standardized instructions. 

Caregiver Burden Inventorv TCBD 

The CBI was developed by Novak and Guest (1989a) as a measure of caregiver 

burden, with subscales for time dependent burden, developmental burden, physical 

burden, social burden, and emotional burden. A recent review of caregiver burden 

measures praised this instrument's use of multidimensional measures of burden over 

unidimensional ones used by alternative measures (Vitaliano, Young, & Russo, 1991). It 

was specifically designed for measurement of burden in DAT caregivers and yields an 

overall burden score and five specific subscale scores. Coefficient alphas for the 

subscales range from .73 to .86. It is a paper-and-pencil measure with 24 items that are 
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rated by the caregiver from 0 (not at all descriptive of their situation) to 4 (very 

descriptive of their situation). Total burden scores will range from 0 to 96. 

Geriatric Depression Scale TGDS^ 

Assessment of depression in older adults needs to be tailored for this age cohort 

(Gallagher, 1986) and the GDS was developed to measure depression specifically in a 

population over the age of 55 (Yesavage et al., 1983). It is a 30 item paper-and-pencil 

test with a yes/no format that appears to be easier for older subjects to understand. Since 

the majority of research participants were older, (Mean age =59), this instrument was 

determined to be most appropriate for the subject pool as a whole. The GDS has been 

shown to have good concurrent and construct validity and a coefficient alpha of .94. 

Yesavage and colleagues (1983) assessed subjects who were classified as normal, mildly 

depressed, or severely depressed on the basis of Research Diagnostic Criteria (RDC) for 

depression. They were administered the GDS, the Hamilton Rating Scale for Depression 

(HRS-D) and the Zung Self-Rating Depression Scale (SDS). All three measures were 

found to be internally consistent measures and each was correlated with the subject's 

number of RDC symptoms. However, the GDS and HRS-D were significanfly better 

correlated with RDC symptoms than was the SDS (Yesavage et al., 1983). Scores on this 

instrument can range from 0 to 30. 
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Beck Hopelessness Scale (BUS) 

The BHS was developed by Beck and Steer (1988) and is a paper-and pencil 20-

item instrument that requires true/false responses to questions about the past week. It has 

been used as a screening instrument for suicidal individuals, but has also been used in 

general samples (Greene, 1981). It has good construct and concurrent validity and a 

coefficient alpha of .87 to .93. It was included as an outcome measure in response to 

suggestions that caregiving studies make a distinction between depression and 

hopelessness in future research on negative caregiver outcomes (Fitting, Rabins, Lucas, & 

Eastham, 1986). Scores can range from 0-20. 

Desire to Institutionalize fDTD 

The desire to institutionalize the care receiver was measured using six questions 

developed by Morycz (1985). He found that desire to institutionalize was significantly 

associated with actual institutionalization and that the availability of social support was 

associated with decreased likelihood of placement (Colerick & George, 1986; Morycz, 

1985). This DTI scale was included to assess DTI with and without the benefit of the 

support involved in participation in a research study. The questions require a yes/no 

response, resulting in a range of scores from 1-6, with a higher score reflective of a 

greater desire to institutionalize. Internal consistency of these questions is strong (lambda 

= .80). 
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State Trait Anger Scale rSTAS^ 

This measure was developed by Spielberger, Jacobs, Russell, and Crane (1983). 

The 9-item state form of this measure (SAS) was used to assess the intensity of anger as 

an emotional state. Subjects responded to the items indicating the intensity of their angry 

feelings "right now" by rating themselves on a four-point scale, from Not at all (1) to 

Very much so (4). The inclusion of an anger scale was in response to critiques of 

caregiver research for failing to sufficiently study negative affects other than depression 

(Gallagher et al., 1989). In initial research with the STAS, alpha coefficients have been 

uniformly high, ranging from .88 to .95 (Spielberger et al., 1983). The scores on this 

scale can range from 9 to 36. 

Locus of Control of Behavior TLCBV 

This scale was formulated by Craig, Franklin and Andrews (1984) to measure the 

extent to which people perceive events as consequences of their own behavior and 

therefore potentially under personal control. The rationale for using a locus of control 

measure was not to ascertain caregiver beliefs of internal/external control relative to their 

family member having Alzheimer's disease; these caregivers had been informed of a 

definite diagnosis for their family member and realized the externality of Alzheimer's 

disease itself. However, this scale was included to assess the caregivers' beliefs about 

how their ovm behavior or interactions affect daily life with their family member, and 
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whether or not, after involvement in a drug study, a change toward intemality is 

observed. This scale has been shown to distinguish normal and clinical samples and be 

unrelated to age, sex or social desirability. It has good internal consistency (alpha = .79) 

and is well-correlated with the personal control scale of the well-known, but longer, 

Rotter I-E Scale (Rotter, 1966). The LCB is a 16-item scale that requires a response on a 

6-point bipolar Likert-type scale. Responses range from Strongly disagree (0) to Strongly 

agree (5), with higher scores reflecting externality. Internal control items (1, 5, 7, 8, 13, 

16) are reverse scored and scores can range from 0 to 80. 

Positive Outcome (POS) 

Questions to measure positive appraisal of caregiving were taken from a recent 

questionnaire developed by Pearlin, Mullan, Semple, and Skaff (1990). Pearlin, Mullan, 

Semple and Skaff (1990) discussed how management of meaning through positive 

appraisal can reduce the threat of the caregiving situation. This measure was included to 

assess how social support may impact positive appraisal and/or how it may be related to 

fewer negative outcomes. Items included measured perceived Competence (4 questions, 

alpha = .74), and perceived Personal Gain (4 questions, alpha = .76) and are rated on a 

four-point scale from Very much so (4) to Not at all (1). Possible scores can range from 

8 to 32 with higher scores reflective of more positive appraisal. 
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Expectancy 

Six questions to measure subject expectancy regarding participation in 

experimental treatment were developed by this investigator specifically for this study. 

Each item is rated by the subject on a six-point bipolar Likert scale relative to current 

beliefs, from strongly disagree (1) to strongly agree (6). Scores on this scale can range 

from 6 to 36 with one item (3) reverse scored and higher scores reflective of more 

optimistic expectancies. 

Care Receiver Measures 

As a measure of patient impairment, all caregivers filled out the Physical 

Activities of Daily Living Scale which asked them to rate the amount of assistance the 

care receiver required in areas of dressing, toileting, bathing and eating (Lawton & 

Brody, 1969). In addition, care receivers in the IR, LR, and SF groups were administered 

the Folstein Mini-Mental Status Exam (MMSE: Folstein, Folstein, & McHugh, 1975).. 

This data was not available on the subjects in the NR condition. The MMSE data was 

collected as another safeguard against possible medication effects. Any subject whose 

MMSE score improved more than two points between Time 1 and Time 2 was to be 

eliminated from the study. There were no subjects eliminated on the basis of this 

criterion. 
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Procedure 

Subjects for the NR group were recruited through a mailing of the monthly 

Alzheimer's Association newsletter. Along with the newsletter, 150 recipients were 

randomly selected from the mailing list to receive a letter describing the study (Appendix 

B). A copy of the questionnaire was included, along with a stamped envelope for ease of 

return. Caregivers who responded to the first mailing were sent another letter and copy of 

the questionnaire six weeks later. The second mailing also included a stamped envelope. 

Adult child non-caregivers were contacted in the same manner after the primary 

caregivers provided a name and address on another enclosed form (Appendix B ). The 

same recruitment letter was given to the LR, IR, and SF groups. The pre-and post-

measurements were identical and conducted six weeks apart as in the NR group. 

All subjects read a statement of confidentiality and signed a written consent form 

(Appendix B). In order to protect subject confidentiality, identification numbers were 

substituted for subject names. Thus, names were not associated with identifiable data and 

this was explained on the statement of confidentiality. Each instrument included in the 

caregiver questionnaire was scored according to standardized scoring procedures. 
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INCLUSION CRITERIA: ALL criteria must be checked YES; if not, the patient may not 
enter the study. 

1. Is the patient a male or post-menopausal female, 52 or more years of age with 
National Institute of Neurological and Communicative Disorders and Strokes-
Alzheimer's Disease and Related Disorders Association criteria for probable DAT? 

2. Does the patient have symptoms of dementia of at least six months duration? 

3. Does the patient have a progressive dementia with an insidious rather than sudden 
onset? 

4. Does the patient have a baseline Mini-Mental State score between 14-24 inclusive? 

5. Does the patient have a baseline HAMD score of 14 or less? 

6. Is the patient fluent in English and able to communicate effectively with the study 
personnel? 

7. Does the patient have a responsible caregiver who is willing to ensure that the patient 
complies with all aspects of the protocol including taking medication, recording adverse 
clinical events and reporting for clinical visits? 

8. Has the patient been informed of the study and given written informed consent prior to 
receiving study medication? 

EXCLUSION CRITERIA: ALL criteria must be checked NO; if not, the patient may not 
enter the study. 

1. Does the patient have a primary affective disorder, schizophrenia or past history of 
other psychiatric illnesses other than depression (a history of depression may not have 
been present within the past 5 years)? 

2. Does the patient have a diagnosis of Huntington's disease. Pick's disease, Parkinson's 
disease, Wilson's disease, Creutzfeldt-Jacob disease or multiple sclerosis? 

Figure 2.1. Inclusion/Exclusion Criteria for Experimental Drug Study 
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3. Does the patient have a history of or any findings indicative of normal pressure 
hydrocephalus which includes the syndrome of a gait disorder, enlarged ventricles and 
urinary incontinence? 

4. Does the patient have a history of epilepsy? 

5. Does the patient have a history of intracerebral ischemia or hemorrhage or the 
presence of clinically significant carotid or vertebral-basilar stenosis or plaque? 

6. Does the patient have a Hachinski Ischemia Score of five or more? 

7. Does the patient have a presence of focal neurological signs or symptoms (including 
an aphasia out of proportion to the degree of dementia)? 

8. Does the patient have a CT or MRI scan with focal lesions suggesting a clinically 
significant mass lesion or extensive and widespread lacunar lesions? 

9. Does the patient have any focal or other EEG changes suggestive of a disease process 
other than DAT? 

10. Does the patient have any history or presence of a clinically significant disease or 
condition (medical or surgical) which the clinical investigator feels would interfere with 
the evaluations performed during the study? 

11. Does the patient have a history or presence of untreated hypertension or untreated 
diabetes? 

12. Does the patient have a history of alcohol or drug abuse sufficient to infringe upon 
the clinical assessment of dementia? 

13. Does the patient have any clinically significant abnormalities in any of the clinical 
laboratory tests? 

14. Does the patient have a positive RPR confirmed by a positive FTA? 

15. Does the patient have a history of hallucinations or delusions of sufficient severity to 
interfere with the monitoring or assessment of the patient? 

Figure 2.1, continued 
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16. Does the patient have either visual or auditory impairment of such significance as to 
impair patient evaluation? 

17. Is the patient unable to cooperate in carrying out the efficacy assessments? 

18. Is the patient taking medications daily with central nervous system effects? 

19. Has the patient received any investigational drug within a period of 60 days prior to 
sttidy? 

Figure 2.1, continued 
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Table 2.1 Means, Standard Deviations, and Descriptive Statistics for the Sample 
(N=166). 

Descriptor M SD 

Age 59.0 14.9 

Educational 
Level 13.8 2.8 

Ethnicitv (%) 

Anglo 95.2 

Black 0.6 

Hispanic 3.6 

Gender (N) 

Male 61 

Female 105 
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Table 2.2. Number of Subjects within each Treatment Group by Type at Time 1 

Group Primary Spouses 

Initial Research 

Long Research 

Screening Failure 

No Research 

34 

23 

19 

10 

Primary Non-

4 

3 

6 

5 

spouses Non-

30 

15 

10 

7 

primary Total 

68 

41 

35 

22 

Total 86 18 62 166 
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Table 2.3 Number of Subjects within each Treatment Group by Type Participating 
at both Time 1 and Time 2 

Initial Research 

Long Research 

Screening 
Failure 

No Research 

28 

20 

14 

5 

Group Primary Primary Non-Spouses Non-primary Total 
Spouses 

16 3 47 

3 6 29 

7 2 23 

Total 67 29 12 108 
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CHAPTER III 

RESULTS 

A 4 X 2 (group x type) x 2 (time) mixed factor multivariate analysis of variance 

(MANOVA) was performed on eight dependent variables: burden (CBI), locus of control 

CB), depression (GDS), hopelessness (BHS), desire to institutionalize (DTI), positive 

outcome (POS), anger (STAS) and optimistic expectations (EXPECT). Burden analyses 

included subscale analyses for time burden, emotional burden, developmental burden, 

physical burden, and social burden. For the purpose of describing the results, significant 

differences will be discussed in terms of the constructs the instruments are presumed to 

measure. Independent variables were treatment (IR, LR, SF, NR), type of caregiver 

(primary and non-primary), and time of measurement (Time 1 and Time 2). SAS GLM 

was used for the analyses and, because cell sizes were unequal. Type III sums of squares 

were examined (SAS, 1985). To increase power, directional hypotheses were postulated 

a priori as planned comparisons pertaining to treatment group differences and significant 

contrasts were identified. The Pillai-Bartlett trace statistic was utilized for significance 

testing. It is the most robust of the significance tests and is sufficiently powerful for use 

with unequal cell sizes and smaller sample sizes (Olson, 1976). Significant main effects 

that were not hypothesized as part of planned comparisons were followed up with the 

Tukey/Kramer Test (Stoline, 1981). Other analyses included descriptive statistics and 

analysis of covariance. 
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Time of Measurement and Caregiver Outcomes 

Before testing for time of measurement effects, subjects who were tested at Time 

1 but not at Time 2 were deleted. This resulted in a sample size of 108 subjects: IR=47, 

LR=29, SF=23 and NR=9. Based on an a priori decision to exclude any groups with less 

than 12 subjects, the NR group was deleted for the within-group analysis. The Pillai's 

trace statistic for the main effect of time was significant (F = 1847.79, df = 12/177, p < 

.001) as was the univariate test (F = 955.46, df = 12/2256, p < .001). The Pillai's trace 

statistic for time by group was significant (F = 2.29, df = 24/356, p <.001) and the 

univariate test for within subjects effects for a time by group interaction was also 

significant (F = 2.58, df = 24/2256, p < .05). The Greenhouse-Geisser epsilon adjustment 

was used to protect against the inflated Type I error for the univariate tests. Effect size 

computation for the main effect of time and the time by group interaction effect indicated 

that the strength of association was very large for time alone and small for the interaction. 

Time of measurement accounted for a large amount of the variance accounted for in the 

dependent variables. Hopelessness, positive outcome, optimistic expectations, locus of 

control, time burden, developmental burden, physical burden, and overall burden were 

significantly different over time for the three groups included in this analysis. 

Examination of the means for the three groups at Time 1 and Time 2 indicated that the 

interaction between time and group was reflected in a difference between how the IR and 

SF groups changed over time. At Time 2 the IR group reported a decrease in depression. 
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burden, emotional burden, developmental burden and anger and an increase in positive 

outcome. However, at Time 2 the SF group reported an increase in depression, burden, 

developmental burden, emotional burden, time burden, physical burden, social burden, 

hopelessness, and anger and a decrease in optimistic expectations and positive outcome. 

The LR group reported increased burdens at Time 2, but a reduction in depresion and 

anger and more positive outcome. 

There was a main effect for the between groups variable of type of caregiver (F = 

49.48, df = 1/188, p < .001). Examination of means indicate that primary caregivers 

reported significantly more hopelessness, depression, positive outcome, optimistic 

expectations, locus of control, overall burden, time burden, physical burden, social 

burden and developmental burden than nonprimary caregivers. There was also a 

significant interaction between type of caregiver and time (F = 12.71, df= 12/174, p_< 

.01) and the follow-up univariate test was significant as well (F = 18.01, df= 12/2220, p 

< .01). Examination of means indicated that primary caregivers (without respect to 

group membership) reported a decline in depression between Time 1 and Time 2 while 

nonprimary caregivers did not. 

Following the analyses for interaction effects, considerations had to be made for 

fiirther analyses in light of the fact that the NR group only had 9 subjects at Time 2. The 

high attrition rate for this group suggests that analyses including this Time 2 group would 

not accurately represent the data. Therefore, it was decided that between groups analyses 
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would be confined to Time 1. At Time 1 there was an adequate sample, including 22 

subjects in the NR group. Time 2 data was analyzed separately for exploratory purposes, 

but significant results regarding group differences (especially regarding the NR group) 

should primarily be viewed as avenues for further research. Analyses regarding outcome 

differences for types of caregiver at Time 2 are to be regarded as independently reliable 

based on reasonable sample sizes (Primary = 70, Nonprimary = 30). 

Type of Caregiver and Caregiver Outcomes 

The Pillai's trace statistic indicated a significant overall main effect for type of 

caregiver (F = 5.99, df = 24/482, p < .001). Resuhs from the ANOVAs are presented in 

Table 3.1. Examination of means indicates that primary caregivers experience 

significantly more time burden, developmental burden, overall burden, hopelessness, and 

depression than non-primary caregivers. Primary caregivers also reported significantly 

greater positive outcome for themselves in the caregiver role than non-primary caregivers 

and significantly more optimistic expectations about the care receiver's illness than non-

primary caregivers. Primary caregivers also reported a significantly higher (more 

external) locus of control than non-primary caregivers. By Time 2, all of these significant 

differences held except the difference in level of depression. This data is presented in 

Table 3.2. There was no significant difference between primary and non-primary 

caregivers in depression at Time 2. Compared to Time 1, physical burden became 
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significantly greater for primary caregivers and the difference on overall burden between 

the two types of caregivers became more dramatic at Time 2. Finally, when non-primar\ 

caregivers were divided into those who were geographically distant and/or uninvolved 

versus those who saw the care receiver/primary caregiver regularly, those who were 

involved reported significantly more time burden, positive outcome and positive 

expectations. 

Research Participation and Caregiver Outcomes 

With the use of Pillai's trace criterion, there was a significant overall main effect 

for treatment (group) (F (36, 726) = 2.74, p < .0001) at Time 1 for all caregivers across 

groups and for primary caregivers across groups (F = 2.56, df = 36/480, p < .0001). 

Results from the ANOVAs across groups for all caregivers at Time 1 are depicted in 

Table 3.3. Examination of means for both depression and emotional burden reveal 

similar trends for both constructs. The IR group experienced significantly less depression 

and emotional burden than NR caregivers. Comparison of means for anger reveals that 

caregivers from the IR and LR groups both experience significantly less anger than 

caregivers in the NR group. The mean comparisons for hopelessness reflect significantly 

more hopelessness in the NR group than in either the LR or the SF group. By Time 2 the 

only significant difference between treatment groups including all caregivers was on the 

optimistic expectations variable. Examinations of means indicates that the LR group has 
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significantly more optimistic expectancies than either the NR or SF groups. Refer to 

Table 3.4 for data on treatment group differences for all caregivers at Time 2. 

Regarding primary caregivers, planned comparisons using orthogonal contrasts 

provided support for twelve of twenty-seven a priori predictions with regard to seven 

outcome variables at Time 1 (see Table 3.5). First, the desire to institutionalize the care 

receiver was significantly higher in the IR group than in the LR group, but it was also 

significantly lower in the IR group than in the NR group. Second, burden was 

significantly higher in the NR group than in the IR group. Third, depression, 

hopelessness and anger were all significantly higher in the NR group than in either the IR 

or LR groups. Inspection of results from the ANOVAs at Time 1 are detailed in Table 

3.6. In addition to the a priori contrasts that were supported, post hoc comparisons 

indicated other primary caregiver group differences at Time 1. Examinations of means 

indicated that the NR group experienced significantly more anger than the SF group. In 

addition, the IR group reported significantly more optimistic expectations than either the 

SF or NR groups. The LR group also held significantly more optimistic expectations 

than the NR group. Both the NR and the LR group experienced significantly more time 

burden than the IR group. The NR group reported significantly more developmental and 

emotional burden than the IR group. Locus of control and positive outcome were not 

significantly different across groups, but locus of control was significantly correlated with 

41 



burden (r = .27, p = .0004) and hopelessness (r = .20, p = .008). Correlations between the 

outcome variables can be seen in Table 3.7. 

Finally, orthogonal contrasts for primary caregivers at Time 2 included support 

for hypotheses that: (1) optimistic expectations were significantly higher in the IR group 

than in either the NR or the SF groups and (2) the LR group had significantly higher 

optimistic expectations than the NR group (see Table 3.5). 

Relationship and Caregiver Outcomes 

An additional analysis of outcomes compared primary spouse caregivers, primary 

non-spouse caregivers, and nonprimary caregivers. The Pillai's trace statistic for 

relationship was significant (F = 4.30, df = 24/298, p < .001). Follow-up ANOVAs were 

significant for all outcome variables but anger and emotional burden (see Table 3.8). 

Post hoc comparisons indicated that primary spouse caregivers experienced significantly 

more hopelessness, depression, positive outcome, time burden, developmental burden, 

physical burden and overall burden than either of the other two caregiver groups. 

Primary non-spouses expressed significantly more desire to institutionalize than primary 

spouses and significantly more social burden than non-primary caregivers. Primary 

spouses held significantly more optimistic expectations than primary nonspouses and 

significantly more external locus of control than either other caregiver group. 
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At Time 2, the Pillai's trace statistic for relationship was significant (F = 3.74, df= 

24/176, p < .001). Follow-up ANOVAs are depicted in Table 3.9. Examination of means 

indicated that the pattern of group differences was the same as at Time 1 for burden, time 

burden, developmental burden, hopelessness, and locus of control. However, differences 

on depression, physical burden, desire to institutionalize and social burden did not hold 

up between Time 1 and Time 2. Also, primary spouses reported significantly more 

optimistic expectations and positive outcome than nonprimary caregivers, whereas at 

Time 1 primary spouses had experienced more positive outcome than either other group 

and more optimistic expectations than primary nonspouses. 

Patient Impairment and Caregiver Outcomes 

A separate MANOVA was calculated to assess the effects of the care receiver's 

impairment level on the primary caregiver outcome variables. The Lawton-Brody 

Physical Activities of Daily Living index was solely used as a measure of impairment 

since many of the subjects in the NR group had no Mini Mental Status Exam score 

available. Means of the groups indicated that the severity of the groups ranged from very 

mild impairment in the IR group (M = 4.57), to the LR group (M = 5.97), the SF group 

(M = 6.23), and the most impaired, the NR group (M = 9.52). Given the restricted range 

of the LB index, the caregivers were divided into those caring for a dependent care 

receiver (needs at least some assistance in one or more self-help domains) and those 
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caring for an independent care receiver (still independent in self-help domains). This 

analysis was restricted to Time 1 due to the small sample size in the NR group at Time 2. 

The Pillai's trace statistic indicated a significant overall main effect for impairment (F = 

3.16, df = 12/75, p < .001). The results from the ANOVAs are indicated in Table 3.10. 

Post hoc comparisons indicated that caregivers of more impaired individuals experienced 

significantly more desire to institutionalize, anger, time burden, developmental burden, 

and overall burden. Caregivers of more independent care receivers held significantly 

more optimistic expectations than caregivers of lower functioning care recipients. 

In order to assess group differences after severity was covaried out, an analysis of 

covariance was computed on group differences for the dependent variables that correlated 

significantly with impairment. These included desire to institutionalize (r = .31, p < 

.001), anger (r = .17, p = .03), burden (r = .32, p < .001), optimistic expectations (r = -.34, 

p < .001), time burden (r = .38, p <.001), and developmental burden (r = .34, p < .001). 

After severity was covaried out, the difference between the two research groups on desire 

to institutionalize (IR > LR) was no longer significant. However, the NR group's desire 

to institutionalize remained higher than the IR group. Second, regardless of severity 

differences, the NR group continued to experience significantly more burden than the IR 

group and significantly more anger than all other groups. Finally, optimistic expectations 

continued to be significanfly different between groups, but the pattern of differences 

changed. Initially, the LR group had significantly more optimistic expectations than the 
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NR group. After factoring out severity, the LR group was no longer significantly 

different from the NR group. However, both the SF and NR groups had significantly 

fewer optimistic expectations than the IR group. Furthermore, with severity as a 

covariate, time burden was significantly higher in the NR and LR groups than the IR 

group and developmental burden was significantly more in the NR group than the IR 

group. 

Gender Differences and Caregiver Outcomes 

The Pillai's trace statistic for a gender effect in primary spouse caregivers was 

significant (F = 2.31, df = 12/88, p = .01). Follow-up ANOVAs are detailed in Table 

3.11. Comparison of means indicates that men experience significantly more time burden 

and desire to institutionalize than women in the caregiver role and women experience 

significantly more developmental burden than male caregivers. A comparison between 

adult son and adult daughter/daughter-in-law primary caregivers was not possible due to 

the small number of son caregivers (n = 3). However, a comparison of primary male 

spouses, primary female spouses and primary female adult daughters/daughter-in-laws 

was made. The Pillai's trace statistic for a significant difference was significant (F = 

3.62, df = 24/166, p < .001). Results of ANOVAs are indicated in Table 3.12. 

Examination of means indicates that adult daughters report significantly higher desire to 

institutionalize and social burden than either male or female spouse caregivers. Time 
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burden was significantly higher for male spouse caregivers than female spouse 

caregivers. There was no significant gender effect at Time 2 (F = 1.61, df = 12/76, p = 

.11). 
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Table 3.1. Means for Outcome Variables for Caregiver Types at Time 1 

Variable Primary Involved NonPrimary F 
(N = 104) NonPrimary (N = 43) 

(N=19) 

E 

Burden 

Tburden 

Dburden 

Pburden 

Sburden 

Eburden 

BHS 

DTI 

DEP 

LOC 

POS 

EXPECT 

ANGER 

*p<.05 . 
**p< .01 . 

***p< .001. 

22.88 

8.45 

6.85 

3.17 

2.22 

2.18 

4.96 

2.39 

9.56 

45.57 

25.58 

25.83 

11.87 

13.28 

6.33 

3.50 

1.61 

1.05 

0.78 

2.37 

3.16 

6.32 

41.16 

24.11 

24.26 

11.05 

8.91 

2.28 

2.95 

1.23 

1.51 

0.93 

3.16 

2.79 

5.56 

41.60 

21.65 

23.05 

11.02 

17.48 

27.15 

11.41 

5.47 

1.71 

2.98 

6.86 

2.23 

6.22 

9.49 

12.14 

8.67 

0.47 

.001*** 

.001*** 

.001*** 

.005** 

.184 

.054 

.001*** 

.111 

.003** 

.001*** 

.001*** 

.001*** 

.628 
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Table 3.2. Means for Outcome Variables for Caregiver Types at Time 2. 

Variable 

Burden 

Tburden 

Dburden 

Pburden 

Sburden 

Eburden 

BHS 

DTI 

DEP 

LOC 

POS 

EXPECT 

ANGER 

Primary 
(N = 79) 

22.23 

8.54 

6.60 

3.76 

2.45 

1.92 

5.13 

2.54 

8.80 

45.73 

25.78 

25.56 

10.91 

Involved 
NonPrimary 
(N = 8) 

11.63 

5.13 

2.25 

0.88 

1.75 

1.63 

2.00 

3.13 

3.00 

42.00 

25.13 

26.00 

9.75 

NonPrimary 
(N = 22) 

8.67 

2.24 

3.05 

1.62 

1.00 

0.76 

4.09 

2.86 

8.14 

41.91 

21.77 

22.09 

10.45 

F 

18.88 

23.61 

12.00 

7.33 

3.69 

1.33 

4.31 

0.28 

1.88 

7.69 

14.35 

9.61 

1.11 

E 

.001*** 

.001*** 

.008** 

.008** 

.06 

.25 

.04* 

.60 

.17 

.007** 

.003** 

.003** 

.30 

*p< .05. 
**p< .01. 

***p< .001, 
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Table 3.3. Means for Outcome Variables for Treatment Groups at Time 1. 

Variable IR LR SF NR F 
(N=68) (N=41) (N=35) (N=22) 

Burden 

Tburden 

Dburden 

Pburden 

Sburden 

Eburden 

BHS 

DTI 

DEP 

LOC 

POS 

EXPECT 

ANGER 

13.84 

4.90 

3.82 

2.25 

1.76 

1.10 

4.12 

2.07 

7.16 

43.13 

23.61 

26.34 

11.18 

18.98 

7.63 

5.44 

2.98 

1.46 

1.46 

3.80 

2.80 

7.95 

44.34 

24.22 

25.00 

10.93 

20.59 

7.26 

6.85 

2.06 

2.32 

2.09 

3.49 

2.60 

8.11 

44.68 

25.41 

23.88 

11.41 

26.67 

9.00 

8.57 

3.05 

2.57 

3.48 

6.32 

3.73 

11.64 

45.23 

25.41 

22.18 

14.14 

5.09 

4.38 

6.45 

3.73 

0.67 

1.01 

3.00 

5.39 

2.64 

1.03 

1.54 

5.49 

3.24 

.002** 

.005** 

.001*** 

.01** 

.57 

.39 

.03* 

.002** 

.05* 

.38 

.21 

.001*** 

.02* 

*p< .05. 
**p< .01. 

***p< .001, 
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Table 3.4. Means for Outcome Variables for Treatment Groups at Time 2. 

Variable IR LR SF NR F 
(N = 48) (N = 29) (N = 24) (N = 8) 

Burden 15.57 22.29 21.13 16.67 

Tburden 5.44 8.07 8.08 10.57 

Dburden 4.21 6.93 7.04 4.14 

Pburden 3.17 3.76 2.83 1.29 

Sburden 2.17 2.21 2.04 1.33 

Eburden 1.13 1.90 2.46 1.86 

BHS 4.98 3.93 4.58 6.00 

DTI 2.40 2.90 2.54 3.63 

DEP 8.31 7.66 8.25 9.88 

LOC 44.55 44.48 44.83 45.63 

POS 24.44 24.72 25.58 26.63 

EXPECT 26.24 24.62 23.42 22.38 

ANGER 10.94 10.24 11.22 9.88 

* p < .05. 
**p< .01. 

***p< .001. 

1.38 

2.12 

2.30 

0.61 

0.17 

1.21 

0.28 

1.54 

0.05 

0.16 

1.43 

4.16 

0.70 

.25 

.10 

.08 

.61 

.92 

.31 

.84 

.21 

.99 

.92 

.24 

.008** 

.55 
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Table 3.5. Contrasts and Means for Outcome Variables for Primary Caregiver Treatment 
Groups Using Orthogonal Contrasts. 

Time 1 

Variable Contrast IR LR SF NR F 
(N = 38) (N = 26) (N = 25) (N=15) 

DEP NR>IR 8.74 8.50 9.12 14.20 
NR>LR 
IR>LR 

BHS NR>IR 4.87 4.19 4.12 7.93 
NR>LR 
IR>LR 

DTI NR>IR 1.76 2.69 2.40 3.46 
NR>LR 
IR>LR 

Anger NR>IR 11.26 10.62 11.75 15.80 
NR>LR 
IR>LR 

Burden NR>IR 17.42 24.58 23.96 32.07 
NR>LR 
IR>LR 

POS NR<IR 24.95 26.19 25.63 26.00 
NR<LR 
IR<LR 

LOC NR>IR 45.18 45.81 45.71 45.93 
NR>LR 
NR>SF 
IR>LR 
SF>LR 

6.64 
6.40 
0.02 

6.27 
8.26 
0.44 

10.06 
1.84 
4.30 

11.63 
13.43 
0.34 

10.32 
2.39 
3.54 

0.89 
0.03 
1.79 

0.17 
0.00 
0.01 
0.17 
0.00 

.01** 

.01** 

.89 

.01** 

.005** 

.51 

.002** 

.18 

.04* 

.001*** 

.001*** 

.56 

.002** 

.13 

.06 

.35 

.87 

.18 

.68 

.95 

.91 

.69 

.95 

51 



Table 3.5, continued 

Time 2 

Variable Contrast IR LR SF NR 

Expect IR>NR 27.79 25.65 25.04 22.47 
IR>SF 
LR>NR 
LR>SF 

* p < .05. 
**p< .01. 

***p<.001. 

7.82 
6.39 
3.93 
1.41 

.006** 

.01** 

.05* 

.24 
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Table 3.6. Means for Outcome Variables for Primary Caregiver Treatment Groups at 
Time 1. 

Variable IR LR SF NR F p 
(N = 38) (N = 26) (N = 25 (N=15) 

Burden 17.42 24.58 23.96 32.07 

Tburden 6.32 10.04 8.88 10.40 

Dburden 4.79 6.96 7.92 10.20 

Pburden 2.89 3.85 2.33 4.07 

Sburden 2.16 1.81 2.38 2.87 

Eburden 1.26 1.92 2.46 4.53 

BHS 4.87 4.19 4.12 7.93 

DTI 1.76 2.69 2.40 3.46 

DEP 8.74 8.50 9.12 14.20 

LOC 45.18 45.81 45.71 45.93 

POS 24.95 26.19 25.63 26.00 

EXPECT 27.79 25.65 25.04 22.47 

ANGER 11.26 10.62 11.75 15.80 

*p< .05. 
**p< .01. 

***p< .001 

3.04 

5.45 

3.95 

0.61 

0.22 

2.79 

2.84 

4.20 

2.30 

0.20 

1.98 

10.56 

4.46 

.03** 

.001*** 

.009** 

.61 

.88 

.04* 

.04* 

.007** 

.08 

.90 

.12 

.001*** 

.005** 
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Table 3.7. Correlations Among the Outcome Variables for Primary Caregivers. 

8 9 10 11 12 

2 

3 

4 

.73 

.88 
* * * 

.75 
*** 

.52 
* * * 

.40 
* * * 

.60 
*** 

5 .62 .20 .46 .43 

6 .66 .26 .55 .36 .45 

7 .40 .21 .43 .45 .13 .21 

8 .05 -.01 .11 .01 .04 .01 -.005 

9 .63 .31 .63 .57 .39 .42 .63 .003 

10 .27 .16 .28 .23 .13 .21 .20 -.05 .21 

11 .19 .32 .14 .07 .05 .02 -.09 -.01 -.08 .15 

12 -.17 -.04 -.24 -.05 -.12 -.19 -.12 -.38 -.11 .27 .14 
^n F̂ ^ F̂ F̂ F̂ T ^ ^ ^ 

13 .47 .21 .42 .45 .33 .39 .39 .16 .46 -.02 -.02 -.12 

(Burden = 1, Tburden = 2, Dburden = 3, Pburden = 4, Sburden = 5, Eburden = 6, BHS = 
7, DTI = 8, DEP = 9, LOC = 10, POS =11, Expect = 12, and Anger = 13. *p < .05; **p 
< .01;and***p< .001.) 
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Table 3.8. Means for Outcome Variables for Type of Caregiver x Relationship at 
Time 1. 

Variable Primary Primary Nonprimary F p 
Spouses NonSpouses Nonspouses 
(N = 83) (N = 63) (N = 20) 

Burden 

Tburden 

Dburden 

Pburden 

Sburden 

Eburden 

BHS 

DTI 

DEP 

LOC 

POS 

EXPECT 

ANGER 

22.43 

8.44 

6.95 

3.30 

1.68 

2.05 

5.39 

2.05 

9.71 

45.72 

25.60 

26.10 

11.48 

15.84 

5.38 

4.40 

1.87 

2.54 

1.65 

3.30 

3.11 

6.83 

43.00 

23.49 

23.97 

12.02 

7.47 

2.68 

2.58 

1.05 

0.79 

0.37 

2.10 

3.15 

5.85 

40.35 

22.20 

23.20 

10.45 

10.75 

13.46 

9.50 

5.05 

3.28 

2.58 

10.87 

6.56 

5.29 

8.79 

7.00 

5.38 

1.14 

.001*** 

.001*** 

.001*** 

.008** 

.04* 

.08 

.001*** 

.002** 

.006** 

.002** 

.001*** 

.006** 

.32 

*p< .05. 
**p< .01. 

***p<.001. 
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Table 3.9. Means for Outcome Variables for Type of Caregiver x Relationship at 
Time 2. 

Variable 

Burden 

Tburden 

Dburden 

Pburden 

Sburden 

Eburden 

BHS 

DTI 

DEP 

LOC 

POS 

EXPECT 

ANGER 

Primary 
Spouses 
(N = 68) 

22.36 

8.62 

6.98 

3.85 

2.26 

1.85 

5.78 

2.31 

9.13 

46.43 

25.85 

25.77 

11.01 

Primary 
NonSpouses 
(N = 28) 

15.04 

5.46 

3.39 

2.18 

2.14 

1.86 

3.31 

3.45 

7.34 

42.41 

24.31 

23.72 

10.62 

NonPrimary 
NonSpouses 
(N=12) 

7.50 

2.00 

2.83 

1.25 

1.16 

0.25 

1.83 

2.67 

5.33 

40.33 

21.17 

22.75 

9.42 

F 

8.14 

9.73 

8.15 

3.24 

0.69 

2.06 

7.56 

2.68 

1.62 

7.55 

8.37 

4.27 

1.56 

E 

.001*** 

.001*** 

.001*** 

.04* 

.50 

.13 

.001*** 

.07 

.20 

.001*** 

.001*** 

.02* 

.22 

*p< .05. 
**p< .01. 

p< .001, 
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Table 3.10. Means for Outcome Variables by Level of Patient Impairment at Time 1 

Variable Independent Dependent F p 
(N = 50) (N = 54) 

Burden 

Tburden 

Dburden 

Pburden 

Sburden 

Eburden 

BHS 

DTI 

DEP 

LOC 

POS 

EXPECT 

ANGER 

16.80 

6.08 

4.80 

2.56 

1.88 

1.48 

4.72 

1.82 

8.76 

46.72 

25.50 

27.44 

10.70 

28.62 19.44 .001*** 

10.68 24.62 .001*** 

8.79 20.14 .001*** 

3.75 3.15 .08 

2.55 1.76 .19 

2.85 4.68 .03* 

5.19 0.66 .42 

2.93 11.84 .001*** 

10.30 2.11 .15 

44.49 4.52 .04* 

25.65 0.04 .85 

24.32 19.71 .001*** 

12.79 4.58 .03* 

*p< .05. 
**p< .01. 

* * • p< .001. 
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Table 3.11. Means for Outcome Variables by Gender for Primary Spouse Caregivers 
at Time 1. 

Variable 

Burden 

Tburden 

Dburden 

Pburden 

Sburden 

Eburden 

BHS 

DTI 

DEP 

LOC 

POS 

EXPECT 

ANGER 

Men 
(N = 35). 

23.03 

10.23 

6.29 

3.00 

1.54 

1.97 

5.40 

2.54 

8.86 

47.00 

25.57 

26.20 

11.11 

Women 
(N = 48) 

21.98 

7.11 

7.45 

3.53 

1.79 

2.11 

5.38 

1.69 

10.33 

44.77 

25.63 

26.02 

11.74 

F 

0.09 

6.76 

0.96 

0.37 

.15 

0.01 

0.00 

5.33 

0.87 

2.79 

0.03 

0.03 

0.54 

E 

.76 

.01** 

.33 

.54 

.70 

.91 

.98 

.02* 

.35 

.10 

.87 

.86 

.46 

*p< .05. 
**p< .01. 

***p<.001. 
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Table 3.12. Means for Outcome Variables for Primary Male Spouses, Primary Female 
Spouses, and Primary Adult Daughters/Daughter-in-laws at Time 1. 

Variable 

Burden 

Tburden 

Dburden 

Pburden 

Sburden 

Eburden 

BHS 

DTI 

DEP 

LOC 

POS 

EXPECT 

ANGER 

Male 
Spouses 
(N = 35) 

23.03 

10.23 

6.29 

3.00 

1.54 

1.97 

5.40 

2.54 

8.86 

47.00 

25.57 

26.20 

11.11 

Female 
Spouses 
(N = 48) 

21.98 

7.11 

7.45 

3.53 

1.79 

2.11 

5.38 

1.69 

10.33 

44.77 

25.63 

26.02 

11.74 

Adult 
Daughters 
(N=15) 

25.93 

7.53 

7.40 

3.53 

4.26 

3.20 

3.46 

4.06 

10.13 

45.26 

22.60 

24.66 

13.06 

E 

0.34 

3.80 

0.49 

0.20 

4.54 

0.66 

1.32 

12.55 

0.44 

1.47 

2.98 

0.69 

1.26 

E 

.71 

.03* 

.61 

.82 

.01** 

.52 

.27 

.001*** 

.65 

.23 

.06 

.50 

.29 

*p< .05. 
**p< .01. 

***p<.001. 
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CHAPTER IV 

DISCUSSION 

The purpose of this study was to examine how involvement in an experimental 

drug treatment affected DAT caregivers' expectancies and appraisals about caregiving 

and subsequent outcomes. The expected relationships were generally found in this study, 

as suggested by the empirical and theoretical literature for the stress-coping model. A 

secondary purpose was to examine the relationship of outcome variables to other 

antecedent variables that have been inconsistently linked to caregiver outcomes, i.e., 

gender of caregiver, patient impairment, relationship to care receiver, and amount of care 

provided. 

Hypotheses 

Hvpothesis I 

Based on prior research findings, the first hypothesis was that research 

participation would result in less negative expectancies/appraisals and decreased negative 

outcomes as compared to the groups uninvolved in research. To test that hypothesis, the 

outcome variables of depression, hopelessness, anger, burden, positive outcome, 

optimistic expectations, locus of control, and the desire to institutionalize were compared 

across four groups of caregivers: the initial research group (IR), the long research group 
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(LR), the screening failure group (SF), and the no research group (NR). In previous 

research, there was evidence to suggest that the caregivers' own appraisals regarding 

caregiving were the best predictors of burden (Lawton et al., 1989; Novak & Guest, 1989; 

Poulshock & Deimling, 1984; Reed et al., 1990), and that appraisals could be influenced 

in a positive direction by social support and/or any services that enhanced the perception 

that they had more predictability or control over the disease (Farran et al., 1991; 

Gallagher, 1985; Haley, 1987; Pearlin et al., 1989; Vitaliano et al., 1991a). The findings 

of this study using experimental drug study research participants were consistent with 

previous research using caregivers receiving other forms of social support (family, 

support group, training program, respite care). Primary caregivers who were involved in 

research participation experienced significantly less depression, burden, hopelessness, 

desire to institutionalize, and anger than those uninvolved. They also formulated 

significantly more optimistic expectations regarding their situation than non-participants. 

In addition, although both research groups (IR and LR) evidenced significantly less desire 

to institutionalize than the NR group, the IR group also reported significantly more 

desire to institutionalize than the LR group. This finding parallels a prior study that 

found a shorter duration of caregiving to be related to a higher desire to institutionalize 

(Pruchno et al., 1990). There are two possible interpretations that may separately or in 

conjunction explain this finding. First, the LR caregivers were more committed to their 

role as caregiver. They had been doing it longer and a commitment makes it more 
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difficult to consider placement. Second, it is possible that the longer duration of research 

participation for this group had a positive cumulative effect resulting in a lower desire to 

institutionalize than the group who had recently enrolled. The other difference between 

the research groups was that the LR group experienced significantly more time burden 

than the IR group. This finding supports prior research asserting the "wear and tear" 

hypothesis of the disease for both patient and caregiver (Zarit et al., 1986). Conversely, 

this result fails to support the "adaptation" hypothesis where the caregivers adapt over the 

course of the patient's deterioration and actually experience less distress as time proceeds. 

Finally, significantly higher optimistic expectations for both research groups did not 

attenuate over time, suggesting a robust effect in research participation's ability to 

stimulate positive appraisals. 

Hvpothesis II 

The second hypothesis predicted that the cumulative effects of social support 

would be exhibited by a decrease in negative outcomes between pre- and post-

measurement. This was an exploratory hypothesis that was generally supported for the 

IR group and, to a lesser degree, in the LR group as well. Furthermore, the time by group 

interaction revealed that the screening failure group reported increased negative outcomes 

and decreased positive outcomes between Time 1 and Time 2. The data for the SF group 

between Time 1 and 2 provides important information about how exclusion from research 
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negatively affects caregivers' morale. The caregivers involved in research appear most 

positively affected over time when they are still in the early stages of caregiving (IR 

group). It seems somewhat puzzling that over time the LR group reported a decrease in 

depression and anger, an increase in positive outcome, but an increase in all burden 

subscales. This finding may reflect the "wear and tear" for caregivers who have been in 

the role longer, supporting the hypothesis that burdens may become greater over time. 

However, these findings also suggest that social support through research participation 

has an attenuating effect on negative affect. Social support has been related to more 

adaptive management of emotional states even when the perception of burden is not 

altered (Pagel et al., 1987) and perhaps that is how research participation is functioning 

for the LR group between Time 1 and Time 2. Overall, the findings examining the 

variable of time clarify the effect of having positive expectancies about participating in 

research and how it effects caregivers when they are excluded. The deterioration of the 

SF group between Time 1 and Time 2 emphasizes the need for these caregivers to be 

provided with follow-up and referrals for other resources. 

Hvpothesis III 

The third hypothesis was that there would be differences in outcomes between 

primary spouse caregivers and primary adult-child caregivers. The research in this area 

was inconsistent, with studies reporting varied outcomes including no differences (Zarit 
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et al., 1980), more negative outcomes in spouses (George & Gwyther, 1986), and 

offspring burden as greater (Rankin & Pinkston, 1985). In support of the hypothesis, 

there were significant differences among the present results for all outcome variables 

except anger and emotional burden. The direction of differences was not uniform 

between these two groups as some previous research has suggested, but the pattern of 

differences make theoretical sense and find support in related research. For instance, 

primary adult child caregivers reported significantly more desire to institutionalize and 

more social burden than primary spouse caregivers. These findings support research that 

found that institutionalization was more likely to occur when the patient has no spouse 

(Lieberman & Kramer, 1991; Morycz, 1985). In addition, although significantly higher 

social burden is supportive of research on the competing role demands of adult child 

primary caregivers (Brody, 1989), all the other significant differences in negative 

outcomes were higher for primary spouse caregivers. Perhaps social life has more 

salience for adult children than elderly spouses so that they experience the encroachment 

of caregiving on their social life more negatively. Nevertheless, primary spouses 

experienced more hopelessness, depression, time burden, developmental burden, physical 

burden and overall burden. These findings suggest that even though adult children may 

have more competing role demands, primary spouses feel more negative effects from 

caregiving. One viable hypothesis for this is that, anecdotally, adult child caregivers 

appear more comfortable and adept at obtaining family or paid help. Spouses seem less 
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likely to access such help. Finally, even though spouse caregivers experienced more 

negative outcomes, they also reported significantly more optimistic expectations and 

external locus of control than non-spouses. It may be that hope for one's mate is more 

intensely held by spouses by virtue of its more central character to the spouse's living 

circumstances. Greater externality in spouses may stem from greater reliance of spouses 

on professionals and/or more tendency among spouses, as compared to adult children, to 

hold beliefs of destiny that suggest a basic lack of control over life events. External locus 

of control as a more adaptive response is supported in a study by Pagel, Becker, and 

Coppel (1985) where caregivers' internal attributions about loss of control over their 

spouse's illness were related to higher levels of depression. 

One important caveat to these findings is that research participation was an 

important moderator of the effects. Primary care spouses experienced significantly less 

hopelessness, desire to institutionalize, depression, developmental burden, and emotional 

burden as research participants than when not so involved. They also reported 

significantly more optimistic expectations than the SF or NR groups. Interestingly, it was 

only the LR primary spouses who experienced less hopelessness and depression than the 

NR group, even though they reported significantly more time burden than the IR group. 

Taken together, these findings suggest that the "wear and tear" hypothesis may hold 

regarding various types of burden, but research participation (and probably more 
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conventional forms of support) may buffer negative effects like depression and 

hopelessness while enhancing positive appraisals. 

Hypothesis IV 

The fourth hypothesis held that adult child non-caregivers would not differ 

significantly from primary caregivers on outcomes other than those associated with direct 

care. Examination of the outcome data for the primary caregivers as a whole confirms 

prior research findings of greater burden, depression, and hopelessness than other family 

not totally responsible for care (Gallagher et al., 1989). One interesting finding is that 

while primary caregivers experienced significantly more overall burden, developmental 

burden, and time burden, they did not experience significantly more emotional burden 

than adult child non-caregivers. Even though not responsible for care, adult children 

apparently experience no less emotional strain than primary caregivers related to their 

family member's Alzheimer's disease. This finding is consistent with descriptive studies 

in which geographically distant children not responsible for care displayed emotional 

burden, but there was no direct comparison to primary caregivers in these studies (Brody 

et al., 1988; Schoonover et al., 1987, as cited in Brody, 1989). In seeming contrast to 

earlier findings of more negative outcomes, primary caregivers in the present study held 

more optimistic expectations and gained self-confidence and a feeling of competence that 

non-caregivers did not attain. However, that subset of non-caregivers who were regularly 
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involved with the patient and primary caregiver evidenced significantly more time 

burden, optimistic expectations, and more felt confidence and competent in their 

supportive role. Finally, primary caregivers had significantly more external locus of 

control than non-caregivers. This may be an adaptive response akin to letting go of the 

responsibility for the disease and/or the patient's behavior or cognitive decline. 

Hypothesis V 

Consistent with the social role hypothesis, it was hypothesized that there would be 

no gender differences in outcomes for primary spouse caregivers. This was generally 

confirmed as there were only two significant gender differences among primary spouse 

caregivers. Men reported significantly more time burden. This would be consistent with 

them adjusting to not only caring and supervising their spouse, but performing household 

tasks for which heretofore they had little responsibility. Women experienced more 

developmental burden than men which parallels one prior study (Fitting et al., 1986) and 

supports one theory about how older men and women's developmental trajectories differ. 

Neugarten and Gutmann (1968) hypothesized that women undergo a role change away 

from traditional caregiving in their middle years when they are no longer responsible for 

children. Thus, they are ready to explore new identities and involvements instead of 

returning to an old role. On the other hand, men are changing their focus from work to 

home and the caregiver role is a novel way to carry out the "provider" role. Some 
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husbands also feel they are repaying their wife for nurturance they received throughout 

their marriage or may experience guilt from early sacrifices she made. 

Most notably the findings from the present study do not substantiate the increased 

negative outcomes in female caregivers that have been found in prior studies (Fitting & 

Rabins, 1985; Zarit, 1982; Zarit, Todd, & Zarit, 1986). A recent meta-analysis of 14 

studies on caregiver gender differences concluded that gender differences are exaggerated 

in the literature and effect sizes are often so small as to not be practically significant. 

They endorsed only two notable differences after an analysis of these studies, i.e., women 

were more likely to carry out personal care and household tasks and they were more 

likely to report greater overall burden. So, although gender differences may be 

overemphasized in the literature, this sample did not reflect overall higher burden for 

women. One explanation coincides with the basic hypothesis of this entire study, i.e., 

that research participation may act as informal social support, increase caregivers' 

perception of control, and reduce negative outcomes. Women perhaps, in particular, 

respond favorably to research participation so that the usual discrepancy in burden is not 

there. There is research to suggest that women feel more comfortable than men accessing 

support groups or counseling and that participation in such activities are enjoyable and 

useful (Snyder & Keefe, 1985). Since 30 of the 48 primary female spouse caregivers 

were in research participation groups, negative effects may have been attenuated when 

the groups were collapsed across genders for comparison. If this were so, one might 
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expect a greater gender gap in burden among the two groups that were not involved in 

research. The gender x group interaction was not significant. However, examination of 

means for the burden variable indicates little difference between genders for the two 

research participation groups and higher burden scores for males in the groups not 

participating in research. The respective burden score means for males versus females in 

each group were: IR group - males 15.08 and females 18.95; LR group - males 25.08 

and females 24.64; SF group ~ males 29.2 and females 20.4; and NR group ~ males 33.5 

and females 31.4. The small n for both men and women limits the findings for the NR 

group and to a lesser degree, the male SF group (n=6). The lack of overall gender 

differences may relate to the buffering effect of the research participation which kept the 

female caregivers' scores closer to the men's scores. Another explanation that may stand 

on its own or act in conjunction with the first explanation is that the social role hypothesis 

is the correct interpretation and that one should not expect gender differences in 

postparental, retirement age caregivers. 

Hvpothesis VI 

The sixth hypothesis predicted that the severity of the care receiver's condition 

would differentially affect outcomes and result in more negative outcomes for caregivers 

of the more impaired individuals. The results indicated that caregivers of more impaired 

individuals experienced significantly more desire to institutionalize, anger, time burden. 
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developmental burden, and overall burden. Caregivers of more independent care-

recipients experienced significantly more optimistic expectations than caregivers of the 

lower functioning patients. When correlations were computed between these outcome 

variables and impairment, all were significantly correlated. As a result, an analysis of 

covariance for group differences was performed with impairment as the covariate. Group 

differences were largely maintained with a few changes in the pattern of differences. 

These results affirm prior findings on the importance of patient impairment in caregiver 

burden (Greene et al., 1982; Nygaard, 1988; Pearson et al., 1988; Poulshock & Deimling, 

1984; Pruchno & Resch, 1989; Vitaliano et al, 1991a). All of the variables that 

correlated with patient impairment were associated with the same group differences. This 

suggests that research participation had a positive effect, in spite of the negative effect of 

impairment. Some variables that produced group differences (depression and 

hopelessness) were not affected by patient impairment. Anger, desire to institutionalize, 

and burden were significantly higher in groups not participating in research even after 

impairment effects were statistically controlled. This attests to a robust positive effect of 

research participation on caregivers. These findings may be more methodologically 

salient than those from most studies in this area because this study: (1) operationalized 

the care needed using the Lawton-Brody, (2) was not based on data from extremes of 

patient impairment, and (3) included caregivers not involved in formal services. Prior 

researchers invoked two theoretical explanations to explain divergent findings on patient 
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impairment and caregiver burden. Findings of increased caregiver burden with higher 

care recipient impairment have been explained using a "wear and tear" hypothesis in 

which, as impairment stressors increase, so does the burden for the caregiver. 

Investigations posing little evidence for a patient impairment role in caregiver well-being 

tend to explain their findings via an "adaptation" hypothesis in which negative effects 

attenuate as the disease progresses (Zarit et al., 1986). The present findings are more 

congruent with the wear and tear hypothesis concerning burden, the desire to 

institutionalize, and anger. However, these results must be clarified since the groups 

involved in research participation demonstrated significantly less negative outcomes over 

and above impairment effects. This suggests some advantage to blending the two 

theories. The wear and tear hypothesis generally holds true but, given the informal 

support provided in these research drug studies, adaptation may also play a role. 

Impairment was not related to outcomes like depression or hopelessness. So, while 

caregivers experience a more impaired individual as more burdensome, anger provoking 

and in need of institutional placement, this distress does not necessarily translate into 

clinical depression or hopelessness. 

Supplemental Analyses 

Locus of control and positive outcome (personal gain and feelings of competence) 

from caregiving were two exploratory variables that were examined via supplemental 
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analyses. Both variables were unaffected by group status and the results included no 

significant differences. The positive outcome scale asks respondents eight questions 

about how competent they feel, how well they have learned to deal with a difficult 

situation, how they have become aware of their own inner strengths, and how caregiving 

may have boosted their self-confidence. This scale was developed to assess the positive 

management of meaning that caregivers who cope more effectively seem to initiate 

(Pearlin et al., 1990) and emerged out of prior research regarding the management of 

meaning (Farran et al., 1991; Pearlin et al., 1989). Examination of the means indicated 

that primary spouse caregivers across all groups rated themselves about the same on the 

personal gain and competence attained while in the caregiver role. All groups averaged 

25-26 out of 32 points which, given the scoring system, reflected the "Somewhat" range. 

These results suggest two alternate interpretations. First, the scale itself encourages 

"middle of the road" answers and does not accurately measure the construct or provide 

discrimination of existing differences. Second, all the groups in this study attempted to 

manage meaning in a positive manner, but the additive effect of the social support via 

research participation resulted in less negative outcomes for the drug study groups. The 

latter explanation seems more viable in light of previous findings that social support tends 

to facilitate management of emotions more than change the perception of the environment 

(Pagel etal., 1987). 
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Locus of control was included to assess how the caregiver's ovm general beliefs 

about predictability and control in life may relate to negative outcomes, how group status 

might affect locus of control, and how study participation might influence locus of 

control over time. Locus of control was not significanfly different across groups and 

examination of the means indicate that all groups scored in the range of slight external 

control. The idea that global locus of control may influence caregiving appraisal and 

negative outcomes was based on prior research indicating intensified depression as a 

function of losing control of the care receiver's behavior when loss of control was 

attributed to internal causes (Pagel et al., 1985). There was also evidence to assign 

greater importance to caregivers' attributions about their reactions to uncontrollable 

events than attributions about the events themselves (Coppel et al., 1985). The 

supplemental analysis in this study revealed no systematic effects of global locus of 

control. Several accounts are possible. First, this measure may have been difficult for the 

caregivers to understand since it elicited many questions during data collection. Even 

though questions were answered and all efforts were made to help the caregiver 

understand the items, there still seemed to be some confusion. Second, global locus of 

control may simply not be useful in understanding management of meaning and 

subsequent negative outcomes. Some research suggests that coping is situation specific 

so that a general manner of interpreting events or coping will not be exhibited across a 

wide variety of situations (Lazarus & Folkman, 1984). Other research has theorized that 
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coping is a combination of general and specific processes (Pearlin & Schooler, 1968), and 

it was on this basis that locus of control was included in the present study. The further 

prediction that research participation would enhance the perception of control was 

advanced so that locus of control might change from pre- to post-test. Since locus of 

control was correlated with burden and hopelessness, external locus of control may relate 

solely to negative outcomes reflective of distress and the hopelessness that derives from 

felt helplessness. 

Summary of Findings 

The hypothesis that research participation would result in decreased negative 

outcomes and more optimistic expectations was supported by the present findings. In 

relation to the effects of time of measurement, there was a main effect for time and both 

"time by group" and "time by type of caregiver" interaction effects. Caregivers newly 

involved in research demonstrated decreased negative outcomes in the intervening time 

period, while screening failures reported negative changes over time. Primary caregivers 

demonstrated a decrease in depression over time while nonprimary caregivers did not. 

Additionally, caregivers who had been in the role longer had less desire to institutionalize 

the DAT patient than research participants who were relatively new to caregiving. In 

contrast, participants in the longer research group evidenced more time burden than the 

initial research group providing some support for the "wear and tear" hypothesis of 
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caregiving. The hypothesis that there would be differences in outcomes between primary 

spouse caregivers and primary adult-child caregivers was supported for all outcome 

variables but anger and emotional burden. Primary spouses experienced more external 

locus of control, optimistic expectations, hopelessness, depression, time burden, 

developmental burden, physical burden, and overall burden than primary adult-child 

caregivers. Primary adult-children reported more desire to institutionalize and social 

burden than primary spouses. The hypothesis that adult child non-caregivers might have 

similar levels of emotional burden as primary caregivers was supported. The hypothesis 

that there would be no gender differences in outcomes for primary spouse caregivers was 

generally confirmed. However, men reported significantly more time burden than 

women, and women reported significantly more developmental burden than men. The 

hypothesis that caregivers of more impaired individuals would evidence more negative 

outcomes was supported for some outcome variables. Caregivers of more impaired 

individuals experienced significantly more desire to institutionalize, anger, time burden, 

developmental burden, and overall burden. However, when impairment was statistically 

controlled, the same group differences between research participation caregivers and 

those who were uninvolved were generally retained. This may be taken as support for the 

positive effect of research participation over and above group differences that result from 

differential severity of patient conditions. 
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Practical Implications 

These findings suggest the benefit of research participation for caregivers. 

Moreover, if caregivers are positively affected by the care-recipient's participation in a 

drug study, then one can generalize these findings to other services that target the care 

recipient, but may indirectly reduce burden in caregivers. For instance, when caregivers 

bring the DAT patient to a daily living center, to respite care, to a doctor's appointment, 

or of course to any type of research study, practitioners have the opportunity to positively 

impact the caregiver. This can be done by talking to the caregiver individually under the 

guise of assessing how the patient is doing. Such a course entails avoiding acceptance of 

a routine in which the caregiver brings the patient and then leaves, or only has an 

opportunity to talk to practitioners in the presence of the patient. In the present research 

participation study, interviews and discussions about the patient often evolved into 

caregiver concerns. In addition, a common waiting area can be established and 

introductions can be made so that caregivers have the opportunity to socialize with each 

other. Caregivers might also be encouraged to telephone anytime between appointments 

to air concerns. 

This study also suggests that coming in for a screening appointment by itself does 

not significantly reduce negative outcomes for primary caregivers over time. Although 

there was one positive effect for the screening failure caregivers (e.g., less anger than the 

NR group at Time 1), generally the screening failure caregivers reported effects that were 
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less negative than caregivers uninvolved in research, but not as positive as research 

participants. At least at Time 1, the absence of significant differences between the SF 

group and either of the research groups or between the SF and NR group suggests that 

they may have received some benefit from the peripheral involvement of a screening 

appointment. However, when the SF group is examined over time, all of the outcome 

indices reflect deterioration. These results have important implications for practitioners 

and researchers involved in experimental drug studies. A caregiver who presents for 

screening may be fiill of expectations and hope regarding research participation and the 

failure to accomplish this goal has potentially serious effects. This finding highlights the 

importance of referring caregiver-patient dyads excluded from research participation to 

other resources. Since caregivers are often reluctant to obtain help for themselves, 

assistance that targets the patient may be most useful. The recent availability of a new 

medication for DAT, Cognex, may provide hope for the caregiver outside the confines of 

an experimental drug study. Regardless of concerns about this medication's efficacy, the 

present study supports the hypothesis that positive effects for the caregiver are likely, 

regardless of whether there are actual medication effects for the patient. 

Even though social support has positive effects on caregivers, they still appear 

to experience increased burden over time. This has important implications for caregivers 

of relatively impaired individuals who are still being cared for at home. Such individuals 

are often excluded from drug studies due to severity and residence outside the formal 
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setting of a nursing home with its built-in services. It is imperative to reach and involve 

these caregivers through avenues that they may be more receptive to other than traditional 

psychological services. Such avenues include churches, local physicians and the 

Alzheimer's Association. Just as this study emphasizes, the most cost-effective 

intervention may be services for the caregiver and not medication for the patient. 

Caregiver support may include caregiver training, family support, respite care, advice on 

institutional placement, stress management, and long-term financial counseling. In 

addition, some innovative nursing home alternatives are developing. These include 

assisted living programs, home health aides, adult day care programs, and adult foster-

care programs. 

The present study also highlights the emotional burden of adult-children who are 

not primary caregivers. It may be helpful to provide them with more information about 

the research study their parent is involved in and convey to them the usefulness of 

support they can provide the primary caregiver at a distance (supportive listening on the 

phone, cards, letters, visits when possible). They may also benefit from information on 

the genetics of Alzheimer's disease. 

Finally, data from this and otiier studies suggest that those in supportive roles with 

caregivers might tailor their interventions differently for men and women. Women 

appear to be distt-essed about the resumption of the caregiver role at a time in their life 
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when they should be able to pursue their own interests. Men appear to require more 

practical assistance in the "how to's" of caregiving. 

Limitations and Directions for Future Research 

One limitation of this study is that the number of subjects within each group was 

not adequate to ensure sufficient statistical power for the analyses that were performed. 

In order to achieve adequate power, each group would require 47 subjects. As a result of 

this limitation, the analyses might have been unable to detect additional significant 

differences that may exist. A replication of this study would need to take this liability 

into account. Another major limitation of this study was its exclusive reliance on self-

report. However, excepting assessment of depression, the constructs measured would 

have been difficult to measure otherwise. The more cumbersome and subjective 

interview format might have resulted in findings that do not easily fit into the forced 

choice format of self-report measures. 

Another limitation was the restricted time span between assessments and the high 

attrition rate in the No Research group at Time 2. The time of measurement effect was 

restricted to an analysis excluding the NR group due to small sample size. Observing 

how this group changed over time would have been particularly interesting. In addition, 

more time between assessments may have resulted in larger effects and more than two 

points of measurement would have been useful. Furthermore, if there had been a longer 
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period between Time 1 and 2 subjects may have been more likely to comply with a 

second assessment and attrition may have been less overall. Future research may want to 

consider a shorter version of the questionnaire administered longitudinally over the span 

of months or years rather than weeks. To recruit more subjects and maintain participation 

over time for the NR group in particular, a standardized questionnaire by phone might 

have been more effective. Another possible limitation pertains to selection bias that ma\ 

be present when you have groups of individuals who volunteer for participation in an 

experimental drug study versus those who do not volunteer. A more controlled, but less 

realistic design would involve random assignment of individuals to experimental and no 

research groups. A final limitation would involve the possible confounding that positive 

effects from the experimental drug may have had on some care recipients. This 

alternative explanation for the decreased burden observed in research participation groups 

would suppose that an improvement in the patient's behavior or cognitive functioning was 

responsible and not the support lent by participation itself. Some of the caregivers felt 

that the patient was improving. That perception had to stem from the decreased burden 

that accompanies research participation because the data did not indicate improvements 

in functioning. Subsequent to the completion of the present study, funding for both 

research participation groups was discontinued due to a lack of drug efficacy. Local 

independent analyses (Green, Elder, & Freed, in press) and analyses from the multi-site 

clinical trial determined that the medication had no therapeutic benefit. 
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Regardless of the limitations of this study, the findings reflect the potential for 

DAT patient focused services to benefit the caregiver as well. In addition, formal social 

support in the form of caregiver intervention and education has significant potential for 

addressing immediate needs and enhancing the quality of life for patients and caregivers. 

Continued intervention research needs to be pursued for the caregiver population so as to 

minimize the burden experienced by caregivers. Ultimately, however, only a total cure 

for Alzheimer's disease can mitigate all or most adverse effects. 
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In the past decade there has been a flurry of research on the process of caregi\ing 

(Biegel, Sales & Schulz, 1990). Family caregiving studies proliferate at professional 

meetings and in gerontology joumals and the literature consistenfly bears out the fact that 

the family is dependable in providing care for those who require it. While outside help is 

sometimes purchased by families, this occurs for less than 15% of all days of care. 

Nursing home placement is considered only after strenuous attempts to keep elderh 

relatives in the community (Brody, 1985). Caregiving has been examined with a wide 

variety of care receiver populations that includes the frail elderly, stroke patients, the 

chronically mentally ill, and those that are cognitively impaired, to name a few. The 

growth of interest in caregiving is not surprising considering the changing demographics 

of today's society. People live longer and thus are more likely to sustain impairments that 

compromise their ability to take care of themselves. In addition, medical technology has 

made it possible for individuals to survive for longer periods of time despite health 

problems. The elderly cohort is the fastest growing segment of society, comprising 

11.5% of the U.S. population, and projected to be 20% by the year 2010. Given that 

caregiving has become a more common experience, it is important to better understand its 

economic, social and psychological impacts. 

The Nature of Caregiving 

Caregiving has been referred to as "activities and experiences invohed in 

providing help and assistance to relatives or friends who are unable to provide for 

themselves" (Pearlin, Mullan, Semple, & Skaff, 1990, p.583). Furthermore, the act of 
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caregiving is the behavioral expression of caring, the affective component of one's 

commitment to the welfare of another. By this account, one could perceive caregiving as 

embedded in ordinary relationships. However, under some conditions caregi\ ing 

becomes such a dominant, overriding component to the relationship that it changes the 

relationship irrevocably and sets the stage for the caregiver to experience significant 

distress. By most psychological criteria, caregivers can be viewed as a group at high risk 

for depression, deterioration in physical health, and other negative outcomes (e.g., 

anxiety, anger and hopelessness). 

The literature on caregiving largely involves various antecedent variables 

associated with the well-being of caregiving mdividuals who provide support to elderly 

relatives. Typically, precursor variables include the functional or behavioral status of the 

patient, while outcome variables may be any measure of the caregiver's physical and 

mental health (e.g., doctor visits, morale, life-satisfaction, depression, or perceived 

burden). As with any stress-coping model, there are a number of individual and 

situational variables that mediate independent and dependent variables. Among these 

may be the caregiver's age, gender, marital status, socioeconomic status, actual and 

perceived social support, personality characteristics of the caregiver, and the type, quality 

and duration of relationship between the patient and caregiver. This basic coping model 

has been elaborated by a number of researchers (Montgomery. Stull & Borgatta, 1985: 

Schulz, Tompkins, Wood, & Decker, 1987) and can be used as a framework for 

organizing variables relevant to the caregiving process as an examination of the 

caregiving literature unfolds. 
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Earlv Research on Caregiving 

The first studies conducted on caregiver stress examined caregivers of chronic 

psychiatric patients (Grad & Sainsbury, 1963, 1968). These early sttidies established 

prospective adverse effects on the caregiver's mental and physical health and economic 

well-being. It was noted that caregivers with such competing demands as a job or young 

children, were most distressed, in poorer health and were more rejecting toward their ill 

family member. It was also found that the chronicity of the illness was related to 

increased caregiver burden. Factors such as depressed patient mood and other signs of 

patient personal distress had more negative impact on caregivers than the patient's need 

for assistance with self-care tasks. Hoenig and Hamilton (1966) first differentiated 

conceptually between objective and subjective burden among caregivers of psychiatric 

patients. Objective burden was defined as actual decline as a result of caregiving 

(financial, health), while subjective burden consisted of the caregivers' appraisals of how 

caring for an infirmed family member negatively burdened them. Both types of burden 

were highest in those caring for patients who were demented, as compared to those caring 

for elders who were physically infirmed. These early studies established that some form 

of burden is experienced in a vast majority of caregivers. However, objective and 

subjective measures of caregiver burden were not well delineated and the illnesses and 

demographics of the subjects were ill-defined. Nevertheless, these early findings set the 

stage for more focused and methodologically sophisticated studies of caregivers for 

patients with cognitive impairment. 
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Alzheimer's Disease and Caregiving 

The most recent report from the Office of Task Analysis estimates the current 

health costs associated with Alzheimer's disease as between 75 and 100 billion dollars per 

year. The associated costs are expected to grow as the percentage of individuals over age 

65 and the prevalence of Alzheimer's disease increase. Alzheimer's disease affects about 

four million or 10% of the elderly population. As our society's elderly population grows, 

caring for these patients has become a national health concem, both logistically and 

economically. It places severe emotional, physical, and financial stress on the families. 

Caregivers actively observe the loss of the family member they once knew and loved and 

the years of deterioration have been described by families as a "living funeral" (Mace & 

Rabins, 1981). Early research established that a serious and progressive cognitive 

impairment such as Alzheimer's disease renders the caregiver particularly vulnerable to 

excess stress and burden (Ory et al., 1985). Caregiving for a patient with Dementia of the 

Alzheimer's Type (DAT) poses more likelihood of negative effects in the face of such 

specific risk factors as the impairment and inevitable loss of a significant other (Brovyn & 

Harris, 1978), severely curtailed opportunities for response-contingent positive 

reinforcement (Lewinsohn & Arconad, 1981) and reduced control over important aspects 

of one's life (Seligman, 1981). 

Alzheimer's disease is a devastating brain disorder in which the symptomatology 

is manifested behaviorally through most of its clinical course. The pathological, 

neurochemical, and neuroanatomical changes in Alzheimer's disease are associated with a 

variety of abnormal behaviors: cognitive dysfimctions (e.g., memory and intellectual 
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impairment), problem behaviors (e.g., wandering and agitation), disturbed psychological 

states (e.g., depression and delusions), and adverse psychosocial consequences (e.g., 

family stress and societal costs). A number of these concomitant to Alzheimer's disease 

cause a constellation of problems that has been referred to as an "excess disability state" 

where tiie family confronts problems that are more than those caused solely by the 

cognitive decline (Reifler & Larson, 1989). This "excess disability" may include the need 

for constant supervision due to behavioral problems, the loss of a positive relationship 

with the caregiver due to the patient's delusional thought, or financial crises related to 

associated compromises in the caregiver's earnings (e.g., early retirement to care for their 

spouse). In the absence of a cure or prevention of Alzheimer's disease, specialists in the 

field seek to reduce patient excess disability, maximize individual functional level, and 

facilitate family coping through the development of behavioral treatments, family 

supportive interventions, and models of family, community, and institutional care (Light 

& Lebowitz, 1989). 

In order to investigate how to best meet these objectives and minimize negative 

outcomes, many recent studies have examined the impact of caring for a family member 

with Dementia of the Alzheimer Type or DAT. There is general consensus that 

caregiving is stressfiil; caregivers of DAT patients are more stressed when compared to 

the general population, use more psychotropic medication, engage in less social and 

recreational pursuits, evidence three times as many stress s\'mptoms and have significant 

financial strain (George, 1984a). In light of the negative effects observed, Alzheimer's 

disease has been described as more socially dismpti\'e than other chronic illnesses 
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(Brody, 1967) and more likely to damage family relationships and caregiver mental well-

being than physical disability (Noelker & Poulshock, 1982). Obviously, negative effects 

such as these warrant aggressive investigation and intervention. 

Burden and Caregiving 

There have been excellent discussions of the negative effects of caring for DAT 

patients on the well-being of their primary caregivers (Lavyton, 1978; Morycz & 

Blumenthal, 1983; Rabins, Mace & Lucas, 1982; Zarit, 1985; Zarit, Reever, & Bach-

Peterson, 1980). Blumenthal and Morycz (cited in Cohler, Groves, Borden & Lazams, 

1989) tallied reported descriptions of burdens experienced from previous findings and 

compiled a comprehensive list of the sources, both objective (patient related) and 

subjective (caregiver related). The antecedents of burden associated with caregiving are 

multidimensional (Hooker, Monahan, Shifren, & Hutchinson, 1992; Lieberman & 

Kramer, 1991; Schulz & Williamson, 1991; Stephens, Ogrocki, & Kinney, 1991; 

Vitaliano, Russo, Young, Teri, & Maiuro, 1991) and the relationship between precursor 

variables and burden are often complex. 

One area that has been studied fairly extensively is how the care-recipient's mental 

and functional impairment impacts burden. There is contrasting data on this issue w ith 

some investigations supportive of increased burden with more impaired care receivers 

(Greene, Smith, Gardiner, & Timbury, 1982; Nygaard, 1988: Pearson, Verma, & Nellett, 

1988; Poulshock & Deimling, 1984; Vitaliano, Russo, Young, Teri & Mairuro, 1991) 

and some studies providing little evidence that patient functioning is an important factor 
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to consider (Dura, Haywood-Niler, & Kiecolt-Glaser, 1990; George & Gwyther. 1986; 

Gilhooly, 1984; Haley, Levine, Brown, & Bartolucci, 1987; Morycz, 1985; Or\ et al, 

1985; Zarit, Reever, & Bach-Peterson, 1980; Zarit, Todd, & Zarit, 1986). Across these 

studies, the divergent results may partiall> originate from the use of different methods to 

measure patient impairment and caregiver burden. For instance, Vitaliano and associates 

(1991a) used the Mini-Mental Stattis Exam (Folstein, Folstein. & McHugh, 1975), the 

Record of Independent Living (Vitaliano, Breen, Albert, Russo, & Prinz, 1984) to 

measure patient impairment, and the Screen for Caregiver Burden (SCB), a 25 item self-

report instrument (Vitaliano et al., 1991) to assess caregiver distress. The SCB was 

designed specifically for Alzheimer's patient spouse caregivers and measures both 

subjective and objective burden. In conttast, Zarit and associates (1980) used three other 

measures of cognitive impairment, two different measures of functional impairment and a 

22-item self-report Burden Interview. The burden measure included both subjective and 

objective burden, but was designed for caregivers of senile dementia patients and 

administered to both spouses and children. Current measures target diverse caregiver and 

care recipient populations and vary in conceptualization and measurement of burden. In a 

recent review of burden measures, the implications of these limitations for research were 

discussed (Vitaliano, Young, & Russo, 1991). 

Sometimes asserting a relationship between global patient impairment and burden 

is too simplistic. Pmchno and Resch (1989a) found that patients' hallucinator>- behavior 

was linearly related to depression, but that forgetfulness was related to burden and mental 

health problems in a nonlinear way. These findings suggest that caregivers ma\ not adapt 
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as well to behaviors that are hard to predict, like hallucinations, as they can to a gradual 

mcrease in forgetfiihiess. Haley and Pardo (1989) point out that caregivers are faced with 

different types of patient impairment stt-essors at different phases of the disease. 

Behavioral symptoms decrease in late dementia while self-care deficits increase. While 

Novak and Guest (1989a) found no relationship between burden and duration of 

caregiving, their fmdings indicated a significant relationship between the patients' 

functional abilities and caregiver burden. However, the caregiver's feelings and needs 

regarding caregiving were the best predictors of burden. Thus, the caregiver's 

idiosyncratic perspective may be an important moderator of felt burden. 

Therefore, appraisal has emerged in the perception of burden as a salient factor in 

predicting negative outcomes (Lavyton, Kleban, Moss, Rovine & Glicksman, 1989; 

Poulshock & Deimling, 1984; Reed, Stone, & Neale, 1990). Although the fmdings are 

somewhat inconsistent, the appraisals and expectancies caregivers utilize to cope with 

their situation may actually have a greater effect than such objective burdens as patient 

impairment or actual social support. For example, Haley and colleagues (1987) found that 

the degree of patient impairment in daily living skills was directly related to level of 

caregiver depression. Further, caregivers who evidenced more depression had lower self-

efficacy and engaged in more negative appraisals of patients' behavior problems and their 

disability than those who were less depressed. However, using regression anal> ses and 

controlling for objective stressors, appraisals, coping styles, and social support still made 

significant contributions to outcome in their findings. In fact, appraisals were better 

predictors than objective severity of stressors in caregiver outcomes. Haley also found 
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that regardless of how caregivers appraised it, social support predicted life satisfaction. 

Thus, different outcomes were predicted by different variables, supporting the 

multifactorial nature of burden and outcomes. Stressors predicted depression, appraisal 

variables predicted depression and life satisfaction, and coping and social support 

predicted depression, life satisfaction, and self-rated health. In an attempt to integrate the 

muhidimensional nature of caregiver burden, Vitaliano, Maiuro, Bolton, and Armsden 

(1987) conceptualized caregiving from a "stress process" approach. The multiple 

components include: Exposure to stressors. Vulnerability, Psychological resources. 

Social resources, and Outcome. These variables are well-grounded in the stress literature 

(Appley & Trumbull, 1967; Hinkle, 1974; Kahn, 1970; McGrath, 1970) and are useftil in 

guiding research in caregiver burden. Stressors may include life stressors and the 

patient's level of impairment. Vulnerability includes variables like health status, 

personality style, and demographic characteristics. Psychological resources include 

coping styles, locus of conttol orientation, appraisals, expectancies, and their ability to 

utilize available resources. Social resources include informal and formal sources of 

support. Outcome can include factors such as depression, anger, hopelessness, burden, 

poor health, and such positive consequences as increased self-confidence and 

competence. Vitaliano, Russo, Young, Teri and Maiuro (1991a) examined burden from 

this theoretical framework and found that caregivers who w êre high in vulnerabilit\ (poor 

health, anger, anxiety) and had low resources (poor coping, negative outlook on life, little 

social support) experienced high burden. To understand how important appraisals are in 
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copmg and prediction of caregiver outcomes, one must tum to the social-ps\'chological 

literature on aging in the last decade. 

Predictability. Control and Caregivers of Alzheimer's Patients 

The social-psychological literature on aging has emphasized the importance of 

predictabilit\, control, and autonomy as constmcts that assist us in understanding how 

individuals function when dealing with difficult challenges (Rodin & Langer. 1977: 

Schulz, 1976, 1986; Schulz & Hanusa, 1978). Predictability and control facilitate coping, 

but Schulz, Biegel. Morycz, and Visintainer (1989) conclude that these seldom 

characterize the process of caring for a family member with Alzheimer's disease. 

Alzheimer disease's features include the inability to predict who will get it, difficulty of 

diagnosing it, and the unpredictable nature of its course. Neither the nature, severity, or 

rate at which symptoms emerge is predictable. Behavioral outbursts and emotional 

lability dismpt routines and seem to come "out of the blue." One smdy found that lack of 

control over the illness and the patient's behavior was the most distressful factor for the 

caregivers (Vitaliano, Maiuro, Ochs, & Russo, 1989). Obviously, reduction of 

uncertainty would be helpful here as in a variety of stressful situations (Glass & Singer. 

1972). The absence of control often precipitates helplessness and depression (Abramson, 

Seligman, Teasdale, 1978; Bandura, 1977, 1982). Yet. even in the objective absence of 

control, leamed helplessness theory posits that the attribution the individual makes about 

the cause of their situation determines whether their helplessness will persist, expand to 

include other situations, or lead to a decrease in self-esteem and negative outcomes. This 
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theory was tested among DAT caregivers by Pagel. Becker, and Coppel (1985). The\ 

found that perceived loss of control over aspects of their spouse's illness and attribution 

of that loss to intemal causes were positively related to severit) ofdepression. In another 

study (Coppel, Burton, Becker & Fiore, 1985), a reformulated leamed helplessness theory 

was tested. This revision of the original theory proposes that attributions about one's 

reactions to uncontrollable events may be more important in outcomes than attributions 

about the uncontrollable events themselves. In this study, successful copers w ere more 

likely to attribute their success to effort and ability than to the situation or luck. 

Conversely, those who were more depressed and dissatisfied with their coping attributed 

unsuccessful coping to the situation or to low ability. In a later study, Neundorfer (1991) 

found that appraisal of stress was a significant predictor of depression and anxiety in 

spouse caregivers of dementia patients. In this study, coping by (1) wishing the situation 

would go away, (2) angry confrontation of the patient or (3) blaming and criticizing 

themselves for their problems, were associated with the most negative outcomes. 

While leamed helplessness focuses on how appraisals affect outcome 

expectancies, self-efficacy relates to the belief that one can successfully carry out the 

behavior required to produce desired outcomes. Caregivers who have higher levels of 

self-efficacy will be expected to demonstrate more effective coping strategies. 

Productive intervention strategies have been those that use experience-based inductions to 

demonstrate to caregivers that they possess relevant competencies and thus enhance 

efficacy (Gallagher. 1985). Unfortunately, caregivers of DAT patients often find that 

beha\iors tiiat were effective in the past no longer work. \̂ Tien caregivers gi\e up tt^ing. 
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a question arises: did tiiey give up because tiiey lack self-efficacy in carr\ ing out the 

behaviors for the desired outcome, or is it because they expect their behavior to have no 

effect on a given situation anyway? 

In light of little predictabilit> or contt-ol by the DAT patient's caregiver, 

expectancies and appraisals become important factors that can positivel> impact burden. 

Likewise, mdividuals who tend to exhibit an atttibutional style that favors intemal or 

extemal atttibutions may have different outcomes. Due to the nature of Alzheimer's 

disease and caregivers' bias toward extemal atttibutions for the cause of the disease itself, 

past studies ha\ e often used unstandardized interview formats to assess caregivers' 

attributions about the patient's behavior (Coppel et al., 1985; Pagel et al., 1985). To date, 

no one has attempted to objectively assess how global locus of conttol orientation ma\ 

impact caregiver outcome and/or how participation in an experimental dmg study may 

affect locus of conttol. 

Appraisals. Coping and Caregiving 

Obviously, there can be many factors that have a potential role in mediating the 

impact of caregiving. Pearlin, Tumer, and Semple (1989) summarized the research to 

date on coping in the mediation of caregiver sttess and conducted their own stud} on how 

caregivers of Alzheimer's patients cope. The\' proposed that coping and social support are 

the major mediators of sttess from caregiving for the patient diagnosed with DAT. 

According to Lazams and Folkman's model (1984), coping behavior is tailored to specific 
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situations so that a coping style will not necessarily be exhibited across all situations as 

some theorists have asserted (Valliant, 1967). 

Building on Lazams and Folkman's model, Pearlin and Schooler (1978) 

hypothesized that coping has four functions: prevention of the stressful situation, 

management of the situation, management of the meaning of the situation, and 

management of the stress symptoms produced. Prevention of the stressful situation is not 

currently feasible in caring for DAT patients. Management of the situation involves 

reducing the demands or making the demands easier. Management of the meaning relates 

to how the situation is perceived and understood by the caregiver. Pearlin, Mullan, 

Semple and Skaff (1989) defmed this manner of appraisal as more than a detached, 

objective evaluation of the situation. They define appraisal as a "motivated and selective 

use of perceptual and cognitive devices that shape the meaning of the situation so it 

comes to be seen as less ominous and more within the capacity of the individual to 

forbear" (p. 201). Finally, effective management of stress symptoms through a varied 

coping repertoire allows caregivers to mobilize their coping energies where needed 

instead of feeling overwhelmed. 

Pearlin et al. (1989) conducted interviews to ascertain under what conditions the 

latter three functions of coping were most helpful. Management of the situation took the 

form of enforcing use of tranquilizers, selective expression of anger to get the patient to 

do something, establishing priorities when all demands could not be met, seeking expert 

information and other strategies. The resultant conservation of scarce time and energy 

provided a sense of mastery in the caregivers. Otiier studies have reported that female 
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caregivers gained feelings of competence through the increased responsibility that 

became part of tiieir role (O'Bryant, Sttaw & Meddaugh, 1990). However, management 

of meaning may be the most important coping function for DAT caregivers due to the 

nature of Alzheimer's disease. In spite of the practical measures that mav- be taken to ease 

the situation, the caregiver role remains threatening and at some level impervious to the 

caregiver's coping repertoire. To reduce the threat of the situation, caregivers estimate 

that they are better off than otiiers (Pearlin & Schooler. 1978; Taylor, 1983), tiy to just 

think about today, focus on the good events of the past, change their expectations for the 

patient and "accept them as they are," laugh at their own plight, and hold explanations 

that are naturalistic as opposed to those that imply distributive justice. They also engage 

in prayer as a chaimel of action that implies that the situation is not hopeless (Levine, 

Dastorr, & Gendron, 1983; Pratt, Schmall, Wright & Cleveland, 1985) and use tiieir 

capacity to see beyond the present illness (Coppel et al.. 1985: Rakowski & Clark, 1985). 

Finally, they may appraise these events as uplifting in an attempt to cope with an 

inescapable and chronically sttessful situation. 

Attending to the positive may be a way to avoid uncomfortable negative 

emotions, but it is palliative at best for some caregivers. In a study conducted by Kinnev 

and Stephens (1989) the caregiving situation overrode efforts to manage the meaning of 

the situation and depression ensued anyvvav'. Nevertheless, caregivers who strive to fmd 

meaning in caregiving appear to rely on the compensator, belief in choices available to 

tiiem. Even though the disease is out of their conttol, they can exert choice about how 

tiiey respond to the situation, draw on personal fortitude and take one dav at a time 
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(Farran, Keane-Hagerty, Salloway, Kupferer, & Wilken, 1991). Caregivers in this sttidv 

emphasized humor, the value of family relationships, and positive memories. They 

reported feeling confident they were providing good care and assigned provisional 

meaning to explain the sittiation, e.g., "there's a reason for tiiis" (Farran et al., 1991). 

Caregiving can also be framed as a "giving back " to their spouse, a modeling to their 

children of concem for elders, a moral imperative, a test of personal competence, or 

sometiiing representing the continuity of life (Lawton, Brody, & Saperstein, 1991). 

Finally, some caregivers fmd meaning through active involvement in Alzheimer's 

disease organizations or research studies. Since their involvement may benefit all 

families affected by Alzheimer's disease, they can endow their efforts with a sense of 

mission (Pearlin, Tumer, & Semple, 1989). This approach of working toward the "greater 

good" also has a role in the last function of coping, that of managing sttess symptoms. 

Various strategies were reported by caregivers for immediate sttess relief (drinking 

alcohol, eating more, smoking, sleeping, exercise, reading, marathon TV, immersion in 

work, yelling) but, with time, these become destmctive (Aneshensel & Huba, 1983: 

Pearlin & Radabaugh, 1966). The research in this area includes little indication of what 

works in the long-term to manage such sttess. The limitations on individual coping 

become clear in these findings with optimum coping likely to include formal resources, 

informal support and personal coping strategies. In other words, we must mov e bev end 

studying what coping sttategies caregivers use and ask under what conditions (formal and 

informal social resources) specific sttategies may be effective. 
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Depression and Anger Related to Caregiving for the DAT Patient 

In general, research has consistently found that emotional stress related to 

caregiving is more difficult to deal with than physical or financial concems (Cantor. 

1983; Cicirelli, 1981 George & Gwytiier, 1986). Rabins, Mace and Lucas (1982) 

interviewed 55 caregivers and found that 87% experienced chronic fatigue, anger or 

depression, but had difficulty differentiating between these feelings. Goldman and 

Luchins (1984) discussed three case histories of caregivers who were hospitalized for 

clinical depression, documenting the first cases of severe depression directly attributable 

to caregiving for the patient with DAT. Coppel, Burton, Becker, and Fiore (1985) found 

that 27 of 68 DAT caregivers met the criteria for a depressive disorder using the 

abbreviated version of the Schedule for Affective Disorders and Schizophrenia (SADS). 

Thus, 40% were clinically depressed. As a comparison, the data from the National 

Institute of Mental Health's Epidemiological Catchment Area survey indicated that both 

the six month and lifetime prevalence ofdepression are between 1 and 2 percent for 

persons over age 65 (Robins et al., 1984). Kahan, Kemp, Staples and Brummel-Smith 

(1985) used the Zung Self-Rating Depression Scale to measure pre/post change in a 

cognitive-behaviorally oriented group intervention program offered to 40 DAT caregivers 

and found that 45% were at least somewhat depressed. Compared to age-matched 

controls, one report indicates caregivers to be three times more likely to experience 

depression (Gallagher, Rose, Rivera, Lovett, & Thompson, 1989). 

Investigators report a wide variety of negative affective states among caregivers: 

resentment and guilt (York & Calsyn, 1977), low morale (Fengler & Goodrich, 1979), 
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feelings of burden (Zarit, Reever, & Bach-Peterson, 1980; Zarit & Zarit, 1982; Zarit, 

Todd & Zarit, 1986), and depression and anxiety (Coppel et al., 1985; Kahan et al., 

1985; Rabins et al., 1982; Snyder & Keefe, 1985). One study interpreted a high level of 

depression on the Depression Scale of the Minnesota Multiphasic Personality Inventory 

as a form of hopelessness, and asserted a particular need to study hopelessness in women 

caregivers (Fitting, Rabins, Lucas, & Eastham, 1986). Anthony-Bergstone, Zarit, and 

Gatz (1988) administered the Brief Symptom Inventory to caregivers and found that the 

elevations on hostility and anxiety among women were most correlated with burden. 

Depression was also elevated for older female caregivers. 

Gallagher et al. (1989) concluded that although caregiver depression had been 

studied substantially, other negative affects such as anger, resentment, frustration and 

anxiety had not received sufficient attention. They set out to examine negative affects in 

three groups: DAT caregivers, caregivers of family members with no cognitive 

impairment (heart disease, bleeding disorders, severe mobility problems), and a non-

caregiver control group. Self-report measures were supplemented by interviews to ensure 

that symptoms like insomnia were not attributed to depression when explainable on the 

basis of the caregiving situation or the individual's personal habits. They examined 

negative affects other than depression by looking at items endorsed on the SADS. One or 

two items from the SADS reflected each category and the affects endorsed most often 

were anger, anxiety, discouragement and guih. This pattem was identical for botii 

caregiver groups except that tiie DAT caregivers were more often angry than tiie other 

caregivers. The caregiving groups differed from the noncaregiver group and anger (67%) 
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was more prominent than depression (46%). Vitaliano and colleagues (1989) found that 

anger held in and anger expressed were predictive and contributed to caregiver burden. 

Thus, both the presence of anger and the inappropriate management of anger were salient 

factors in prediction of burden among caregivers, and the anger contributed significantl) 

to overall burden. This study highlighted the function of anger as not just a by-product of 

distress but a vulnerability factor to adverse outcomes as well. Therefore, it was 

hypothesized that caregiver anger may be associated with the decline in DAT patient 

functioning over time, beyond what would be expected from the patients' initial 

functioning scores. 

Although anger has been studied less than depression in DAT caregivers, one can 

readily advance possible sources of their anger. The "just world" hypothesis posed by 

Bums (1981) is violated when a loved one is diagnosed with DAT. There is a sense of 

loss of control, and they may feel like the patient has deserted them since the patient is no 

longer the same person they knew before they had the disease. Often if the quality of 

their relationship was strained before caregiving ensued, they will experience even more 

frequent and intense angry feelings in the subsequent caregiver role. They may feel 

guilty about their angry feelings and tum them inward. One recent study (Coyne, 

Reichman, & Berbig, 1993) found that 33 of 342 caregivers reported physically abusive 

behavior toward the patient. These particular caregivers had been providing care for 

more years, cared for patients functioning at a lower level, and had higher burden and 

depression scores than did caregivers who reported no abuse. Other sttidies have found 

perceived loss of control to be correlated significantly with depression, but the 
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relationship with anxiety and hostility has been less consistent (Pagel, Becker, & Coppel. 

1985). Pmchno, Michaels, and Potashnik (1990) found tiiat depression predicted decline 

in the physical health of caregivers over a six month period and suggests a "wearing out" 

of the caregiver. However, these results should be interpreted with caution since the 

measure of physical health consisted of a single self-assessed health rating item. 

In a two-year longitudinal study ofdepression in DAT patient caregivers, Schulz 

and Williamson (1991) found high stable levels ofdepression in women and depression 

that increased over time in men. For the male caregivers, as the patient's condition 

declined, their depression worsened. Positive relationships were observed between 

depression and the numbeî ^of problem behaviors of the patient, negative social support 

and concem over finances. Negative relationships were observed between depression and 

social support, the quality of their prior relationship, and their satisfaction with their 

social contacts. 

In summary, the research has clearly established that depression, anxiety, and 

anger are negative outcomes related to caregiving. Emerging work seeks to explore what 

may ameliorate the negative effects of caregiving. The implementation of ttaining 

programs and support groups along with sound assessment regimens will help address 

some of these questions. However, the opportunity to assess the effects of participation 

in an experimental dmg study has become more feasible as more of these dmg trials 

become available. These dmg studies are a practical and widely accessible avenue to 

reach caregivers and hopefully minimize the negative affects they experience. To date, 

no sttidy has examined the negative affect of hopelessness, how it may be related to 
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caregiving and/or affected by intervention. Furthermore, anger has been rarelv- examined 

and when it has, the fmdings are questionable. In some cases only one or two items 

comprised the anger measure (Gallagher et al., 1989). In another study, anger was 

defmed as "held in" or "directed out" which limits the range of responses to extremes 

(Vitaliano et al., 1989). Depression has been measured via a variety of well-validated 

instruments, but none has been specifically designed for an elderlv population. Most 

generic depression inventories contain items related to sleep, appetite disturbance, and 

somatic complaints which are common among nondepressed elderly persons as well. 

The current study attempted to mitigate some of the methodological limitations 

discussed, while examining the utility of research participation in reducing negativ e 

outcomes in caregivers. 

The Desire for Institutionalization: Patient and Caregiver Characteristics 

The majorit} of DAT patients remain at home under the care of familv (Rabins, 

Mace & Lucas, 1982). Families prefer home care for DAT patients and will usually 

delay institutionalization as long as possible, sometimes at considerable burden to them 

(Kahan, Kemp. Staples, & Brummel-Smith, 1985). The level of cognitive impairment is 

not the only factor in the decision to institutionalize and sev eral studies have attempted to 

defme risk factors (Colerick & George, 1986: Morcyz. 1985). The availabilit>' of social 

support has been associated with decreased likelihood of placement (Morcyz, 1985) as 

has tiie sttiicture and characteristics of the caregiver's support sv stem (Colerick & 

George. 1986). Mor>cz (1985) found tiiat. for male caregivers, sttain did not play a 
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significant role in the desire to institutionalize. However, physical labor demands such 

as lifting and bathing tiie patient increased strain and desire for placement among women. 

These findings indicated that 38% of the variance contributing to the caregiver's desire 

for institutionalization was accounted for by variables such as patient's marital status 

(unmarried), patient's living arrangements (alone), and need for physical assistance as 

well as the strain experienced by the caregiver. Colerick and George studied 209 

caregivers longitudinally and replicated findings that the caregiver's well-being and 

relationship to the patient were more significant predictors of placement than patient 

characteristics. Chenoweth and Spencer (1986) studied 152 DAT caregivers and found 

that 72% pointed to their feeling of being overwhelmed as the primary reason for 

institutionalization. Pmchno, Michaels and Potashnik (1990) interviewed caregivers on 

two occasions with one year between interviews and found that for patients who were 

actually placed, the caregiver was more depressed, used more services, took more 

psychotropic medication, had greater burden, and fewer uplifts. Uplifts involve a positive 

component of caregiving and have to do with caregiver perceptions that the patient was 

appreciative, gave them affection, or provided companionship. Caregiver and patient 

characteristics that predicted the desire to institutionalize were: caregiver advanced age 

and education and high levels of patient forgetfulness and need for self-help assistance. 

Actual placement after one year was predicted by a caregiver's desire to institutionalize at 

the beginning of the year, their religion (Jewish), a shorter duration of involvement in 

caregiving, and spouses who were more forgetful. The best single predictor of actual 

placement was the caregiver's desire for institutionalization at the beginning of the year. 
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Lieberman and Kramer (1991) found that when more family members were involved in 

discussing the patient's situation, it was more likely that institutionalization would occur. 

If the patient had no spouse and had financial/psychological problems, it was also more 

likely. O'Donnell et al. (1992) reported that increased severity of dementia, behavioral 

problems and incontinence increased the likelihood of institutionalization. After one year 

the best predictors emerged as paranoia, aggression and incontinence. Some 62% of 

patients who were both incontinent and aggressive were placed. 

Brodaty, McGilchrist, Harris, and Peters (1993) studied caregiver and patient 

characteristics that predicted nursing home admission and mortality in a group of 91 

dementia patient-caregiver dyads. Caregiver psychological morbidity significantly 

influenced rates of nursing home admission and death. In another study of 555 DAT 

patient-caregiver dyads, the stressors that exerted the most proximal impact on placement 

were role captivity and economic strain (Aneshensel, Pearlin, & Schuler, 1993). 

Although it might seem that institutionalization might relieve the caregiver, 

placement does not necessarily ensure less negative impact for the caregiver, especially if 

they continue to maintain close contact. Caregivers often do not cease their supportive 

activities and continue to spend a great deal of time at the nursing home providing self-

care or other functions that the staff would normally do. Stephens et al. (1991) found that 

caregivers of placed DAT patients did not differ from in-home caregivers on depression 

and anxiety, but did have less social restriction and interpersonal dismptions. Barber 

(1993) surveyed 108 spousal caregivers of institutionalized DAT patients and noted that 

they experienced negative impacts from caregiving that were fairiy equivalent to tiiose 
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experienced by in-home caregivers. George (1984b) found no significant difference 

between caregivers using placement and those who were not, in areas of mental health, 

physical health and sttess symptoms. In fact, in a one year follow-up, the caregivers witii 

placed DAT patients were using more psychottopic medication than the community 

group. Caregivers of family placed in nursing homes may also experience burden that is 

qualitatively different and may be characterized by worry, guilt, frequent contacts with 

nursing staff and anxiety about staff attitudes (Brody, 1981). 

Taken together, these findings provide extensive evidence that, although patient 

characteristics play a part, caregiver burden and psychological distress are significantly 

associated with the desire to institutionalize. The research also challenges the assumption 

that nursing home placement eliminates stress associated with caregiving which has 

major implications for intervention. Notably, several studies found that the desire to 

institutionalize is the best single predictor of actual placement (Morcyz, 1985; Pmchno et 

al., 1990), although placement is less likely when the caregiver's well-being is intact and 

the caregiver receives adequate social support. Therefore, the desire to institutionalize 

might be differentially affected in caregivers who are actively participating in an 

experimental dmg study, a formal source of support. This type of support's effect on the 

desire to institutionalize has not yet been addressed. 

Gender Differences and Caregiving Outcomes 

The most consistent finding in caregiving research is that the majority of familv 

caregivers are women (Stone, Cafferata & Sangl, 1987) and gender differences are 
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believed to influence the amount and t>'pe of care provided, access to social resources that 

may alleviate caregiver sttains, and appraisal of the caregiving experience (Miller & 

Cafasso, 1992). In terms of negative outcomes such as depression and burden, gender 

differences among caregivers have been well documented in the literature. For example, 

several studies have found that the morale of women is more adversely affected (Fitting 

& Rabins, 1985; Zarit, 1982: Zarit, Todd. & Zarit. 1986). but at least one sttidv found tiiat 

this initial difference attenuates with time (Zarit et al., 1986). Overall, studies conclude 

that women caregivers suffer more negativ e outcomes than their male peers. 

In the course of research in this area, gender differences have ttaditionally been 

explained by pointing to inherent differences that occur when indiv iduals with unique sex 

role orientations become caregivers. For instance, some studies explain differences as 

stemming from women's greater openness to talk about feelings (Cohler, Groves, Borden. 

& Lazarus, 1989) or male caregivers' tendencv to tum to sisters or wives to provide 

caregiving for their wife or parent, sometimes referred to as the "pass thm effect" 

(Horowitz, 1985; Johnson, 1983). Females respond more positively to requests for help 

from male caregivers than from female caregivers (Noelker & Wallace. 1985) and men 

tend to frame caregiving for their wiv es according to a work model that includes 

delegation of responsibilit>- and recognition of limitations, \^'omen seem to approach 

caregiving like a parent would care for a child, which is associated with more conflict, 

guilt, and burdensome feelings (Fitting. Rabins, Lucas & Eastham. 1986). \^ ives 

resented their rettim to the caregiver role, whereas men often interpreted caregiving as 

"paying tiieir wife back" for years of her nurturance. Miller (1987) found tiiat women of 
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tills age cohort were much more uncomfortable taking on authority in the relationship and 

had difficulty delineating time and space for themselves. Conversely, men were 

congment in the authority position, carved out their own territory at home and were more 

comfortable leaving their wife alone. Similarly, male and female caregivers also differ in 

the type of assistance they seek out and what type of services are experienced as helpful. 

Snyder and Keefe (1985) found that women most often use support groups or counseling, 

whereas men often acquire homemaker/home nursing services and tend to draw other 

female relatives in to help (Zarit, 1982). In addition, male subjective burden has been 

inversely related to frequency of contact with other family members and to the tangible 

assistance (Carlson & Robertson, 1993) which may act as a buffer against burden. Use of 

social support is different as well. Men accessed solitary activities and found it upsetting 

to attend support groups, while women indicated that mutual activities were enjoyable 

and liked support group participation. 

Taken together, the positive findings to date on caregiver gender differences can 

be explained by the gender-role theory. The gender-role perspective asserts that women 

are more vulnerable to stress given womens' early socialization factors such as sensitivity 

to relationships, nurturing, coping styles and illness behaviors (Pearlin & Schooler, 

1978). However, although investigators assert the importance of considering gender 

differences in caregiver research (Young & Kahana, 1989), the research regarding gender 

differences is not conclusive and caregiver studies have been criticized for being subject 

to sample bias and lack of consistent measures (Barer & Johnson, 1990). Significant 

gender differences tend to be overemphasized with little concem for the size of tiie 
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difference or its clinical significance (Miller & Cafasso, 1992). When gender differences 

are not obtained, these findings are generally ignored. A meta-analysis of 14 studies of 

gender differences found only two notable differences; females were more likelv to carrv 

out personal care and household tasks and to report greater burden. 

What about when gender differences are not found? The social-role perspective 

provides a viable explanation (Aneshensel & Pearlin, 1987). This position argues tiiat 

differences in burden relate to differing levels of competing role demands. In other 

words, because older men and women are both in the postparental, retirement stage of 

life, gender differences should be less salient than between daughter and son caregivers 

where daughters clearly have more competing demands than their male counterparts. At 

least one study has pointed to the gender differences between daughter and son caregiv ers 

(Brody, 1989), but they did not make comparisons to husband-wife differences. In 

addition to having more role demands than sons, daughters have unrealistically high 

expectations and associated guilt as caregivers which contribute to excess burden (Brody, 

1985; Cohler & Grunebaum, 1981). 

In summary, although the data on gender differences in caregivers is unclear, 

directions for further research are suggested. First, when statistically significant results 

are found, it is important to consider the effect size and practical applications. Second, it 

is important to distinguish different types of male-female caregivers, such as 

husband/wife comparisons and daughter/son contrasts, and compare the pattem of 

differences across pairs if sample sizes allow. Third, the social role and the gender role 
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perspectives are useful hypotheses to drive research in the area and act as a consistent 

framework for interpretation of results. 

Type of Relationship and Negative Caregiver Outcomes 

The nature of the caregiving relationship has the potential to impact caregiver 

outcomes and several studies have contrasted spouses and offspring as caregiv ers for 

DAT patients. Differences in burden have been inconsistent. Different studies report 

fmdings as varied as few differences in the extent of reported burden between spouse and 

offspring (Zarit, Reever & Bach-Peterson, 1980), spouse burden more tiian twice tiie 

level in offspring (George & Gwyther. 1986), and greater offspring burden than tiiat for 

spouses (Rankin & Pinkston, 1985). 

Sharing a household is typical witii DAT patients and is a sttong predictor of 

caregiver sttain (Kosberg, Cairl & Keller, 1990). In tiie Philadelphia Geriattic Center 

(PGC) Study of 634 DAT caregivers, only 8% of DAT patients lived alone at baseline 

(Lawton, Moss, Kleban & Glicksman, 1988). In addition, the PGC sttidy found tiiat 

when siblmgs are providing care for a parent witii DAT and all tiie siblings live locallv, 

tiie primarv caregiver has tiie most sttain, followed by tiie non-primary sisters and tiien 

tiie non-primary brotiiers (Brody. Hof&nan, Kleban, & Schoonover, 1988). Primary 

caregivers identified actions by otiier family tiiat helped alleviate burden. These included 

phone calls, visits, and help offered by siblings witiiout being asked. The most salient 

Sttain for primar>- caregiv ers was active negative behavior by siblings and tiie feeling tiiat 

tiie otiier siblings did not do enough to help. Surprisingly, non-primarv sisters were just 
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as subjectively hassled as their caregiver counterparts. Perhaps due to different sex role 

expectations, sisters felt guilty when they were not the primary caregiv er, whereas 

brothers did not. Geographically distant children have been relativ eh unexamined in 

research, but in one large study of 632 daughter caregivers, survevs were sent to the 

patient's distant children (Schoonover. Brody, Hof&nan, & Kleban, 1987, as cited in 

Brody, 1989). Distant daughters were more likely than sons to feel guilty and wanted to 

spend more time with their mothers. They also reported more negative emotional states, 

feeling helpless, overwhelmed by the gravity of their mother's ilhiess, and difficulty 

setting priorities/making decisions. Although the distant daughters experienced 

emotional burden, overall they feh their mother was in good hands. Some 80% of all 

distant children reported no significant life interference. This study also found high 

interest and affective solidarity among distant children for their mothers, and emphasized 

the emotional bonds of children and their parents despite physical distance. Finally, a 

few studies have found that primary caregivers who were not spouses are more likely to 

institutionalize the care receiver (Lieberman & Kramer, 1991: Morvcz, 1985). Research 

has documented the competing role demands of primary caregivers who are adult 

children of DAT patients, and the role reversal involved in parenting one's own parent 

(Brody, 1989). 

Additional studies are needed to resolve conflicting findings in ascertaining more 

definitively the burden differentials between spouse and offspring caregiv ers and tiie 

differential positive effects of support and/or intervention. Essentially overiooked to 
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date is the possible emotional burden, expectations, and appraisals felt by non-primar> 

family members as well as the forms of support that may impact them via long distance. 

Social Support and Caregiv ing 

Social support has been investigated as having a direct effect on disttess and as a 

buffer between sttess and disttess. Research has consistentiv supported a direct effect of 

social support on disttess although evidence of a buffering effect has been less equivocal 

(Leavv, 1983). Indications are that in the presence of sttessors, adequate social support 

can have preventative qualities and weak social support is a risk factor for illness (Cobb. 

1976). Moreover, evidence suggests that the burdens of caring for an elderlv dementing 

adult are less severe for those having a sttong support network (Zarit et al.. 1980) or at 

least the perception of one (George & Gvyvther. 1986; George. 1987). Social support has 

been defined as a multidimensional concept involving network contact fi^uencv, actual 

objective support, satisfaction with support, and perceived av ailabilit>^ of support and use 

(CUpp & George, 1990; Fiore, Coppel, Becker & Cox. 1986). Young (1983) has 

observed that adversity will often unify a familv- to support each other, but empirically the 

more prolonged the ilhiess, the more the family withdraws from potential sources of 

extemal assistance within the communitv (Grunebaum. Weiss, Cohler, Hartman, & 

Gallant, 1975'1982). Some studies have found tiiat the actual amount of family help did 

not moderate caregiver sttess, but caregivers' sttain was lessened when tiiey felt botii 

supported by otiiers in tiie family and satisfied witii tiieir support (Fiore, Coppel. Becker 

& Cox. 1986; Horowitz, 1982; Sussman, 1979; Zarit et al.. 1980). Conversely, 
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problematic attittides of otiier family can increase caregiver burden and be associated 

witii increased depression (Barusch 8c Spaid, 1989; Brody & Spark, 1966; Fiore, Becker. 

& Coppel, 1983; Kiecolt-Glaser. Dyer & Shuttleworth, 1988; Pagel, Erdly, & Becker, 

1987; Spark & Brody, 1970). One sttidy found tiiat dissatisfaction witii support was 

associated witii inadequate tangible assistance and emotional support, while decreased 

socializing was related to depression (Fiore et al.. 1986). People generally weigh 

upsetting aspects of interactions heavier and statements that they are "satisfied" witii 

support do not necessarily reflect good objective support. It may merel> indicate the 

absence of negative support. One study on grandchildren indicated tiiat indirect support 

to their mother through advice, listening and some instrumental help reduced her 

subjective burden and provided respite (Brody, Hoffman, Kleban & Schoonover, 1988). 

To test the model that social support may have preventative qualities. Vitaliano 

and colleagues (1989) conducted a longitudinal study of 63 DAT spouse dyads. They 

found that the caregivers who were most burdened were less satisfied with and used less 

social support. In another study that compared DAT caregiv ers to cancer caregivers, 

positive outcomes were most associated with religious faith and frequencv of social 

contacts, while neurotic personality ttaits were related to negative outcomes. Tv pe of 

illness had no significant relationship with outcomes (Rabins, Fitting, Eastham, & 

Fetting, 1990). 

Another study examined the influence of a hospital respite program as a formal 

support resource for 23 DAT patient caregivers (Larkin & Hopcroft. 1993). Following 

respite care caregiver sttess was moderated from levels prior to respite although the 
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investigators cautioned that the short-tenn benefits of in-hospital respite care to tiie 

caregivers may not outweigh the possible costs to tiie patient. Anotiier sttidy 

demonsttated that stress moderation during respite care was short-lived and rettimed to 

pre-care levels when the DAT patient rettimed home (Adler, Ott, Jelinski & Mortimer, 

1993). Still another investigation found that respite did not decrease burden, perhaps 

because of the ongoing concems for the patient that caregivers reported while relieved 

from formal care responsibilities (Novak & Guest, 1989b). Kosloski and Montgomery 

(1993) evaluated the impact of respite care on 45 caregivers and 25 controls. Six montiis 

after program participation, caregivers in both groups exhibited no differences in 

objective burden, but the respite group showed significant improvements in morale and 

subjective burden. In a study of support group membership and coping over time, 

Winogrond, Fisk, Kirsling, and Keyes (1987) found that the caregivers of five patients 

with the best cognitive functioning among those studied coped less well over the six 

months of the study. The investigators speculated that their observation of the more 

impaired patients was a negative reminder of what they would be facing. This finding 

suggests that support group participation, especially one that involves patient attendance, 

may be most helpful for the caregiver when the patient becomes more impaired. 

In an interesting study by Pagel and Becker (1987), the severity of depressive 

cognitions, level of social support, and self-esteem were all independently related to 

depression in spouse caregivers. Only social support was further associated with reduced 

depression because it seemed to buffer the effect of depressive thinking. Social supports 

in particular worked more to help manage emotions than change perceptions of the 
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environment. These findings suggest that caregivers who receive a positive array of 

social supports may not appraise their situation any differentiy but the support mav allow 

them to deal with subjective disttess more effectively. 

Social support has been conceptualized as a mediator between caregiv ing and 

subsequent psychological distress. To date, the literature would support this hypothesis. 

However, the research falls short in defining what type of support is most salient -

objective, subjective, negative or positive. Whether or not the effects of formal support 

services are enduring or are beneficial for all caregivers remains debatable as v\'ell. In 

addition, some of the studies in this area involve limitations in sample sizes and 

appropriate control groups. Finally, some research has highlighted caregivers' reluctance 

to seek out formal services for themselves and increasing withdrawal as they become 

more burdened and the illness is prolonged. However, a variety of conttoUed dmg trials 

are now available to DAT patients and their caregivers. Caregivers are usually eager to 

enroll their family members in such trials and the DAT patient's involvement becomes an 

opportunity for the caregiver to access support they might otherwise fail to seek out. To 

date, there are no studies examining tiiis type of social support and its potential impact on 

caregiver outcome. 
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Conclusion 

The caregiving literature has been summarized, highlighting variables relative to 

caregiving for the DAT patient. Caregiver burden and other negative outcomes have 

been discussed as a function of social support, patient impairment, the type of 

relationship between patient and caregiver, gender differences, appraisals and 

expectancies. This review conveys the immediacy and importance of studying the risk 

factors for burden and what type of intervention or support may ameliorate burden. 
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APPENDIX B 

MATERIALS FOR DATA COLLECTION 
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coMscvT fom rat fumaHJiot u KSCAICX STUDT 
fCOPT TO t f »*fV|Ogp TO ft*«m tlCMtWC) 
TO K MtinCll U rilST K U W HAtXATlVE 

TTTU y rwT? Alzheimer's PaUent Caregivers: Expectancies and an Experimental 

Drug Treatment Regimen 

R{5S^^^SS5J!!S%!r.'*'* ' - — " ' - ' " "avid H. rree.̂ . Ph,0. . „ . ^rtfaM^r, AMfctMt »r^«»—r, t c «dioct •< iXdUtot, A(H«d — H i t T I M ^ I K Q ) 

T l t l « : 
<r(MM con««ct t te fri««e(p«l f fwwcifcur ar •thw i««wwt<»at«nr^ t«»« nuibcr tUt«d abov* i1 anf ml tfc« eor»-
tfltfars tfctad In tte •llsics and et«OM<«rts« fl«ctl«n mt CkU cww«nc f«r« 4cv«l«e w I f ar^ winpactad 
•Mptfcatlana •ocur.> 

rwmei af ttit» reiaardi <«; 

To study the effects of caregiving on caregivers and non-caregivers of Alzheimer patients 

•ho are Involved In an experimental drug study. Data from caregivers uninvolved in 

research is needed for comparison purposes. 

WummtCT «<t)tc<<-<ww<v* me in a««et order are; 

I will be asked to complete a 120-item paper-and-pencil questionaire. These questions 

pertain to my opinions and feelings about caregiving. The questionaire Mill take about 

30-60 minutes to complete. I will be asked to complete the same questionaire In four weeks. 

m KtetMOl W EXmiKflfTAL PAtTft^ of ttsU f«—re*, mrt: 

The questions that comprise the questionaire will measure my beliefs about Alzheimers 

disease, ask about distress I may feel related to caregiving for an Alzheimers patient, 

and inquire about my opinions about the controllability of life events in general. 

I understand that no physical risks are Involved. Some people may have difficulty 

understanding some of the questions, but every effort will be made to answer 

any questions I may have. 

In the process of conpletlng this questionaire, I will have the opportixUty to ask questions 

or receiver supportive counseling from a trained clinician as part of -this research along 

with the experimental drug study. I understand that caregivers WTO are not involved in 

an experimental drug study may become aware of or educated about possible research and 

treatment opportunities that are available. 
LIRB Rev. 1/90 
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•f»T10W>l WOCroWCS er couraet of t r ^ a t t n t f<f awy^ yh<ch atqht be mort mivmntmi*»ji tc • * trt: 

None. This research is not intended to diagnose or treat problems with caregivers 

The purpose of this research Is to Increase understanding of coping and outcorcs in 

m «)tC*L KOKDS far purpo.« f tl^\^ raaaarrt .rtll be m^ re l iable ta: C a r e g i v e r s Of A l z h e i m e r S p a t i e n t s . 
(MOTE: Tb« FOA May fnspact alt racordc pertaining to tttic study. Ircludir^ alt 
•adicat racordt lAich are directly ralatad to the atudy.) 

the principal investigator only (David M. Freed, Ph.D.). Confidentiality of these records will be 
strictly enforced. 

awriOCWtlM.ITT of r«cord« <dewt<fy<nB ae i t j t l be MJntained in the fotlowina mrr^r: 

I understand that all test data will be kept in locked file cabinets. In recording the data, 

my identity will be preserved by using code nurbers instead of names. 
m MCITICWAL COST due te part ic ioat ing in t t i i t atudv <ooef and above norwmi t r e > f e n t co«tJ witt be; 

None 

COWPtirSATIOM due te we for »»̂  pert<eipat<en in t t iU iturfy wiU be; 
(include teras of payaent) 

None 

PU»*T10W - the tiiae xh i r t i t w i l l tafce for mr perticioeticn in t h i i ttudv «hould be: 

I understand that the questionaire will take me about 3 0 - ^ minutes. I also understand 

that I will be contacted in about four weeks in order to complete the same questionaire again. 

WXWfTiUrr »*«T1CIPATI0M: I do not have to be «n«»(vad in ttii« study. If I sign thl« for*, it aeana that I 
do Mish to volmteer. If 1 charge mf aiind later, I can discontinue wy participation in this sti**y st any 
tiae I choose. »»y withdrawal »Hll not affect mr future trMtwnt at this institution. The investi9ator(s) 
say also tcf«inatc «y participation in this studir at any tiac. 

IpacOHPgifSATlOM CUUffg; I UTderst»«5 that In the event of • Injury resulting fro* the research 
preeediras described ta m, that Texas Tecti university Kaalth Sciences Canter. Cft̂ iversity Hedicat Canter 
v d their affilfates ar* not able to offer financial coapensation or te absorb the cost of aedical 
trcatMnt. Bo-evw. necessary facilities. a»r»ency trest»it. and professional services will be available 
te research sU>Jeets )twt as they art to the feneral caaH^ity. for InferMtien re9ardins yotr rights as a 
research subject or for further Inforvatlon about any of the above Mtters please contact the Office of 
Sporwored Program at (806) 743-2960, Texas Tech University leslth Science* Center, Lubbock. Texas 79430. 

SlOUTUSf Of SUBJECT DATE 

SICHATURE OF PARENT/CUASOIAN OR AUTMOelZEO KEMfSCIfTATIVE 

AOOITIONAL SiCNATURE Of H*fM1/<ilMDl»M ( i f 

SIOtUMft Of M&JECT'OIREerOR 0« AUTItOSlZEO 

necessary) 

tEMtESEHTATIVE 

SIOATURE Of WITKESS TO ORAL MtESEMTATION AK) SIMATIRE 

MOT VALID WITWXn THE TTUNSC 
IRB STAHP Of APPtOVAL I I 

VOID AfTER 

LIRB Rev. 1/90 
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CAREGIVER QUESTIONAIRE 

Thuk you far ptiripifim in this impoitMt mody OQ circgivcn of AbhrinKT's pmiats'. As you WBsweribe fitUowiDC 
,please•iswerlhemboneMiyiDdtradifully. TlieaequestiaoshavelodowilfayourpervndopioioBSndfBeUop 

about your current situatioo and experience as a caregiver and there are no right or wrong answerv This oifan&aciaa is 
completely confidential mad win be used to further our anderdandioc of the cartgiwei experience, hopefully leading to more 
cflTective atlempcs at Btervaition, support, and education. Ptease answer all the ilems and if you have any queitioos, call Cheryl 
H. BMken at t06-743-2SS7. 

Age: Gender Mak Female Ethnicity: White African-American 
Years of educatioo: Hispanic Other 

Rjelatiottship to patient: (check one) Son Daughter Daugfatg-in-law Stster/Brdther 
Spouse OtheKspecify) 
If you are a spouse caregiver, years of niarnage 

Section A (ExpectatioQs) 
Please rate how smmgly you agree or disagree with the following statements. 
Circle the answer that most accurately describes your beliefs right now. 

I. I believe my fiwnily member with Alzheimer's disease will get better in the next 6 months. 

Strongly Generally Somewhat Somewhat Generally Strongly 
disagree disagree agree agree agree 

1 2 3 4 5 6 

2. I realize that my fisnily member may not get better in the next 6 months but at least Tm doing all 
lean. 

Strongly Generally Somewhat Somewhat Generally Strongly 
disagree disagree disagree agree agree agree 

1 2 3 4 5 6 

3. Tbe coune of Atzheimcf^ disease is uncontrollable and there's oodiing I can do that will make 
a difference. 

Strongly Generally Somewhat Somewhat Generally Strongly 
disagree disagee disagee agr«e agree agree 

1 2 3 4 5 6 

4. I know (here's oo cure for Alzheimer's disease, but I believe that the symptoms ofthe disease can be reduced 

Sireogly Generally Somewhat Somewhat Generally Strongly 
disagree disagree agree agree agree 
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S. I believe that eves if there's DO Dotioeable iniprovMueut io my fimily Banber, m least if they do not deterioiaie B the next 6 
,lDifs progress. 

Siraogly OcDerally Sonewhit Somewhat Generally Strongly 
agree 

1 2 3 4 

6. I believe thtt that is • core for Alzheimer's 

5 6 

n d that they wiD likely find it in time to help ny ftmily ncmber. 

Smngly GooerBlly Somewhat Somewhat Generally Strongly 
disagree disvgree disagree 

1 2 3 4 5 6 

fir'thr" (Locus of Cootrol of Behavior Scale) 

Below are a number of statements about how various topics affect your personal beliefs. There are no 
right or wrong answers. For every item there are a large number of people who agree and disagree. 

Please put a number in the bracket ttnr*f^mtAmg with the choice you believe to be true. 
For example, if you srongly disagree widi a statement you would put a (0) in tl>e bracket. 

Please answer all ttie questioos. 

0 1 2 3 4 5 
Strongly Gcnenlly Somewhat Somewhat Generally Strongly 
disagree disagree disagree agree agree agree 

1.1 can anticipate difficuhies and take action to avoid them. 

2. A great deal of what htppaa to me is probably just a matter of chance. 

3. EvcryoBe knows that hick or diance determines one's future. 

4.1 can ootmol my problem(s) only if I have outside support 

5. When I make plans, I am afanost certain that I can make them work. 

6. My problem(s) will dominate me all my Hfe. 

7. My mistakes and problems are my re>poasa>ility to deal with. 

t . Becomag a auoGcas B a Bttter of hard work, hick has little or Bodiing to do with it 

9. My life is controlled by ootside octiaas and events. 

10. Poopk are victinis of ctrcanAance beyoad their control. 

11. To cootiDually manage my problems I need profiewooal help. 
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0 1 2 3 4 5 
Strongly Generally Somewhat Somewhat Generally Sffongly 
disagree disagree disagree agree agree agree 

12. When I am under stress, the tightness in my muscles is due to things outside my control. ( ) 

13.1 believe a person can really control his life. ( ) 

14.1 understand why my problem(s) varies so much from one occasion to the next ( ) 

15. lam confident ofbeing able to deal successfully with fiinire problems. ( ) 

16. In my case maintaining control over my problem(s) is due mostly to luck. ( ) 

Section C (Caregiver Burden Inventory) 

For each item below, please rate how descriptive the item is for you, your feelings and your situation right now, using the scale as 
indicated from (0) Not at all descriptive to (4) Very descriptive. 
Put a number on the line to the right of each statement that corresponds with how descriptive each statement is for you. For 
example, if a statement is somewhat descriptive of your situation, write a (1) on the line. 

(0) Not at all descriptive 
(1) Somewhat descriptive 
(2) Moderately descriptive 
(3) Mostly descriptive 
(4) Very descriptive. 

1. My fismily member needs my help to perform many daily tasks 
2. My fimily member is dependent on me. 
3. 1 have to watch my family member constantly. 
4. I have to help my family member with many basic funrtions 
5. 1 dont have a minute's break from my caregiving chores. 
6. I feel that I am missing out on life. 
7. I wish I could escape from this situation. 
8. My social life has suffered. 
9. I feel emotionally drained due to caring for my femily member. 
10.1 expected diat things would be different at this point in my life. 
11. I'm not getting enough sleep. 
12. My health has suffered. 
13. Caregiving has made me physically sick. 
14. Fm physically tired. 
15.1 dont get along with odier family members as well as I used to. 
16. My caregiving efforts arent appreciated by others in my family. 
17. I've had problems with my marriage. 
18.1 don't do as good a job at work as I used to. 
19.1 feel resentful of odier relatives who could but do not help. 
20.1 feel embarrassed over my family member's behavior. 
21.1 feel ashamed of my fimily member. 
22.1 resent my frunily member. 
23.1 fee! uncomfortable when I have friends over. 
24.1 feel angry about ray interactions with my fiunily member. 
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section D (Positive Outcome) 

Here are some thoughts and feelings diat people sometimes have about themselves as caregiven. How 
much does each statement describe your dio^ghts about your caregiving? 

(Please circle the appropriate response) 

1. How much do you believe that you've learned how to deal with a very difficuh situation? 

Very much Somewhat Just a little Not at all 

2. How much do you feel that all in all, you're a good caregiver? 

Very much Somewhat Just a little Not at all 

Think of all the daily ups and downs that you face as a caregiver, the job you are doing; and Ae ways you 
deal with die difficulties. Putting all these things together, 

3. How competent do you feel? 

Very Fairly Just a little Not at all 

4. Keeping the same issues in mind, how self-confident do you feel? 

Very Fairly Just a little Not at all 

Sometimes people can also learn diings about themselves fixim taking care of a family member. What about you? 

5. How much have you become more aware of your inner strengths? 

Very much Somewhat Just a little Not at all 

6. How much have you become more self-confident? 

Very much Somewhat Just a little Not al all 

7. How much have you grown as a person? 

Very much Somewhat Just a little Not at all 

8. How much have you leamed to do things you didnt do before? 

Very much Somewhat Just a little Not at all 
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Section E (Geriatric Depression Scale) 

Please answer by circling ygSLor QQ for the following questions. 

1. Are you basically satisfied with your life? yes / no 

2. Have you dropped many of your activities and interests? yes / no 

3. Do you feel that your life is empty? yes / no 

4. Do you often get bored? yes / no 

5. Are you hopeful about the future? yes / no 

6. Are you bothered by thoughts you cant get out of your head? yes / no 

7. Are you in good spirits most of the time? yes / no 

8. Are you afraid that something bad is going to happen to you? yes / no 

9. Do you feel happy most of the time? yes / no 

10. Do you often feel helpless? yes / no 

11. Do you often get restless and fidgety? yes / no 

12. Do you prefer to stay at home, radter than going out and doing new things? yes / no 

13. Do you frequently worry about the future? yes / no 

14. Do you feel you have more problems with memory than most? yes / no 

15. Do you think if s wonderful to be alive now? yes / no 

16. Do you often feel downhearted and blue? yes/no 

17. Do you feel pretty worthless the way you are now? yes / no 

18. Do you worry a lot about the past? yes / oo 

19. Do you find life very exciting? y « / no 

20. Is it hard for you to get started on new projects? y « / no 

21. Do you feel fiill of energy? y « > "o 

22. Do you feel your sittiation is hopeless? yes / no 

23. Do you diink that most people are better off than you are? yes / no 
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24. Do you fivqueotly get upset over Utile tilings? yes / no 

25. Do you frequently feel like crying? yes / no 

26. Do you have trouble concentrating? yes / no 

27. Do you enjoy getting up in the morning? yes / no 

28. Do you prefer to avoid social gatherings? yes / no 

29. Is it easy for you to make decisions? yes / no 

30. Is your mind as clear as h used to be? yes / no 

SKtififlJE (State Anger Scale) 

Please respond to the following items by indicating the intensity of your feelings right now on the following four-point scale: 

Write one number, either a 1,2, 3, or 4 next to each statement. For instance, if you are moderatelv 
fiirious right now, write a (3) on the line next to statement number one. 

(1) Not at all 
(2) Somewhat 
(3) Moderately so 
(4) Very much so. 

1.1 am furious. 

2.1 feel like bangmg a table. 

3.1 worry over misfortunes. 

4.1 feel like yelling. 

5.1 am mad. 

6.1 feel irritated. 

7.1 feel like hitting someone. 

8.1 am burned up. 

9.1 feel like swearing. 
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Section G (Desire to Institutionalize) 

For the following (|uestions, please circle yes or no. 

1. Have you ever considered or tfiought about a nursing home 

for your ftmily member now or for in the future? yes / no 

2. Have you ever feh that someday they might be better off in a nursing home? yes / no 

3. Have you ever discussed institutionalization with your family or odiers? yes / no 

4. Have you ever discussed institutionalization with your family member 

with Alzheimer's disease? yes / no 

5. Would you be likely to move your ftmily member in the future? yes / no 

6. Have you made any steps toward placement at this time? yes / no 

Section H (Beck Hopelessness Scale) 
This next section consists of 20 statements. Please read the statements carefully one by one. If the 
statement describes your attitude for the past week including today, circle the T" indicating 
TRUE in the column next to the statement. If the statement does not describe your attitude, circle 
the "P indicating FALSE in the colunm next to the statement. 
Please be sore to read each statement carefully. 
1.1 look forward to the fimnv with hope and enthusiasm. T F 

2.1 might as well give up because there is nothing I can do about making 
things better for myself. T F 

3. When things are going badly, I am helped by knowing that they cannot 
stay that way forever. T F 

T F 

T F 

T F 

4.1 cant imagine what my life would be like in ten years. 

5.1 have enough time to accomplish the things I want to do. 

6. In the future, I expect to succeed hi what concems me most 

7. My fimire seems dark to me. ^ ^ 

8.1 happen to particularly lucky, and I expect to get more of the good diings 
in life than the average person. T F 

9.1 just cant get die breaks, and diere's no reason I will in the fiittire. T F 

10. My past experiences have prepared me well for die fiitttfe. T F 

11. All 1 can see ahead of me is unpleasanmess rather than pleasanmess. T F 
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12.1 dont expect to get what 1 really want. T F 

13. When I look ahead to the fimire, I expect that I will be happier than I am now. T F 

14. Thingsjust dont work out the way I want diem to. T F 

15.1 have great faith in the future. T F 

16.1 never get what 1 want, son's foolish to want anydiing. T F 

17. Ifs very unlikely that I will get any real satisfaction in the future. T F 

18. The future seems vague and uncertam to me. T F 

19.1 can look forward to more good times than bad times. T F 

20. There's no use in really trying to get anything 1 want because I probably won't get it. T F 
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Lawton-Brody Physical Activities of Daily Living 

Circle one statement that best describes each activity for your family member in the last 
week. 

A. TOILET 

1. Cares for self at toilet completely, no incontinence. 
2. Needs to be reminded, or needs help in cleaning self, or has rare (weekly at most) 

accidents. 
3. Soiling or wetting while asleep more than once a week. 
4. Soiling or wetting while awake more than once a week. 
5. No control of bowels or bladder. 

B. EATING 

1. Eats without assistance. 
2. Eats with minor assistance at meal time and/or with special preparation of food, or 
help in cleaning up after meals. 
3. Feeds self with moderate assistance and is untidy. 
4. Requires extensive assistance for all meals. 
5. Does not feed self at all and resists efforts of others to feed him/her. 

C. DRESSING 

1. Dresses, undresses and selects clothes from own wardrobe. 
2. Dresses and undresses self, with minor assistance. 
3. Needs moderate assistance in dressing or selection of clothes. 
4. Needs major assistance in dressing, but cooperates with efforts of others to help. 
5. Completely unable to dress self and resists efforts of others to help. 

D. BATHING 

1. Bathes self (tub, shower, sponge bath) without help. 
2. Bathes self with help in getting in and out of tub or adjusting water. 
3. Washes face and hands only, but cannot bathe rest of body. 
4. Does not wash self, but is cooperative with those who bathe him/her. 
5. Does not wash self and resists efforts to keep him/her clean. 
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Thank you for completing this questionnaire. As another part of this research project, I 
would greatly appreciate it if you could provide me with the name and address of one of 
your adult children who would be willing to complete this questionnaire. I am interested 
in obtaining opinions from two family members when possible; the primary caregiver and 
an adult child non-caregiver. Please write their name, address, and phone number below 
and thank you again!! 

Name: 
Address: 

Phone number: 
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Introduction Letter for Caregivers in IR, LR, and SF Groups 

Hello, my name is Cheryl Banken and I am one of the Clinical Research 
Assistants who works with the patients with memory problems and their caregivers. It 
gets so busy around here sometimes that I can't talk with each family individually. That is 
why I have devised this letter to ask for your help in another project studying the stresses 
and problems of caregivers. Through my work here I became interested in the stresses 
and adjustments that caregivers must deal with when their family member starts having 
memory problems. I have devised a questionnaire that is designed to learn more about 
caregiving, and hopefully lead to better support, education, and services for caregivers. 

The questionnaire asks about: (1) your beliefs about Alzheimer's disease, (2) your 
feelings and attitudes about caregiving, regardless of whether your family member is 
mildly or more significantly impaired, and finally, (3) your general outlook on life. Your 
answers are totally confidential and your questionnaire is identified by a number, not your 
name. I would greatly appreciate it if you would fill out the attached questionnaire and 
send it back to me using the stamped, addressed envelope. One copy of the consent form 
is for you to sign and return with the questionnaire and one copy is for you to keep. I will 
recontact you in approximately six weeks to complete the questionnaire one last time. If 
you have any questions please call me at (806) 743-2587. 

Thank you in advance for your help!! 

Sincerely yours. 

'•̂ ^v -̂tLc-vX 

Cheryl H. Banken, M.A. 
Clinical Research Assistant/Doctoral Student 

Da îd M. Freed, Ph.D., Director of Psychological Research 
Alzheimer's Disease Institute 
Texas Tech University Health Sciences Center 
Lubbock, TX 79430 
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Introduction Letter to NR Group 

Dear Alzheimer's Disease Association Newsletter Recipients, 

The purpose of this letter is to ask for your help on a research project about caring 
for, or being a family member of an Alzheimer's Disease patient. Although there 
continues to be a great deal of research to find the cause of Alzheimer's disease, we are 
just starting to study and understand what the family members go through. Leaming 
more about the caregiving process will help us provide better information and services to 
the family members, which in tum will benefit Alzheimer patients as well. 

I am a doctoral student who has been working with Alzheimer patients and their 
caregivers. I have decided to do my doctoral dissertation research on the caregiving 
process and I would greatly appreciate your help. Not only would you be helping me in 
my studies, you would help further research in this area that would potentially benefit 
caregivers and Alzheimer patients everywhere. 

This questionnaire asks about your beliefs about Alzheimer's disease, your 
feelings and attitudes about caregiving, and your general outlook on life. Your answers 
are totally confidential and your questionnaire is identified by a number, not your name. 
If you should choose to participate, all you would need to do is read and sign the consent 
form, and complete the enclosed questionnaire which should take about an hour of your 
time. Then after you return this questionnaire in the enclosed, stamped envelope, I \\ill 
be sending you the same questionnaire in a few weeks to fill out again. All in all, your 
participation in this project should take about two hours. Along the way if you have an\ 
questions about any of the items, you could call me and I would be glad to talk to you. 
My number is (806) 743-2587. 

Thank you for your consideration. 

Sincerely yours, 

Cheryl H. feanken, M.A. 
Clinical Research Assistant and Doctoral Student 

David M. Freed, Ph.D., Director of Psychological Research 
Alzheimer's Disease Institute 
TTUHSC 
Lubbock, TX 79430 
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Initial Letter to Adult Child Non-Caregivers 

Dear 

The purpose of this letter is to ask for your help on a research project about caring 
for, or being a family member of an Alzheimer's Disease patient. Although there 
continues to be a great deal of research to find the cause of Alzheimer's disease, we are 
just starting to study and understand what the family members go through. Leaming 
more about the caregiving process will help us provide better information and ser\ ices to 
the family members, which in tum will benefit Alzheimer patients as well. 

I am a doctoral student who has been working with Alzheimer patients and their 
caregivers. I have decided to do my doctoral dissertation research on the caregiving 
process and I would greatly appreciate your help. One of your family members has been 
into our institute for possible inclusion in a drug study targeting the symptoms of 
Alzheimer's disease. When I interviewed them I asked them to fill out this questionnaire 
and, if possible, provide the name and address of another family member who might be 
willing to also participate. Not only would you be helping me in my studies, you would 
help further research in this area that would potentially benefit caregivers and Alzheimer 
patients everywhere. 

If you should choose to participate, all you would need to do is read and sign the 
consent form, and complete the enclosed questionnaire which should take about an hour 
of your time. Then after you return this questionnaire in the enclosed, stamped envelope, 
I will be sending you the same questionnaire in a few weeks to fill out again. All in all, 
your participation in this project should take about ts\'o hours. Along the wa\ if you ha\e 
any questions about any of the items, you could call me and I would be glad to talk to 
you. My number is (806) 743-2587. 

Thank you for your consideration. 

Sincerely yours. 

Cheryl H. Banken, M.A.,rDoctoral Student 

l̂ avid M/Freed, Pn.uTDlrector of Psychological Research 
Alzheimer's Disease Institute 
Texas Tech University Health Sciences Center 
Lubbock, TX 79430 
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Time 2 Letter for IR, LR, NR Groups and All Adult-Child Non-Caregivers 

Dear 

The purpose of this letter is to request your continued help on a research project 
pertaining to formal and informal caregivers/family members of individuals with 
probable Alzheimer's disease. A month or two ago you filled out a caregiver 
questionnaire about your feelings about caregiving, your general outlook on life, and 
about your attitudes and beliefs about Alzheimer's disease. Part of this questionnaire 
study involves you filling out the questionnaire again a few months after your initial 
completion of the first one. That time has now come and I wold greatly appreciate you 
filling out this questionnaire again for the last time. 

This research is very important to helping caregivers in dealing with this stressful 
process of having a family member with Alzheimer's disease. In enthusiastically 
appreciate your cooperation and interest. If you have any questions as you're filling it 
out, please call me at (806) 743-2587. Please return the questionnaire in the enclosed 
stamped, addressed envelope. 

Thank you again. 

Sincerely, 

t^~'^-t^^^i^^4L£<^ 

Cher>'l H.Etanken, M.A. 
Clinical Research Assistant and Doctoral Student 

M. Freed, Ph.D., Director of Psychological Research 
Alzheimer Disease Institute 
TTUHSC 
Lubbock, TX 79430 
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Letter to Screening Failures at Time 2 

Dear 

The purpose of this letter is to request your continued help on a research project pertaining to 
formal and informal caregivers/family members of individuals with probable Alzheimer's disease. 
A month or two ago you were screened for an experimental drug study at TTUHSC Department of 
Neurology. 

Although your family member did not qualify for our study, you were asked to fill out a caregiser 
questionaire with the request that I would ask you to fill it out once more later in time. That time 
has come, and I would greatly appreciate you filling out the questionaire again for the last time. 

This research is very important to helping caregivers in dealing with this stressful process of having 
a family member with Alzheimer's disease. I enthusiastically appreciate your cooperation and 
interest. If you have any questions as you're filling it out, please call me at (806) 743-2587. Please 
return the questionaire in the enclosed stamped, addressed envelope. 

Thank you again. 

Sincerely, 

Cheryl H. Banken, M.A. 
Clinical Research Assistant and Doctoral Student 

David M. Freed, Ph.D. Director of Psychological Research 
Alzheimer's Disease Institute 
Texas Tech University Health Sciences Center 
Lubbock, TX 79430 
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