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The purpose of this study was to examine the effect of

an intervention program for Alzheimer's patients on coping

efficacy of their family caregivers. Using a pre-post

repeated measures design, 16 family caregivers were

interviewed before and after a medical, nursing, and social

service intervention. Self-report measures, adjusted for

caregiver satisfaction and caregiver mastery, were used to

determine if there was a change in: resources, burden, and

coping efficacy with caregiver specific and general life

events. Results showed a marginal effect [F = 2.6,

df(4,lO), p<.10] for the omnibus MANCOVA. Most of this

change was due to an increase in resources. Covariates of

caregiver satisfaction and mastery were correlated with

average burden. Results suggest that interventions such as

this will be helpful for family caregivers of Alzheimer'

patients.
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CHAPTER I

INTRODUCTION

Due to longer life expectancy, there has been a large

increase in the elderly population. In 1988, 11% of the

population was 65 years of age and older; this number is

expected to be 17% by the year 2000 (Albert & Moss, 1988).

The literature indicates many elderly experience some loss

of cognitive and/or physical functioning. According to Mace

and Rabins (1991) and Evans (1988) the loss of cognitive

functioning becomes more prevalent in people who live into

their 80s and 90s. Evans (1988) stated that for every 10

years of age past age 65 the prevalence of dementias

increases more than fourfold. The increase in the number of

elderly and the associated problems (dementias and '

physical/health problems) will result in a greater need for

associated care.

Family members of elders often assume caregiving

responsibilities for these relatives. Recently, more public

concern and attention has been focused on caregivers of

dementia patients and their associated problems (Anthony-

Bergstone, Zarit, & Gatz, 1988; Mace, 1981; Mace & Rabins,

1991; Shanas, 1979). Research has shown that many times

there are great psychological, emotional, physical, and
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financial costs to the family associated with caring for

these impaired elderly persons (Haley, Levine, Brown, Berry

& Hughes, 1987; Robinson, 1983; Zarit, Reever, & Bach-

Peterson, 1980). Horowitz (1985), and Zarit et al. (1980)

found that increased demands placed on the family members

who provide this care can be considered extra life stressors

and burden. Mace and Rabins (1991) stated that caregivers,

due to their increased stress and burden, often experience

depression, fatigue, and physical ailments. Haley, Levine,

Brown, Berry, and Hughes (1987) found evidence that family

caregivers experience declines in their psychological,

social, and health functioning due to the additional

responsibilities of caregiving.

Caregiver Burden

Life stress can include many areas such as job, home,

family, financial, relationships issues, parenting, etc

(Dohrenwend & Dohrenwend, 1984). Life stress can also

include the additional responsibilities of caring for a

frail elderly family member. Dementia patients typically

experience declines in their intellectual functioning and

self-care along with deterioration in personality and

behavior. Family member caregivers of elders with

Alzheimer's disease and related dementia disorders

experience higher levels of life stress (Kinney & Parris-

Stephens, 1989; Mace, 1981; Mace & Rabins, 1991). The life

stress and other costs associated with caregiving
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responsibilities can be termed caregiver burden (Poulshock &

Deimling, 1984). In this study, burden will be used to

define all the aspects of the negative impact (physical,

emotional, psychological, financial, marital, etc.)

caregiving responsibilities have on the caregiver of a frail

elder who has physical and/or mental deficits.

Greene and Monahan (1989); Haley, Levine, Brown, and

Bartolucci (1987); and Haley, Levine, Brown, Berry, and

Hughes, (1987) found in their research that there are many

problems associated with the burden of caregiving involving

any and all aspects of the caregivers' lives including:

home, family, relationships, financial, social, physical,

emotional, and psychological areas. Many feelings

associated with the added responsibilities of caregiving,

such as anxiety, guilt, anger, fear, and hopelessness, are

also common and are exacerbated by the social isolation

imposed on the caregivers due to these added caregiving

responsibilities. Greene and Monahan (1989) stated that

these caregivers not only lack the usual social outlets for

these feelings but also may face problems with lack of

knowledge about available resources to help reduce burden

and improve their stress management.

Poulshock and Deimling (1984) suggested that there is a

relationship between various factors involving the

caregiver, the elder, the type and severity of impairments,

and the burden experienced by the caregiver. Montgomery and
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Borgotta (1989) and Pearson, Verma, and Nellett (1988) also

found that the type and level of impairment of the elderly

person impacted caregivers' burden and thus had an effect on

their lives. Mental, physical, psychological, and emotional

health of the caregiver also has been shown to affect their

perception of burden and the resulting impact on their lives

(Poulshock & Deimling, 1984).

Morycz (1985) found that regardless of age, sex,

or race, the greater the caregiving responsibilities, the

more distress caregivers experienced. This increase in

experienced distress can be related to patient

characteristics of the frail elders, caretaker

characteristics of the caregivers, and environmental factors

involving both the caregivers and the frail elders.

Overall, it seems that greater impairments of the elders

lead to an increase in demands on caregivers, which, in

turn, results in more experienced burden by the caregivers.

The Role of Small Events

Reasons for studying small life events as opposed to

major life events abound. Small events are more changeable

and occur with greater frequency than do major events

(Zautra, Guarnaccia, & Dohrenwend, 1986). The meaning of

small events is less heterogenous since they are smaller

samples of behavior, provide better coverage of the range of

life stressors, and can be rated more reliably on

desirability and locus of causation than major events
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(Zautra, Guarnaccia, Reich, and Dohrenwend, 1988). They

also provide information about how the individual appraises

and copes with everyday demands, providing clues to how

people cope with major life stressors (Zautra, Reich, &

Guarnaccia, 1990).

According to Zautra, Guarnaccia, Reich, and Dohrenwend

(1988), small life events are changes brought about by a

major life event. For example, the development of a

dementing illness by a family member could be termed a major

life event and the small life events would be occurrences in

the caregiver's daily life related to caregiving

responsibilities. Caregivers may experience more negative

small life events than the average person due to the added

responsibilities of caregiving.

Research showed that repetitive daily life demands

influences the occurrence of other small events. The

compilation of these small events leads to psychological

upsets, even after the effect of major life events are taken

into account (Aldwin, Levenson, Spiro, & Bosse, 1989;

Dohrenwend & Dohrenwend, 1984; Zautra, Guarnaccia, Reich,

and Dohrenwend, 1988; Zautra, Reich, and Guarnaccia, 1990;

Zautra, Reich, Guarnaccia, & Grossman, 1986). The findings

of Kinney and Parris-Stephens (1989) in their study of

caregivers lent support to the contention that compiling

small events may add up to major impacts emotionally and

psychologically. People may cope well with major crises but
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be hopelessly entangled in small daily mundane events

(Zautra and Wrabetz, 1991).

Reich and Zautra (1983) suggested that only undesirable

events should be used to measure coping efficacy. Their

research found that desirable events rarely prompt coping

efforts and the outcomes were found to be insignificant when

these events were measured. Based on this argument, this

study used only small life events that would be considered

negative.

Caregivers must possess sufficient coping or resistance

resources to deal effectively with stressors and prevent

negative impacts of stressors (i.e., psychological distress,

physical/health problems, relationship problems). Resources

are strengths either within the person or in the external

environment that can be used in coping with stress. Some

frequently used examples are physical/mental health, income,

education, social support (Folkman, 1984), and intrapsychic

attributes such as personal mastery and satisfaction

(Lawton, Kleban, Glicksman, & Rovine, 1991).

Life Stress and Coping

Research has shown the ongoing interaction between the

individual and the environment influences the amount of

distress a person experiences due to life stress (Dohrenwend

& Dohrenwend, 1984). A stressor is not simply an

objectively evaluated external event that automatically

produces distress in all individuals. Experienced stress is
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a transaction between the individual and the environment.

Important factors identified in the outcome of a stressful

individual-environment transaction are cognitive appraisal,

coping responses (Folkman, 1984; Folkman & Lazarus, 1980;

Lazarus, 1981; Lazarus & Folkman, 1984), and evaluation of

resistance resources (Dohrenwend & Dohrenwend, 1984).

Cognitive appraisal involves the individual's

evaluation of an encounter with the environment and the

determination of its relevance to his or her well-being.

This appraisal process involves a primary appraisal

including an evaluation of the personal stakes in the

encounter. What is at stake for the individual is a

reflection of his or her commitments. Folkman (1984) pointed

out that commitments are important determinants of this

primary appraisal. These personal stakes may include the

potential for harm/loss, threat, or challenge to self, self-

esteem, or others (Folkman, 1984; Lazarus & Folkman, 1984;

Lazarus & Launier, 1978). Folkman (1984) pointed out that

primary appraisal is also influenced by situational factors,

including the nature of the harm or threat, whether or not

the event is familiar or novel, how likely it is to occur,

when it is likely to occur, and the clarity or ambiguity of

the expected outcome.

The cognitive appraisal process also includes the

evaluation of what can be done, termed secondary appraisal.

This secondary appraisal takes into account which coping
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options are available, the likelihood that a given coping

option will accomplish what it is supposed to, and the

likelihood that one can apply a particular strategy

effectively. Secondary appraisal is a crucial feature of

every stressful encounter because the outcome depends on

what, if anything, can be done, as well as on what is at

stake. Coping resources including physical, social,

psychological, and material assets are evaluated with

respect to the demands of the situation (Folkman, 1984).

Therefore, secondary appraisal is important in shaping the

coping resources and options of the person under

psychological stress, as well as in shaping the primary

appraisal process itself. For example, a potential harm is

not seen as a harm if the person can master it easily. Thus

if harm is appraised as easily mastered there is little or

no threat.

After appraisal, another factor important in the

outcome of stressful situations is coping. Coping is looked

at as a system of defenses used to decrease tension and

restore balance or equilibrium. Lazarus and Folkman (1984)

define coping as, "constantly changing cognitive and

behavioral efforts to manage specific external and/or

internal demands that are appraised as taxing or exceeding

the resources of the person" (p. 141). Coping refers to

efforts to manage demands regardless of the success of the

efforts (Folkman, 1984). Coping, as described by Lazarus
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and Folkman (1984), can be described as process oriented,

that is, focusing on what the person thinks and does in the

face of a stressful event, and how thoughts or actions are

altered as the event unfolds. Coping is also contextual,

that is, it is influenced by the specific event and the

resources needed to deal with the event. Folkman, Lazarus,

Dunkel-Schetter, DeLongis, and Gruen (1986) suggest that

there is variability in coping partially due to the primary

appraisal of what is at stake and the secondary appraisal of

what are viewed as effective options for coping. The

explanation involving the appraisal process alone, however,

does not account for all the variability of coping.

When examining the outcome of an encounter with a

particular stressor, Bandura, Adams, and Beyer (1977) state

there are 2 aspects to consider; outcome expectations and

efficacy expectations. An outcome expectation is defined as

the estimate that a behavior will lead to certain or

expected outcomes. The efficacy expectation is the

conviction that one can successfully execute the behavior

required to produce the outcome. Efficacy and outcome

expectations are differentiated because persons can believe

that a particular action will result in certain outcomes,

but question their ability to perform those actions. The

strength of one's own effectiveness determines whether

coping behavior will be attempted in the first place.

Individuals fear and avoid threatening situations they
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believe exceed their coping abilities. On the other hand,

people react confidently when they judge their resources as

sufficient to manage a situation.

The outcome of an encounter also includes the person's

judgment of the extent to which the encounter was resolved

successfully. The overall judgment is based on the

individual's values and goals, and his or her expectations

concerning various aspects of the stressful encounter. For

example, even though the problem causing distress has not

been resolved, an outcome can be judged as favorable if the

person feels that the demands of the encounter were managed

as well as could be expected. On the other hand, an outcome

can be judged as unfavorable even when the problem causing

distress was resolved. This may occur if the resolution is

inconsistent with the person's values and goals, is less

than what the person thought could be achieved, or creates

additional conflicts for the person (Folkman et al, 1986).

Pearlin and Schooler (1978) and Shinn, Rosario, Morch,

and Chestnut (1984) found that effective coping responses

helped reduce distress caused by burden. This effect seemed

to extend to the areas of marriage, parenting, and household

work, and to a lessor degree, work outside the home. This

research also suggested that coping strategies may be

somewhat less effective in situations where factors are more

or less out of one's control. It has been indicated that

group efforts or sharing the burden may be more effective in
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these cases. According to Mechanic (1974), as cited in

Shinn et al. (1984), there are some stressors that are out

of one's control that, " . . . are not amenable to

individual solutions, but depend on highly organized

cooperative efforts that transcend those of any individual

. . no matter how well developed his personal resources" (p.

34). Caregiving burden could be described as one of these

stressors since typically there is no control over the

condition or continued deterioration of the elder. It would

seem that there would be a reduction in the perceived burden

if there were greater community based resources to deal with

the problems of caregiving.

In summary, the resources a person believes are

available are evaluated psychologically against the dangers

and harms being faced, and are crucial cognitive factors in

the generation of the psychological stress response

(Dohrenwend & Dohrenwend, 1984; Folkman, 1984; Lazarus &

Folkman, 1984; Lazarus & Launier, 1978). This

conceptualization of the secondary appraisal process

involving available resources weighed against the

situational demands (Folkman, 1984) may be thought of as

paralleling outcome expectancy and efficacy expectancy

(Bandura & Adams, 1977).

Coping Efficacy

The appraisal and coping process has an inconsistent

impact on the outcome of an encounter, the judgment of the
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success of coping with the encounter, and subsequent

distress. Some researchers believe that a more consistent

indicator of coping may be perceived success of coping

efforts, or coping efficacy(Aldwin & Revenson; Manne &

Zautra, 1989; Zautra & Wrabetz, 1991). Coping efficacy is

an extension of the concept of self-efficacy developed in

social learning theory (Bandura & Adams, 1977). Coping

efficacy, as defined by Aldwin and Revenson (1987) and

Zautra and Wrabetz (1991) is a rating involving judgments of

respondents' satisfaction with their success in coping with

specific life stressors. Since there are seldom objective

criteria for measuring coping efficacy, in previous research

it has been assessed using single-item ratings made by the

participants on their satisfaction with their responses to a

particular stressor (Aldwin & Revenson, 1987; Bandura,

Adams, & Beyer, 1977; Wrabetz, 1991; Zautra & Wrabetz,

1991). This definition and method of measurement was

adopted for the present study.

Ozer and Bandura (1990) conducted a study on perceived

self-efficacy involving women who participated in a mastery

modeling program to master physical skills needed to defend

themselves successfully against unarmed sexual assailants.

It was suggested that perceived coping efficacy was

concerned with people's beliefs in their capabilities to

mobilize the motivation, cognitive resources, and actions

needed to have control over given events. Judgments of



13

personal efficacy affect choice of activities and selection

of environments. People avoid activities and situations

they think exceed their coping capabilities but they readily

undertake activities and select social environments they

judge themselves as capable of handling.

Ozer and Bandura (1990) proposed that perceived coping

efficacy operates as a cognitive mediator of anxiety arousal

and action through its influence on perceived personal

vulnerability and judgments of risk. In transactions

involving the use of personal competencies, estimations of

risk require a judgment of the match between coping

resources and capabilities and environmental demands.

Perceived self-efficacy therefore operates as a key factor

in judgments of the riskiness of environmental situations.

Ozer and Bandura found that variations in self-beliefs of

efficacy produce variations in the use of skills.

Ozer and Bandura (1990) found that perceived coping

self-efficacy helped govern the effects of personal

empowerment over physical threats. Enhancing people's

perceived coping efficacy altered their self-conceptions and

general demeanor by building self-confidence and making them

better able to respond effectively to future demands. Ozer

and Bandura (1990) concluded that effective coping requires

not only skills but self-beliefs of efficacy that ensure

their effective use.
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Bandura and Adams (1977) found in their study of phobic

reactions, support for the hypothesis that the persons'

subjective judgment of their coping efficacy as related to

their self efficacy played a large role in how they respond

to stresses in the future. This study led Bandura and Adams

(1977) to conclude that coping efficacy is the strength of

one's conviction that one can successfully deal with a

situation so as to have the desired outcome. Bandura and

Adams (1977) and Bandura, Adams, and Beyer (1977) further

concluded that coping efficacy is critical in determining

whether the individual will initiate coping efforts, how

much effort will be expended, and how long the efforts will

continue in the face of a difficult situation.

The role of coping efficacy as related to coping was

further demonstrated in a study by Bandura, Adams, and Beyer

(1977) of avoidance behavior in snake phobics. The results

showed that an increase in coping efficacy resulted in

greater behavior change regardless of the treatment (i.e.,

participant modeling, modeling alone, or no treatment-

control), the task difficulty level, the type of threat, or

the previous level of attained performance.

Aldwin and Revenson (1987) also investigated the role

of coping efficacy in the relationship between stressful

life events and psychological symptoms. The moderating

effect was demonstrated by the interaction between coping

efficacy and two coping strategies predicting psychological
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distress. The research showed that the reduction of the

negative effects of stress when using coping resources or

strategies depended on whether the efforts were perceived as

effective. Thus, high levels of coping efficacy may

decrease the negative impact of life stress on psychological

distress.

Efficacy judgments were determined to be directly

associated with less distress for elders coping with recent

loss by Zautra and Wrabetz (1991). Their research also

found that efficacy in coping with everyday events was a

significant predictor of psychological distress both for

those coping with loss and major illness. This latter

finding lends support to the importance of assessing coping

and associated coping efficacy with ongoing events in

everyday life as well as with major stressors.

It must be remembered that efficacy judgments are not

the sole determinant of behavior in dealing with small life

events and do not operate independently of contextual

factors. Expectations alone will not produce the desired

performance or results if the required competencies in

coping resources are lacking. Overall efficacy expectations

and judgments are presumed to influence the level of

performance by enhancing the intensity and persistence of

efforts in coping with stressful encounters (Bandura, 1989;

Bandura, Adams, & Beyer, 1977; Ozer & Bandura, 1990). Some

tasks require greater skill and better performances and
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carry higher risk of feared consequences than others.

Efficacy expectations and judgments will vary accordingly

(Bandura, 1989; Bandura, Adams, & Beyer, 1977; Ozer &

Bandura, 1990).

Overall, research has indicated that the repeated

demands for coping with the everyday life consequences of

caring for a person with a disabling illness places

additional demands and life stressors on the caregivers of

frail elders. These additional stressors may cause

caregivers to experience feelings of being overwhelmed and

increased psychological distress (Horowitz, 1985; Kinney &

Parris-Stephens, 1989). The caregivers' appraisals of how

distressing the problem is, the availability of effective

resources, and their ability to manage the problem were

likely to mediate between the environmental stress and

caregiver outcome (Folkman et al., 1986; Haley, Levine,

Brown, & Bartolucci, 1987; Haley, Levine, Brown, Berry, &

Hughes, 1987). If these resources were appraised as lacking

to manage the problems associated in caring for a frail

elder, caregivers reported higher levels of depression and

distress and felt less able to cope well in similar

situations in the future.

Manne and Zautra (1989) found that the presence of

supportive social ties for patients and spouses of

rheumatoid arthritis patients may positively affect coping

efficacy. Aldwin and Revenson (1987) and Zautra and Wrabetz
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(1991) suggested that the existence of stress may be less

important to well-being than how an individual appraises and

copes with stress and subsequently evaluates the success of

the coping efforts attempted. Research in the area of

perceived coping efficacy has indicated that coping

resources such as problem solving, social support, education

about dementia and its causes, knowledge of resources

available (Haley, Levine, Brown, & Bartolucci, 1987) and

intrapsychic attributes such as caregiver satisfaction and

mastery can help in reducing the amount of burden felt by

caregivers of frail elders (Lawton et al., 1991) and may

increase coping efficacy.

Taking this information into account it seems that

providing caregivers with additional resources (social

support, knowledge of available resources, use of community

resources, etc.) to add to their individual coping methods

may help reduce their experienced burden, increase their

feelings of satisfaction and caregiver mastery, and increase

their coping efficacy. Thus, it seems there is a need for

interventions to increase the coping efficacy of these

caregivers to prevent the development of problems associated

with the burden of caregiving.

Hypothesis

Research indicates that people who have better coping

resources, positive appraisal processes, greater social

support, and more knowledge about their situation, seem to



18

fare better in relationships, have a feeling of helping, and

greater inner strength including better satisfaction and

mastery of their role, (Haley, Levine, Brown, & Bartolucci,

1987; Lawton et al., 1991; Quayhagen & Quayhagen, 1989) and

may have better coping efficacy (Zautra & Wrabetz, 1991).

These factors seem to be predictive of a good outcome in a

caregiving situation.

There are no studies that specifically investigate

caregivers' perceived coping efficacy. This study

investigated caregivers' use of resources, burden, and

judgments of their coping efficacy in dealing with small

life events and caregiver specific events as influenced by

the caregiver's sense of mastery and satisfaction (Lawton et

al., 1991) in the caregiving role both prior to and after

participation in an intervention program. This

intervention program may serve to strengthen or increase the

above named factors, thus, increasing caregivers' perceived

coping efficacy. It was hypothesized that there would be. an

increase in the use of resources, an increase in caregivers'

coping efficacy with general and caregiver specific life

events, and a decrease in burden after the program

intervention. These changes would be influenced by the

caregiver's sense of mastery and satisfaction in the

caregiving role.



CHAPTER II

METHOD

This study was part of a larger research project by

Guarnaccia (1991). The purpose of this larger project was

to examine the effects of an intervention program for

Alzheimer's patients on the coping, psychological distress,

and physical health of family caregivers.

SubjectS

Sixteen family caregivers of Alzheimer's patients

participated in the current study. These participants were

recruited from the Gerontology Assessment and Planning (GAP)

Program of the Center for Studies in Aging at the University

of North Texas and the Department of Medicine at the Texas

College of Osteopathic Medicine. These caregivers were 16

women ranging in age from 28 to 83. Three of them were

spouses, 9 were adult children, 3 were daughters-in-law, and

1 was a granddaughter. Five of the caregivers were employed

full-time (40 or more hours per week) outside the home and

an additional five participants reported working from 2 to

38 hours per week outside the home. Four of the caregivers

had minor children at home to care for in addition to their

elderly relative.

19
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Materials

An informed consent (see Appendix A) was signed by the

family caregivers and witnessed by a psychology graduate

student interviewer. This consent form gave the caregiver's

permission to participate in the research study. The next

document completed was the Demographics Questionnaire (see

Appendix B) to obtain information about the caregiver. This

information included: age, education, employment, relation

to the care recipient, and marital status.

A checklist for community resources for those caring

for frail elders used by the caregiver (see Appendix C) was

also answered by the caregivers. This instrument measured

use of community resources both before and after

participation in the GAP Program. The checklist was

constructed from information obtain from Mace and Rabins

(1991), Zarit, Reever, and Bach-Peterson (1980), and the GAP

Program medical and social work personnel about the

resources most commonly reported by the participants as well

as those agencies to which they referred people most

frequently.

The measure of caregiver burden used was the Burden

Interview (Zarit, Reever, Bach-Peterson, 1980) (see Appendix

D). This inventory consists of a 22 item Likert-type scale

to measure the degree of burden associated with the

caregiving role experienced by the caregiver of the impaired

elder. This instrument examines the areas of physical and



21

psychological health, social and interpersonal

relationships, and financial concerns of the caregiver. For

the data from the 16 participants in this study, alpha

internal consistency scores for the burden scale at intake

was .82 and at follow-up was .87.

The caregiver specific stressful daily life events

consisted of the first 18 questions of the Recent Life

Events document (see Appendix E) and were constructed from

information obtained from Mace and Rabins (1991), Morris,

Morris, and Britton (1988), Zarit, Reever, and Bach-Peterson

(1980), and the GAP Program personnel concerning the types

of events that are likely to happen in the daily care of an

elder with dementia. The mean for caregiver specific

negative events at the intake was 6.88 events over 1 month

with a standard deviation of 2.96 events and at follow-up

the mean was 6.81 events over one month with a standard

deviation of 3.62 events.

The measure used to assess the general small life

events of the caregiver was a measure adapted .from the

Inventory of Small Life Events (ISLE) (Zautra & Guarnaccia

1988; Zautra, Guarnaccia, & Carothers, 1988; Zautra,

Guarnaccia, & Dohrenwend, 1986). One of the authors

(Guarnaccia) made revisions and adapted the ISLE for this

population by including only frequently occurring events

using data from Zautra, Guarnaccia, and Carothers (1988) and

Zautra and Guarnaccia (1988). The inventory was further
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modified for use in this study by elimination of items

inappropriate for these caregivers and adding items more

characteristic of the negative everyday life events they

would be likely to experience. The resultant 48 negative

small life event items are items numbered 19-66 of the

Recent Life Events document (see Appendix E).. This

checklist involved various sections involving different

areas of life, such as school, recreation, religion,

financial, transportation, household, family and children,

love and marriage, crime and law, social life, employment,

and health. These items were scored by recording the events

and the number of times it had occurred in the month prior

to the interview. At intake, the mean number of negative

small life events over one month was 8.25 with a standard

deviation of 4.22 events. At follow-up the mean was 8.50

negative small life events over one month with a standard

deviation of 3.80 events.

The general and caregiver specific small life events

scales were administered by asking the caregiver to indicate

which items had occurred in the month prior to each

interview and then how many times the event had occurred.

When a small life event was reported as having happened in

the last month the event coping efficacy was measured using

one question. This one question was adapted for this study

(see Appendix F) using information obtained from Aldwin and

Revenson (1987), Wrabetz (1991), and Zautra and Wrabetz
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(1991). The question on the Coping Efficacy Probe for this

study asked the subject to judge their coping efficacy on a

five-point Likert Scale ranging from very satisfied (+2) to

very dissatisfied (-2). The question assessed coping

efficacy by asking for the participant's level of

satisfaction with his or her response to the particular

event just recalled. The overall coping efficacy was a mean

over the ratings for all events reported over the past

month.

The measure of caregiver mastery consisted of the first

six items on How I Feel Scale 3 (see Appendix G). These

items were adapted from a scale by Lawton, Moss, Kleban,

Glicksman, and Rovine (1991) for the present study by using

items that loaded the highest on the mastery scale in a

factor analysis reported by Lawton et al (1991). Each of

the resulting items was scored using a 5 point Likert-type

scale ranging from strongly agree to strongly disagree.

These items included such statements as, "I should be doing

more for my relative," or "In general, I feel able to handle

most problems in the care of my relative." Alpha internal

consistency scores for caregiver mastery at the intake

administration was .74 and at follow-up was .66.

The measure of caregiver satisfaction consisted of

items 7 through 12 on.How I Feel Scale 3 (see Appendix G).

This scale was adapted from a scale by Lawton et al., (1991)

for the present study using the six items that were found to
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load the highest on the satisfaction scale in a factor

analysis on the original scales by Lawton et al (1991).

Each of the resulting six items was scored using a 5 point

Likert-type scale ranging from strongly agree to strongly

disagree. The six caregiving satisfaction questions

included items that expressed a positive aspect of

caregiving. These items included such statements as, "I

really enjoy being with my relative," or "My relative shows

real appreciation for what I do for him/her." Alpha

internal consistency scores for caregiver satisfaction at

the intake administration was .40 and at follow-up was .76.

This change in internal consistency may be caused by the

small number of participants in this study.

There were other measures administered at the

interviews not used in this study. This project was a small

part of larger overall research (Guarnaccia, 1991) involving

these family caregivers. The other instruments administered

for the larger study included: the Symptom Checklist 90-

Revised (SCL-90R) (Derogatis, 1983), Ways of Coping Scale

(Folkman & Lazarus, 1986), and other measures.

Procedure

Appropriate steps were taken to assure the

confidentiality of the information pertaining to the frail

elders and the caregivers. University of North Texas, Texas

College of Osteopathic Medicine, and American Psychological

Association guidelines for human subjects were followed.
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Approval was obtained from the University of North Texas and

Texas College of Osteopathic Medicine Human Subjects

Research Committees.

The referrals for the GAP Program come from physicians,

the community, or caregivers themselves. The GAP Program

Manual (1991) lists areas that could qualify a client for

GAP intervention including: functional impairment;

financial problems; social problems; physical environment;

and caregiver needs. Essentially all of the elders who

participated in the GAP Program had some amount of

Alzheimer's Disease present.

The GAP Program involves an assessment of medical

status, nursing needs, and social service needs to determine

eligibility. These assessments are done by a geriatric

nurse practitioner, a physician gerontologist, and a

geriatric social worker, respectively. Approximately three

weeks later, all members of the assessment team meet to

develop an interdisciplinary plan of recommendations and

referrals. At a point approximately six weeks after the

initial assessment, this team meets with the

elder/caregivers to present the findings from the assessment

and to discuss the plan of recommendations and referrals

(GAP Program Manual, 1991). The GAP Program interventions

include coordination of medical treatment for the patients

and social service referrals to community agencies that work

with Alzheimer's patients and their families.
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The intervention offered by the GAP Program increases

the resources available to the elders and the caregivers in

various ways. Referrals to agencies or groups in the area

help provide services in the specific areas identified as

problem areas for the elder or the caregiver. For example,

Meals on Wheels provides help in meal preparation, respite

care provides temporary relief from caregiving duties for

the caregiver, or an organized group of caregivers offers

emotional and social support for the caregiver. GAP Program

professionals also recommend changes in medical care in an

attempt to improve the frail elders' physical and/or

intellectual functioning. By increasing the resources

available to the caregiver and the elder, it is hypothesized

that the caregivers of GAP Program participants also

experience benefits from this intervention.

Potential participants, after scheduling an intake

appointment with the GAP Program, were mailed an explanatory

letter with GAP Program material. This letter introduced

the research (see Appendix D) and asked for their

participation. A response letter with a postage paid

envelope allowed those interested to identify themselves to

the research program (see Appendix D). When the GAP client

was seen at the GAP Program office for the intake and

follow-up, a trained graduate student interviewer was there

to witness the informed consent, administer the demographics

questionnaire, life events checklists and coping efficacy
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probe, and assist the caregiver with the other instruments

as needed.

The first documents the caregiver was asked to complete

included the Demographics Questionnaire, the Resource

Checklist, The Burden Interview (Zarit, Reever, Bach-

Peterson, 1980), and How I Feel Scale 3 containing the

caregiver satisfaction and mastery scales. These

instruments were followed by the ISLE (Zautra & Guarnaccia,

1988; Zautra, Guarnaccia, & Carothers, 1989; Zautra,

Guarnaccia, & Dohrenwend, 1986). Concerning the events

measure, after the caregiver indicated that an event had

occurred and the number of times it had occurred in the past

month, the participant's judgment of coping efficacy

associated with his/her response to the event was obtained.

The coping efficacy question, "How satisfied were you with

how you dealt with (repeat the specific event)?", was asked

after each event was recorded, thus grounding the coping

efficacy judgment in the specific event.

Caregivers were interviewed both at the initial

interview, at six-weeks after beginning participation in

GAP, and for a three month follow-up. This study used only

the initial and six-week post-data. A repeated measures

pre-intervention/post-intervention program evaluation design

(Posavec & Carey, 1985) was used to determine if there was a

significant change in the coping efficacy of .these

caregivers.



CHAPTER III

RESULTS

Descriptive Statistics

The hypothesis stated that caregivers would experience

an increase in the number of resources, an increase in

coping efficacy with both caregiver specific small life

events and general small life events, and a decrease in the

amount of burden after GAP Program intervention. This

hypothesis was tested with a repeated measures within

subjects design using a multivariate analysis of covariance

(MANCOVA). Analysis also included examination of the

variables and results of the evaluation of assumptions of

normality, homogeneity, and linearity were satisfactory.

Dependent variables and covariates were judged to be

adequately reliable for covariance analysis. Table 1 shows

correlations among the dependent variables (resources,

coping efficacy with caregiver specific small life events,

coping efficacy with general small life events, burden) and

the covariates (caregiver satisfaction and caregiver

mastery) for both the intake interview and the follow-up

interview.

28
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The MANCOVA was performed on four dependent variables

each measured both pre and post GAP Program intervention.

These four within subjects repeated measures dependent

variables were: community resources used, burden perceived,

coping efficacy with caregiver specific events, and coping

efficacy with general life events. Means, standard

deviations, and matched-pair t-test values are reported in

Table 2. Adjustment was made for two covariates, caregiver

satisfaction and caregiver mastery, each measured pre and

post GAP Program intervention. These internal psychic

attributes were identified by Lawton et al. (1991) as being

correlated with burden and positive affect in their study of

family caregivers. Means, standard deviations, and t-test

values for the covariates are reported in Table 3.

Descriptive Analysis

SPSS MANCOVA takes the dependent variables and creates

a combined variable to maximize the differences among the

variables and levels used and then makes adjustments for the

covariates (Tabachnick & Fidell, 1992). This particular

design has no between subjects effects since this is a

repeated measures pre/post intervention design (Levine,

1991). The results of this analysis show a marginally

significant overall effect of the combined dependent

variables with adjustments for the covariates [f(4,10) =

2.59, p <.10]. Examining this marginally significant

difference in detail revealed that regardless of the
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Table 2

Dependent Variables at Intake and Follow-up

Pre Post

Vr lMS.D. M S.D. Matched
Variable pair t

Caregiver
Resources 1.00 1.21 1.56 1.32 -3.58*

Caregiver
Burden 1.66 .56 1.65 .58 .20

Coping Efficacy
General Events .59 .77 .45 .59 .85

Coping Efficacy
Caregiver Events .77 .62 .95 .60 .95

Note. N = 16.

*R < .01.

Table 3

Covariates at Intake and Follow-up

Pre Post

M S.D. 1 S.D. Matched
Variable pair t

Caregiver
Satisfaction 2.16 .41 2.22 .59 -.44

Caregiver
Mastery 2.69 .75 2.63 .58 .53

Note. N = 16.

*R < .01.
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initial level of resources, the use of resources increased

significantly pre mean = 1.00, post mean = 1.56 (p < .05)

and accounted for this difference of the combined MANCOVA

variable.

As Table 1 shows, average burden post-intervention was

significantly correlated with caregiver satisfaction (r =

.68) and mastery (r = .53),. As the levels of satisfaction

and mastery of the caregiving role increased, the level of

burden decreased slightly, though not significantly. In

addition, coping efficacy with general life events was

correlated with caregiver satisfaction (see Table 1), with

better satisfaction predicting better coping efficacy with

life events. Coping efficacy with caregiver specific events

was correlated with caregiver mastery, with better mastery

predicting better coping efficacy with caregiver events.



CHAPTER IV

DISCUSSION

This study examined the effect of a gerontology

treatment program for Alzheimers patients on family

caregivers. Caregivers' dependent variables included:

resources, burden, and coping efficacy with general and

caregiver specific events. Caregiver satisfaction and

caregiver mastery, two intrapsychic attributes shown to be

related to affect, coping, and burden by Lawton et al.

(1991), were used as statistical covariates in this repeated

measures MANCOVA design. Note should be made that the lack

of a control group, as well as small sample size, limits any

conclusions that can be drawn from this study.

Caregivers in this study are assumed to be comparable

to the normative adult population with the difference being

their additional responsibilities of caregiving to a frail

elder. Large variability of scores would be expected if

consideration is made of the wide range of age, employment

status, relationship to the care recipient, patient

severity, caregiver life circumstances, and small sample

size.

The findings of this study suggest that the number of

community based resources to which the caregiver has access

33
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is related to their feelings of satisfaction, mastery,

burden, and coping efficacy in dealing with everyday events.

This finding is supported by the research on burden by

Zarit, Reever, and Bach-Peterson (1980) who found that

burden was significantly affected by the number of formal

and informal social supports available to the caregiver.

Professionals can help in building support systems for

caregivers by involving family members, friends, or making

referrals to community agencies that help care for

Alzheimer's patients. As the feeling of having adequate

resources is fostered, the caregiver may experience an

increase in caregiver satisfaction and mastery, leading to

better coping efficacy with stressors.

Similar to research by Lawton et al (1991), in this

present study, as the levels of satisfaction and mastery of

the caregiving role increased, the level of burden also

increased. A possible explanation for this finding could be

that some caregivers obtain satisfaction from their

caregiving role so that as caregiving responsibilities

increase, satisfaction increases, but the amount of burden

also increases due to the extra demands.

It was also found that coping efficacy with general

life events is positively correlated with caregiver

satisfaction. This finding indicates that as caregivers

become more satisfied with their role, they judge themselves

more capable of dealing with stressors. The resultant
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increase in their coping efficacy may make the caregivers

more able, in practice, to deal with life stressors.

Coping efficacy with caregiver specific events was

correlated with caregiver mastery, with better mastery

indicating better coping efficacy with caregiver events.

This finding could be explained by mastery of the caregiving

role making the caregivers feel more adequately prepared to

cope with the stressors in caring for a frail elder, thus

increasing their coping efficacy. The feeling of being in

control and having mastered their caregiving role had a

positive effect on their coping efficacy with events related

to the care of the frail elder.

Several limitations of the current investigation need

to be addressed. These limitations include the use of

retrospective self-report of stressful caregiver and general

small life events and perceived coping efficacy with these

events. This brings into question the accuracy of recall

and the possibility of current distress influencing their

recall of past events. A safeguard against this confound

was the use observable objective events as suggested by

Zautra, Guarnaccia, and Dohrenwend (1986).

A related limitation also involved the use of self-

report to measure an internal process, coping efficacy.

Internal processes are not observable and require a judgment

by the participant to quantify them. This method of data

collection has been shown to be more fallible than other
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methods but for certain kinds of psychological processes, it

may be the only way to obtain information.

Another limitation includes the possibility that this

group of caregivers also represents a self-selected group of

people who are under a great deal of stress and looking for

help. The caregivers that bring relatives for assessment to

the GAP Program are likely those that are caring for

relatives with severe impairments or are in need of help

with their caregiving responsibilities. Improvements in

coping efficacy and a reduction of burden would be expected

with any intervention that took place with a caregiver who

is under a great deal of stress. This improvement would not

be noticeable in a caregiver who has adequate resources upon

initial contact with GAP or is caring for a relative with

only slight impairment.

The increase in the use of community based resources

account for most of the marginally significant overall

effects in the omnibus variable created by the MANCOVA.

Many stressors are beyond the caregiver's control in the

caregiving situation, including the deteriorating condition

of the frail elder. This finding could be explained by

Mechanic (1974), as cited in Shinn et al. (1984), who

pointed out that stressors out of one's control may be

helped most by sharing the burden and using organized

cooperative efforts.
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In addition, the use of only one coping efficacy

question precluded the possibility of determining internal

consistency scores as well as restricting the range of

scores. Although this one item was measured for each

reported event, and then averaged over these events, the one

item may not represent all dimensions of the construct. If

there are other unmeasured dimensions of coping efficacy,

this study only tapped a portion of this domain. Perceived

effectiveness of coping and perceived ability to cope with

similar stress in the future may also be a relevant

dimensions of coping efficacy (Zautra & Wrabetz, 1991).

The small sample size and lack of a control group

limits the stability of findings, and thus conclusions that

can be drawn from these data. Small samples also increase

the standard error, increase the possibility of spurious or

chance findings, and reduce power of the statistical tests

(Cohen, 1988).

Other limitations include the possibility that

perceived coping efficacy may be affected by demographic

variables (age, sex, relation, income) that were not

investigated in this study. Relationship of the caregiver

and care recipient may be a large factor in determining the

amount of burden and level of perceived coping efficacy and

may account for difference between adult children and spouse

caregivers. Grown children, especially daughters, who take

on the caregiving role have their own families and children
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to care for in addition to the frail elder where the spouse

likely has no other children for whom they are responsible.

Mental/physical health and personality characteristics

of the caregivers may also have an effect on the perceived

level of burden and coping efficacy. Personality factors

may be of importance since there are people who naturally or

compulsively assume the caregiving role. Caregivers who are

mentally distressed or physically or mentally ill may not be

able to handle the additional responsibilities of caregiving

without feeling an increase in burden and a decrease in

their abilities to cope, thus reducing their coping

efficacy.

Due to the vagueness of the concept of coping efficacy

and the difficulty of past research and this present study

in defining and measuring coping efficacy, the question

arises as to whether coping efficacy as an outcome or a

separate construct actually exists. When one looks at the

literature, particularly that of Folkman (1984), there is.

further support for the notion that coping efficacy may

actually be only an extension of or a part of the process of

secondary appraisal rather than a measurable separate

entity.

Coping efficacy as defined by Folkman (1984) actually

parallels Bandura's (1977) concept of efficacy expectancy.

It is here that Folkman pointed out that the person's

judgment or beliefs about the possibilities for control of a
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demand situation includes the evaluation of the demands of

the situation and the coping resources available as well as

the ability to implement the needed coping strategy. The

current research showed that coping efficacy was affected

most by the increase in the use of resources by the

caregivers. This lends support to the idea that coping

efficacy may actually be a part of the secondary appraisal

process (Folkman, 1984). Secondary appraisal includes the

assessment of the available resources and the likelihood of

their effectiveness.

This study suggests that the GAP Program intervention

may be effective in increasing the use of community

resources, which may, in turn, cause a difference in

reported coping efficacy and burden. Due to an increase in

life span from better health practices and advances in

medical science leading to more people living to an age

where dementia and severe physical impairments may be a

problem, there will be more family caregivers. Since it has

been found in previous research that chronic stress can lead

to greater physical, emotional, and psychological

disturbances, intervention programs will be necessary to

prevent problems among the caregiver population. This study

suggests that even interventions which are targeted to

Alzheimer's patients have a positive impact upon their

family caregivers.
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Awareness of measures that help caregivers increase

their coping efficacy, may help communities, social

agencies, and therapists to intervene more effectively to

prevent the psychological, physical, and emotional effects

of long-term added caregiving responsibilities. These

interventions will not only reduce the amount of support

necessary for the caregivers to maintain adequate function

but also help keep the elderly within the family structure

so that the need for more residential facilities would be

reduced.
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Informed Consent for Study of Family Caregivers - Caregiver

I, , agree to
participate in a Study of Family Caregivers of older adults who are
seen at the Gerontology Assessment and Planning (GAP) Program. Thepurpose of this study is to evaluate the effects of the GAP Program onfamily caregivers. The information from this study will be used toevaluate and improve the services provided by the GAP Program and to
further the understanding of how caregivers cope with life stress.

I understand I will be interviewed and asked to fill out questionnaires
on three occasions. The questions will concern: recent events I
experienced and how I coped with them, my experiences as a caregiver,
symptoms I experience, and my evaluation of the services provided by
the GAP Program. The first two interviews will take place at the timeof my first visit to the GAP Program and at the time of the GAP ProgramFamily Conference. The third interview will be a follow-up interview
and will take place 3 months after the Family Conference. This follow-up interview may be conducted in my home or over the telephone. Theseinterviews may last up to one hour each.

I understand that in addition to the information gathered during the
three interviews, records concerning my family member who is the GAPProgram client will also be used in this research.

I understand that there is no expected risk or discomfort involved withthis research and that I am free to withdraw my consent and discontinue
participation in this study at any time. A decision to withdraw from
the Study of Family Caregivers will not in any way affect the services
I or my family member receive from the GAP Program.

I understand that at the time of the final interview I will be asked to
complete a form so that I can receive $25 to compensate me for my time
and effort during these three interviews.

If I have any questions or problems that arise in connection with my
participation in this study, I should contact the GAP Program directly
or Dr. Charles Guarnaccia, the project director, in the Department of
Psychology of the University of North Texas, at 817-565-2671.

In addition to signing a copy of this Informed Consent, I have receiveda copy for my records.

(Signature of family caregiver) (Today's date).

THIS PROJECT HAS BEEN REVIEWED BY THE UNIVERSITY OF NORTH TEXAS AND
TEXAS COLLEGE OF OSTEOPATHIC MEDICINE COMMITTEES FOR THE PROTECTION
OF HUMAN SUBJECTS (UNT phone: 817-565-3940; TCOM phone: 817-735-2561)

MSRDP No.
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Informed Consent for Study of Family Caregivers - GAP Client

I, agree to
allowinformation from my Gerontology Assessment and ngGAP]
Program record to be used in a study of family members of older
adults who are seen at the GAP Program.

I am free to withdraw my consent at any time. A decision to withdraw
this consent will not in any way affect the services I or my family
receive from the Gerontology Assessment and Planning (GAP] Program.

If I have any questions or problems that arise in connection with
this study, I should contact the GAP Program directly or Dr. Charles
Guarnaccia, the project director, in the Department of Psychology at
the University of North Texas, at 817-565-2671.

In addition to signing a copy of this form, I or my family member
have received a copy for our records.

(Signature of GAP client) (Today'Isdate)

If GAP client is unable to give informed consent state reason below
and have caregiver's signature witnessed:

Relationship of caregiver to GAP client:

(Signature of family caregiver)

(Signature of witness)

(Today's date)

(Today's date)

THIS PROJECT HAS BEEN REVIEWED BY THE UNIVERSITY OF NORTH TEXAS AND
TEXAS COLLEGE OF OSTEOPATHIC MEDICINE COMMITTEES FOR THE PROTECTION
OF HUMAN SUBJECTS (UNT phone: 817-565-3940; TCOM phone: 817-735-2561)

MSRDP No.
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Demographic QuestionnairO (Pr)

001.
(1-7) -XMSRDP No.

(8) , Time (1=pre, 4=post, 5=follow-up)

(9-10) Q. Instrument-card

(11) Place (1=TCOM, 2=UNT, 3=Phone, 4=Home)

(12-17) . Today's date

(18-23) . Date of GAP intake assessment

(24) Interviewer S

(25-28) Interviewer's interview number

(27-28) .. Age

(29) - Gender: (1 = male, 2 = female)

(30) .. Ethnicity: (1=Caucasian/white, 2=African American/black,
3=Hispanic, 4=Asian, 5=other

(31) .. Relationship to the care receiver

1 = Spouse
2 = Child
3 = Child-in-Law
4 = Grandchild
5 = Other relative 

(please fill in)8 = Friend, neighbor, church Members, etc.
7 = Paid caregiver

(32-33) How long have you known the care receiver? (years)

(34-35) How long have you been a caregiver to this
individual? (years)

(38) Are you the only caregiver for this individual?
1 = Yes 2 = No

If no, who else?

How much of the total care do others provide (hours per day and duties)?
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(37) Do you live with the care receiver? 1 Yes 2 = No

If No to (37) answer a and b:
(38-39) a. On average, how many times a week do you provide care

to the care receiver?

(40-41) b. On average what is the time (minutes) it takes you to
reach the care receiver's home? (from your work, home
or school)_

(42-43) Whether you live with the individual or not, how
many hours per day do you spend in caregiving activities?

Employment
(44) Are you employed? 1 = Yes 2 = No

If Yes:
a. Please describe your job responsibilities:

(45-46)

(47)

b. How many hours per week do you work?

c. How stressful is this work for you?

0
not at all
stressful

1 2
moderately
stressful

3 4
extremely
stressful

Household
(48) Counting yourself how many people live in your household?

(49) a. Is one of them your spouse? (1 = Yes, 2 = No)

(50) b. Any children (minor or adult) (enter number 0, 1, 2, etc.)

(51-58) ___, ___ , , ___ What are the children's ages? (blank if none)

(52) c. Other(s)? 1 = Yes 2 = No Who?

(53-54) On average, how many hours per week do you spend in providing
services (cooking, cleaning, laundry, etc.) for the others in your
home? (Please exclude the care receiver if they live with you.)

(55) a. How stressful are household chores for you?
0 1 2 3 4

not at all moderately extremely
stressful stressful stressful

School
(56) Are you enrolled in school? 1 = Yes 2 = No

If Yes:

Please describe the program that you are in.
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(57) Are you a full-time or part-time student?
1 = full-time 2 = part-time

On average, how many hours per week do you spend on
school related activities?

(60) a. How stressful is school and related activities for you?
0 1 2 3 4

not at all
stressful

moderately
stressful

extremely
stressful

Volunteering
(61) Are you involved in any volunteer, community service or

church activities? 1 = Yes 2 = No

If Yes:

a. What organization?

(62-63) b. On average, how many hours per week do you spend
on volunteer, community service or church activities?

(64) c. How stressful are these activities for you?

0
not at all
stressful

I 2
moderately
stressful

3 4
extremely
stressful

(65-66) About how many times have you gone to
for yourself, in the past year?

a physician,

If yes, for what reason(s)?_

(67) Have you been hospitalized or taken to the emergency room for any
illness or injury in the past year?
1 = Yes 2= No

If yes, for what reason(s)?

(68) _. Do you currently have any chronic or serious illness? (1=Yes, 2=No)
If yes, what illness?

(69) Are you currently taking medication? (1=Yes, 2=No)
If yes, what medication(s) and for what disorder?

(70)

(71)

Level of education category.

- Caregiver's household income category.

(58-59)

gill1 II- It I -
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Caregiver's Education

I = less than 8th grade

2 = finished 8th grade

3 = some high school

4 = high school diploma or GED

5 = some college or business/trade school,
but not a 4 year degree

6 = 4 year college degree

7 = some graduate work

8 = graduate degree

Caregiver's Annual Household Income

I = under $10,000

2 = $10,000 to $19,999

3 = $20,000 to $29,999

4 $30,000 to $39,999

5 $40,000 to $59,999

6 = $60,000 to $89,999

7 = $90,000 to $149,999

8 $150,000 and over



49

Demographic Questionnaire (Post)

(1-7) MZY SRDP No.

(8) j (time: 1=pre, 4=post, 5=follow-up)

(9-10) 01 (Instrument-card)

(11) _ (place: 1=TCOM, 2=UNT, 3=Phone, 4=Home)

(12-17) 1../ Today's date

(18-23) ._/__ Date of GAP family conference (code 9's if no conference)

(24) -_Interviewer S

(25) . Interviewer's interview number

(26) . Were you the individual who participated in the first
interview? 1 = Yes 2 = No

s*******************lf (26)=No complete this quetionna
if (28)=Yes answer questions with ** in front.

(27-28) - Age

(29) Gender (1=male, 2=female)

(30) - Ethnicity: (1=Caucasian/white, 2=African American/black,
3=Hispanio, 4=Asian, 5=other

(31) - Relationship to the care receiver

1 = Spouse
2 = Child
3 = Child-in-Law
4 = Grandchild
5 = Other relative (please fill in)
6 = Friend, neighbor, church members, etc.
7 = Paid caregiver

(32-33) ___, How long have you known the care receiver? (years)

(34-35) _.__ How long have you been a caregiver to this
individual? (years)

**(36) ____ Are you the only caregiver for this individual?
1 = Yes 2 = No

If no, who else?

How much of the total care do others provide (hours per day and duties)?
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(37) Do you live with the care receiver? 1 = Yes 2 No

If No to (37) answer a and b:
(38-39) a. On average, how many times a week do you provide care

to the care receiver?

(40-41) b. On average what is the time (minutes) it takes you to
reach the care receiver's home? (from your work, home
or school)

(42-43) Whether you live with the individual or not, how
many hours per day do you spend in caregiving activities?

Employment
(44) Are you employed? 1 = Yes 2 = No

If Yes:
a. Please describe your job responsibilities:

(45-46) __

(47) _ _

b. How many hours per week do you work?

c. How stressful is this work for you?

0
not at all
stressful

1 2
moderately
stressful

3 4
extremely
stressful

Household
(48) Counting yourself how many people live in your household?

(49) a. Is one of them your spouse? (1 = Yes, 2 = No)

(50) b. Any children (minor or adult) (enter number 0, 1, 2, etc..)

(51-58) , _, _, ___, ___ What are the children's ages? (blank if none)

(52) c. Other(s)? 1 - Yes 2 = No Who?

(53-54)_ On average, how many hours per week do you spend in providing
services (cooking, cleaning, laundry, etc.) for the others in your
home? (Please exclude the care receiver if they live with you.)

(55) a. How stressful are household chores for you?
0 1 2 3 4

not at all moderately extremely
stressful stressful stressful

School
(56) Are you enrolled in school? 1 = Yes 2 = No

If Yes:

Please describe the program that you are in.
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(57) Are you a full-time or part-time student?
I = full-time 2 = part-time

(58-59)___ On average, how many hours per week do you spend on
school related activities?

(60) a. How stressful is school and related activities for you?
0 1 2 3 4

not at all
stressful

moderately
stressful

Volunteering
(61) Are you involved in any volunteer, community service or

church activities? 1 = Yes 2 = No

If Yes:

a. What organization?____

(62-63) b. On average, how many hours per week do you spend
on volunteer, community service or church activities?

(64) c. How stressful are these activities for you?

0
not at all
stressful

1 2
moderately
stressful

(65-66) About how many times have you gone to a physician,
for yourself, in the past year?

If yes, for what reason(s)?

Have you been hospitalized or taken to the emergency room for any
illness or injury in the past year?
1= Yes 2 = No

If yes, for what reason(s)?

(68) Do you currently have any chronic or serious illness? (l=Yes, 2=No)
If yes, what illness?

(69) Are you currently taking medication? (1=Yes, 2=No)
If yes, what medication(s) and for what disorder?

(70)

(71)

Level of education category.

Caregiver's household income category.

extremely
stressful

3 4
extremely
stressful

(67)
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RSBOurces Checklist
Col

(1-7) MSRDP *
(8) (Time: 1=Pre; 4=Post; 5=Follow-up)(9-10) 02~ (Instrument-card)

Please check the resources listed below that You have used inconnection with caring for your relative duringtthe past one month.
(11) any visiting nurses service or association
(12) any home health service including hospice service
(13) any homemaker service including maids and otherhousehold help

(14) any in-home meal service like "Meals on Wheels"
(15) any senior day care, other respite care, or volunteersitter

(16) any transportation service

(17-18) any other help with your relative (please list)
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(1-8) MSRDP NO.

( 9) _ (time: 1=pre, 2=post, 3=follow-up)

(10) _ (Instrument-card)

BURDEN INTERVIEW

INSTRUCTIONS: The following is a list of statements, which reflect how people
sometimes feel when taking care of another person. After each statement,
indicate how often you feel that way, never, rarely, sometimes, quite
frequently, or nearly always. There are no right or wrong answers. Please
circle one answer for each question.

4)

4)
z

-4)

>4

4) :j
S 4)

4J 44~

>4 0

43

Col.

1. Do you feel that your relative asks for-
more help than he/she needs?

2. Do you feel that because of the time you
spend with your relative that you don't
have enough time for yourself?

3. Do you feel stressed between caring for
your relative and trying to meet other
responsibilities for your family or work?

4. Do you feel embarrassed over your
relative's behavior?

5. Do you feel angry when you-are around
your relative?

6. Do you feel that your relative currently
affects your relationship with other family
members or friends in a negative way?

7. Are you afraid what the future holds for
your relative?

8. Do you feel your relative is dependent
upon you?

9. Do you feel strained when you are around
your relative?

10. Do you feel your health has suffered because
of your involvement with your relative?

11. Do you feel that you don't have as much
privacy as you would like, because of
your relative?

0 1 2 3 4 (11)

0 1 2 3 4 (12)

0 1 2 3 4 (13)

0 1 2 3 4 (14)

o 1 2 3 4 (15)

0 1 2 3 4 (16)

0 1 2 3 4 (17)

0 1 2 3 4 (18)

0 1 2 3 4 (19)

0 1 2 3 4 (20)

0 1 2 3 4 (21)



56

41
z

12. Do you feel that your social life has
suffered because you are caring for
your relative?

13. Do you feel uncomfortable about having
friends over because of your relative?

14. Do you feel that your relative seems to
expect you to take care of him/her, as if
you were the only one he/she could depend
on?

15. Do you feel that you don't have enough
money to care for your relative, in
addition to the rest of your expenses?

16. Do you feel that you will be unable to
take care of your relative much longer?

17. Do you feel you have lost control of your
life since your relative's illness?

18. Do you wish you could just leave the
care of your relative to someone else?

19. Do you feel uncertain about what to do
about your relative?

20. Do you feel you should be doing more for
your relative?

21. Do you feel you could do a better job in
caring for your relative?

>9

0
La
0
'C

U) >4

41 o
0 ,. 4)Q

Ss u4

>% (

z>

Co .

0 1 2 3 4 (22)

0 1 2 3 4 (23)

0 1 2 3 4 (24)

0 1 2 3 4 (25)

0 1 2 3 4 (26)

0 1 2 3 4 (27)

0 1 2 3 4 (28)

0 1 2 3 4 (29)

0 1 2 3 4 (30)

0 1 2 3 4 (31)

0

44
0

44
0
2

22. Overall, how burdened do you feel in
caring for your relative?

r4
44J

41

>9

0
44
0
Li
0

~0
0

41

4J

>9

0
S
0
La
44
x
'4

0 1 2 3 4 (32)
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Recent Life Events

Read down this list of events.

This first part has to do with your relative for whom you are a caregiver.
Tell the interviewer which ones happened in the past one month (that is
happened between this time last month and now).

relative)

relative)

relative)

relative)

relative)

relative)

relative)

relative)

relative)

relative)

relative)

relative)

relative)

relative)

relative)

relative)

relative)

relative)

said something inappropriate.

wandered off.

did not sleep through the night.

was incontinent of urine.

soiled him/herself.

accused others of stealing things.

took a fall.

refused medicines.

forgot to take medicines.

refused meals.

made a mess at mealtime.

struck out at me or others.

did things that annoyed me or others.

needed help with bathing, dressing, grooming, feeding.

got angry or frustrated and threw things.

did or said something embarrassing in public.

got confused and could not complete a task he/she started.

tried to eat a non-food item.

1.

2.

3.

4.

5.

6.

7.

8.

9.

10.

11.

12.

13.

14.

15.

16.

17.

18.

(My

(My

(My

(My

(My

(My

(My

(My

(My

(My

(My

(My

(My

(My

(My

(My

(My

(My
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This second part has to do with your life in general. Now tell -theinterviewer which ones hapene directly t yg. in the past one month (thatis happened between this time last month and now).

19. Your pet was very sick and needed extra attention.

20. You had to stop a hobby, sport or other recreational activity.'

21. You called off a planned (weekend or longer) vacation.

22. You had to attend a funeral service.

23. You broke an important rule or commandment of your religion.

24. You ran out of money and could not cover living expenses this month.

25. You received threatening news from a creditor (by phone or mail).

26. Your rent or mortgage payment was increased.

27. You had an unexpected expense over $50.00.

28. You found a large unfavorable error in your check book balance.

29. Your car broke down.

30. You were a passenger in a car/bus with a poor driver.

31. Your household plumbing, electrical, etc. broke down.

32. Your home had too much heat for a day or more.-

33. Your home had too little heat for a day or more.

34. One of your household appliances broke down or stopped running well.

35. Your neighbor's noise disrupted your sleep.

36. Repair person or apartment superintendent failed to fix something
properly for you.

37. You had to wait a long time for a repair person to arrive at your home.

38. You saw unwanted household pest (roaches, mouse, spider, etc.).

39. Your child became sick and needed your attention.

40. You had an argument with a family member (not spouse/mate).

41. You argued with your spouse/mate.

42. You were criticized by your child(ren).

43. You discovered that your child has a problem with his/her spouse.

44. You were criticized or blamed for something by a family member.
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45. Your usual visit with your child was canceled or postponed.

46. You discovered your child has a problem at work.

47. You were criticized by spouse/mate.

48. You were critical of spouse/mate.

49. You discovered a friend, relative, or neighbor was a victim of a crime.

50. You were cheated or short-changed in a store.

51. A close friend or a relative of yours died.

52. Your close friend(s) left the neighborhood.

53. You were criticized by a friend/acquaintance.

54. You argued with a friend/acquaintance.

55. Your friend/acquaintance failed to show up for scheduled meeting.

56. You missed an important appointment.

57. Your friend/acquaintance did not return your call.

58. You met an unfriendly or rude person.

59. You heard rumors of layoffs that would affect your job.

60. You had added pressure to work harder/faster on your job.

61. You had to work overtime on your job when you did not want to.

62. Your workplace ran out of supplies you needed to do your job.

63. You had a physical illness or injury occur or get worse.

64. Your allergies flared up or air pollution caused you extended
discomfort.

65. You began a day with physical pain or discomfort.

66. You got very tired in a short time.



C2L. (1-7) MSRDP #
(8) Time (Pre=l;

(9-10) Instrument-card __J

Event I Times

Post=4; Follow up=5)

Cope E

(13)

(18)

(23)

(28)

(33)

(38)

(43)

(48)

(53)

(58)

(63)

(68)

(73)

1_ (78)

(14-15)

(19-20)

(24-25)

(29-30)

(34-35)

(39-40)

(44-45)

(49-50)

(54-55)

(59-60)

(64-65)

(69-70)

(74-75)

(79-80)

Co L (1-7) MSRDP _

(8) Time (Pre=1; Post=4; Follow up=5)
(9-10) Instrument-card __Q7

Event I
(11-12)

(16-17)

(21-22)

(26-27)

(31-32)

(36-37)

(41-42)

(46-47)

(51-52)

(56-57)

(61-62)

(66-67)

(71-72)

Times

(13)

(18)

(23)

(28)

(33)
(38)

(43)

(48)

(53)
(58)

(63)

(68)

(73)

Cope E

(14-15)

(19-20)

(24-25)

(29-30)

(34-35)

(39-40)

(44-45)

(49-50)

(54-55)
(59-60)

(64-65)

(69-70)

(74-75)

(76-77) (78) (79-80)

61

(11-12)

(16-17)

(21-22)

(26-27)

(31-32)

(36-37)

(41-42)

(46-47)

(51-52)

(56-57)

(61-62)

(66-67)

(71-72)

(76-77)
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Event Questions

About how
month?

many times did this event happen in the past one

one time . .. . . .. ... ...V.)....1

a few times .............. 2

fairly often................3

very often.... ............ 4

just about every day...........5

How satisfied are you with how you dealt with (this event)?

very satisfied.............. +2

somewhat satisfied ........... + 1

neither satisfied nor dissatisfied . . . . 0

somewhat dissatisfied..........-1

very dissatisfied .............- 2
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Event Questions

Interviewer: (Enter event number under Event 1) Direct the participant
to the event they just said happened by stating: You were just tellingme repgat the event happened during this past month.

Times: About how many times did this event happen in the past one month?

one time....................................(code as 1)
a few times....................................(code as 2)
fairly often-................................(code as 3)
very often...................................(code as 4)
just about every day-.........................(code as 5)

Then go on to the satisfied (coping efficacy) question below.

Cope E.(If one time) How satisfied are you with how you dealt with
repeat the event when it happened this past month?

(If more than one time) On average, how satisfied are you with how
you dealt with repeat the event when it happened this past month?

very satisfied.............................+2
somewhat satisfied..........................+1
neither satisfied nor dissatisfied...........0
somewhat dissatisfied........................-l
very dissatisfied...-.-- -..-..-.............-2

Interviewer: If the respondent is able to read the answer choices, you
may read the question to them while they follow along and point to the
answer choices reminding them that +2 is very satisfied and -2 is very
dissatisfied. They may respond to any answer choice listed from the +2
to the -2. If they seem to have trouble reading or are hesitant you may
need to remind them again of the event. Ask them the coping efficacy
question again, this time reading the answer choices as well.

Interviewer: After the coping efficacy question has been answered, go
back to the Recent Life Events Questionnaire and continue with the next
item listed.
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Col.
(1-8) MSRDP I

(9) ____ (Time: 1=Pre, 2=Post,3=Follow-up)
(10) __ (Instrument-card)

How I Feel Scalp 3

For the following statements, circle the number which
feelings about your relative.

best describes your

1. 1 am uncertain about what to do with
(my relative) .

2. I am reassured knowing as long as I help
(my relative), he/she is getting proper-
care.

3. I should be doing more for
(my relative).

4. 1 could do a better job in caring for
(my relative).

5. In general, I feel able to handle most
problems in the care of (my relative).

6. I am pretty good at figuring out what
(my relative) needs.

7. I really enjoy being with (my relative).

8. (My relative) shows real appreciation for
what I do for him/her.

9. (My relative's) pleasure over some little
thing gives me pleasure too.

10. Helping (my relative) has helped me feel
closer to him/her.

11. It makes me happy knowing that (my
relative) is being cared for by family.

12. I take care of (my relative) more
because I want to than out of a sense
of duty.

0 O0

00
4$

0'-P $4 p
0 0

>1l 0 0:

H $46 03

(11)

1 2 3 4 5 (12)

1 2 3 4 5 (13)

1 2 3 4 5 (14)

1 2 3 4 5 (15)

1

1

2

2

3

3

4

4

5

5

(16)

(17)

1 2 3 4 5 (18)

1 2 3 4 5 (19)

1 2 3 4 5 (20)

1 2 3 4 5 (21)

1 2 3 4 5 (22)
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