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BURDEN AND HUMOR: RELATIONSHIPS TO MENTAL HEALTH IN

SPOUSE CAREGIVERS OF ALZHEIMER'S DISEASE VICTIMS

ABSTRACT

Depression has been identified as the major mental health problem

in spouses caring for their husbands or wives with Alzheimer's Disease

(AD). Since a growing body of literature reports the physiological,

immunological, psychological, and social benefits of humor and laughter,

this descriptive study was designed to examine the relationships among

caregiver burden, use of humor, and mental health in spouses caring for

their AD patients at home. The Buffum Caregiver Humor Use Assessment

Tool (BCHUAT) was developed for this population, and beginning

psychometric evaluation was performed. The sample consisted of 72

spouse caregivers, the majority of whom were white women with middle

range incomes (60% female, 40% male; age 72.7 ± 6.2 years).

Instruments utilized in this cross-sectional mail survey included

Medical Outcome Study Mental Health Index, Caregiver Burden Interview,

Coping Humor Scale, Demographic Data Sheet, and BCHUAT. Initial

support for the reliability and construct validity of the new instrument was

demonstrated in this study. Correlation, multiple regression, ANOVA, and

chi-square tests were used to analyze the data.
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Significant findings include: 1) burden explained 34% (p<.001) of

variance in mental health; 2) use of humor explained 11% (p<.001) of

variance in mental health; 3) use of humor is negatively related to burden

(p<.01); 4) husbands rate their AD patients with higher severity ratings

than do wives (p<.001); 5) satisfaction with help has a negative

association with burden (p<.001) and a positive association with mental

health (p<.001). Compared to non-caregivers, this sample was

psychologically distressed, suffering from more anxiety and depression.

The use of humor is positively associated with mental health but it

does not significantly mediate the impact that burden has on caregivers'

mental health. While no causal inferences can be made from convenience

sampling, the study findings suggest that AD caregivers use humor to cope

with the devastating symptoms of Alzheimer's Disease. Hence, the focus of

future nursing research and practice should be the identification of factors

related to the reduction of caregiver burden, evaluation of satisfaction with

help, and effectiveness of humor intervention in enhancing caregiver

outcomes. Further validation of the BCHUAT is warranted with diverse

caregiver groups.
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CHAPTER 1

THE STUDY PROBLEM

Introduction

The purpose of this chapter is to present background information for

the present study. It discusses historical information about the relationship

between humor and health and the rationale for spouse caregivers of

Alzheimer's Disease victims as the population of interest. Specific

problems that these caregivers encounter are presented. Since the type of

debilitation contributes to the ongoing and changing problems of spouse

caregivers, a brief overview of Alzheimer's Disease (AD) is presented. The

chapter offers a statement of the problem and an introduction to important

study concepts. Additionally, the specific aims and significance of this

study are identified. The research questions guiding the study are

presented, and a summarizing review ends the chapter.

Background

Humor

Value and Th i i

Humor is the recognition and verbal, written, or gestured expression of

that which is funny, ludicrous, amusing, or ridiculous (The Oxford English

dictionary, 1933; Supplements, 1976). The notion that humor has
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therapeutic properties can be traced back to early recorded history of

people. The Old Testament (1917) offers an example of early thought

about the value of cheerfulness, merriness, lightheartedness: "A merry

heart is a good medicine; But a broken spirit drieth the bones" (Proverbs

17:22, p. 904). Aristotle (1943) believed that amusement was a pleasure

and as important as relaxation. During his time laughter was

recommended for strengthening the lungs and improving the health of the

whole person (Goldstein, 1987). Similarly, a 16th century physician,

Mulcaster, wrote that laughter was a healthy physical exercise which could

help those having cold hands, cold chests, and melancholia (Mulcaster,

1581/1887).

In modern times, the value of humor is reflected in popular magazines

Such as Reader's Digest (1991), which has a specific feature entitled,

"Laughter, the Best Medicine" (p. 103). Personal ads for attracting mates

include desired characteristics offered or wanted, such as funny, witty, good

Sense of humor, humorous, fun-loving, likes to laugh (Jewish Community

Bulletin, 1992, February 28; Pacific Sun, 1992, February 28). Most people

like to laugh.

Annually, for the past ten years, the Institute for the Advancement of

Human Behavior (1992) has presented "The Power of Laughter and Play
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Conference." The objectives of this four-day conference include the

improvement of health and well-being for health professionals and all other

interested persons. Presenters demonstrate practical applications of humor

for stress reduction, prevention of illness, promotion of health, and

management of guilt and other negative feelings. Health professionals

present innovative strategies for incorporating humor into health care, such

as laughter therapy and hospital humor rooms. Humor, laughter, and play

are part of a positive attitude espoused for contributing to healing cancer

victims (Jampolsky & Cirincione, 1990; Ljungdahl, 1989; Siegel, 1986;

Simonton, 1990). No research to date correlates specific humor modalities

with health.

hysiological Description

Physiological humor studies first appeared in 1965. Overall, humor

and laughter are believed to restore homeostasis, stabilize blood pressure,

Oxygenate the blood, massage the vital organs, stimulate circulation,

facilitate digestion, and relax the system (Fry, 1986; Keith-Spiegel, 1972).

The relatively few studies using physiological measurements validate these

claims. Laughing and crying both produce increases in urinary

catecholamine excretion (Levi, 1965). Laughter causes more respiratory

changes than sadness and tearfulness (Averill, 1969). It increases
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peripheral oxygenation (Fry & Stoft, 1971) and has a unique respiratory

pattern (Fry, 1977).

William Fry (1986) is a leader in the physiological assessment of

humor. He reports physiological changes throughout the entire body

during laughter. Laughter increases muscle activity, enhances respiratory

activity and oxygen exchange, stimulates the cardiovascular system,

stimulates the sympathetic nervous system, and stimulates the production of

catecholamines. Laughter, the response to humor, provides a type of

internal jogging during which the entire body exercises. Further, it is Fry's

opinion that laughing 100 times per day equals 10 minutes of vigorous

exercise (Fry, 1977). The after-laughter period produces relaxation during

which time there is a decrease in heart rate, blood pressure, and muscle

tension (Fry, 1979).

ling Power of H It ºn hter

Norman Cousins (1979) popularized the healing power of humor and

laughter with his own case study involving self-selected humorous movies to

treat his own ankylosing spondylitis. Cousins found that hearty laughter

from humorous stimuli reduced pain, promoted uninterrupted sleep, and

provided a feeling of calm. Cousins' work stimulated further study about

the relationship of humor and laughter to health.
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Immunological studies demonstrate that positive emotion, including

laughter during the viewing of humorous videos as opposed to neutral

videos of scenery, increases spontaneous lymphocyte blastogenesis and

natural killer cell activity (Berk, Tan, Napier, & Eby, 1989; Berk, Tan,

Nehlsen-Cannarella, Napier, Lewis, Lee, & Eby, 1988). Two studies

(Dillon, Minchoff, & Baker, 1985; Lefcourt, Davidson-Katz, & Kueneman,

1990) report increases in salivary immunoglobulin A in response to viewing

humorous stimuli in college students. The quantity and intensity of

laughter required to increase any of the above immunological measures are

unclear. Nonetheless, the experience of positive emotion, which occurs by

rating funniness of humorous stimuli, correlates with increases in blood and

salivary levels of immunoglobulin A.

The relationship of salivary immunoglobulin A to immune status is

also unclear, so conclusions must be tentative (M. Kemeny, personal

communication, January, 1991). That is, without a mitogen challenge to

produce specific immune reactions, the salivary immunoglobulin is non

specific and is not necessarily related to the humorous stimuli (E. Khouri,

personal communication, January, 1991). The increases in immunoglobulin

in blood and salivary levels are interesting phenomena, however, and

suggest that changes occur along with emotional stimuli.
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Problems in dying Humor

Humor is a multifaceted concept that is described as a quality of the

personality and as a phenomenon that has unique functions. A component

of humor is the sense of humor, a personality trait (Eastman, 1972; Landis

& Ross, 1933). A sense of humor includes abilities to understand, to

respond verbally or nonverbally to something funny, and to create

funniness in response to minimal humorous stimuli. Humor is the funny

stimulus itself. Humorous responses include feelings of amusement, slight

grimacing and smiling and all forms of laughing, from a chuckle to giggling

to hearty guffaws, and nonverbal gestures like clowning or mime (Hall &

Allin, 1897). A humorous response is associated with a mood (Lefcourt &

Martin, 1986), a style of thinking (Olszewski, 1989), social context (Coser,

1959, 1960; Fry, 1963) and a personality trait (Cattell & Luborsky, 1947;

Ziv, 1984). Great variations exist between people and within the same

people about what is funny about any given situation. Humor studies

often acknowledge the close link of humor to positive emotions and

attitudes, such as playfulness (Goodman, 1983), feelings of comraderie

(Ziv, 1984), degrees of cheerfulness (Mindess, 1971), feelings of

accomplishment (Hobbes, 1958), and degrees of enjoyment and happiness

(Hegeseth, 1989).
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The functions of humor are described often in health care settings

(Coser, 1959, 1960; Fox, 1959; Gaberson, 1991; Hegeseth, 1989; Henn,

1983; Lipson & Koehler, 1986; Robinson, 1977; Ruxton, 1988). Robinson

(1977, 1988) categorizes humor as having communication, social, and

psychological functions. Accordingly, humor is a way people convey their

feelings about each other and about the topic under discussion. Joking

relationships are established between individuals, and the use of humor

becomes an expected mode of communication (Radcliffe-Brown, 1940).

Humor can put people at ease with one another or it can distance them if

the humor is offensive.

Socially, humor provides a way to communicate in a group, and is

specific to that group (Fry, 1963). In a study of psychiatric staff

conferences, laughter occurred following situations requiring group tension

release, following expressions of uncertainty over a controversial issue, and

following an expression of individuals’ needs for support or status, and

following violations of objective reality (Goodrich, Henry, & Goodrich,

1954). On a psychiatric ward, Coser (1959) found the social functions of

humor among patients to include the reinterpretation of their experiences,

entertainment, communication, conveyance of interest in each other, an

opportunity to make a collective experience from individual situations, and
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a way to strengthen solidarity of the group. In a like manner, humor can

be used for social control (Ziv, 1984). The social functions vary with the

group. In support groups for AD caregivers, humor often relates to funny

stories of patients' activities (C. Pence, personal communication, January,

1992).

Robinson (1977) describes humor as a coping mechanism, a way to

relieve tension, an outlet for hostility and anger, an escape from reality,

and a way to lighten burdensome thoughts about illness or losses. A

certain amount of tension must exist for humor to relieve the anxiety about

it. If the anxiety level is too high, however, the humor can fall flat. For

humor to relieve anxiety effectively, the humor must originate with the

anxious person, rather than someone else (Blank, Tweedale, Cappelli, &

Ryback, 1983). Other authors describe humor as a coping mechanism, as a

way to relieve stress, fear, and anxiety (Rosenberg, 1991; Warner, 1991).

For the AD caregiver, humor as a coping mechanism may be

therapeutic. From observations of support groups, most caregivers state

that although there is nothing funny about AD, laughter is better than

crying. One caregiver stated that when her family could no longer laugh,

institutionalization occurred (C. Bolla, personal communication, January

1991).
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Not al mor is Beneficial

Not all humor is beneficial. Deleterious effects of humor are

discussed minimally in the literature. From the psychoanalytic view, Kubie

(1971) warns that patients are too vulnerable and will misinterpret the

therapist's humor, laughing as expected but feeling that they are being

laughed at. In agreement with this view, Morreall (1987, 1988) purports

that humor use is immoral if the feelings of the targeted person are

offended. He adds that suffering should not be laughed at for the amusing

enjoyment of the laughers. "Laughing at" is to be avoided and "laughing

with" is the sign of possible benefit of the humor. Philosophers and

psychologists agree generally that there is moral responsibility for using

humor, that harm should be avoided (Wooten, 1987), sensitivity and

consideration exercised (Eberhart, 1987), and that laughter and mockery

are emotions that can be controlled (Aristotle, 1943).

The abilities to perceive and respond to humor are altered in some

brain disorders. Black (1982) found that gelastic epilepsy was associated

with hypothalamic lesions. Persons with dementias such as Alzheimer's or

Pick's disease are known to undergo a change in their sense of humor,

frequently making silly jokes or finding serious matters humorous and

being unable to take things seriously (Ironside, 1956). Ethyl alcohol
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poisoning can result in inappropriate, excessive, or uncontrollable laughter

(Goldstein, 1987). Similarly, the hebephrenic type of schizophrenia, now

known as the disorganized type, is known for silly affect and uncontrollable

bursts of sometimes prolonged laughter (APA, 1980, 1987). The healthful

aspects of humor are generally not associated with these pathological

conditions. The implications from these observations are that humor and a

sense of humor involve cognition, a sense of social appropriateness, and a

feeling of mirth (Goldstein, 1987).

Findings From ntitative Measures of H r

Laughter or responsiveness to humorous stimuli is not measured by

quantitative humor instruments. That is, scales designed to measure humor

address the sense of humor (Svebak, 1974), situations that might appear

humorous (Martin and Lefcourt, 1983), and the use of humor as a style of

coping (Martin and Lefcourt, 1983). The Sense of Humor Questionnaire

(Svebak, 1974) describes aspects of humor as emotional expressiveness,

metamessage sensitivity, and likingness of humor. The latter two subscales

-the ability to find humor in things and the liking for humor--demonstrated

adequate reliability and validity measurement (Lefcourt and Martin, 1986).

According to the two Canadian researchers, Martin and Lefcourt,

Svebak's scale only measured part of the sense of humor. They developed
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the Situational Humor Response Questionnaire (1983) to explore

preference for the use of humor in specific situations. Further, they added

another tool, the Coping Humor Scale (1983) to measure the preference

for using humor in tense situations. Lefcourt and Martin (1986) consider

that the three instruments administered together represent the sense of

humor. Recently, Thorson and Powell (1991) dispute the reliability of

these three tests and report that they inadequately represent the multi

faceted dimensions of the sense of humor.

The above tests, taken together and separately, have been used in

most humor studies since 1986. To date, these instruments have been used

on over 1000 college students. Such studies address the relationships

between humor and anxiety, stress, and depression. For example, Lefcourt

and Martin (1986) report that humor reduces the impact of stress if the

individual values it, produces it, and uses it in everyday life situations.

With these same tests in a comparable population, Nezu, Nezu, and

Blissett (1988) found that humor moderated stress for depressive but not

for anxiety symptomatology.

In sum, a variety of tests have been used which measure aspects of

humor--sense of humor, situational responses to humor, humor as a coping

strategy, and jokes or cartoons as humor stimuli. These instruments were
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developed for college age populations, with scenarios depicted in the tests

based on college-age and college-culture. These tests are not intended, nor

are they reliable, for an elderly population (R. Martin, personal

communication, May 6, 1991).

The Need for a New Tool and ific Populati

The Buffum Caregiver Humor Use Assessment Tool was designed for

the present study. Based on a review of the humor research literature, the

present study addresses humor as a resource available to human beings

which is composed of three parts--value placed on use of humor, frequency

of use of humor, and social context availability for humor. Instruments to

date do not test these specific components.

Humor literature and research concur with the components included

in the Buffum Caregiver Humor Use Assessment Tool presented in this

study. A value placed on the use of humor is necessary if humor is to be

included in one's life (Eberhart, 1987). Personal preference exists about

how and when humor is used, and it can reduce stress (Frankl, 1963;

Martin & Dobbin, 1988) and anxiety (Blank et al., 1983). The amount that

it is used varies with each person. Humor occurs between individuals in a

social context (Fox, 1959; Robinson, 1977) and can serve to reduce tension

(Henn, 1983; Rosenberg, 1991; Warner, 1991).
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Since most humor studies involve college students, there are no

instruments specific to an elderly population. Moreover, there are no

instruments specific to a caregiving population, whose stresses differ from

both college-age and from non-caregiving populations. Stresses of college

life may be transiently severe, but are usually short-lived. In contrast,

spouse caregivers of Alzheimer's Disease patients take care of their loved

ones indefinitely in the face of chronic and progressive deterioration. Since

humor is often situation-specific (Martin & Lefcourt, 1983), caregiving

provides a real and ever-present series of events. The Buffum Caregiver

Humor Use Assessment Tool is a beginning effort to assess the use of

humor as a resource in these caregivers. The present study provides

preliminary validity data for this tool.

Humor in Geriatrics

The enjoyment of humor and the creation of humor do not stop at any

certain age. Humor is one of the mature defenses for successfully dealing

with disadvantageous circumstances, which aging brings with it (Vaillant,

1977). Freud (1928) viewed humor as an advanced defense indicative of

maturity, although he did not speak about aging. In an exploratory study

of twenty older married couples, Malinski (1991) summarized the language

of the participants, "...laughing at oneself helps one forget problems, feel
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young and healthy, keep a positive attitude, and feel good when the

laughter is shared with others" (p.72). Seeing the humor in life can lessen

the impact of stress, and the ability to laugh at oneself comes with maturity

(Mindess, 1971).

The use of humor in a geriatric population is recently evident in the

humor literature. An entire book is devoted to humor and aging

(Nahemow, McCluskey-Fawcett, & McGhee, 1986). According to Schaier

and Cicirelli (1976), appreciation of jokes depends on a match between

ability level and the cognitive demand of a joke; they believe that

appreciation increases with age and, with some jokes, comprehension

decreases. There is no change in emotional intensity of humor

appreciation with aging. Gender differences exist in that young and elderly

women, as opposed to young and elderly men, failed to find humor in

cartoons depicting pain (Barrick, Hutchinson, & Deckers 1990).

ITIOT III ment in geriatri

Studies in the elderly have measurement problems similar to other

humor studies. That is, in a study of jokes by the aged, Palmore (1986)

reports that themes emerged about sex, death, and personal, physical, or

mental decline. The author acknowledges that the jokes that the elders

told may have been different had not the interviewer been young and
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attractive. Another example of measurement problems is the testing of the

sense of humor in the elderly with Martin and Lefcourt's (1983) Situational

Humor Response Questionnaire, which has been validated only in the

college population (Simon, 1988, 1990). Since culture, gender, generation,

and individual differences influence funniness of jokes, the use of jokes and

cartoons for testing the sense of humor is problematic at all ages. The

sense of humor--an ability to enjoy and/or to create something funny--is

not best understood by whether or not laughter occurs from jokes (Babad,

1974). Humor measurement is discussed in detail in Chapter 2.

mor and Health: hesi

The relationship between humor and health remains tenuous despite

physiological and immunological research. Indeed, humor responses are

not easy to measure. One's state of health can be related to many known

and unknown factors, some of which include heredity, age, prior history,

Socioeconomic status, gender, culture, and education. Certainly a gap

exists in the knowledge about how humor influences health and illness.

A healthy attitude contributes to a healthy body (Pelletier, 1977;

Siegel, 1986). Further, one's state of mind has an important influence on

perceptions about one's health and the development of illness (Murrell,

Himmelfarb, & Wright, 1983). The sense of humor is part of a positive

s
_*-

*-

s s
> =
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attitude which can influence health perceptions, quality of life, and feelings

of contentment with life (Cousins, 1979; Siegel, 1986). In sum, an older

population is selected in this study because elderly persons generally have

more physical problems than the young, and their use of humor may have a

relationship with their feelings about their health or the discomforts of

illness and aging processes. Such feelings, thoughts, and perceptions

comprise one aspect of health--mental health.

Mental Health and Humor in the Elderly

Health is defined in the present study to include only mental health.

Mental health incorporates psychological well-being and psychological

distress (Stewart & Ware, in press). Since humor moderates the effects of

stress on depressive symptomatology (Nezu et al., 1988) in a younger

population, an investigation into an older population is warranted. As will

be presented, spouse caregivers of AD suffer from depression at rates

greater than non-caregiving controls. Whether or not humor (the use of

humor) is related to the mental health of spouse caregivers is investigated

in this study.

Ul aregivers of Alzheimer’s Di Victim

The following sections introduce the prevalence of AD, the problems

of spouse caregivers in particular, the concept of burden, coping strategies,

:
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demographic variables, and caregiver mental health. In the present study,

spouse caregivers are the husbands and wives aged 60 years and older

living at home with their afflicted partners. They are the primary

caretakers for their patients, meaning that they arrange all of the care

including that which they provide themselves. Although many studies

include all family caregivers, the current study examines only spouses. In G
this manner, problems specific to spouses can be identified and compared g
with other studies involving like populations (Borden & Berlin, 1990). --

valen –
An estimated four million elderly people in the United States have –

senile dementia of the Alzheimer's Type (Daniels & Irwin, 1989). About St --

eighty percent of these people reside in the community, most living with a s
care-taking spouse or an adult child (Dellasega, 1989; Gaynor, 1989). ~
Spouses are at greatest risk for health problems because they are elderly

themselves and their abilities to perform physical tasks may diminish with

normal aging (Borden & Berlin, 1990; Kuhlman, Wilson, Hutchinson, &

Wallhagen, 1991; Motenko, 1989). Consequences of keeping the AD

patient at home include worsening of existing health problems and/or

development of new ones, deepening of emotional problems, injuries

involved in caregiving, and the need for more supportive home services
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(Brown, Potter, & Foster, 1990; George & Gwyther, 1986; Haley, Levine,

Brown, Berry, & Hughes, 1987b). These problems are severe for spouses

because of pre-existing poor health, the longevity of caregiving required for

AD, and anticipation of widowhood (Borden & Berlin, 1990).

Il Il f ivin

In the last decade many researchers have investigated family caregiver

characteristics (Horowitz, 1985; Stone, Cafferata, & Sangl, 1987) and the

consequences of caregiving (Baumgarten, 1989; Clipp and George, 1990;

Haley et al., 1987b; Jones & Vetter, 1984). Findings indicate that

caregivers experience considerable emotional, physical, financial, and social

problems during the caregiving period, which can last up to ten or more

years. The extensive body of Alzheimer's Disease literature includes these

difficulties in measurable concepts such as caregiver burden (Zarit, Reever,

& Bach-Peterson, 1980), distress (Anthony-Bergstone, Zarit, & Gatz, 1988),

strain (Cantor, 1983; Robinson, 1983), and even well-being (George &

Gwyther, 1986). Whether or not the impact of caregiving is defined as

burden, distress, strain, or compromised well-being, researchers are in

agreement that caregivers become exhausted (Lawton, Kleban, Moss,

Rovine, & Glicksman, 1989). While spouses are less likely than adult

children to institutionalize their AD patient, spouses are more likely to

–
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become unable to continue caregiving (George & Gwyther, 1986). Often,

the elderly spouses who assume the caregiving role must relinquish care to

tend to their own faltering mental and physical health.

Burden

Burden is the term which represents the emotional, physical, financial,

and social problems that result from assuming the caregiving role. Burden,

or problems related to caregiving, is associated with physical and mental

health (Gilhooly, 1984; Haley et al., 1987b). While actual limits in

resources pose a burden to caregivers, the perception of the toll of

caregiving as burdensome is a subjective assessment. The loss of a loved

one through gradual mental deterioration is devastating, and by itself poses

emotional turmoil. Even in the face of financial and supportive resources,

caregivers may feel both depressed and burdened. These constructs are

interrelated and correlate highly in the literature (Baumgarten, 1989;

Brown, Potter, & Foster, 1990).

The actual problems which AD caregivers describe pose varying

degrees of burden at different times. Socially inappropriate and

disoriented patient behaviors are stressful for some caregivers (Deimling

and Bass, 1986). Some caregivers report a change in expectations which

may enable them to persist in the role for prolonged periods of the illness
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(George & Gwyther, 1986; Haley et al., 1987b; Pruchno & Resch, 1989a,

1989b).

Caregivers attending support groups report that problematic patient

behaviors include wandering, overattachment to the caregiver, attempts to

drive, demandingness, constant interruption, confusion about location and

orientation, inappropriate behavior in public, changes in sexual behavior,

resistance, violence, hostility, suspiciousness, lack of recognition of

caregiver, refusal to eat, incontinence, sleep disturbances, falls, and limited

mobility (Nelson, 1991; C. Pence, personal communication, December,

1991; A. Sorgen, personal communication, December, 1991). Resulting

personal problems for the caregivers include lack of privacy, inattention to

own health needs, isolation from friends and family, physical demands,

interrupted sleep, constant worry, frequent contact with police for finding

the wandering patient, and fear that the patient will hurt him/herself or the

caregiver or someone else.

The caregiver literature suggests that the actual symptoms of the

dementia process are not the most crucial factors in determining

institutionalization or in influencing caregiver well-being (Hirschfeld, 1983;

George & Gwyther, 1986; Zarit, et al., 1980). Fear of the unknown future

is the foremost concern that affects caregiving morale and tension (Zarit et
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al., 1980) and well-being (Wilson, 1989b). Conceivably, this fear could

change because of educational opportunities about AD through support

groups, Alzheimer's Associations, and diagnostic centers. Nevertheless, the

course of disease varies in each person, creating an uncertain future and an

unrelenting source of tension and frustration.

ing with ivin

Relatively little attention is focused on actual coping strategies that

caregivers employ for managing the care of their loved ones at home

(Pearlin, Mullan, Semple, & Skaff, 1990). In a study of 60 spouse

caregivers Neundorfer (1991) found that a wishing-emotive style of coping

was a significant predictor of caregivers' depression and anxiety. Wishing

emotive coping is characterized by wishing the situation would go away,

angrily confronting the patient and the situation and letting feelings out,

and blaming and criticizing oneself for problems. Similarly, Borden and

Berlin (1990) report wishful thinking is associated with lower levels of well

being in 61 spouse caregivers. In contrast, the use of problem-focused

forms of coping, such as action-orientation, correlates positively with

caregivers' self-reported overall physical health (Harvis & Rabins, 1989)

and burden (Pratt, Schmall, Wright, & Cleland, 1985). A positive focus is

correlated with higher levels of well-being (Borden & Berlin, 1990).
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Effective coping strategies described in the caregiver literature include

seeking help (Barusch, 1988) and seeking information from health

professionals about the disease (Elias, Hutton, Bratt, Miller, & Weinstein,

1987). Because the cause of AD is unknown, caregivers are seeking

information on a regular basis, always interested in new research

medications and behavior management techniques; the unknown cause is a

burden in itself (C. Pence, personal communication, January, 1992).

Additionally, lower burden scores are reported with caregiver confidence in

problem-solving, reframing the problem, spiritual support, and extended

family (Pratt et al., 1985). Through qualitative exploration, Wilson (1989a)

describes specific things that caregivers actually do to cope, such as

diversionary practices and solace seeking through religion. Pearlin et al.

(1990) includes the use of humor as a specific coping strategy; this work is

in progress.

Demographics

Demographic variables are explored in this study for description of the

population and for association with burden, use of humor, and mental

health outcomes. Most caregiver studies are biased toward white, middle

class samples (Kuhlman et al., 1991). The current study utilizes an

anonymous survey method which depends on a convenience sample of

s
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interested caregivers. For accurate description of the population and for

comparison with other studies, the demographics examined include

caregiver's age, gender, ethnicity, religion, occupation(s) throughout life,

current employment status, amount of education completed, and number of

years of marriage to AD victim. Demographics associated with burden, use

of humor, and mental health include these items as well as length of

illness, severity of illness, type of help, and satisfaction with help.

Age,

Age may be related to burden in that physical problems increase as

the caregiver's age increases. Further, grief and a sense of loss are

associated with losing the patient to a nursing home because of the

caregiver's own failing health (A. Sorgen, personal communication,

December, 1991). Caregiver literature is contradictory about age as a

predictor of depression. Older caregivers have more psychological

symptoms than younger caregivers, but physical symptoms and depression

do not vary with age (Fiore, Coppel, Becker, & Cox, 1986). On the other

hand, another study reports more strain in the younger caregivers

(Gilleard, Gilleard, Gledhill, & Whittick, 1984). Neundorfer (1991) found

in her study of spouse caregivers, ages 60 to 85, that younger caregivers

tended to be more depressed than older caregivers. The interrelatedness
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of the concepts of burden, strain, and depression or mental health

complicate the interpretability of the findings.

enGICT

Gender is explored because wives, as compared with husbands, have

been described as more distressed in the caregiving role (Borden & Berlin,

1990; Pruchno & Resch, 1989b). Men show higher levels of well-being

(Borden & Berlin, 1990).

ngth of illn nd severi

How long the patient has had AD and the severity of affliction are

considered in the present study for description purposes and for correlating

with the caregivers’ burden, use of humor, and mental health. As the

disease progresses the patient's behavior may become more easy to manage

because there is less resistance and the caregiver has learned to adapt

(George & Gwyther, 1986). Neundorfer (1991) found that caregivers'

health outcomes were not related to patient problems. Rather, health

outcomes were related to the stress of caregiving. Other studies report

contradictory evidence that patient symptoms are related to caregiver

burden (Given, Collins, & Given, 1988; Miller, McFall, & Montgomery,

1991). The relationship of burden to patient characteristics is unclear

(Zarit, 1989; Cheek, 1987). The length of time of caregiving may influence
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the burden that the caregiver experiences. Likewise, the severity of the

disease may influence the caregiver's mental health by decreasing the

caregiver's time away from tasks.

Il nd hel

Whether or not a caregiving spouse can leave the patient or obtain

help depends on availability of both help and money. The payment for

Alzheimer's Disease services such as day care and respite centers may limit

service to those who can afford high prices or those who are eligible for

assistance. Further, paying sitters requires financial resources beyond the

limits of elders living on fixed incomes. Consequently, the relationships

that income has to caregiver burden and to mental health warrant

examination (Ward, 1990).

The availability of help in taking care of the AD patient and the

satisfaction with that help contribute to the caregiving experience. Enough

help and satisfaction with the support predicts depression and general

psychopathology (Fiore, Becker, & Coppel, 1983). In categorizing support

needs of family caregivers, Norbeck, Chafetz, Wilson, and Weiss (1991)

found that caregivers to the elderly identified their needs in instrumental

areas. Specifically, instrumental areas for these caregivers means respite

and household help. Respite, time away from the role, is a prevalent need
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that is frequently mentioned because of the lack of this support.

Household support involves help with caring for the chores around the

house. Caregivers describe problems in getting groceries, housework,

cleaning up after messes that their patients leave, and having the energy

for giving care to their spouses (anonymous caregivers, personal

communication, December, 1991). Types of help examined in the present

study include day care, respite, visiting nurses, and sitters and paid

attendants.

Satisfaction with help.

Caregivers’ needs for help vary with each individual and his/her AD

patient and with time. The type and amount of help is effective if the

caregiver feels satisfied with that help. The level of satisfaction with help

is reportedly decreased over time (Zarit, Todd, & Zarit, 1986). That is,

the hardest periods of caregiving are associated with higher levels of

depression and with dissatisfaction with help (Pagel, Erdly, & Becker,

1987). A caregiver can have unlimited resources but feel depressed and

burdened and that none of it is effective because of those feelings. Types

of help include physical support and services and emotional supports,

referred to in the caregiver literature as social support (Baillie, Norbeck, &
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Barnes, 1988). This study examines the relationship between satisfaction

with help and mental health.

Caregiver Mental Health

Mental health is a continuum between psychological distress and well

being (Stewart & Ware, in press). Haley et al. (1987b) report that 43% of

caregivers had clinically significant depression scores compared to 0%

among matched controls. The diagnosis of major depression in the elderly :
is confounded by physical illnesses, gender, social and economic factors *

(Blazer & Williams, 1980). The prevalence of clinically significant

depression in the elderly varies from a low rate of 1% to 4% in healthy

elderly to a high rate of more than 50% in acutely ill hospitalized geriatrics =
and nursing home residents (Borson, 1988).

- *-

Depression is the predominant psychological problem in caregivers. It *-~
may be a mood, a response to chronic stress, a clinical syndrome in need of

treatment, or a specific situational event. Whether or not depression is

clinically significant is unclear in the literature. The measures of

depressive symptomatology in caregiver studies vary, and some weight

somatic symptoms heavily, thereby influencing a depression diagnosis

(Blazer & Williams, 1980). Eagles, Craig, Rawlinson, Restall, Beattie, and

Besson (1987) purport that the majority of caregivers are stressed rather
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than psychiatrically disturbed. Most AD caregiver studies are cross

sectional (Baumgarten, 1989), and one-time questionnaires do not

adequately assess depressive mood or disorder.

Some caregivers experience positive adjustment to the role and find

gratifications in caregiving (Motenko, 1989). These caregivers enjoy better

mental health, experience well-being, scoring lower on depressive

measurement tools (George & Gwyther, 1986). The present study utilizes

a definition of mental health which incorporates well-being in addition to

psychological distress.

Alzheimer’s Disease

Alzheimer's Disease, named in 1907 after the German

neuropathologist, Alois Alzheimer, is an age-related, progressive disorder

of the central nervous system. It is the most prevalent of all nonreversible

dementias, accounting for between 50% and 70% of all diagnosed cases of

dementia (Cohen, 1990). The disease is characterized by chronic cognitive

dysfunction and intellectual impairment, and the cause is unknown. It

usually begins after age 65, and prevalence increases with age. AD is

believed to affect up to 10.3% of persons over 65 and up to 47% of the

population over age 85 (Cohen, 1990; Evans, Funkenstein, Albert, Scherr,

Cook, Chown, Hebert, Hennekens, & Taylor, 1989). It is the fourth
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leading cause of death in persons over age 65 and accounts for 90,000 to

100,000 deaths per year (Nelson, 1991). More common in women than in

men, it is estimated that half of the nursing home population has AD

(Daniels & Irwin, 1989). According to Coughlin & Liu (1989), the over-80

age group is the fastest growing segment of the population and the disease

is expected to affect 7.4 million individuals by 2040.

A major problem for caregivers is that the cause of AD is unknown.

This means that the patient will deteriorate progressively over a prolonged

period of time; for the caregiver, this implies suffering through a long

terminal illness during which time the patient will even forget who the

caregiver is. Caregivers evaluate their own emotional and physical stamina

to persevere in caring for their loved ones at home, knowing the period of

illness is different for each individual.

ical f AD

Several main theoretical models exist as possible explanations (Nelson,

1991). The genetic model maintains that there is a hereditary

predisposition through an autosomal dominant trait. In some families,

members representing four or five generations have developed Alzheimer's

Disease (Burnside, 1988).
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The toxin model explains that certain environmental elements may be

causative factors. High concentrations of aluminum have been found in

autopsied brains of afflicted persons, but this finding may be indicative of

an effect of the disease rather than a cause (Cohen, 1990). Related to this

model is the theory that an infectious agent, such as a slow-growing virus,

could be a cause of AD. This remains in question, since research has not

isolated a virus and there is no evidence that the disease can be

transmitted from person to person (Cohen & Eisdorfer, 1986).

The acetylcholine model is based on the notion that cognitive deficits

may occur because of the reduction of acetylcholine in the cortex, which

has been found at autopsy (Burnside, 1988; Kvale, 1986). Research is

currently focused on drugs which might increase the amount of

acetylcholine in the brain. Food products, such as lecithin and choline,

which are broken down to form acetylcholine, have not been proven

beneficial in the treatment of AD. Carlsson (1987) suggests that other

neurotransmitters may be deficient, and others have suggested immune

system deficits (Cook-Deegan, Mace, Baily, Chavkin, & Hawes, 1988).

The abnormal protein model maintains that AD is caused by an

abnormal protein structure, which prevents normal nerve cell function. At

autopsy the brains of persons with AD were found to have twisted

Cº.
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filaments in neurofibrillary tangles (Cohen & Eisdorfer, 1986). Tangles

appear as dense and insoluble particles of material inside damaged

neurons. Plaques appear on the outside of neurons and are clumps of

beta-amyloid protein intertwined with dead and dying branches of

surrounding nerves (Brownlee, 1991). This finding led to research on

protein metabolism. Further, a genetic component has been discovered in

protein metabolism. That is, families with predilections for AD were found

to have defects in the genes that give rise to the protein beta-amyloid, a

toxin to brain neurons. In normal brains, this protein does not exist, as it

is a precursor to other protein metabolism. These findings were found in

England and again in France and Japan (Brownlee, 1991).

Decreased oxygen has been advanced as another possible cause of the

disease. Both plaques and tangles may prevent adequate oxygenation by

blocking blood and nutrients from nerve cells (Scheibel, Duong, &

Tomiyasu, 1987). Sleep apnea, present in some patients, may also decrease

oxygenation to the brain (Hoch, Reynolds, Nebes, Kupfer, Berman, &

Campbell, 1989).

Diagnosing AD

The diagnosing of AD is difficult at best because the symptoms

resemble many other neurological and behavioral disorders. The disease

s
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may exist for several years without medical detection, although relatives

may report forgetfulness over the past years. A "possible" diagnosis is

given when contributing factors exist which also cause dementia, such as

Parkinson's Disease and multi-infarct dementia. Treatable disorders that

present similarly are ruled out and include hypothyroidism, uremic

encephalopathy, subdural hematoma, vitamin deficiency, drug-induced

dementia, or depression (Black & Hughes, 1987; Pluckhan, 1986; Petrie,

1985).

Diagnosis involves extensive testing, which is stressful and expensive.

In addition to laboratory tests as part of physical examination, current

Screening involves brain scanning, such as Computed Tomography (CT),

Positron Emission Tomography (PET), Single Photon Emission Computed

Tomography (SPECT), or Magnetic Resonance Imaging (MRI) (Jagust &

Eberling, 1991). Assessments are also made on cognitive functioning,

motor functioning, activity of daily living assessment, and neurological

examination. Mental status testing and interviews with the patient and

family are done. Only a "probable" AD diagnosis is given based on

findings which rule out possible contributing and complicating factors.

Brain biopsy at autopsy is confirmatory of AD when neurofibrillary tangles

and neuritic plaques in the brain are found.

:
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Alzheimer's Disease progresses differently in different individuals.

One thought is that those younger than 55 suffer a more rapid decline

while those over 65 may suffer gradual decline, sometimes over twenty

years (USDHHS, 1984). In contrast, other researchers report that onset

age is not related to symptom progression (Dastoor & Cole, 1985; Haupt,

Kurz, Pollman, Romero, & Lauter, 1991; Ortof & Crystal, 1989). While

there are individual differences in symptom progression, many die from

pneumonia due to aspiration and the inability to swallow food.

Stages of Alzheimer's Disease

A major cause of burden and strain for families is the uncertainty of

what to expect or how to interpret possible symptoms in the AD patient

(Wilson, 1989b). The representation of the disease according to stages is

helpful because the caregiver can assess what is happening and what might

follow. Extensive description of stages have been developed which depict

cognitive deterioration associated with functional decline (Reisberg, Ferris,

de Leon, Kluger, Franssen, Borenstein, & Alba, 1989) and brain

involvement with associated behaviors (Brownlee, 1991; Nelson, 1991).

While wide variations exist the generally accepted stages of

deterioration of AD are classified as follows: Mild, characterized by

problems of recent and short term memory, lability, some personality

º º
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changes like irritability and quarrelsomeness; Moderate, characterized by

problems with confusion, orientation, and language; Severe, characterized

by wandering, perceptual alterations such as hallucinations and delusions,

disturbed sleep and wake cycles, difficulties with hygiene, grooming, and

feeding; Terminal, characterized by complete dependence, incontinence,

and eventual coma (Cutler & Prem, 1985). According to Brownlee (1991),

the hippocampus is the area of the brain affected in stage one or mild AD.

The parietal lobes are affected at stage two or moderate AD. The motor

cortex is affected at the later stages of AD.

Staging is also described in relation to the family's experience with

their dementing relative. Wilson (1989b) describes eight stages: 1)

noticing in retrospect that memory problems, language problems, or

unusual affect or behavior were occurring; 2) discounting and normalizing

by attributing the relative's changes to normal aging; 3) suspecting that the

worsening that could not be discounted means that something is seriously

wrong, and this stage is characterized by pervasive uncertainty; 4) searching

for explanations to seek confirmation that something is wrong--a diagnosis;

5) recasting or retrospective reappraisal of past situations which can now

be explained because of a confirmed diagnosis of AD; 6) taking it on--

facing the decision to provide home care for an indefinite period; 7) going

:
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through it--experiencing the unending list of problems as the AD

progresses; and 8) turning it over--when caregiving has become too

burdensome at too great a personal cost, and institutional care is sought.

The Study Problem

The problem under investigation in this study is the use of humor in

spouse caregivers of Alzheimer's Disease. Specifically, this study explores

the relationships between the use of humor, burden, and mental health in

this population. In the caregiver literature, most studies explore burden of

care and health outcomes related to caregiving. Burden, the physical,

emotional, social, and financial costs of caregiving, is well-established as

influencing mental health (Eagles et al., 1987; Haley et al., 1987b; Zarit,

Todd, & Zarit, 1986). Few studies address how caregivers, particularly

spouses, manage to continue despite endlessly distressing problems.

Spouse caregivers are at risk for deteriorating mental health because of

physical limitations associated with aging and caregiving, emotional

adjustment to the caretaking role instead of a healthy retirement, and

anticipation of functional widowhood/widowerhood while the person is

alive. Humor is purported to have therapeutic properties which can

influence mental health (Goldstein, 1987). In Alzheimer's Disease the

health of the caregiver is essential to the provision of home care for the
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patient, and the maintenance of mental health is vital for caring to

continue (Cohen, 1990). Humor is an unexplored resource in this

population, and its relationship to spouse caregivers’ mental health

deserves investigation.

Purpose of the Study

The purpose of this study is to examine the relationships between the

use of humor, the burden of caregiving, and mental health of spouse

caregivers of AD. Since the exploration of humor is new in this

population, the present study involves psychometric testing of a new

instrument, the Buffum Caregiver Humor Use Assessment Tool.

Specifically, the aims of this study are as follows:

1. To examine the relationships between the selected demographic and

other variables (age, gender, length of illness and severity, income,

help, and satisfaction with help), and burden, humor, and mental

health of spouse caregivers of AD.

2. To examine the specific relationships of burden and humor with the

mental health of spouse caregivers of AD patients.

3. To assess the reliability and validity of the Buffum Caregiver Humor

Use ASSessment Tool.
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Significance of the Study

The use of humor, the ability to make light of one's troubles, and the

sharing of amusement with others, are available resources to human beings.

The actual use of humor for maintaining mental health is discussed in the

professional caregiver literature, and is considered essential, particularly by

nurses (Buckwalter & Wooten, 1991; Buxman, 1991; Erdman, 1991;

Gaberson, 1991; Henn, 1983; Hutchinson, 1987; Lipson & Koehler, 1986;

Robinson, 1977, 1988; Rosenberg, 1991; Ruxton, 1988; Simon, 1990;

Warner, 1991). Little is known about the importance, availability, or use of

humor in a lay spouse caregiver population. It is well known that the

burden of caregiving to AD patients has a negative impact on the

caregiver's mental health. The contribution of this study is the specific

examination of the use of humor. Spouse caregivers who use humor may

describe less burden or may use humor to manage their burden. If those

spouse caregivers who use humor have better mental health than those

who do not, health professionals may intervene to assist this vulnerable

population in finding ways to make use of this unique and valuable
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Research Questions

Specific questions guiding the present study are the following:

What are the specific relationships among the selected demographic

variables? Are these variables related to burden, use of humor, and

mental health of spouse caregivers of AD?

Are there relationships among burden, use of humor, and mental

health in spouse caregivers of AD?

What is the relationship of burden to mental health?

What is the relationship of the use of humor to mental health?

To what degree does the use of humor affect the relationship between

burden and mental health?

Further exploratory questions are added related to instrument

development, as follows:

6. What is the correlation between the Buffum Caregiver Humor Use

Assessment Tool and the Coping Humor Scale (Martin &

Lefcourt, 1983)?

What is the internal consistency reliability coefficient,

Cronbach's alpha, for the Buffum Caregiver Humor Use

ASSessment Tool?

--
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8. Do the domains of humor include: a) the value placed on the use of

humor, b) the frequency of use of humor, and c) the social context

availability?

Summary

This chapter introduces the current study of humor, burden, and

mental health of spouse caregivers of Alzheimer's Disease. Each of these

concepts is defined and described, and the demographic variables are

discussed for descriptive and correlational purposes. The choice of spouses

as the population of interest is discussed. Indeed, these are the caregivers

at particular risk because of their own faltering mental and physical health

due to advancing age.

The cause of Alzheimer's Disease is unknown, and there is no known

treatment, which are burdensome notions to caregivers. A review of the

possible causes of Alzheimer's Disease is presented. Only a diagnosis of

"probable" Alzheimer's Disease can be made without an autopsy.

Diagnostic tests and staging categories are presented.

The literature on both caregivers of AD patients and humor is

plentiful. Burden and health outcomes are extensively studied, with the

conclusion that caregivers are definitely experiencing the physical,

emotional, social, and financial costs of caregiving. Depression is the most

s
s
<



Caregiver Humor

40

prevalent psychological problem in spouse caregivers. Caregiver coping

strategies, generally understudied, are presented. The literature supports

use of humor as one of the ways of coping with the ongoing burden of

caregiving.

Humor research is abundant with descriptions of physiological,

immunological, social, and psychological aspects of humor and laughter.

The important aspects of humor lie in its physiological, psychological, and

social functions. These functions are discussed with a historical perspective

on the relationship between health and humor. This study focuses

specifically on mental health. The use of humor as a coping mechanism is

addressed as one of the functions of humor.

The measurement of humor is problematic because humor is multi

faceted; it is a phenomenon, a personality trait, and a response. The

definition of humor and the responses to humor are discussed.

Quantitative measures of humor are discussed, and the rationale for

development of a new tool is presented--the Buffum Caregiver Humor Use

Assessment Tool. The components of this tool include the value placed on

the use of humor, the frequency of use of humor, and the social context

availability for the use of humor.
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No studies currently examine the use of humor in spouse caregivers,

but the literature addresses separately caregiving problems and

effectiveness of humor. The study's aims are to examine the relationships

between burden, humor, and mental health in this vulnerable population.

Whether or not humor mediates the relationship between burden and

mental health is investigated. Further, the study offers preliminary

reliability and validity investigation of a new humor tool specific to

geriatric caregivers.

The next chapter provides an extensive literature review of all of the

study concepts with attention on the relationship between humor and

health. Operational definitions are presented, and tools for measurement

are identified. The knowledge gaps in the literature are discussed, and the

assumptions underlying the current study are addressed.



Caregiver Humor

42

CHAPTER 2

LITERATURE REVIEW AND CONCEPTUAL DEVELOPMENT

Introduction

This chapter presents a review of the research literature of the types

of physical and mental health problems in family caregivers of Alzheimer's

Disease (AD) patients. It also includes a literature review of the humor

literature as related to physical and mental health, according to discipline.

The guiding construct of the present study is that humor is related to

health, specifically mental health. Physical health problems in both bodies

of literature are presented because physical health and illness are related

to mental health (Kiecolt-Glaser & Glaser, 1986, 1989; Siegel, 1986;

Simonton, 1990; Stein, Miller, & Trestman, 1991).

The study concepts--burden, humor, and mental health--are

presented. Operational definitions are presented in each section and the

measurement tools are identified. Discussion is provided about the

demographic variables which influence burden and/or mental health in the

AD family caregiver literature. These include the caregiver's age, gender,

income, type of help (frequency of help and helpfulness of family),

satisfaction with help, and the patient's length of illness and severity of

disease. Additional demographics for description of the sample include
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ethnicity, religion, occupations throughout life, employment status, years of

education completed, source of diagnosis of AD, and the number of years

married to AD patient.

Attention is directed to spouse caregivers as the population under

investigation. Caregiver coping strategies and the uses of humor as a

coping method are reviewed. Measurement problems of humor are

discussed with a presentation of the Buffum Caregiver Humor Use

Assessment Tool and its development. Finally, the end of this chapter

identifies the gaps in the literature and addresses the assumptions of the

study. A summarizing review is presented.

Caregiver Health

rational Definiti f iv

A caregiver is the person responsible for the care and well-being of

the patient with AD (Enright, 1991). Families generally assume the major

responsibility for caring for frail and impaired elderly people (Fitting,

Rabins, Lucas, and Eastham, 1986; Horowitz, 1985; Stone, Cafferata, &

Sangl, 1987). Even when formal supports are available, informal family

caregivers continue to assume the major responsibility (Holmes, Teresi,

Holmes, Bergman, King, & Bentur, 1989). Spouses are usually the first to

assume the caregiving role (Cantor, 1983). In the present study, the
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caregiver is the spouse who resides in the community with the AD patient.

They live together, self-proclaimed to be married.

The present study includes only spouses because they are most

vulnerable to further physical and mental health deterioration. First, the

increased age of spouses predisposes them to poor health. A second factor

is the toll that the fatigue of indefinite round-the-clock caregiving for years

may contribute to their deteriorating physical health. Spouses, as

compared to adult children, are the most resistant to institutionalizing their

patients (Colerick & George, 1986); many are determined to keep their

patients at home. Spouses report need for more hours of care for their

patients than other caregiver groups (Baillie, Norbeck, & Barnes, 1988).

Burden

Much research over the past decade on caregiver health has focused

on caregiver burden. In an effort to define burden, thirty three articles

were reviewed which relate burden to caregiver health measures. These

particular research articles were selected from a Melvyl-Medline computer

search and a cross-referenced hand search. Selection criteria included: 1)

publication between 1980 and 1990, 2) sample composition was demented

patients and their caregivers, 3) primary caregivers were spouses or adult

children living with the patients, 4) aspect of health was measured--
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emotional, psychological, and/or physical health, and 5) quantitative or

qualitative research designs.

Based on the above review, the caregiver literature defines burden as

having problems in social support (Johnson, 1983; Jones & Vetter, 1984;

Zarit et al., 1980), role strain (Brody, 1981; Robinson, 1983), stress

(Barusch & Spaid, 1989; Deimling & Bass, 1986), perceived life satisfaction

(Straight & Harvey, 1990), physical health (Cantor, 1983; Johnson, 1983),

financial worries (Cantor, 1983), time constraints (Arling and McAuley,

1983), and psychological well-being (George & Gwyther, 1986). A

recurring theme is that the caregiver's experience of burden may affect his

or her physical and mental health (Gilhooly, 1984; Haley et al., 1987b;

Pratt, Wright, & Schmall, 1987).

I Burden: iective or Obiective. Perceiv Real

Subjective or objective burden and perceived or real burden have

been controversial topics in the research literature. The caregiver's

experience of burden is subjective and refers to the link between patient

impairment and caregiver impact. It includes perceptions of the stress of

certain caregiving tasks and patient behaviors (Poulshock & Deimling,

1984). Some of the literature refers to objective burden, which refers to

non-relationship and non-emotion oriented aspects of caregiving, such as
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financial and living arrangements. There appears to be no universal

acceptance of subjective or objective burden. The perception of burden is

unique to each caregiver despite the fact that some of the burden may be

from objective aspects. In this sense, all burden is subjective.

In a review of caregiver health, Baumgarten (1989) found 200

correlates of burden. While each type of burden has been found to have

different correlates (Thompson & Doll, 1982), the distinction between the

subjective and objective burden has not been consistently maintained when

the social context of caregiving is examined (Zarit et al., 1980). A view

that follows is that the caregiver is the describer of the actual experience,

that all burden is subjective, and that burden may not even be the term

that best describes the situation (Gubrium & Lynott, 1987). Labeling

burden objectively is problematic and is nothing more than the researcher's

attributions (Stommel, Given, & Given, 1990). Because some caregivers'

descriptions of subjective burden match other caregivers' descriptions of

objective burden, it is clear that the terminology does not reflect the

experience.

rational definition TOICIn

Operationally, burden is defined in this study as being caregiver

problems identified in the psychological, physical, financial, and social
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realms of life (Zarit et al., 1980). The Caregiver Burden Interview (Zarit

et al., 1980) is utilized for measurement of these components of burden.

Demographics and Burden and Mental Health

In the caregiver literature, burden, or problems in emotional,

physical, financial, and social arenas, occur as a result of caregiving.

Burden and mental health overlap in the caregiver studies, since an aspect

of burden is emotional problems. Among spouse caregivers, gender plays a

role in burden. That is, Cantor (1983) found that the most strain was in

the caregiving wives who worried about the situation, who felt committed

to the role, and who had been emotionally close to their spouses. Other

researchers report higher levels of emotional strain in wives than in

husbands (Barusch & Spaid, 1989; Olesen, 1989).

Caregiving continues for an indefinite period, the anticipation of

which is a source of tension and concern (Zarit et al., 1980). While Novak

and Guest (1989) report that the length of caregiving and the severity of

the illness does not determine caregivers’ burden, mental health is not

measured. Hence, these variables are investigated in the present study in

relation to mental health.

Incomes of spouses has been found to be the lowest in the caregiving

populations (Cantor, 1983). Consequently, burden in spouses might be
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expected to be severe partly because of fixed and often low incomes with

decreased availability of services or support from others in the home.

Minority groups with low incomes are not usually included in the caregiver

studies (Kuhlman et al., 1991), presumably because they are not receiving

Services from any agencies and depend only on informal help (Enright,

1991). Entry into research projects is often limited to persons involved

with community services.

A review of AD caregiving studies published during the last decade

reveals that most caregiver studies are biased toward white, middle-class

samples (Kuhlman et al., 1991). Although the study questionnaire is in

English only, this investigation solicits participants from multiple sources

and locations within California. To provide an accurate description of this

convenience sample, demographics include age, gender, ethnicity, religion,

occupations throughout life, current employment status, years of education

completed, income, and years married to the AD victim.

Age and Gender

Age and gender differences in the experience of burden are

contradictory, depending on the particular study. Specifically, Pruchno and

Resch (1989b) found in 101 husbands and 214 wives that there were no

predictors of burden for husbands and the only predictor of depression was
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ill health. For the wives, burden was associated with poor health, less

emotional investment, greater spouse impairment, and provision of more

assistance with tasks. For these wives, less emotional investment was a

predictor of depression. In contrast, Fitting et al. (1986), in their study of

28 husbands and 26 wives, found that burden scores were higher for

younger wives and older husbands with increased impairment in patients.

Operational definitions,

In the present study, age and gender are demographic variables which

operationally defined as the years of age and gender of the caregiver,

respectively.

Length of Illness

The relationship of burden to caregiver characteristics is unclear

(Cheek, 1987; Zarit, 1989). Novak and Guest (1989) found, in their study

of 23 wives and 7 husbands, that neither severity of dementia nor length of

time of caregiving correlated highly with caregiver burden. Most studies

ask for length of time of caregiving without specification about date from

diagnosis (Robinson, 1989; Vitaliano, Russo, Young, Becker, & Maiuro,

1991).

The length of time of AD is an inexact measure because beginning

symptoms are often overlooked. Minor forgetfulness may be the first
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symptom, which family members notice but deny and explain by the aging

process (Wilson, 1989b). According to support group attenders, there is a

range of opinions about when Alzheimer's Disease began in their patients.

When symptoms are sufficient to alert family to the need for medical

assessment, diagnostic assessment may be sought. Wilson (1989b) reports

this phase as including an embarrassing event that the family can no longer

explain. Length of illness may be reported based on the diagnosis date.

Motenko (1989) explains that early symptoms produce more caregiver

burden because an adaptation in lifestyle is necessary. By measuring well

being, she reports that a sense of duty is less gratifying and more

burdensome, and this is associated with onset of symptoms. Indeed, in her

study of 50 female spouses of AD patients, more gratification and greater

well-being is associated with longer durations of caregiving. These women

adjusted well to the gradual and progressive deterioration of their

husbands; their well-being meant keeping husbands at home, continuing in

the caregiving role, and adjusting to lowered expectations.

Severity of Illness

Severity of AD is rated by diagnosticians with the global deterioration

ratings that are associated with degrees of dysfunction (Reisberg et al.,

1989). These ratings are not usually used or taught to caregivers.
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Caregiver ratings of AD severity is usually described as mild, moderate, or

severe, and is partially based on a subjective assessment (A. Sorgen,

personal communication, December, 1991). That is, the greater the

difficulty the caregiver experiences in feeding, toileting, and moving the

patient, the more severe the rating might be. The energy reserves or

fatigue of the caregiver may influence the rating.

Many educational groups provide caregivers with the generally

accepted stages of AD: mild, moderate, severe, and terminal (Brownlee,

1991; Cutler & Prem, 1985). The mild stage is characterized by problems

of recent and short term memory, lability, personality changes, irritability,

quarrelsomeness. The moderate stage is characterized by problems with

confusion, orientation, and language. The severe stage is characterized by

wandering, perceptual alterations such as hallucinations and delusions,

disturbed sleep and wake cycles, difficulties with hygiene, grooming, and

feeding. The terminal stage is characterized by complete dependence,

incontinence, and eventual coma. This last stage often entails nursing

home care.



Caregiver Humor

52

Operational definitions,

Length of illness.

In the present study length of illness is defined by the number of

years the patient has been ill with Alzheimer's Disease. The determination

of this amount of time is the caregiver's statement of the number of years

the patient has had AD.

Severity of illness,

In the present study severity of illness is defined by how severe the

symptoms of Alzheimer's Disease are. The caregiver is asked to rate the

severity according to mild, moderate, and severe. This rating is the

caregiver's subjective assessment.

Types of Help

Caregivers seek a variety of sources of help. Recent studies report

interventions with support (Haley, Brown, & Levine, 1987c) and

support/educational groups (Glosser & Wexler, 1985), in-home respite

services (Mohide, Pringle, Streiner, Gilbert, Muir, & Tew, 1990), and

telephone "helplines" (Coyne, 1991). Some caregivers utilize day care

centers (Baldwin, 1988; Berman, Delaney, Gallagher, Atkins, & Graeber,

1987; Caserta, Lund, Wright, & Redburn, 1987; Graham, 1989; Quayhagen

& Quayhagen, 1988), respite programs (Berry, Zarit, & Rabatin, 1991; H.
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Davies, personal communication, January, 1992), visiting nurses (Mohide et

al., 1990), and paid and unpaid sitters from family, neighbors, or

professional sources (anonymous caregiver, personal communication,

December, 1991). Respite relieves caregivers from the role for periods of

time, can enhance the relationship between caregiver and care receiver,

and help extend caregiving in the home (Berry et al., 1991).

With the provision of a "helpline" service, Coyne (1991) reports that

callers request at least three pieces of information per call and that the

most usual concerns are information about in-home services, dementia

information, day care services, and support groups resources. Twenty

percent of the caregiving callers were spouses caring for their patient at

home.

In an effort to determine the effect of help on mental health, Haley

et al. (1987c) investigated caregivers attending support groups by random

assignment. The attenders rated the most helpful aspects of the groups as

support, information, behavior management strategies, and social

involvement with other caregivers. They showed no improvement in

objective measures of depression, life satisfaction, social support or coping

variables. The investigators conclude that caregivers need comprehensive,

intensive, and expensive in- and out-of-home services for improvements in
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objective measures. Further, despite no objective improvement on

psychopathology scores, caregivers may value that which they obtain from

the support group more than their own distress reduction. Haley et al.

(1987c) consider a helpfulness rating an unreliable measure because health

outcome measures did not change.

A contrasting view of helpfulness rating is Glosser and Wexler's

(1985) study of 54 participants in an eight-week education/support group.

These caregivers rated the most helpful aspects as being support within

the group and information about medical and behavioral management of

their patients. They found such aspects as intrafamilial conflict resolution

and legal/financial/social problems less helpful. While alleviation of

burden was not measured, this study validates the value of support and

information. The ratings about the group experience and personal value

are different constructs from burden.

With the provision of a six-month in-home service of nursing care to

the patient, attention to the caregiver's health needs, respite at home, and

offer of a support group, Mohide et al. (1990) report no improvement in

average levels of depression or anxiety in comparison with controls who

received only patient care in the home. However, experimental group

caregivers revealed significant improvement in quality of life and
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satisfaction with nursing care, found the caregiver role less problematic,

and kept their patients home slightly longer than controls. This study

offered a valuable free service. The lack of mental health improvement

may be attributable to intractable burden for the stage of disease chosen

for study (moderate to severe) during which time an intervention may be

too late. The authors suggest possible inaccuracy in using measures of

mental health as outcomes of interventions for types of help. Again,

ratings of helpfulness may be better because of value for these services.

Operational definition,

Types of help are defined in the present study as consisting of day

care, visiting nurses, respite care, sitters and attendants, neighbors or other

volunteers, and family members. Types of help are services for the

caregiver which provide time away, help with household chores, or

instrumental help with caregiving (Wilson, 1989b). In the present study,

this definition does not include support groups as an exclusive type of help

because the focus is on the caregiver's temporary replacement from

caregiving tasks.
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Income

Operational definition,

The amount of money from all sources that a caregiver receives

annually before taxes is the operational definition for income in this study.

Socioeconomic status is one of the demographic variables which explains

variance in studies of caregivers' well-being (Cantor, 1983; Johnson, 1983),

but is under-studied. Hence, this study addresses income as a demographic

variable.

Financial problems are frequently-occurring stressful events which

have been given low weight in studies of mental health; finances may have

much variability and may be good predictors of psychological health

(Williams, Ware, & Donald, 1981). Persons with low incomes can only

afford Small amounts of paid help, whether in home or in day care or

respite services. Constriction of personal and social activities are frequent

consequences of caregiving for the AD patient (George & Gwyther, 1986),

with many caregivers experiencing the restriction as seriously problematic

(Christianson & Stephens, 1986). Loneliness and the loss of contact with

Supportive relationships may deprive caregivers of health-promoting

relationships (Cohen & Wills, 1985). Income may play a role in explaining

opportunity to have choices about leaving the AD patient for respite time.
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Miller and Montgomery (1990) found in their study of 1215 family

caregivers of frail elderly (AD and other) that wives as caregivers

experienced more social limitations because of income than husbands,

daughters, or sons. Income has not been explored extensively, possibly

because of a marked absence of minority group caregiving studies

(Kuhlman et al., 1991).

Satisfaction with Help

In this study satisfaction with help is a confounding variable which is

under-studied. The possible effect that it has on mental health is worth

investigating because it is described in the literature as an aspect of social

Support, yet it is not studied alone. In fact, terms are used interchangeably,

as will be discussed. Less burden may be experienced if there is a high

level of satisfaction with help (Morycz, 1985).

Social support contributes significantly (between 3% and 19% of

variance) to the mental health or well-being of spouse caregivers (Baillie et

al., 1988; Cantor, 1983; Haley, Levine, Brown, & Bartolucci, 1987a).

George and Gwyther (1986) found that caregivers who had little social

Support and said they needed more were significantly lower in all

dimensions of well-being, compared with those who had enough support.

Caregiver mental health was highly correlated with satisfaction with help
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from relatives in Gilhooly's (1984) study of 37 spouse caregivers of AD

patients. Among 68 spouse caregivers Fiore, Coppel, Becker, and Cox

(1986) found that satisfaction with help was the only significant predictor of

depression and general psychopathology. Robinson (1989, 1990) found that

the caregiver's received support accounted for 24% of variance in
*_

depression, that a negative attitude toward asking for support accounted for s
15% of variance in depression, and that the amount of social support did **
not contribute significantly to depression or to caregiver adjustment. ~

The caregiver's feelings about the support are important aspects of N

social support and help. Cohen and Wills (1985) report that social support S
makes a difference in well-being when 1) persons perceive that there are º
available interpersonal resources responsive to the particular stress, and 2) >
persons derive satisfaction from an ability to integrate into a social &
network.

Social support has had varying definitions in the caregiving studies,

which has produced controversy over whether or not social support makes

a difference to caregiver outcomes. Six studies report that high levels of

support are associated with better outcomes (George & Gwyther, 1986;

Haley et al., 1987a; Pagel & Becker, 1987; Quayhagen & Quayhagen, 1988;

Scott, Roberto, & Hutton, 1986; Zarit et al., 1980). Conversely, the
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amount of upset produced by the attempt to provide social support has

been positively correlated with depression (Pagel, Erdly, & Becker, 1987).

Divergent findings about the effect of social support may be

explained by the varied definitions which range from presence of a

confidant to amount of instrumental help and satisfaction with that help.

This latter construct may be part of social support, but it is not addressed

alone as a specific variable. A caregiver can have much help but feel it is

inadequate based on that caregiver's characteristics or stage in the

caregiving process (Wilson, 1989a, 1989b). Conversely, a caregiver may be

satisfied with help but reveal no change in mental health outcomes (Haley

et al., 1987c). Further investigation of satisfaction and factors contributing

to satisfaction are warranted even though mental health outcomes are not

consistently affected (Baillie, Norbeck, & Barnes, 1988; Berry et al., 1991;

Robinson, 1989).

rational definition

The operational definition of satisfaction with help in this study is the

caregiver's evaluation of effectiveness regarding quality and amount of help

from any source. One item is used to assess this construct, and it is

worded, "Is the help that you receive enough?" The choices are: never

enough, sometimes enough, usually enough, and enough. This question is
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investigator-created, since the literature does not identify a specific

question regarding this information.

Mental Health: Psychological Di Il ll-Bein

The construct of mental health comprises a continuum between

psychological distress and well-being (Veit & Ware, 1983). The more

recent caregiver literature replaces burden with measures of well-being

(Borden & Berlin, 1990; Motenko, 1989). Burden is also used as an

outcome, synonymous with psychological distress. The representation of

mental health is confusing in the literature because of the varying uses of

terminology, indicating that burden is both a response to caregiving--a

stressor, and an outcome of caregiving--psychological distress. The present

study views burden as an experience about caregiving and not an outcome

equivalent to psychological distress. The next section presents the recent

focus on the positive aspects of caregiving-- measuring well-being in

caregivers. Psychological distress is presented only briefly here, with more

detail in the discussion under depression.

Well-Being

The literature suggests that caregivers are motivated by love,

commitment, affection, and reciprocity (Horowitz, 1985; Johnson, 1983).

Well-being, an aspect of mental health, is described as a viable concept in
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the caregiver literature (Motenko, 1989). If given an opportunity, as with

an instrument that asks about gratification and well-being, caregivers

express positive feelings about their caregiving situations (Farran, Keane

Hagerty, Salloway, Kupferer, & Wilken, 1991). George & Gwyther (1986)

pioneered studies of well-being in caregivers, attempting to assess non

caregivers, avoiding an assumption that caregiving is stressful, eliminating

global summary scores, and encouraging separate and distinct measures

that characterized burden.

A shift from "burden" to "well-being" is reflected in George &

Gwyther's (1986) study of family caregivers' wellent as measured and

defined by physical health, mental health, financial resources, and social

participation. The caregivers were compared along the same measures

with random community samples; instruments were used that would

permit comparison to population norms. This study was a response to the

limitation of measuring burden, which could be used only with caregivers.

Findings demonstrated that caregivers had less well-being in the areas of

mental health and social participation. Further, spouses had lower levels

of well-being than adult children caregivers. These latter findings validate

previous work (Cantor, 1983) as well as argue with earlier work (Robinson,
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1983; Zarit et al., 1980). Nonetheless, the precedent had been set for

examining burden by looking at well-being.

The major advantage of examining well-being is its broader scope in

terms of instruments and availability of population norms. The studies of

well-being compare demented and non-demented patient groups (Eagles et

al., 1987) and caregivers for the demented and age-matched population

norms (George & Gwyther, 1986).

An exception to the comparative design is Motenko's (1989) study of

the well-being of 50 wives who were caregivers to their demented

husbands. Subjects were questioned about frustrations and gratifications

associated with caregiving. Well-being was measured with instruments

testing mood, general health, positive and negative affect, self-control, and

vitality. Frustrations and gratifications were measured as follows: 1)

marital relationship, which included emotional support from the husband,

gratifications from the marriage, and having the husband at home; 2) social

supports; 3) household chores; 4) the patient's illness, which included

severity of symptoms, duration of the illness, amount of supervision needed,

and level of abilities to perform daily living skills; 5) feelings of constraint

by the demands of caregiving; 6) frustration with limited self-care time; 7)

frustration with financial restrictions; 8) frustration with the husband's
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functional needs; 9) and the wife's emotional response to the illness, such

as anger, resentment, guilt, and feeling overwhelmed.

As might be expected, Motenko found that greater well-being was

associated with gratification and distress with frustration. Further, those

women who felt continuity in marital closeness since the onset of the illness

had greater gratification than those who perceived change. This adds to

Cantor's (1983) finding that spouses who had once felt emotionally close to

their partners, but lost that relationship due to the patient's dementia, felt

the most strain in caregiving. Frustrations were greatest at onset of

symptoms and diminished as routines developed despite the need for more

care. The use of language different from burden made positive experience

a measurable possibility.

hological Di

Most caregiver studies provide evidence that caregivers suffer from

psychological problems related to their experiences of taking care of their

patients. Psychological distress includes depression (Mace & Rabins, 1981;

Pagel & Becker, 1987; Pagel, Becker, & Coppel, 1985; Pruchno & Resch,

1989a, 1989b), fatigue (Mace & Rabins, 1981), anger (Rabins, Mace, &

Lucas, 1982), strain (Gilleard, Gilleard, Gledhill, & Whittick, 1984; Morycz,

1985), overwhelm (Chenoweth & Spencer, 1986), despair, demoralization,
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dysphoric mood, clinical depression (Fitting et al., 1986), mood problems

(Eagles et al., 1987), low morale (Pratt, Wright, & Schmall, 1987), hostility,

anxiety, obsessive-compulsive disorder, psychotic symptoms (Anthony

Bergstone et al., 1988), emotional distress (Harvis & Rabins, 1989;

Whittick, 1989), and use of psychotropics (anxiolytics, sedative-hypnotics,

antidepressants) (Clipp & George, 1990). More discussion of psychological

distress is included later in the depression section.

Operational definition,

Mental health is the concept under investigation in this study.

Specifically, mental health is the presence of well-being and the absence of

psychological distress which is characterized by anxiety, depression, and loss

of control over behavior and feelings. Well-being is the presence of a

positive mood state, a feeling of being in control of one's own behavior and

emotions, and a feeling of emotional belonging to others (Veit & Ware,

1983). Figure 1 illustrates mental health in a diagrammatic representation.

Mental health is measured in the current study with the Medical Outcome

Study (MOS) (Stewart & Ware, in press) which provides a mental health

index of psychological distress and well-being.
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PSYCHOLOGICAL DEPRESSION
DISTRESS

LOSS OF
BEHAVIORAL/
EMOTIONAL
CONTROL

MENTAL, HEALTH

GENERAL

PSYCHOLOGICAL
WELL-BEING

— EMOTIONAL TIES

Figure 1. A representation of mental health: Psychological distress and well-being
(Veit & Ware, 1983).
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Physical Health Problem

Most caregiver studies correlate burden with health problems

(Baumgarten, 1989; Robinson, 1989). Health is a state of physical, mental,

and social well-being, and includes the presence of disease (Travelbee,

1971). In caregivers, poor physical health affects mental health adversely

(Haley et al., 1987a, 1987b; Pratt et al., 1987). Specifically, greater burden

and more depression are associated with poor physical health (Gaynor,

1989; Haley et al., 1987a, 1987b; Pruchno & Resch, 1989a, 1989b).

Actual physical health problems are listed by few studies. From her

study of 87 wife caregivers, Gaynor (1989) described a trajectory of

problems over time as caregiving progresses from beginning of contact with

health professionals to 84 months. Between 21 and 32 months of home

caregiving there appears to be a transition between a healthy active elder

and a frequently ill elder with multiple chronic health problems. At 22

months the caregiver takes aspirin and vitamins and other over-the-counter

medicines for varying non-specific symptoms. At 32 months, minor

tranquilizers are used as well as aspirin for musculoskeletal complaints,

which are increasing. By 38 months caregivers report symptoms

diagnosable as illnesses such as hypertension and colitis. Sleep disorders

have developed by this time. By 50 months caregivers report frequent
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illnesses, use of prescribed medicines, and lack of motivation to pursue

good health with diet or exercise. A methodological problem exists when

sleep disorders are not clarified. That is, sleep disorders can be a symptom

of depression, a side effect of tranquilizing medication or alcohol, an

anxiety response to anticipatory awakening, fear of danger for self or for

the patient, or habit.

Two case studies revealed additional problems of eating (Farkas,

1980), herniated spinal disc, hypertension, stroke, and macular

degeneration (Sommers & Zarit, 1985). Additional problems cited in other

studies include arthritis, cardiac disease, back pain and discomfort, stomach

upset/indigestion, nervousness and anxiety, and depression (Dellasega,

1989; Miller, 1987). While men report hernias, women report anxiety,

depression, or stomach upset on a consistent basis.

Generally, caregivers have more chronic conditions, take more

medications, and utilize more health services as compared to non

caregiving controls (Haley et al., 1987b). More specifically, when

compared with controls, caregivers are reported to develop more upper

respiratory infections, are ill for longer periods, have more trouble

sleeping, and make more visits to physicians (Kiecolt-Glaser, Shuttleworth,

Dyer, Ogrocki, & Speicher, 1987).
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Immunity

Preliminary findings in immunologic research reveal immunologic

suppression in caregivers (Kiecolt-Glaser & Glaser, 1989; Kiecolt-Glaser,

Dyer, & Shuttleworth, 1988). That is, in a study of 34 caregivers and 34

socioeconomically matched controls, ages 60 to 80, comparisons revealed

significantly lower percentages of total T lymphocytes, helper T

lymphocytes, and helper-suppressor cell ratios (Kiecolt-Glaser et al., 1987).

Caregivers demonstrated immune system suppression similar to, but of

lesser magnitude than, immune-suppressed patients. Elderly persons have

fewer lymphocytes and less lymphocyte reproductive capacity, but the

difference in caregivers may be enough to account for the development of

illness or the persistence of chronic problems over time (Weksler, 1990).

There are no longitudinal studies of immunity in caregivers, and the

Kiecolt-Glaser et al. (1987) study is the only one that addresses immune

changes.

How changes in the immune system relate to the timing of the

development of disease is not well understood (M. Kemeny & G. Solomon,

personal communication, January, 1991). The relationship between

emotions and immunity is currently an area of investigation (Kemeny,

Solomon, Morley, & Bennett, in press; Stein, Miller, & Trestman, 1991).
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In a review of 22 studies relating depression to immunological changes, five

reported observable decreases in natural killer cell activity in patients with

depressive disorders when compared with normal controls. One study

found no significant difference (Stein et al., 1991). The consensus among

immunology researchers is that specific cell functions are still a mystery

and only inconclusive evidence exists to state a causal relationship between

depression and immunity.

Psychological influences on immunity are under investigation. It is

known that stressors alter the activities of lymphocytes and macrophages in

a complex manner that may be influenced by the physical and psychological

characteristics of the stressor and the timing of stressful events in terms of

inducing immune system changes (Dantzer & Kelley, 1989). In Levy,

Fernstrom, Herberman, Whiteside, Lee, Ward, & Massoudi’s (1991)

prospective study of 81 subjects aged 18 to 45 years, relationships were

found between stress, endorphin levels, and natural killer cell activity in

younger individuals, which predicted illness susceptibility over time.

Persistently low natural killer cell activity was associated prospectively with

higher illness morbidity. The interesting finding of this study is that lower

natural killer cell activity may be affected by circulating beta-endorphin,

since lower endorphin levels predicted the pattern of low killer cell activity
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and higher illness morbidity. This implies that volitional activity to

increase beta-endorphin can effect an increase in killer cell activity and

illness. There are no such studies to date in an elderly population.

The present study does not involve immune measures. Psychological

influences on immunity are not well enough established to warrant use of

intrusive procedures which are financially costly to perform. Immunity in

the elderly is not clearly related to illness development. Since the present

study investigates mental health, the use of immune measures would not be

effective in establishing an influence that physical health has on mental

health. (In a similar vein, a later discussion about humor and immunity

reveals that some immune measures are not yet valid indicators that health

is improved by laughter.)

Psychol I Probl

Psychological symptoms are reported in the research literature as an

outcome of burden. Specifically, the literature relates that the higher the

burden ratings the higher the psychological distress. Similarly, the lower

the burden ratings and the higher the gratifications/rewards, the higher the

caregiver well-being seems to be. Prevalent problems reported include

anxiety (Mohide et al., 1990), hostility (Anthony-Bergstone et al., 1988;

Clipp & George, 1990; Pagel, Becker, & Coppel, 1985), stress (Chenoweth
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& Spencer, 1986; Colerick & George, 1986; Eagles et al., 1987; Kiecolt

Glaser et al., 1987; Quayhagen & Quayhagen, 1988), depression (Farkas,

1980; Fitting et al., 1986; Haley, Levine, Brown, & Bartolucci, 1987a; Haley

et al., 1987b; Kiecolt-Glaser et al., 1987; Mohide et al., 1990; Morycz, 1985;

Motenko, 1989; Pagel et al., 1985; Quayhagen & Quayhagen, 1989; Rabins,

Mace & Lucas, 1982), anger (Farkas, 1980; Rabins et al., 1982; Rubinstein,

1989), Sadness (Rabins et al., 1982), distress (Anthony-Bergstone et al.,

1986; Kiecolt-Glaser et al., 1987; Whittick, 1988; Zarit, Todd & Zarit,

1986), loneliness and isolation (Kiecolt-Glaser et al., 1987), guilt (Farkas,

1980; Rubinstein, 1989), self-blame (Farkas, 1980; Pagel et al., 1985), worry

(Farkas, 1980), low morale (Gilhooly, 1984; Pratt et al., 1987), low life

Satisfaction (Clipp & George, 1990; George & Gwyther, 1986; Haley et al.,

1987a, 1987b; Mohide et al., 1990), and unhappiness (Novak & Guest,

1989).

Depression

Depression is the psychological problem identified most frequently in

the caregiver studies. Haley et al. (1987b) reported that 43% of caregivers

had depression scores of clinical significance compared to controls who

demonstrated no depression. The prevalence of clinical depression in all

elders varies from as low as 1% to as high as over 50%, the latter being



Caregiver Humor

72

acutely ill hospitalized geriatrics and nursing home residents (Borson,

1988).

Methodological problems in measuring depression in the elderly

include the use of tools which weight physical symptoms as evidence of

depression. Specifically, testing with both the Zung Self-Rating Depression

Scale and the Center for Epidemiologic Studies Depression Scale weight

somatic symptoms such that a diagnosis of depression may be a false

positive (Blazer & Williams, 1980). Some authors suggest rigorous

examination of the elderly when diagnoses of depression are made in the

presence of physical symptoms (Berkman, Berkman, Kasl, Freeman, Leo,

Ostfeld, Cornoni-Huntley, & Brody, 1986).

The seriousness of depression in caregivers is unclear. Distress

responses and acknowledgements of stress are not evidence of clinical

depression. The majority of caregivers are stressed rather than

psychiatrically disturbed (Eagles et al., 1987). Self-report instruments alone

may not reflect depression as well as clinical examination. According to

the DSMIII-R criteria (APA, 1987), the following symptoms must exist for

the diagnosis of depression: depressed mood most of the day for at least

two weeks; disturbed mood; four of these symptoms: weight/appetite

change, sleep disturbance, psychomotor agitation or retardation, low energy
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or fatigue, feelings of worthlessness or excessive guilt, poor concentration

or indecisiveness, recurrent thoughts of death. The present study utilizes

the Medical Outcome Study to measure mental health (psychological

distress or well-being); a depressed mood is evident in a low psychological

distress score and in a high depression subscale score. Clinical depression

is not evaluated in this study.

Gender,

Gender confounds depression. In a community sample of 962 males

and 1555 females over 55 years, one third of the females and one fourth of

the males showed self-reported conditions that correlated strongly with

depression (Murrell et al., 1983). Problems included those associated with

kidney, bladder, heart, lung, hardening of the arteries, and stroke. High

blood pressure, stomach ulcers, cancer, and diabetes were not correlated

with high depression scores for either gender. Generally, depression is

more frequently reported in females than males (Blazer & Williams, 1980).

Gender-related studies on caregiving demonstrate that there are more

female caregivers--spouses and adult daughters--and that depression is

more prevalent in this group. It is unclear how many women would be

depressed were they not caregivers.
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Husband caregivers have less distress than wife caregivers. Pruchno

and Resch (1989b) relate this to a greater amount of emotional investment

that women have in their marriages. The implication is that women suffer

more from spouse deterioration than do husbands. Zarit et al. (1986)

report that women are more likely than men to report symptoms.

Regardless of gender, caregivers who reside with the patient show more

stress symptoms, less life satisfaction, and more psychotropic drug use than

those whose patients are institutionalized (George & Gwyther, 1986).

Coping Strategies of Caregivers

"Coping represents behavior and practices of individuals as they act

on their behalf" (Pearlin et al., 1990, p. 590). Studies mentioning coping

styles and mechanisms explore how caregivers manage the situation,

manage the meaning of the situation, and manage the situational stress

symptoms. For example, in her constant comparative method with 20

interviews, Wilson (1989a) explicated the use of coping strategies as

follows: most caregivers say things to themselves to keep themselves going;

they seek spiritual solace, often through religious practices, for strength and

motivation to continue caregiving; they unburden themselves to those who

have been through the same experiences; and, still in the face of negative

choices, they choose to use diversionary activities for themselves--such as
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swimming and piano lessons. This is the only study which identifies coping

strategies throughout the phases of caregiving to demented spouses.

In their study of 54 family caregivers, Haley et al. (1987a) found that

coping responses were consistently related to caregiver outcome. Logical

analysis and problem-solving methods of coping were related to less

depression, better life-satisfaction, and better self-rated health.

Information seeking was related to better health outcome and affective

regulation was related to both better health and life-satisfaction.

Emotional discharge was related to higher levels of caregiver depression.

In this cross-sectional study the more depressed caregivers were those who

found their patients' behaviors problematic.

The effectiveness of coping strategies has been minimally studied

(Zarit, 1990). Pearlin et al. (1990) questioned their subjects extensively

about personal gain from caregiving, management of patient behavior,

management of meaning of the caregiving situation, management of

distress, and support for expression. These types of coping strategies,

based on interviewing caregivers from past research, are viewed as

mediators between stress of caregiving and outcome. Because this research

is still in progress only the description of this extensive study has been
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published. Theoretically, an ability to cope acts as a buffer against

deleterious caregiver outcomes.

Zarit (1990), a pioneer in investigating the effects of family caregiving

to the demented elderly, reports that the stresses of caregiving have been

well established, but what eases distress and what makes the experience

satisfying for some are understudied. The characteristics of those

caregivers who might enjoy their roles as caregivers may shed light on

effective coping mechanisms. Most research has been directed toward

correlating the negative aspects of caregiving with negative outcomes.

There is a need in the caregiver literature for examination of the effect of

specific coping mechanisms.

How caregivers cope with caregiving affects burden and mental

health (Haley et al., 1987a, 1987b). The present study specifically

addresses caregivers' use of humor and acknowledges that humor is a

coping strategy (Robinson, 1977, 1988). The specific function of humor for

coping is discussed in the next section.

Humor

verview

The motivating force guiding this study is the popular notion that

humor affects health. This section presents a review of the research from
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disciplines that have produced health-related humor research. Health is

viewed somewhat differently by each discipline, but all focus on the value

of the absence of disease. In the humor research health may include states

of wellness such as well-being, or positive states of mind, or absence of

stress, anxiety and depression. Health also refers to physiologic norms such

as normal respiratory system functioning (Fry, 1977), peripheral vascular

oxygenation (Fry & Stoft, 1971), neuroendocrine hormone levels (Berk,

Tan, Fry, Napier, Lee, Hubbard, Lewis, & Eby, 1989), immune cell

functions (Berk, Tan, Nehlsen-Cannarella, Napier, Lewis, Lee, & Eby,

1988; Martin & Dobbin, 1988), and healing process (Tennant, 1986).

Included in this section are definitions of sense of humor and humor.

Research in the Disciplines

Humor is a uniquely human phenomenon which researchers have

studied scientifically since 1897. The health-related disciplines that have

published humor research include psychology (Hall & Allin, 1897; Martin

& Lefcourt, 1983; Ziv, 1984), psychiatry (Levine & Redlich, 1960;

Nussbaum & Michaux, 1963; Rosin & Cerbus, 1984), physiology (Averill,

1969; Fry, 1977), immunology (Dillon, Minchoff, & Baker, 1985; Martin &

Dobbin, 1988), medicine (Ljungdahl, 1989), Sociology (Coser, 1960; Olesen

& Whittaker, 1966), anthropology (Fox, 1959), and nursing (Robinson,
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1988). Because there is no one theory to explain the complexities of

humor and why people laugh (Eastman, 1972), each discipline approaches

humor research in unique ways. All disciplines report some beneficial

effects of the use of humor. Definitions are presented before beginning a

discussion about health benefits of humor.

finitions of Sense of Humor and Humor

A sense of humor is viewed by most people as a valuable asset which

people either have or do not have. If asked, about 95% of people will

state that they have a good sense of humor (Hegeseth, 1989). Specifically,

the sense of humor is a personality trait that is present to varying degrees

at varying times in most people (Cattell & Luborsky, 1947). A sense of

humor involves either or both of the abilities to initiate and to respond to

humor. The sense of humor is not measured in the current study.

Humor is the recognition and verbal, nonverbal, or written expression

of that which is funny, ludicrous, amusing, or ridiculous. This definition is

taken from The Oxford English Dictionary (1933) and Supplement to the

Oxford English Dictionary (1976), and a nonverbal dimension has been

added because gestures and postures are part of the experience of humor.

Mimes, clowns, and slap-stick comedy are examples of nonverbal displays.

Likewise, persons with altered expressive abilities can appreciate humor
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without an outward or written display. Humor, then, exists in varying

verbal and nonverbal forms such as satire, wit, buffoonery, cartoons, jokes,

and slap-stick comedy. Humorous activities are often described as funny,

droll, comic, amusing, laughable, mirth-provoking, absurd, or ludicrous.

Smiling and laughing are among the common responses to humor.

Humorous expression is often seen in a social context but also occurs as an

individual experience.

Operational definition,

In the current study humor is the recognition and verbal, nonverbal,

or written expression of that which is funny, ludicrous, amusing, or

ridiculous; it is an individual experience and/or it can involve other people.

Humor is measured with a new instrument developed for this study, the

Buffum Caregiver Humor Use Assessment Tool, which measures the use of

humor based on a value placed on the use of humor, frequency of use, and

Social context availability specifically in caregivers.

Health Benefits of Humor

Psychology

Psychological theorists have regarded humor as a coping and

adaptation method. Freud (1928) regarded humor as the highest of the

defense mechanisms because one could save affective energy by turning

v■ .
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emotional expression into a jest. Allport (1950) believed that to laugh at

oneself is a demonstration of self-management, a method to cure oneself.

May (1953) and Mindess (1971) describe humor as a healthy distancing

technique, enabling one to feel liberated from oppressive stimuli.

Some studies have found gender differences in appreciation of humor

as related to stress. Humor appreciation correlated significantly with life

stress and with depression scores for females but not for males. Females

are better able than males to see a humorous side of things when life stress

and psychological distress increase (Safranek & Schill, 1982). Sexual

humor was found to be the favored type for males, and this preference was

related to coping for males but not for females (Schill & O'Laughlin,

1984).

The state of anxiety has a relationship with humor appreciation and

the ability to reduce stress. Humor that is perceived as directed toward a

person creates anxiety in that person. However, creation of humor by the

anxious person serves to decrease anxiety. Further, low states of anxiety

correlate positively with perceptions of humor (Blank et al., 1983).

Emotional disturbances that involve anxiety impair the ability to appreciate

humor (Levine & Redlich, 1960).
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Humor research entered the domain of stress and coping with

multiple studies by Lefcourt and Martin (1983, 1986). Having tested

humor instruments on over 1000 college students, their findings consistently

showed that humor--the ability to use humor in tense situations, the

frequency of use of humor, and the ability to find things humorous

generally--mediated life stress in terms of predicting fewer negative life

events and less total mood disturbance. Additionally their research

included reliability and validity testing of three new instruments:

Situational Humor Response Questionnaire (SHRQ) (Martin & Lefcourt,

1983), Sense of Humor Questionnaire (SHQ) (Svebak, 1974), and the

Coping Humor Scale (CHS) (Martin & Lefcourt, 1983). With these tools,

Nezu, Nezu, and Blissett (1988) found that humor moderates stress-related

depressive symptomatology.

Physiology

The notion that humor and laughter relieve stress and promote

healing has been popularized by the work of Norman Cousins. His

autobiographical case study (1976, 1979) of healing his ankylosing

spondylitis with humorous videotapes promoted much humor research and

possibilities for humor and laughter as a healing method. He reported

relief from pain, ease of sleep, and total remission from his collagen
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disease after a regimen of hearty laughter. Because his sedimentation rate

dropped considerably during laughter and he became pain free for two

hours, subsequent physiological research attempted to investigate further

the relationship between laughter and bodily chemistry.

Between 1965 and 1989 five physiological studies involving humor,

specifically laughter, were published. Levi (1965) found that emotional

excitation, whether by laughing or crying, produced increases in the urinary

excretion of adrenalin and noradrenalin. This demonstrated the arousal

and physiological excitability associated with laughter. In 1969, Averill

found that sympathetic activation was common to both sadness and mirth.

Specifically, cardiovascular changes were more evident during sadness and

respiratory changes were more prevalent during laughter or mirth.

In an effort to determine possible dangers of hearty laughter, Fry and

Stoft, in 1971, found no significant alterations in the level of circulating

oxygen during laughter. This demonstrated that mirth poses no hazard to

the body in terms of oxygen deprivation. An outcome of this study was an

elaborate description of the respiratory components involved in laughter,

which Fry published in 1977. Pneumographic measurements of eleven

humor episodes revealed that expiration, inspiration, and interval pauses in

respiration are influenced by laughter's duration, magnitude, predominance
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of inspiration or expiration, frequency, sequence, rhythmicity, and

expiration/inspiration excursion. These studies demonstrated that laughter

did not adversely affect respiration or circulating oxygenation.

It was not until 1989 that a repeated measures study was done to

determine changes in neuroendocrine measures during laughter (Berk, Tan,

Fry, Napier, Lee, Hubbard, Lewis, & Eby, 1989). An experimental group

of five male medical personnel watched a comedy while blood samples

were withdrawn periodically through a continuous intravenous line. During

mirthful laughter these subjects experienced reduced serum levels of

cortisol, dopamine, epinephrine, and growth hormone.

Adrenocorticotropin hormone, beta-endorphin, prolactin, and

norepinephrine levels did not significantly increase. Levels did not change

in the control group who had quiet time. This study lends credence to the

notion that laughter can be stress-reducing. Endorphin research began in

1987 and is the current thrust of physiological humor research (Salameh,

1987).

Cortisol level reduction from laughter implies a direct connection to

depression. According to Checkley (1992), certain corticosteroid receptors

are particularly sensitive to stress-induced hypercortisolemia because they

are not occupied during resting conditions. He reports overlap in the
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degree of hypercortisolemia that is seen in Cushing's Syndrome, known for

mood changes, that is also evident in depression. Possibly, if this

neuroendocrine measure affects the moods of Cushing's, it may affect

depression. Also, further study is in progress to determine whether

stressful life events can result in enough hypercortisolemia to trigger

depression. If humor-induced laughter can reduce cortisol, as

demonstrated in the Berk et al. (1989) study, the use of humor could

present a preventive measure for depression.

One of the methodological problems of physiological humor research

is the lack of standardization of humorous stimuli. Different people laugh

at different things at different times. This makes the creation of humorous

stimulation extremely difficult. Levi’s (1965) study of urinary excretion of

catecholamine demonstrated the excitation from "roaring" laughter. The

later study by Berk et al. described decreased serum cortisol level from

"mirthful" laughter. These measures are contradictory. If laughter provides

relaxation, then urinary catecholamines should decrease. Perhaps initial

excitation occurs and catecholamines are excreted before relaxation occurs.

Or, perhaps mirthful laughter is not excitatory enough to cause increases in

urinary catecholamine excretion. Further physiological description needs to

be done to explain this discrepancy. It appears evident that hearty laughter
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must occur in physiological studies, that positive feelings versus laughter

need differentiation in physiological measurement, and that one humorous

stimulus will not work for all subjects.

Immunity

Measures of serum immunity are also studied in the Berk et al.

(1988, 1989) investigations. Spontaneous lymphocyte blastogenesis

increased from baseline during and after viewing a humorous video.

Laughter associated with humor may act as an immunomodulator by

decreasing cortisol and increasing lymphocyte blastogenesis (Berk et al.,

1988). Another finding was that a significant increase occurred in natural

killer cell activity from baseline to recovery for subjects viewing the

humorous video. No significant change occurred in the control group who

had quiet time for the same period of time. Positive emotion may be

capable of immunomodulation (Berk et al., 1989). If decreases in killer

cell activity have predicted morbidity (Levy et al., 1991), then it follows

that increases, within a normal range, may promote resistance to illness.

Three studies to date have studied salivary immunoglobulin A (sIgA)

as a measure of immunity in relation to humor (Dillon, et al., 1985;

Lefcourt et al., 1990; Martin & Dobbin, 1988). In a small sample (n=10)

of college students divided between humorous video watchers and non
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humorous video watchers, significant increases in sigA concentration

occurred after viewing humor (Dillon et al., 1985). Students who perceived

themselves as using humor as a coping strategy by rating high on the

Coping Humor Scale (Martin & Lefcourt, 1983) had higher concentrations

of sIgA prior to watching either video. The implication that humor may

enhance immunity motivated two studies in an effort to replicate Dillon et

al.,’s results.

In a college sample of 18 male and 22 female students, Martin and

Dobbin (1988) found that subjects with less of a sense of humor as

measured by three humor scales (Sense of Humor Questionnaire [Svebak,

1974], Situational Humor Response Questionnaire [Martin & Lefcourt,

1983), and Coping Humor Scale [Martin & Lefcourt, 1983]), as compared

with Subjects with more of a sense of humor, experienced greater

depression in Salivary immunoglobulin A (sIgA) levels following stress.

Further, differences in sigA only appeared when sense of humor interacted

with stress. Sense of humor was measured through self-report about

humor, and SIgA was not evaluated during the humor experience. The

authors concluded that humor may act as an immunological buffer against
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Lefcourt et al. (1990) studied college students (1] n=45 females;

2] n=34 females; 3) n=20 males, n=21 females) and sigA levels before

and after humorous or control movies. Again, sIgA levels increased after

humorous stimulation in all three of their studies while there were no

changes in subjects' sIgA levels after watching nonhumorous stimuli. The

authors of these studies of sIgA concluded that humor enhances immunity.

However, the mechanism of action between immunity and increases in

sIgA is unknown.

One of the problems inherent in immunity research is the newness of

the science and the lack of longitudinal studies. Little is known about the

actual immunity provided by sIgA. It is considered the least reliable of the

immunological measures because it is influenced by factors such as level of

hydration, exposure to viruses (yet still asymptomatic), amount of

salivation, the nonspecificity of immune response, and medication (E.

Khouri, personal communication, January, 1991; M. Kemeny & G.

Solomon, personal communication, January, 1991). If a specific antigen is

introduced sigA can be measured in terms of a specific response to this

antigen, and the resulting response would then have meaning. An

introduction of such an antigen involves more complex subject

participation, since subjects would have to ingest a particular foreign
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substance. The main criticism of humor research that has involved

immune measurement is that sIgA is invalid when used in nonspecific ways.

Medicine

Studies of humor in cancer patients and other medically ill patients

have become popular in the last decade. Ljungdahl (1989) conducted a

descriptive survey of a humor group lasting weekly for 13 weeks, composed

of 6 female outpatients suffering from pain and depression associated with

physical illness. Laughter had an immediate symptom-relieving effect

which was potentiated when it was induced regularly over a period of time.

Psychological well-being ratings improved over time. Symptom reduction

was significantly greater during weeks seven through thirteen than during

weeks one through six. It is difficult to determine whether or not humor

was responsible for symptom reduction, since social influences and

adaptation to illness may have an effect.

The specific attributes of positive thinking, positive attitude, play, and

laughter have been discussed in terms of devastating and potentially

terminal illness such as cancer and HIV (Simonton, 1990). Siegel (1986)

describes catastrophic illness survivors as exercising humor in their lives.

AIDS sufferers who can laugh at their predicaments report that they feel

better (Olszewski, 1989). The movie, Steel Magnolias, revealed organ
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transplant jokes in a family wherein bets were being placed for obtaining

the mother's organs. Humor is one of the methods used to help ill persons

adopt positive attitudes at the Center for Attitudinal Healing in the San

Francisco Bay Area (Jampolsky & Cirincione, 1990). Finally, humor

therapy is an active way to assist individuals in making changes in

addictions (Brown, 1990) and in coping with devastating illness (Goodheart,

1990). Research with these groups is limited and the difficulty of extracting

humor from relationships involved in healing is problematic. Humor in

medical conditions has demonstrated that humor exists in a social context,

possibly primarily so.

Sociology

Psychiatric units have been observed for humor and laughter in four

studies. Among the staff the functions of laughter seemed to vary with

contexts, but laughter occurred following situations requiring group tension

release, following expressions of uncertainty over a controversial issue, and

following an expression of need for support or status. Laughter also

occurred in response to violation of mores (Goodrich, Henry, & Goodrich,

1954). Direction of humor occurred from higher-up downward. Humor

was found to reduce social distance between persons located on different

hierarchical positions, relax rigid social structure without upsetting it, and
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provide opportunities to laugh at oneself and one's own foibles (Coser,

1960; Kaplan & Boyd, 1965).

In a study of patient humor, Coser (1959) found that psychiatric

patients could reinterpret their experiences, entertain, reassure,

communicate, and convey interest in each other, make a collective

experience from individual situations, and strengthen solidarity of the

patient group structure. Similarly, in a participant-observation study of a

gero-psychiatric day treatment program, Buffum (1989) found that mildly

depressed and anxious patients could communicate their liking of each

other, entertain each other, and engage the staff in a socially appropriate

manner. In this latter investigation, patients kept humorous interchange

going only if staff directed humor their way. Patients ceased interaction

when staff rejected their humor attempts.

Anthropology

Fox's (1959) ethnographic study of a hospital ward with patients

undergoing experimental adrenal research revealed many healthful and

helpful functions about humor. Fox identified patients’ types of humor as

grim, black, gallows, and survival jokes. Humor provided communication

about shared problems and establishment of belongingness to ward

community. Staff used humor in private places on the ward. Patients and
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doctors exchanged humor but the jokes or humor were not as grim as

within each group. Both sociological and anthropological humor research

reveals the common themes that staff and patients are separate groups,

that the humor they each have may be similar but not shared, and that

beneficial humor occurs where a group serves individual needs yet provides

a context for solidarity.

rsin

Humor in nursing has been described as having communication

functions and tension-release aspects (Robinson, 1977). Nursing research

has contributed humor studies in areas of medical conditions (Tennant,

1986), gerontology (Buffum, 1989; Collins, 1988; Simon, 1988, 1990),

psychiatry (Henn, 1983; Hutchinson, 1976), nursing education (Ruxton,

1988), and clinical nursing (Hutchinson, 1987). Findings from these studies

include: 1) humor's communication functions include tension-release,

insight device, avenue for expression, and a medium for trust (Henn, 1983);

2) patients indicate that humor is valuable (Ruxton, 1988); 3) a positive

relationship exists between recovery rate from cataract surgery and a

humor score from rating funniness of jokes (Tennant, 1986); 4) humor and

socioeconomic status predict morale in a healthy elderly population

(Simon, 1988, 1990); 5) humor is one of the strategies of self-care
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identified by nurses in varying clinical settings, and it facilitated assertive

expression, catharsis, withdrawing from situations (Hutchinson, 1987); 6)

humor can facilitate acceptance when staff interact by acknowledging

patient attempts at funniness, or can stimulate rejection when staff ignore

patient attempts at funniness (Buffum, 1989); 7) couching concerns in

humor is a way that nursing home residents can exert power by

communicating dissatisfactions (Collins, 1988). Nursing studies are

indicators of the importance of humor in nurse-patient relationship and of

humor as a coping strategy. These are the areas primarily addressed in

case reports or essays.

Me ment Problems in Humor

A main problem in humor research is the variation in humor

measurement techniques. Humor instruments are composed of joke tests

or established tools, such as the Sense of Humor Questionnaire (SHQ)

(Svebak, 1974), the Situational Humor Questionnaire (SHRQ) (Martin &

Lefcourt, 1983), or the Coping Humor Scale (CHS) (Martin & Lefcourt,

1983). Reliability and validity of the latter three instruments have been

established with large populations (Lefcourt & Martin, 1986). However,

they are intended for use in college populations. Several studies apply

them to elderly populations. Similarly, joke tests are problematic because
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they are subjective; gender, age, culture, religion, and education make a

difference in responses to jokes (Barrick, Hutchinson, & Deckers, 1990;

Davies, 1988; Schaier & Cicirelli, 1976; Ziv, 1984). A brief description of

the historical evolution of humor tests follows.

Since 1897 there have been fourteen humor tests published (Buffum,

1991). The first test was Hall & Allin's (1897) survey of 3000 people.

They asked extensive questions (over 4000) about humor and laughter.

The data from this survey was so overwhelming that the authors concluded

that humor is many things to many people and is virtually unexplainable!

This survey was never synthesized nor replicated.

Nine of the fourteen humor tests are joke tests which purport to

measure the personality trait of a sense of humor (Cattell & Luborsky,

1947; Cattell & Tollefson, 1963; Eysenck, 1943, Eysenck & Wilson, 1975;

Hassett & Houlihan, 1979; Mindess, Miller, Turek, Bender, & Corbin,

1985; O'Connell, 1960, 1964; Redlich, Levine & Sohler, 1951). Several

aspects of humor, such as appreciation of particular types of humor,

emerged from these tests. While enjoying popularity for studying

psychology, these tests were deemed unreliable when Babad's (1974)

sociometric study was done.
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Babad (1974) found that determining subjects' sense of humor

(n=1,816) was best established by self-ratings and peer reports. Testing for

sense of humor by rating funniness of jokes and producing funny captions

to cartoons showed higher humor ratings than self and peer reports. The

conclusion from this study was that cartoon ratings should not be used.

This one study was influential because a shift occurred in humor research

after its publication.

After 1974, humor tests began including situations in which people

found humor, persons' abilities to cope by using humor, preference for

humor over other emotions, and value placed on the use of humor. One

approach was a broad-based exploratory questionnaire, such as the 12-item

Humor Assessment (HUMA) (Ruxton and Hester, 1987). The HUMA

questions when participants actually use humor, asks for examples of use of

humor, how an observer would describe their humor use, who favorite

comedians are, and whether or not parents used humor (Ruxton & Hester,

1987). The HUMA has been used in one study comparing responses

between genders in a Bermuda-American population (Hillman, 1988). The

HUMA's survey type approach has a precedent in the first published

humor instrument by Hall and Allin (1897), but is far more concise and

personalized.
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Three self-rated surveys have enjoyed popularity in the health

professions in the 1980's (CHS, SHRQ, SHQ). These are valid and

reliable in a college-age student population, and test particular constructs

Such as coping, situational responses, likingness of humor, and ability to

find humor in events.

The Coping Humor Scale (CHS) (Martin & Lefcourt, 1983) was

tested on 497 college students, and the Cronbach's alpha measure of

internal consistency ranged from .60 to .70. This self-rated tool tests the

value one places on using humor and the use of humor in times of stress.

The Situational Humor Response Questionnaire (SHRQ) (Martin &

Lefcourt, 1983) was tested on the same students as the previous measure

and revealed Cronbach's alpha of .70 to .83. This test measures the

responses to situations in which humor can be used. Collegiate situations

are presented. Svebak (1974) developed the Sense of Humor

Questionnaire (SHQ) which Martin and Lefcourt tested for reliability and

validity on the same students as the CHS and SHRQ (Martin & Lefcourt,

1983). This tests the likingness for humor and the ability to find humor in

events. An emotional permissiveness scale was included but achieved too

low a Cronbach's alpha for inclusion (.00), and was therefore excluded.

The overall Cronbach's alpha was .63. There is considerable overlap
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between the SHRQ and the SHQ. According to Martin and Lefcourt

(1986), these scales taken together provide a measure of the sense of

humor's usefulness in college-age students undergoing particular situations.

The authors recommend against use of these scales in the elderly (Martin,

personal communication, 1991). Clearly, the research literature is lacking a

valid tool for humor measurement in an elderly population.

Most recently, Thorson and Powell (1991) studied the responses to

the SHQ, SHRQ, and CHS of 365 individuals aged 18 to 88 (mean age=34

+ 18.6). They report unacceptably low reliability coefficients and conclude

that these tests are inadequate unless modified. Specifically, the

Cronbach's alpha was .51 for the SHQ, .78 for the SHRQ, and .55 for the

CHS. The combined tests produced an alpha of .78.

Thorson and Powell (1991) factor analyzed the tests and concluded

that they do not fully represent the constructs of the sense of humor.

Based on the factors they identified, they purport that dimensions of the

sense of humor include: 1) humor identification and/or production; 2)

Sense of playfulness; 3) social setting; 4) recognition of self and life as

humorous; 5) appreciation of humor; 6) ability to use humor to master

problems. According to Thorson and Powell (1991), a new tool should be

developed.



Caregiver Humor

97

Cronbach's alpha is the coefficient alpha which measures internal

consistency, a measure of reliability of the instrument that the content is

measuring the same thing throughout the tool (McLaughlin & Marascuilo,

1990; Nunnally, 1978). The higher the correlation toward 1.00 the more

reliable the tool. A measure of .8 is considered adequate (Nunnally, 1978).

The Coping Humor Scale's alpha suggests that the length is too short (only

7 items) or that the scale is not measuring the same construct throughout

those seven items. Likewise, the Sense of Humor Questionnaire has an

unreliable alpha. Hence, the creation of a new tool is warranted.

Implications of Humor Literature

The literature on humor derives from numerous disciplines. While

conclusions vary and measurement issues persist in the research literature,

the anecdotal, clinical, and theoretical literature suggests the importance of

understanding humor as a coping strategy for people at risk. The next

Section discusses humor in the caregiving population, both professional and

lay caregivers. The distinction between coping humor and use of humor is

discussed, and the operational definition of humor in the present study is

again clarified.
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Humor as a Caregiver Coping Mechanism

Professional iver

Many disciplines have written about the importance of a sense of

humor in caring for ill people. Nursing has identified the frequency of

humor usage in the psychiatric emergency room (Lipson & Koehler, 1986).

Robinson (1977), who pioneered the role of humor in nursing, emphasizes

that the medical humor used by the health professional has been to support

his/her own needs, to relieve personal anxieties and concerns, and to avoid

aspects of tragedy in which he/she is involved. Recently, psychiatric

nursing textbooks have included use of humor as a tool for communication,

as a way to relieve tension, and as a way to understand patients

(Hutchinson, 1976; Johnson, 1989; Lancaster & Holdcraft, 1988; Pasquali,

Arnold, & DeBasio, 1989).

Gallows humor is well known as a coping strategy for distancing from

an unpleasant and threatening situation. Making fun of the enemy was a

common pastime in the trenches during war, simultaneously keeping up

morale and alertness (Dixon, 1980). Similarly, the use of humor by victims

of the Nazi concentration camps during World War II has been

documented as a method of maintaining solidarity and sanity. Lipman
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(1988) explains that the finding of humor in such impossible situations is

"an affirmation of hope and sacredness of life in the shadow of death" (p.

182).

Alzheimer Caregivers

The increasing awareness of humor in geriatrics (Simon, 1988, 1990;

Tennant, 1986) lends credence to the notion that the sense of humor can

mediate stressful outcomes in an Alzheimer's caregiving population. In

their study of the stress and coping in caregiving for Alzheimer's patients,

Pearlin et al. (1990) ask a question about trying to keep up one's sense of

humor. Currently, this is the only Alzheimer's Disease caregiver study that

identifies the possible usefulness of humor. Interviewers for the Pearlin

study, however, do mention the humorous stories that caregivers tell

without much encouragement (G. Kuhlman, personal communication,

November, 1991). Without solicitation, individual caregivers have reported

that their sense of humor is what kept them sane and able to keep their

loved ones at home.

Alzheimer support group leaders and family caregivers frequently

discuss the value of humor (A. Sorgen, personal communication,

December, 1991). The importance of humor is acknowledged in the

Alzheimer's Association Newsletter of the Greater San Francisco Bay Area
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(1992) wherein humor in caregiving is announced as topics for support

groups in two locations. One caregiver reports that when the family

members lost their abilities to laugh, they institutionalized their family

member. One of the functions of support groups is to encourage lightening

of the burden of care, to assist one another to laugh in the face of truly

lonely and tragic situations (C. Pence, personal communication, January,

1992).

Coping Humor and Use of Humor

Coping humor is the use of one's sense of humor to manage the

stressfulness of one's life, circumstances, or daily hassles (Martin &

Lefcourt, 1983). Examples include: enjoyment or initiation of gallows or

sick humor, communication using humorous material to encourage patient

cooperation, distraction/escape using comical stimuli alone or with others,

and Socialization with persons with whom one can laugh or share humor.

Humor functions as a coping strategy, and its use determines the

extent to which it functions in this manner. Based on an extensive review

of the humor literature, the three identified dimensions of humor use

includes the value one places on humor, the frequency of use of humor,

and the social context availability for humor. These three dimensions

operationalize the use of humor. The Buffum Caregiver Humor Use

º
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Assessment Tool was created, including these three dimensions, for use in

an elderly caregiving population.

The Coping Humor Scale measures the value one places on humor

and the frequency of use of humor. It is the only other tool which

measures these constructs. Hence, this tool is incorporated into the study

as a validational measure. A high correlation was expected between the

Buffum Caregiver Humor Use Assessment Tool and the Coping Humor

Scale. A definition of coping humor is provided because this latter scale

uses the term in its title. In the present study, coping humor is the same as

use of humor.

Assumptions

The present study is based on the following assumptions in the

context of spouse caregivers of Alzheimer's Disease patients:

1. Burden is a way to measure the stress of caregiving.

2. Burden has a negative relationship to health, and mental health is an

aspect of health.

3. Burden has a negative relationship to mental health.

4. Burden has a positive relationship to age and a negative relationship

to income and satisfaction with help.

5. There are gender differences in the experience of burden.
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Mental health is represented by a continuum of well-being to

psychological distress.

Humor has a positive relationship with the mental health of elderly

spouse caregivers of Alzheimer's Disease patients.

Humor has a negative relationship with the burden of caregiving.

A sense of humor is a personality trait.

A person must value humor to use it.

Humor exists in an individual context and in a social context.

The frequency with which one uses humor demonstrates an

ability to use humor.

Ability to use humor is related to humor as a coping strategy.

The value placed on use of humor, use of humor, and social context

availability of humor can be measured.

Most people value humor and laughter.

Summary and Conclusions

Caregivers of Alzheimer's Disease patients experience significant

physical and mental health problems. Burden is the term most frequently

used for describing health and the additional social and financial problems

associated with caregiving. Specific physical problems are not clearly

identified as related to the caregiving experience. Depression and anxiety
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are the most prevalent mental health problems. Health problems are

confounded with the ages of spouse caregivers, since many non-caregiving

elderly suffer from the same conditions. Immunity measures indicate that

the health of caregivers is affected by the stress and burden of caregiving.

The impact of these measures on development of illness is not clear

partially due to limitations in the knowledge of immunology and

psychoneuroimmunology, the study of the influences of psychology and

neurology on immunity.

Longitudinal studies are needed in terms of effects found in immune

cell changes. Salivary immunoglobulin A, as used in recent humor studies,

is not reliable as a measure of immunity and should not be used. It is a

particularly poor measure in elderly people because of the many factors

which produce dry mouth, such as medications. While immunity is a

beginning area of exploration in both caregiving and humor studies, the

present study excludes such investigation because of unreliable, costly, and

intrusive measurement. Further, more knowledge is needed about normal

immunity in the elderly, including longitudinal studies, before an

investigation of immune measures and the use of humor could take place

in elderly caregivers.
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Burden and health are closely related; burden is often viewed in

studies as a physical or mental health problem. The varieties of

instruments used for measuring burden produce different results. Recently,

well-being, has become a way of measuring the positive effects of

caregiving. Despite the recent focus on positive experience, the evidence

remains clear that caregivers experience considerably burdensome

problems and that their physical and mental health suffer more than that

of non-caregivers.

Another gap in research is in the study of caregivers’ specific coping

strategies. It is evident that some caregivers enjoy the role and experience

positive feelings frequently. These people are under-studied. More can be

learned from positive caregivers about their activities which promote

health, their social or personal situations, their financial situations, their

resources for themselves and their patients, and their outlooks on life in

general. This study addresses the use of humor in an effort to determine

its effect on mental health.

In the humor literature, it is evident that a sense of humor is valued

by health professionals, lay persons, and patients. There are many

functions of humor in health-related settings, and studies present specific

findings identifying humor as a way of communicating, releasing tension,
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and providing solidarity in a group setting. Further, the value that one

places on humor may determine frequency of use as a coping strategy.

Humor studies about gallows humor and the use of humor during anxiety

provoking situations report that decreases in anxiety occur when anxious

persons create humor. Based on the research in health-related disciplines,

the dimensions of humor appear to be value placed on use of humor,

frequency of use of humor, and humor in a social context. The present

study examines these dimensions in the Buffum Caregiver Humor Use

ASSessment Tool.

The literature has no measurement instrument for an elderly

population and no specific measure for caregivers. This study seeks to test

a new humor tool specific to caregivers. The Buffum Caregiver Humor

Use Assessment Tool tests the caregivers’ value placed on humor, their

frequency of use of humor, and the availability of a social context for using

humor. The aim of this tool is to determine caregivers’ abilities to use

humor as a coping strategy. The use of humor is considered a measure of

coping humor in the current study. Coping refers to the function of humor,

and is the name of the scale used for the validation with the new

instrument under investigation.
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The next chapter describes the methodological approach to the

current study of elderly spouse caregivers. The research design, sampling

methods, and data collection methods are presented. The study

instruments are offered and their reliability and validity measurements are

described. The procedures for conducting the study are discussed, and data

analyses are outlined.
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CHAPTER 3

METHODOLOGY

Introduction

This chapter describes the methodology of the present study about

burden, use of humor, and mental health of spouse caregivers of

Alzheimer's Disease. It presents the research design, human subjects

assurance, the determination of sample size, sample inclusion criteria, and

procedure for the conduct of the study. Additionally, data collection

methods include the instruments of the study with their established

measurements of reliability and validity. Data analysis methods comprise

the final part of the chapter.

Research Design

This cross-sectional descriptive survey involved a one-time mail

administration of a pen-and-paper self-report questionnaire packet to a

non-refusing convenience sample of 72 Alzheimer's Disease spouse

caregivers in the nine-county San Francisco Bay Area, Sacramento, and

Fresno areas of California. A survey method was chosen to explore the

anonymous responses of a large number of people. Anonymity was used to

eliminate the social desirability bias which is inherent in responses to the

measurement of the sense of humor or use of humor (Hegeseth, 1989).

ºt
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That is, most people will demonstrate their responsiveness to humor if they

are aware that their sense of humor is under investigation. A sense of

humor, rather than a lack of one, is considered socially acceptable

(Hegeseth, 1989).

Sample

Human Subjects Assurance

The rights of human subjects were protected through assuring

anonymity. Participants were requested to return their questionnaires

without placing their names on them. Written consent was waived and an

explanatory letter was enclosed, informing participants of their rights (see

Appendix B, Caregiver Letter). All study packets were coded so that no

individual names were used. Records were kept in locked files and access

to these files was restricted to the investigator. (See Appendix A, Approval

from the University of California, San Francisco, Committee on Human

Research, and Participation Letters.)

Determination of Sample Size

Based on Cohen's (1988) description of power analysis, a sample size

of 70 was determined to achieve power of 80% with an alpha of .05. It is

based on a proposed hierarchical multiple regression analysis involving the

independent variables of burden, humor, and the interaction of burden and
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humor in explaining the variance in mental health. While the interaction is

of interest, the major interest is in finding a relationship between humor

and mental health. The power analysis includes the requirement of a

sample size large enough to detect from the interaction at least a 3%

increase in variance above that accounted for by burden and humor

individually.

Effect sizes were set based on estimates from the literature for humor

and burden. Simon (1990) reports that coping humor (using the Coping

Humor Scale) explained 10.4% (p=.005) of the variance in predicting

morale, and that humor responses to situations (using the Situational

Humor Response Questionnaire) explained 6% (p=.03) of variance in

perceived health. Based on Simon's work, which is the only study about

humor and health in the elderly, an estimate of effect size for humor was

Set at .10.

Anthony-Bergstone, Zarit, and Gatz (1988) reported that burden in

family caregivers of Alzheimer's Disease patients explained 27% of the

variance in predicting anxiety. Vitaliano, Young, and Russo (1991)

reported that burden explained 24% of caregiver distress. Burden has

been correlated most frequently with distress symptomatology. Stommel,

Given, and Given (1990) report the strong relationship between burden
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and depression (r=.61, p=<.01), and found a range between 37.6% and

54% of variance explained in examining caregiver characteristics and

burden. Because of different measurements of burden, mental health, and

distress symptomatology, effect size for burden is estimated at .35.

Nezu, Nezu, and Blissett (1988) reported a significant interaction

between stress and humor in explaining 11% of the variance in predicting

depression in a population of college students. There is no literature which

documents a relationship between caregiver burden and humor in an

elderly caregiving population. To detect a significant interaction between

burden and humor on mental health, the very small effect size of .03 was

estimated. An explanation of 3% of variance is the smallest size to still be

of interest in this study.

mple and D ollection Pro

The study sample consisted of 72 non-refusing participants who were

recruited from a variety of sources. The agencies of the Alzheimer's

Disease Consortium, comprising 60 Bay Area facilities, were contacted (see

Appendix A, Consortium letter). These agencies include day care centers

and respite centers. Three state centers participated. Namely, these were

as follows: 1) University of California, Davis, Northern California

Alzheimer's Disease Center, Berkeley; 2) University of California, Davis,
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Alzheimer's Disease Diagnostic and Treatment Center, Sacramento; and 3)

University of California, San Francisco, Central California Comprehensive

Alzheimer's Disease Center, Fresno (see Appendix A, Participation

Letters). The investigator contacted support group leaders associated with

the above agencies. Advertisements were placed in the Greater Bay Area

Alzheimer's Association Newsletters and the Marin Chapter Newsletter of

the Alzheimer's Association (see Appendix A, Ad). Fliers announcing the

study were placed on bulletin boards of participating agencies, distributed

in Support groups, posted in diagnostic centers, and placed in newsletter

mailings (see Appendix A, Flier).

Staff at the varying agencies were contacted by phone by the

investigator. In most cases staff asked spouse caregivers about their

interest in participating. Subjects interested in participating in the study

received questionnaire packets through the investigator's direct mailing or

personal delivery, through support group leaders, or through agencies

involved in day care or diagnostic centers. The study questionnaire was

composed of the Caregiver Burden Interview (CBI) (Zarit, Reever, &

Bach-Peterson, 1980), the Medical Outcome Study Mental Health Index

(MOS) (Stewart & Ware, in press), Buffum Caregiver Humor Use

Assessment Tool (BCHUAT), the Coping Humor Scale (CHS) (Martin &
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Lefcourt, 1983), and a Demographic Data Sheet (see Appendix B, Study

Instruments). Additionally, the packets contained a postage-paid return

envelope (to the investigator) and an explanatory letter requesting return

of the questionnaire with a two week period.

Staff preference determined whether caregivers were contacted by the

investigator or by the agencies. Some agencies added their own letters and

mailed packets to all spouse caregivers. Responses to ads were screened

by phone to determine physician-diagnosed probable Alzheimer's Disease,

and packets were sent to persons who met the criteria for the study. The

total number of packets distributed reached 200.

The present study is part of a comparative study involving another

population of spouse caregivers of chronically ill persons. Consequently,

two additional forms were added to the study questionnaire.

Criteria for Sample Selection

Selection criteria for this study included the following:

1. The caregiver must be the self-reported spouse of the

Alzheimer's Disease patient.

2. The caregiver must be residing with the AD patient in the community

(their home).

s
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3. The patient must have been diagnosed with probable Alzheimer's

Disease, at any stage; there must be no other neurological diagnosis

present such as Parkinson's Disease or multi-infarct dementia; the

diagnosis was self-reported by the caregiver.

4. The caregiver must be 60 years of age or older.

5. The caregiver must be English-speaking and able to complete a

questionnaire in English.

Data Collection Methods

Instrumen iliz nd Variables M

The variables measured for this study are described in the following

section as demographics, independent variables of burden and humor, and

dependent variable of mental health. Reliability and validity

measurements are presented. Permission from the authors was obtained

for the use of all study instruments.

Demographics

Demographic data were provided by the caregivers themselves in

responding to the investigator-created demographic questionnaire. Data

included age, gender, ethnicity, religion, educational level, annual income

from all sources before taxes, occupations throughout life, current

employment status, and years married to current spouse. Other questions

***
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included the source of diagnosis of Alzheimer's Disease, length of time

patient has had illness, rating of severity of disease, types of help, and

satisfaction with help.

In ndent Variabl

Burden,

The amount of burden experienced by spouse caregivers was assessed

by the Caregiver Burden Interview (CBI) (Zarit, Reever, & Bach-Peterson,

1980). Caregivers were asked to rate the frequency of each of 22 items on

a five-point scale. The scale takes about 10 minutes to complete and yields

a total burden score. The CBI is scored with the higher score indicating

greater burden.

The CBI is based on clinical experience and prior studies of

Alzheimer's Disease patients, and has been widely used in Alzheimer's

Disease caregivers. Internal consistency reliability for the Caregiver

Burden Interview, using Cronbach's alpha, has been estimated at .88

(Hassinger, 1985) and .91 (Gallagher, Rappaport, Benedict, Lovett, &

Silven, 1985). Test-retest reliability is reported at .71 (Gallagher et al.,

1985). Validity has been estimated in two ways: 1) total burden score

correlated with single burden global rating (r=.71); and 2) total score with
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Brief Symptom Inventory (r=.41) (Derogatis, Lipman, Covl, Richels, &

Uhlenhuth, 1970).

The major strength of the CBI is its consistently adequate reliability

and validity statistics. It has been used frequently in other caregiver

studies, adding to validity data of the CBI. The differentiation of

subjective and objective burden is problematic (Vitaliano, Young, & Russo,

1991), and the CBI assesses the total experience of burden more than

either distinct type. Additionally, Zarit (1990) reports that the use of

frequency scaling is a good indicator of continuity of moods rather than

only momentary feelings. The CBI, first published in 1980, has been used

in many caregiver studies. The total score is 110, with 0 to 20 indicating

little or no burden, 21 to 40 indicating mild to moderate burden, 41 to 60

indicating moderate to severe burden, and 61 and over indicating severe

burden.

Humor,

The Buffum Caregiver Humor Use Assessment Tool is an 18-item

instrument with a five-point scale per item to measure frequency, and it

takes about 10 minutes to complete. A total score (90) determines the

extent to which humor is used, and a high score indicates greater use. It

was developed to test the caregiver's ability to use humor. Dimensions

**
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include value placed on humor, frequency of use of humor, and social

context availability. These dimensions were established from prior humor

studies (Babad, 1974; Blank et al., 1983; Buffum, 1989; Fox, 1959; Lefcourt

& Martin, 1986; Thorson & Powell, 1991), from evaluation by humor

studies students (J. Gallivan, personal communication, June 30, 1991), by

staff caring for elderly and Alzheimer's Disease patients, and by elderly

spouse caregivers of AD.

This study provides beginning reliability and validity data for this new

instrument. As a measure of convergent validity, the Coping Humor Scale

(CHS) (Martin & Lefcourt, 1983) was given to all participants. This is a 7

item scale with a four-point scale per item for evaluating the value placed

on humor and frequency of use of humor, and it takes about five minutes

to complete. The higher the total score, the greater the tendency to use

humor as a coping method. The total score is 28 (SD=3.56), with an

average at 20.2 in college students (20.5 in females and 19.9 in males).

The CHS has been tested on over 1000 college students and the

reliability has been documented, using Cronbach's alpha, at .6 (Lefcourt &

Martin, 1986). In a study of healthy elderly persons, the reliability of this

scale was .76 (Simon, 1990). It is widely used in humor studies concerning

stress and coping and immunity (Dillon, Minchoff, & Baker, 1985;

***
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Lefcourt, Davidson-Katz, & Kueneman, 1990; Martin & Dobbin, 1988). A

total score on the Coping Humor Scale is a measure of the extent of use of

humor for coping. Factor analysis has not been done on this tool, so the

actual dimensions are not clarified.

Dependent Variabl

Mental Health,

Mental Health is assessed by the Medical Outcome Study Mental

Health Index (MOS) (Stewart & Ware, in press) consisting of 32 items.

Each item has a six-point scale and the instrument takes abut 10 minutes

to complete. A total score is computed, with gradations determining well

being or psychological distress. Cronbach's alpha is documented at .98,

and construct validity is well-documented (Hayes & Stewart, 1990; Stewart

& Ware, in press). Subscales include anxiety, depression, psychological

distress, positive affect, feelings of belonging, and positive well-being.

The MOS has been used in healthy elderly, and was developed from

the Rand Corporation's Health Insurance Study's Mental Health Inventory

(Ware, Manning, Duan, Wells, & Newhouse, 1984). It has been used in a

sample of 3,053 persons with an age range between 18 and 98, in males

and females, in white and nonwhite, with a 1985 household income of

*
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$22,975, and a mean education of 13 years. The total score is 100, and the

mean reported by Stewart and Ware (in press) is 70.

An earlier version of the MOS was used in one spouse caregiver

population (Borden & Berlin, 1990). This was the 43-item scale which

measured depression, anxiety, behavioral and emotional control, and

emotional ties (Ware, Johnstone, Davies-Avery, & Brooks, 1979). Eleven

items were removed in the newer version, and the constructs are the same.

The current study employed the newer version because high reliability and

validity are offered in a shorter version (Stewart and Ware, in press).

The MOS was chosen in this study because it provides an opportunity

for caregivers to rank their positive as well as negative emotions. Hence, a

mental health index score is composed of both feelings--well-being and

distress. The existing caregiver studies about burden investigate mainly

psychopathological outcomes. The MOS does not provide an assessment of

clinical depression or other pathological states. Instead, multiple indicators

of both well-being and psychological distress are evaluated in the MOS.

The MOS provides a range which indicates well-being at the high range of

mental health and psychological distress at the low range of mental health.

The psychometric properties of the MOS are soundly established.
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The subscale means (anxiety, depression, psychological distress,

positive affect, feelings of belonging, and positive well-being) can be

compared with Stewart and Ware's study. The depression subscale is

currently under extensive investigation (C. Sherbourne, personal

communication, May 27, 1992). It has correlated adequately with the

Center for Epidemiological Studies--Depression tool (CES-D) (r=.68) (A.

Stewart & K. Lorig, personal communication, May 26, 1992).

Data Analysis

All data analysis procedures for this study were carried out using the

microcomputer-based SPSS/PC Statistical Package (Norusis/SPSS, Inc.,

1988). Single order correlational analysis relied on the use of pairwise

deletion for missing data. Based on mean substitution with an 80%

response rate on each tool, the total scale scores were calculated for the

Caregiver Burden Interview, the Medical Outcome Study, the Buffum

Caregiver Humor Use Assessment Tool, and the Coping Humor Scale.

The means and standard deviations were calculated for each subscale of

the MOS.

Descriptive statistics were used to describe the sample. A correlation

matrix was done to determine associations between all of the variables.

Hierarchical multiple regression was performed to test for the relative
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contributions and interaction of burden and use of humor in explaining the

variance in mental health. A one way ANOVA was done to determine

differences between groups relating severity of illness to burden and to

mental health, satisfaction with help to burden and to mental health, and

severity of illness to use of humor. Differences in gender were examined

through the chi-square measure of association.

The analytic strategy for research question #1 (relationships between

demographic variables inclusive of burden, use of humor, and mental

health) involved single order correlations among all of the quantitative

variables, namely age, income, education, years married to current spouse,

length of illness, severity of illness, satisfaction with help, burden, use of

humor, and mental health. Similarly, question #2 (relationships between

burden, use of humor, and mental health) involved single order

correlations.

The analytic strategy for research question #3 (relationship of burden

to mental health) and question #4 (relationship of use of humor to mental

health) involved hierarchical multiple regression. At step one the

confounding variable, satisfaction with help, was entered. Based on the

literature as presented in Chapter 2, satisfaction with help was evaluated as

a confounding variable. It was entered first in the regression to determine
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the effects of burden and humor and their interaction in explaining the

variance in mental health after satisfaction had been accounted for. At

step two, burden was entered. At step three, use of humor was entered.

And at step four, the interaction term of burden and use of humor was

entered. The significance of the interaction term explained research

question #5 (the degree to which the use of humor affects the relationship

between burden and mental health).

Relating to research questions #6, #7, and #8 for instrument

development, single order correlations between the Buffum Caregiver

Humor Use Assessment Tool and the Coping Humor Scale were done

(research question #6). An internal consistency reliability coefficient

(Cronbach's alpha) was calculated (research question #7). For validation

purposes and to determine the factor structure, a principal axis factor

analysis was done and a Varimax rotation was performed secondarily.

Through analysis of the factors and their structure, it was determined

whether or not items loaded on the dimensions of humor predicted, as

follows: 1) value placed on the use of humor, 2) use of humor

(frequency), and 3) social context availability (research question #8). The

decision to avoid a division into subscales of the Buffum Caregiver Humor

Use Assessment Tool was based on the examination of factor loadings.
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Summary

The research design for the current study involved a one-time

anonymous mail survey to spouse caregivers of AD victims. The

methodology of this study has been described according to assurance of

human rights protection, determination of sample size, inclusion criteria,

and procedure. The study instruments, the CBI, MOS, and the CHS,

demonstrate reliable and valid measurements, and these have been

described. The new instrument, the Buffum Caregiver Humor Use

Assessment Tool was introduced. Data analyses for specific research

questions were described, which involve single order correlations,

descriptive statistics, hierarchical multiple regression, one-way ANOVA,

and chi-square. The results of these data analyses are presented in the

next chapter.
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CHAPTER 4

RESULTS

Introduction

This chapter presents the findings of the current study about burden,

use of humor, and mental health in spouse caregivers of Alzheimer's

Disease (AD) patients. It offers a description of the sample and statistical

analyses of the research questions. Beginning reliability and validity data

for the Buffum Caregiver Humor Use Assessment Tool are included. A

discussion of the meaning of the findings follows in Chapter 5.

Sample Characteristics

Demographic Description

The total sample consisted of 72 spouse caregivers of AD patients,

residing in the community, 60 years of age or over. Of the 200

questionnaires distributed, 82 were returned and 72 met the inclusion

criteria. Ten were excluded because the caregivers were younger than 60

years of age, the patient was institutionalized, or the patient was afflicted

with Parkinson's Disease or multi-infarct dementia. The response rate was

41%. Of those 72 caregivers selected, their referral to the study came

from: diagnostic centers, 15%; day care centers, 34%; support groups,



tº

º

!

º

* -



Caregiver Humor

124

41%; ads in newsletters, 8%. The reasons for refusal to particpate among

the non-responders are not known.

Table 1 depicts the sample size, means, and standard deviations for

age, education, years married, years ill with AD, and income. Table 2

includes the sample percentages for race, religion, gender, current

employment status, retirement status, and occupations throughout life.

The mean age of the participants was 72.7 years (SD=6.2). The ages

ranged between 60 and 88 years. The mean age of males was 74.6

(SD=6.5) and that of females was 71.37 (SD=5.7). Females were more

numerous in this sample, representing 60%, as compared to males, who

represented 40%. The average number of years of education was 13 years.

The average annual income was $30,000 (SD=$10,000), ranging between

$20,000 and $40,000. Only 62 of the 72 respondents reported income.

Spouses were married to their AD patients for an average of 45.4

years (SD=9.9), with a range of 10 to 63 years. Patients had been ill with

AD an average of 5.7 years (SD=3.7), with a range of 1 to 20 years.

Probable AD diagnosis had been made by physicians and clinics in 95% of

cases. The other 5% accounted for those caregivers who were unsure how

the diagnosis was made (n=1), by a friend (n=1), or by self (n=1).

Telephone screens from ad respondents revealed that support groups
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helped to make symptoms clearly diagnosable for the family or that family

doctors stated a diagnosis. Eleven (15.3%) AD patients were reported to

have mild symptoms, 39 (54.2%) were reported to have moderate

symptoms, and 22 (30.6%) were reported to have severe symptoms. Table

3 depicts severity of illness.

The majority of spouses were Caucasian, representing 94% of the

sample. Four percent were African-American and 2% were Hispanic.

Most spouses were Protestant, representing 56% of the sample. Other

percentages for religion included: Catholic, 16%; Jewish, 8%; nonspecified

other, 9%; and no religion, 9%.

In this sample, 13% were working, 8% were currently employed

outside the home, and 86% were retired. Several caregivers wrote that

they were considered retired but had never worked as hard as they were

currently working. Several stated that they were still working and left the

retirement item blank. Occupations throughout life included: housewife,

11%; business, 20%; professional, 20%; blue collar, 21%; and

combinations, either of the above or other, 27%.

The types of help included family, friends, and paid attendants. As

can be seen in Table 3, nearly 23% of spouses had family help. Of these,

8% had help from sons and 14% had help from daughters (these include
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Table 1 Sample Characteristics (Mean

Demographic variable Means Std Dev Ranges

Age 72.7 6.2 60-88 years

Education 13.4 3 4-20 years

Years Married 45.4 9.9 10-63 years

Years Ill with AD 5.7 3.7 1-20 years

Income $30,000 $10,000 <$10K -
>$51K
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Table 2 Sample Characteristics (Percentages)

Demographic variable Percentage

Race:

Caucasian 94%

African-American 4%

Hispanic 1%

Religion:

Protestant 55%

Catholic 16%

Other 9%

None 9%

Jewish 8%

Gender:

Females 60%

Males 40%

Employment status:

Inside home 92%

Outside home 8%

Retired 86%

Occupation:

Combinations 27%

Blue collar 21%

Business 20%

Professional 20%

Housewife 11%

127
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in-laws). Only 1% reported help from friends. A large percentage, 24%,

had no help at all. Paid help represented 13%, and combinations of help

included 28%. Specifically, these combinations were: help from family

and paid attendants, 13%; help from family and friends, 8%; help from

friends and paid attendants, 3%; help from several family members, 9%;

and help from family and friends and paid attendants, 4%. While 8% had

no family help available, 8% reported that family was not at all helpful,

38% reported that family help was somewhat helpful, 36% rated family

help as very helpful, and 9% rated family help as absolutely essential.

Use of services, also presented in Table 3, included day care, visiting

nurses, respite care, and other services, combinations, or none. Most of the

spouses using services utilized day care, representing 22% of the sample.

The largest group, 26%, utilized no services. Visiting nurses were used by

1%, respite by 10%, and sitters/attendants by 13%. A combination of

these services was used by 19%. Respondents wrote that their other

services included live-in students or family member or help from church

members, comprising 8%.

Satisfaction with help is represented in Table 4. Nearly as many

spouses reported that they never had enough help (22%) as reported that

they had enough help (24%). Most spouses, representing 34%, reported

:
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that they usually had enough help, and 19% said that they sometimes had

enough help. Five persons did not answer this question, presumably

because they had no help and no services.

Instrument Means

Mean scores for the sample on the Caregiver Burden Interview was

65.06 (range 30 to 97), for the Mental Health Index was 64.43 (range 25 to

91), for the Buffum Caregiver Humor Use Assessment Tool was 57.62

(range 30 to 77). The mean score for male caregivers was 54.8 (SD=9.8)

and 59.4 (SD=10.9) for female caregivers. The mean score of the Coping

Humor Scale was 20.13 (range 13 to 28). The subscale mean scores of the

MOS Mental Health Index were: anxiety, 32.34; depression, 29.30;

psychological distress, 29.24; positive affect, 55.22; feelings of belonging,

45.43; positive well-being, 52.45. In Chapter 5 these subscale scores are

compared to the means of Stewart and Ware's (in press) study (and

depicted in Table 19).
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Table 3 Severity of Illness and es of Help/Servic

(Percentages)
-

Variable Percentage

Severity of Illness:

Mild 15%

Moderate 54%

Severe 31%

Types of Help:

No Family Help 8%

Family Help 23%

1) Daughters 2) Sons 1) 14% 2) 8% |
Friends 1% |
No Help From Family or Paid 24%

Paid Help Only 13%

Combinations:

Paid + Family 13% |
Several Family Members 9% –
Family + Friends 8%

Family + Friends + Paid 4%

Friends + Paid 3%

Services Utilized:

No Services 26%

Day Care 22%

Combinations of Services 19% |
1)Sitters/Paid Attendants 2)VNA 1) 13% 2) 1% |

Respite 10%

Other (church, student, live-in) 8%



** ** * *

ºur *
º --

.* , ■ º
agº sº."

. ."

ºn

gº



Caregiver Humor

131

Table 4 ings of Helpfuln f Family an isfaction with

Help (Percentage In E

Ratings Percentages

Helpfulness of Family:

Absolutely essential 9%
-

Very helpful 36% §
Somewhat helpful 38% ..)
Not at all helpful 8% º

Satisfaction with Help: *

Enough help 24% sº

Usually enough help 34% º
Sometimes enough help 19% º
Never enough help 22% º

º
"\
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Analysis of Research Questions

Research Ouestion #1:

What are the specific relationships among the demographic variables? Are

the demographic variables related to burden, use of humor, and mental

health of Spouse caregivers of AD?

Research Ouestion #2:

Are there relationships among burden, use of humor, and mental health in

spouse caregivers of AD?

Single order correlations were performed to determine relationships of

association between variables. The matrix for questions #1 and #2 is

represented in Table 5, and includes the variables for mental health,

burden, Buffum Caregiver Humor Use Assessment Tool, Coping Humor

Scale, education, income, age, years of marriage, years with Alzheimer's

Disease, satisfaction with help, and severity of illness.

Relationships of significance include the following:

Mental health:

1) mental health and burden (r=-79, p=<.001)

2) mental health and use of humor (Buffum Caregiver Humor Use

Assessment Tool [BCHUATI) (r=.53, p=<.001)
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3) mental health and coping humor (Coping Humor Scale [CHS])(r=.39,

p=<.001)

4) mental health and satisfaction with help (r=-56, p=<.001)

5) mental health and age (r=-.19, p=<.05)

6) mental health and income (r-.3, p=<.01)

7) mental health and education (r=23, p=<.05)

8) mental health and severity of illness (r=-20, p=<.05)

9) mental health and years married to current spouse (r--.20, p=<.05)

Burden:

10) burden and satisfaction with help (r=.48, p=<.001)

11) burden and use of humor (BCHUAT) (r=-29, p=<.01)

12) burden and years married to current spouse (r-26, p=<.05)

Humor;

13) use of humor (BCHUAT) and coping humor (CHS) (r=.63, p=<.001)

14) use of humor (BCHUAT) and severity of illness (r=-26, p=<.05)

her variables:

15) income and education (r=.57, p=<.001)

16) severity of illness and years ill (r=26, p=<.05)

17) age and years married to current spouse (r-.57, p=<.001)
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Research Ouestion #3:

What is the relationship of burden to mental health?

Research Ouestion #4;

What is the relationship of th f hum Ith?

Multiple regression analyses were performed to determine the specific

contributions of burden and use of humor to the mental health of spouse

caregivers after the effect of the confounding variable, satisfaction with

help, was controlled. This confounder accounted for 31.6% of variance in

mental health (p=<.001). After satisfaction with help was controlled,

burden accounted for 33.5% of variance (p=<.001). After satisfaction with

help and burden were removed from the model, humor explained 10.6% of

variance in mental health (p=<.001).

r ion

To what degree does the use of humor affect the relationship between

burden and mental health?

The interaction of burden and humor, after satisfaction with help was

controlled, was not significant. It explained .1% of variance in mental

health. Table 6 presents the regression analysis for research questions #3,

4, and 5.
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Table 5 Intercorrelations between variables (Pearson product

moment) (N=72)

1 2 3 4 5 6 7 8 9 10 11

1 || - -.79 .53 .39 .23 .30 -.19 || - 20 --07 -.56 -.20
| *::::::: ::::::::: *::::::: -: ++ * -: -:::::: +

|
2 | - -

- 29 -.19 .05 || -.10 .12 .26 .12 .48 .18
*::::: - :::::::

3 || -
- -

63 14 12 --17 | -.01 -.09 -.15 -.26
:::::::: +

| 4 || - - - -
.11 .07 -,06 || -.03 -.08 -.16 -.11

5 || -
- - - -

57 -.07 || -.01 .14 -.18 .11
::::::::

6 || -
- - - - -

-.08 || -.07 -.12 -.17 .06

7 || -
- - - - - - .57 -.01 .00 .01

:::::::::

8 || -
- - - - - - -

.01 .11 .12

||| 9 || - - - - - - - - - .01 .26
-:

10 || -
- - - - - - - - -

.14

|4|+|--|--|--|--|--====ns HM Prº-HDI
1. Mental health 7. Age
2. Burden 8. Years of marriage
3. BCHUAT 9. Years ill with AD

4. CHS 10. Satisfied with help
5. Education
6. Income

11. Severity of illness (AD)
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Table 6 Table. Multipl i I

Dependent Variable; Mental Health

Step | Source Cumr" | R* df F p
Change

1 Satisfaction .316 .316 1,65 30.03 | .000
with help

| 2 Burden .651 .335 2,64 61.77 | .000

3 Use of .758 ..106 3,63 27.63 | .000
Humor
(BCHUAT)

4 Term of .759 .001 4,62 .28 NS
Interaction:
Burden X
Use of
Humor
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Research Ouestion #6:

What is the correlation between the BCHUAT and the CHS2

Research Ouestion #7:

What is the internal consistency reliability coefficient, Cronbach’s alpha

for the BCHUAT:

Research Ouestion #8:

Do the domains of humor include: a) the value placed on the use of

humor, b) the frequency of the use of humor, c) the social context

vailability for the use of humor?

The correlation between the Buffum Caregiver Humor Use

Assessment Tool (BCHUAT) and the Coping Humor Scale was .63

(p=<.001). The internal consistency reliability coefficient, Cronbach's

alpha, for the new tool was .91. Factor analysis revealed no distinct

loadings for the three intended domains--value placed on humor, frequency

of use of humor, and social context availability. Five factors were

identified, explaining 60.8% of variance, with the highest loadings on the

first factor, explaining 41% of variance. Table 7 presents the

communalities (sum of squared loadings for each item). Table 8 presents

the five factors, Eigenvalues, percent of variance, and cumulative percent

from Principal Axis Factoring. Table 9 depicts the Varimax Rotation, from
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convergence after 7 iterations, with loadings from each item on each of the

five factors. The intended domains were not supported by the factor

analysis.
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Table 7 ommunalities (sum of squared loadings) for h

BCHUAT Item (B1 to B1

BCHUAT Items Communalities
according to
proposed dimensions

B1 value .74091

B2 frequency .67546

B3 social context .37800

B4 frequency .5506.8

B5 frequency .58446

B6 frequency .66938

B7 frequency .67324 II

B8 frequency .40272

B9 frequency .36675

B10 social context .59585 |

B11 social context .701.23

B12 social context .69196

B13 value .26682

B14 frequency .58444

B15 social context .88250

B16 frequency .62954

B17 value .76094

B18 value .78927

º

M
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Table 8 Factor Analysis (Principal Factor Analysis):

Factors, Eigenvalues, Percent of Variance Explained,

and Cumulative Percent of Variance Explained

Factor Eigenvalue Percent of Cumulative
Variance Percent

1 7.46038 41.4 41.4

2 1.12618 6.3 47.7

3 .91683 5.1 52.8

4 .80387 4.5 57.3

5 .63693 3.5 60.8

-

:





Caregiver Humor

141

Table 9 Rotated Factor Matrix (Varimax Rotation, Convergence

in 7 Iterations)

Factor-> | Factor 1 Factor 2 | Factor 3 || Factor 4 || Factor 5

BCHUAT

B1 value | .83279 .18133 -.09062 .01543 -.07775| B2 freq .73028 .08006 .14825 .300.43 .15340

|r.
SOC .13662 .04129 -.00004 .59122 .08993B4 freq .37455 .57056 .19270 .19870 .09268

B5 freq .41952 .43944 .292.45 -.34304 .11024

B6 freq .56418 .54559 .19113 -.05414 .11812

B7 freq .51281 .53635 .31563 .02633 .14926

B8 freq .14380 .58548 .18569 -.06269 -.02896

B9 freq .14871 .57607 .02292 .10182 .04341

B10 soc .30348 .63833 .28038 .13275 .00703

B11 Soc .12409 .48828 .437.11 .50518 -.03379

B12 soc .04476 .05791 -.01703 .09.404 .82309

B13 valu | .02326 .29547 .40056 -.04343 -.12905

B14 freq .64340 .29591 .28606 .03.256 .00445

B15 Soc .28221 .16276 .86876 .07.279 .12779

B16 freq .499.35 .41370 .41697 .08816 -.16554

B17 Valu | .55009 .44607 .39728 .22322 -.22739

B18 Valu | .75407 .34465 .25098 .17327 .09412

freq = frequency of humor use
soc = social context availability
valu = value placed on use of humor

-
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Table 10 Instrument Reliabilities, Means, Standard Deviations,

and Range of Responses

Instrument Name Cronbach’s | Mean Standard Range of
alpha Deviation | Responses

Caregiver Burden .93 65.06 15.18 30-97
Interview

(CBI)

Medical Outcome .97 64.43 16.90 25-91
Study, Mental
Health Index

(MOS)

Buffum Caregiver .91 57.62 10.72 30-77
Humor Use

Assessment Tool
(BCHUAT)

Coping Humor .73 20.13 3.84 13-28
Scale

(CHS)
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Other Findings

Reliability of Instruments

Internal consistency reliability coefficients were calculated for all of

the study instruments. The Cronbach's alpha for the Caregiver Burden

Interview (CBI) was .93. It was .97 for the Mental Health Index (MOS),

and .91 for the Buffum Caregiver Humor Use Assessment Tool

(BCHUAT). The Cronbach's alpha for the Coping Humor Scale (CHS)

was .73. Table 10 presents each instrument's mean, standard deviation,

range of responses, and Cronbach's alpha.

Differences B Il

One-way analysis of variance was performed to determine differences

between groups. Tables 11, 12, 13, 14, 17, and 18 summarize the ANOVA

results. The following findings were significant:

1) satisfaction with help to burden (F=6.6, p=<.001, eta-squared=239);

Scheffe comparison procedure demonstrated that the least satisfied

group (never enough help) had the highest burden scores (at the .05

level) (Table 11)

2) mild, moderate, severe illness to burden (F=7.01, p=<.01, eta

squared=.168); Scheffe comparison procedure demonstrated that
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moderate symptoms of illness posed the highest burden for the spouse

caregivers (at the .05 level) (Table 12)
-

3) mild, moderate, severe illness to mental health (F=4.09, p=<.05, eta

squared=.106); Scheffe comparison procedure demonstrated that

caregivers whose AD patients had mild symptoms of illness had

significantly higher mental health score means than the other two

groups (at the .05 level) (Table 13)

4) satisfaction with help to mental health (F=9.73, p=<.001, eta

squared=.316); Scheffe comparison procedure demonstrated that the

most satisfied group (enough help) had the highest mental health

score mean (at the .01 level) and that the second most satisfied group

(usually enough help) had the next highest mental health score mean

(at the .05 level) (Table 14)

An interesting trend was revealed when mild, moderate, and severe

illness was examined in relation to use of humor. Although not significant

(F=2.5, p=.08, eta-squared=.069, NS), caregivers who rated their AD

patients with moderate symptoms had the highest humor scores of the

three groups. These were also the caregivers with the highest burden

scores and the lowest mental health scores.

º

º
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Gender differences

Significant findings were found on examination by chi-square of

gender and severity (x = 14.8, p=<.001), as seen in Table 15. Specifically,

wife caregivers rated their AD husbands with mild and moderate symptoms

while husband caregivers rated their AD wives with moderate and severe

symptoms. In fact, no men rated the AD wives with mild symptoms.

By treating satisfaction with help categorically, a chi-square test

revealed that more wife than husband caregivers reported both feeling

satisfied and feeling they never had enough help (x’=6.7, p=.08, NS).

Though not significant, the tendency demonstrates a broader range of

experience of satisfaction among the wife caregivers.

The chi-square for gender differences in family help was significant

(x=11.81, p=<.01), as seen in Table 16. More wife caregivers than

husband caregivers had no help at all. In fact, only one of the husbands

reported having no help!

Table 17 presents the summary table for the difference between age

and gender. In this sample, males are significantly older than the females

(F=4.9, p=<.05, eta-squared=.065).

There were no significant gender differences in use of humor,

according to the BCHUAT. The male caregiver mean is lower than the
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female mean, indicating higher humor use in the wife caregivers. Although

not reaching significance, an ANOVA summary table is presented in Table

18 which demonstrates this trend. Included in the table are the means,

standard deviations, and ranges for each gender.

Income

Whether income was treated categorically or quantitatively, it had no

significant relationship with types of help, frequency of help, or satisfaction

with help. In single order correlations it had a significant relationship with

both education and mental health but not with burden.

Coping Humor Scale

The total score on the CHS was entered into the correlation matrix as

one of the variables. Its representation in the matrix demonstrated areas

of correlation in contrast to the new tool, the BCHUAT. The CHS was

significantly correlated with mental health (r-.39, p=<.001) but at a lower

correlation value than the BCHUAT (r=.53, p=<.001). Likewise, the

CHS correlated lower than the BCHUAT with burden, the latter reaching

significance at .01 level (r--.29).
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Table 11 Summary Table for One-Way Analysis of Variance

(ANOVA); Difference Between Satisfaction with Help

Groups (Degrees of Satisfaction) and Burden

Source df | Sum of Mean F p eta”
Squares Squares ratio

Between 3 3359.7303 || 1119.9101 6.6 .000 .239

groups

Within 63 10680.8517 169,5373

groups

Total 66 14040.5820

Scheffe comparison procedure:

Mean Burden Score Group

55.36

62.87

67.61

75.53** (p = < .01)

Enough help

Usually enough help

Sometimes enough help

Never enough help

***
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Table 12 Summary Table for One-Way Analysis of Variance

ANOVA): Difference Between Severity of Illness Groups

(Mild, Moderate, Severe) and Burden

Source df | Sum of Mean of F p eta” .
Squares Squares ratio

t

Between 2 || 2761.8894 || 1380.9447 7.0121 | .001 .168

groups :*

Within 69 || 13588.7415 196.9383

groups

Total 71 || 16.350.6309 º

Scheffe comparison procedure:

Mean Burden Score Group

51.45

64.28

69.33 * (p = < .05)

Mild severity

Severe severity

Moderate severity

***
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Table 13 Summary Table for One-way Analysis of Variance

VA): Di In en Severity of Illnes

Mild. M evere) and Mental Health

Source df | Sum of Mean of F ratio p eta”
Squares Squares

Between 2 || 2153.8615 || 1076.9307 || 4.0976 | .02 ..106

groups

Within 69 | 18134.7335 | 262.8222

groups

Total 71 || 20288.5950

Scheffe comparison procedure:

Mean Mental Health Index Score Group

77.10 * (p = < .05)

61.35

63.56

Mild severity

Moderate severity

Severe severity

**
***

**-
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Table 14 Summary Table for One-way Analysis of Variance

(ANOVA): Difference Between Satisfaction with Help

TO D f Satisfaction) and Mental Health

Source df | Sum of Mean of F ratio p eta”
Squares Squares

Between 3 || 5540.5830 | 1846.8610 || 9.7347 | .00 .316

groups º
Within 63 || 11952.3028 189.7.191
groups

Total 66 || 17492.8858 --

Scheffe comparison procedure:

Mean Mental Health Index Score Group

75.78 “* (p = < .01) Enough help

69.65 * (p = < .05) Usually enough help º

59.37 Sometimes enough help

51.55 Never enough help
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Table 15 mparison of Differences B Il GTO hi-squa

is Investigating Difference in Severity of AD

S iver Gender

Severity-> Mild Moderate Severe Totals

Gender

Male 14 15 29

Female 11 25 7 43

Totals 11 39 22 72

x = 14.85 = 2 p = < .001

- *
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Table 16 omparison of Differen Between Groups: Chi-square

Analysis Investigating Difference in Type of

Family/Friend Hel aregiver Gender

Help---> Son/Daughter | Paid | Combination | No Totals
One

Gender

Male 9 6 12 1 28

Female 7 4 16 16 43

Totals 16 10 28 17 71

x = 11.81 df = 3 p = <.01

*
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Table 17 Summary Table for One-Way Analysis of Variance

ANOV iff B n Mean Caregiver

Gender

Source df | Sum of Mean of F p eta”
Squares Squares ratio

Between 1 182.7787 182.7787 4.9459 || 029 | .065
groups

Within 70 || 2586.8741 36.9553
groups

Total 71 || 2769,6528

Mean Ages Standard Deviation

Male caregivers

Female caregivers

= 74.62 6.51

= 71.37 5.77
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Table 18 Summary Table for One-Way Analysis of Varian

(ANOVA); Difference Between Mean BCHUAT Score by

Gender

Source df | Sum of Mean of F p |eta”
Squares Squares ratio

Between 1 361,6271 361.6271 3.2475 | .075 | .044

groups NS

Within 70 || 7794.8955 111.3557

groups

Total 71 || 8156.5227

Mean BCHUAT Score Std Dev Ran f In SeS

Males = 54.89 9.8 30 - 74

Females = 59.46 10.9 37 - 77

Total = 57.62 10.7 30 - 77 --

-
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Assumptions of Multiple Regression

The adequacy of multiple regression for this study was evaluated for

curvilinearity, existence of outliers, heteroscedasticity, and changes in

independent variables. An analysis of residuals reveal normalcy and

scatterplots of residuals demonstrated no outliers. The independent

variables are linearly related to the dependent variable. The residual

variance is consistent around zero, demonstrating homoscedasticity. The

independent variables are adequately represented in this study because no

changes in time nor events occurred during the investigation. Because

linearity has been demonstrated, no transformations were indicated.

Summary

Results from the current study indicate that the sample consists mainly

of Caucasian, Protestant, females, about 73 years of age who have been

married to their AD patients for 45 years, educated an average of 13 years,

and have an annual income of between $21,000 and $40,000. Most

caregiving spouses are currently retired. Most AD patients have been ill

about 5.7 years, and have moderate or severe symptoms. Nearly as many

AD patients use no services as attend day care. For most caregivers, help

was also available from family and was rated only somewhat helpful. The
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majority of caregivers found that the amount of the help received was

usually enough. Demographics are presented in Tables 1 through 4.

The research questions were answered from single order correlation,

multiple regression, one-way ANOVA, chi-square, and factor analysis with

the internal consistency reliability coefficient, Cronbach's alpha. Significant

single order correlations between variables were described, and some of

these include burden and mental health, use of humor and mental health,

use of humor and burden, and satisfaction with help and both burden and

mental health. Correlations and regression are presented in Tables 5 and

6.

Satisfaction with help, as the confounding variable related to

both burden and mental health, accounted for 31.6% of variance in mental

health. Burden then accounted for another 33.5% of variance. The use of

humor uniquely explained 10.6% of variance in mental health. Each of

these main effects was significant at p = <.001. The interaction of burden

and use of humor was not significant, explaining only .1% of variance in

mental health.

Group differences were examined. Significant findings are that the

highest burdened are those caregivers who feel they never have enough

help and whose AD patients have moderate symptoms of illness. Gender

gº
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differences of significance are that more husband caregivers rate their AD

wives with higher degrees of severity of symptoms of illness. Wife

caregivers report a wider range of satisfaction than do husbands. Further,

many wife caregivers report having no help while all but one husband

caregivers report having help. There were no statistically significant sex

differences in mental health, burden, or use of humor. Tables 11, 12, 13,

14, 17, and 18 present the results of the ANOVA procedures, and Tables

15 and 16 present the chi-square analyses. º

Reliability coefficients were established for all study instruments, are

in the high range, and are presented in Table 10. Tables 7, 8, and 9

present the instrument development techniques involving factor analysis of

the Buffum Caregiver Humor Use Assessment Tool. Overall, the tool

represents one construct and Cronbach's alpha reached .91.

The next chapter discusses the meaning of the above results in relation

to the research questions. The findings are explained and limitations are

discussed. Further, implications for nursing research and practice are

presented.
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CHAPTER 5

DISCUSSION

Introduction

This chapter discusses the meaning and significance of study findings

in relationship to the research questions. The Buffum Caregiver Humor

Use Assessment Tool evaluates the use of humor in spouse caregivers and

a discussion includes the efficacy of this tool. Limitations of the study are

presented, particularly related to generalizability of the findings. The last

part of this chapter details implications for future nursing research and

practice.

Interpretation of Findings

Relationships Among Variables

Research Question #1: What are the specific relationships among the º

demographic variables? Are the demographic variables related to burden,

use of humor, and mental health of spouse caregivers of AD patients?

Research Ouestion #2: Are there relationships among burden, use of

humor, an ntal health in spous ivers of AD patients?

In response to Research Questions #1 and #2, significant

relationships are discussed in this section. Mental health is significantly

related to burden, use of humor, coping humor, satisfaction with help, age,
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income, education, severity of illness, and years married to current spouse.

Burden is related significantly to satisfaction with help, use of humor, and

years married to current spouse. The use of humor is significantly related

to coping humor and severity of illness. Other variables of significance

include income and education, severity of illness and years ill, and age and

years married to current spouse. In a later discussion in Further Findings

severity of illness and satisfaction with help as groups are analyzed in

association with burden and mental health.

Mental Health

Mental health and burden are negatively associated (r=-.79,

p=<.001). The high correlation indicates that the constructs of burden

and mental health are similar. Indeed, both measures include emotional

distress. The negative direction indicates that as burden increases, mental

health decreases.

The use of humor and mental health are positively correlated. In this

sample of spouse caregivers, this means that the greater the use of humor

the higher the mental health. The Buffum Caregiver Humor Use

Assessment Tool (BCHUAT) is more highly correlated with mental health

than the Coping Humor Scale (CHS) (BCHUAT: r=.53; CHS: r=.39),

although they both reach a p value of .001. The fact that both tools
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correlate significantly with mental health lends credence to the assumption

that humor and mental health have a relationship.

Satisfaction with help has a negative association with mental health

(r=-.56, p=<.001). Less satisfaction with help correlates with lower mental

health scores. The negative direction results from high scores indicating

mental health as well as greater dissatisfaction. Consequently, the better

the mental health, the less dissatisfied the caregiver is.

Mental health is negatively associated with age (r--.19, p=<.05).

This indicates that advancing age in this caregiver sample means lower

mental health. With increases in age, caregiver health may deteriorate,

with resulting problems occurring in the caregiving role. Many caregivers

state in support groups that taking care of their AD patients is the least

they can do for them after so many years together. The length of time at

caregiving is not significantly associated with caregiver aging.

Mental health is negatively associated with both severity of symptoms

of illness (r=-20, p=<.05) and years married to current spouse (r--.20,

p=<.05). With advancing symptoms of AD, caregiver mental health is

negatively affected. The lowest mental health score mean was in the

caregivers whose AD patients had moderate severity of symptoms of

illness, which is the most difficult phase to manage behaviorally. This





Caregiver Humor

161

finding is congruent with the literature that reports that behavioral and

cognitive deterioration are associated with caregiver depression and morale

(Given, Collins, & Given, 1988; Rabins, Mace, & Lucas, 1982).

In a similar manner, the longer the caregiver has been married to the

current spouse, the worse the impact on mental health. The associations of

illness severity to mental health and years of marriage to mental health

may be similar in that the AD patient becomes more symptomatic over

time and is progressively less of the marital partner than he/she had once

been. Both of these variables affect the emotional bond between spouses.

The literature supports the notion that the quality, which encompasses

length of marriage, of the premorbid relationship influences the caregiver's

conflicts in the caregiving role (Morris, Morris, & Britton, 1988; Rose &

DelMaestro, 1990; Snyder & Keefe, 1985).

Mental health and income are positively correlated (r=.3, p=<.01).

This means that the higher the income, the better the caregiver mental

health. With higher incomes, more options are available for living

arrangements, material goods, clothing, travel, care for the AD patient, and

time away. Simon (1990) found that socioeconomic status predicted

morale in her study of healthy elderly persons.
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Mental health and education are positively correlated (r-23,

p=<.05). Similar to income, the more education the caregiver has, the

better the mental health. This supports other studies of older adult

populations that education and income are significant predictors of morale

(Bradburn, 1969; Bradburn and Caplovitz, 1965; Simon, 1990).

Burden

Burden has a significant relationship with the years of marriage to the

current spouse (with AD). This may relate to the difficulty living with the

constant decline associated with dementia in one's partner. The longer the

marriage, the more established the emotional bond with consequent

feelings of distress over the need for eventual detachment (Rose &

DelMaestro, 1990). Watching one's partner decline into a totally different

and dependent personality, who may be hostile or suspicious or unable to

recognize his/her caregiver, is devastating (anonymous caregiver, personal

communication, December 11, 1991). It follows that lower mental health

Scores correlate significantly with increased years of marriage.

Burden and satisfaction with help have a positive relationship (r-.48,

p=<.001). This indicates that caregivers who feel dissatisfied with their

help also feel more burdened.
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Burden and the use of humor are negatively associated

(r=-29, p=<.05). As burden increases, caregiver humor use decreases; or,

as humor increases, the less the caregiver experiences burden.

Use of Humor

The use of humor (BCHUAT) is negatively associated with severity of

illness (r=-26, p=<.05). The more severe the symptoms of illness the less

the humor is used. This is an interesting finding because the highest

humor scores were found in the caregivers rating their AD patients as

having moderate severity of illness, although this difference did not reach

significance. According to caregivers, the phase that is most trying, but can

also be funniest, is the moderate phase when the patient says and does

bizarre things. Caregivers describe needing their sense of humor most at

this time. In a comfortable frame of mind, humor can be found while

taking care of patients at this phase.

Other Findings

Three correlations are not surprising. First, income and education

(r=.57, p=<.001) have a positive association. More years of education

generally correlates with a higher annual income. Second, the severity of

illness correlates positively with the number of years of illness (r=26,

p=<.05). Symptoms advance over time. Because of individual differences
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in disease progression, this may not be universally true. One AD patient in

this study, for example, has had AD for 20 years and is in the moderate

phase.

The third correlation is that the age of the caregiver has a positive

relationship with the number of years of marriage to the AD patient.

Since most caregivers and AD patients in this sample have been married to

each other for 45 years, their ages correspond accordingly. As caregiver

age increases, in this study, the number of years of marriage to the same

partner also increases.

Relationship of Burden to Mental Health

Research Ouestion #3: What is the relationship of burden to mental

health?

Caregiver burden explains 33.5% of variance in mental health

(p=<.001) after controlling for satisfaction with help (R*=.316, p=<.001).

The amount of burden that caregivers experience is directly related to their

mental health. This finding is consistent with the AD caregiver literature

that burden negatively impacts mental health, that high levels of burden

are associated with depression.
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Relationship of Humor to Mental Health

Research Question #4: What is the relationship of the use of humor to

mental health?

The use of humor explains 10.6% of variance in mental health

(p=<.001). With satisfaction and burden removed from the model, humor

is significantly related to caregivers' better mental health. The use of

humor accounts for better mental health in this sample. This finding is

consistent with Simon's (1988, 1990) finding that humor (as measured by

the CHS) explained 10.4% of variance in morale.

nteraction of Humor and Burden

Research Ouestion #5: To what degree does the use of humor affect the

lationshi n burden and mental health?

The use of humor does not affect the relationship between burden and

mental health. The use of humor makes no difference in the amount of

burden that affects mental health. The interaction term accounted for only

.1% of variance (NS) in mental health.

The current study does not support past research that humor

moderates stress. Lefcourt and Martin's (1986) collegiate studies

demonstrate that humor affects the relationship between negative life

events and mood disturbance. Using the Coping Humor Scale this
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interaction accounted for 9% of variance (p=<.025). In the current study,

AD caregivers experience more than negative life events. Their burden is

daily and often without escape for the rest of their lives. Their moods

were not measured specifically. Only limited comparison can be made

between the college population of Lefcourt and Martin's studies and AD

caregivers because of different measures, stresses, and populations.

Instrument Development

Research Ouestion #6: What is the correlation between the Buffum

Caregiver Humor Use Assessment Tool and the Coping Humor Scale?

Research Question #7: What is the internal consistency reliability

coefficient, Cronbach’s alpha, for the Buffum Caregiver Humor Use

Assessment Tool?

The Buffum Caregiver Humor Use Assessment Tool (BCHUAT) and

the Coping Humor Scale (CHS) have a moderately strong positive

relationship (r-.63, p=<.001). Because the correlation coefficient is no

higher than .63, these instruments measure similar as well as different

constructs. The CHS is designed to measure degree of humor intentionally

used for coping with life in general. The BCHUAT is designed to measure

the use of humor more specifically in a caregiving context. Both ask about

the value placed on the use of humor and the frequency of use of humor.
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The internal consistency reliability coefficient, Cronbach's alpha, is .91

for the BCHUAT. This is a high rating, demonstrating that each item of

the BCHUAT measures the same construct, use of humor. A large alpha

indicates a high degree of consistency in responses to the items, producing

a reliable measure of the construct (McLaughlin & Marascuilo, 1990).

Based on the Cronbach's alpha, the BCHUAT demonstrates a strong

measure of reliability.

Research Ouestion #8: Do the domains of humor include: he val

placed on the use of humor, b) the frequency of use of humor, and c) the

ial con vailability?

Factor analysis is a data reduction technique designed to group into

clusters those items of an instrument that measure the same things

(Nunnally, 1978). On the BCHUAT five factors were identified which

accounted for 60.8% of variance in the entire instrument. These five

factors reached an Eigenvalue of above .5 to be included as a factor.

Ideally, a value of 1 is desirable. The first factor reached an Eigenvalue of

7.46, and this factor accounted for 41.4% of variance. Because of this large

percentage explained, only one factor truly exists in the BCHUAT. This

means that the entire tool measures the same construct and that there are

no subscales. Further, the domains of humor as theoretically proposed in
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the instrument (value placed on humor, frequency of use of humor, and

social context availability) are not supported by the factor analysis.

In factor analysis, the factors identified are not actual factors but are

combinations of the items and loadings which correlate with hypothetical

factors. The factors, then, are specified in terms of common variance

among items. Communalities are the resulting numbers which provide

evidence for inclusion of the item in the scale based on the highest scores

from 4 up to 1.0. Communalities represent the sum of the squared

loadings for each item.

Ideally, simple structure is the goal in factor analysis--a matrix where

each item loads on only one factor. This is the purpose of the Varimax

rotation. The BCHUAT was rotated through 7 iterations. According to

Nunnally (1978), each factor should have at least one zero in its loadings to

accommodate the simple structure rule. The BCHUAT achieved between

two and six zeros in each of the five factors. Based on factor analytic

findings, the BCHUAT demonstrates good psychometric validity.

Evaluation of the Buffum Caregiver Humor Use Assessment Tool

The BCHUAT is in an infant stage of development. Its beginning

reliability and validity data warrant future use. Adequate psychometric

testing involves extensive reliability and validity estimates (Allen & Yen,
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1979). Specifically, reliability estimates come from test-retests, parallel or

alternate forms, and internal consistency or split halves. Validity estimates

include content validity, criterion-related validity, and construct validity.

The BCHUAT has been tested for one type of reliability (Cronbach's

alpha) and two types of validity (content validity and two types of construct

validity).

The current study provides strong evidence that the BCHUAT is

reliable, based on Cronbach's alpha of .91. Content validity (face validity)

was established from consultation with other humor researchers, nurses

who care for AD patients and elderly patients, persons involved in geriatric

research, elderly persons who are not caregivers, and family caregivers of

AD.

Criterion-validity is not done in the current study. This would entail

simultaneous testing with another method, such as watching amount of

humor used and recording such observations. Or, as a predictive method,

the tool might be used as an indicator for predicting use of humor in other

situations, such as adaptation to institutionalization or widowhood.

The two types of construct validity performed on the BCHUAT

include convergent validity and factor analysis. The Coping Humor Scale

was given to all subjects to determine convergent validity between the two
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instruments. The correlation of .5 or above is indicative of validity

(McLaughlin & Marascuilo, 1990), and the BCHUAT and CHS correlated

at .63. The BCHUAT demonstrates convergent validity. Factor analysis,

already discussed above, determined that the BCHUAT consists of one

scale and that all items measure the same construct.

The BCHUAT's psychometric properties are noteworthy in contrast to

the established humor tests. Specifically compared with the CHS because

of the same constructs of value placed on humor and use of humor, the

BCHUAT is more reliable. The internal consistency reliability Cronbach's

alpha for the CHS in this study is .73. Further, on zero order correlations,

the CHS demonstrated a lower correlation (r=.39, p=<.001) than the

BCHUAT (r=.53, p=<.001) with mental health.

Further Findings

Reliability of Study Instrument

The instruments of this study contribute to the confidence of the

findings. That is, the Caregiver Burden Interview's reliability of .93 in this

sample is higher than that reported previously with a Cronbach's alpha

ranging from .71 to .91 (Gallagher et al., 1985; Hassinger, 1985). The

Medical Outcome Study Mental Health Index's Cronbach's alpha is .97, a
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level near the .98 reported by the author (Stewart & Ware, in press). The

BCHUAT's .91 alpha lends further credence to the findings.

The means of the test instruments deserve attention. The burden that

caregivers in this study experience is severe, with a mean of 65.06. The

range is from 30 (mild to moderate burden) to 97 (severe burden); 61 and

above is considered severe. Caregivers indicate that moderate symptoms of

illness are the most burdensome. At a moderate level of severity, which

represents 54.2% of the AD patients in this study, behavior problems

worsen and the most help is needed.

In this study, the mean MOS Mental Health Index is 64.43 (SD=16.9).

This is in contrast to the means of 70 in a healthy adult population

(Stewart & Ware, in press). This is a significant difference (SD=>.5)

health between the samples (A. Stewart, personal communication, May 27,

1992). Since the MOS is still undergoing investigational studies,

comparisons with more populations are not yet available (C. Sherbourne,

personal communication, May 26, 1992). However, the subscales can be

compared to the means in Stewart and Ware's study, as represented in

Table 19.

The subscales are noteworthy because, in contrast to Stewart and

Ware's study, the current study's caregiver population has markedly higher
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anxiety, more depression, and overall psychological distress. Likewise, this

study's population has lower positive affect, fewer feelings of belonging,

and less positive well-being. The subscales distinctly demonstrate

comparably less well-being and greater psychological distress in the

caregivers. Accordingly, the caregivers are a more depressed group than

non-caregivers (A. Stewart, personal communication, May 27, 1992).

The mean humor score for the CHS is 20, which is the same as the

mean for college-age students (Lefcourt & Martin, 1986). The means in

the current study are nearly identical to the authors' findings. That is, the

current study found means of 19.6 (SD=3.9) for males and 20.4 (SD=3.8)

for females. In their college students, the authors found 19.9 (SD=3.8) for

males and 20.5 (SD=3.2) for females. In the current study, the range is

from 13 to 28. The low of 13 indicates no use of humor for coping and 28

indicates a perfect score. There were no significant gender differences

using this scale.

In contrast, the BCHUAT mean is 57.6, a little more than half of the

90 possible. The range is between 30 and 77. No one scored at the

highest point. Generally, this group of caregivers demonstrates, with both

instruments, a strong tendency to use humor. Although gender differences

did not reach significance, the wives' mean use of humor score (BCHUAT)



sºU
º

assº

*
* :

5. ºº * * * * *

tº
assº"

º *** * * *gº ... ºr

asº *** *



Caregiver Humor

173

was higher than that of the husbands (see Table 18 from Chapter 4). With

both instruments, females score higher.

Differences B Il

The findings indicate that severity of illness affects burden. The mean

burden score was 69 for the moderate severity group. Moderate symptoms

pose significantly more caregiver problems, as mentioned earlier. This may

explain why caregivers caring for AD patients with moderate symptoms

used the most outside help in contrast to the other two groups. Day care is

used most often. This makes sense considering the patients with moderate

symptoms are usually active but difficult to manage because of wandering

and resistance. While half of the sample had moderate severity ratings,

most caregivers of this group reported that they usually have enough help.

Possible explanations for this level of satisfaction are that outside help

provides respite time and that caregivers still have energy to continue

caregiving. Additionally, the amount and quality of help may be congruent

with the needs that are stage-specific.
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Table 19 Comparison of MOS Means with Stewart and Ware study (in

press)

Scales of MOS Buffum Standard Stewart & Standard

Study: Deviation | Ware Study: | Deviation
Means Means

Mental Health 64.43 16.90 70.3 16.2
Index

anxiety 32.34 5.3 24.5 19.3

depression 29.30 10.9 19.3 18.3

psychological 29.24 16.0 26.8 14.8
distress

positive 55.22 20.36 61.2 22.8
affect

feelings of 45.43 21.22 70.6 26.3
belonging

positive 52.45 18.72 64.00 22.3
well-being

174
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The caregivers who rated their patients with moderate severity of AD

had the highest burden, lowest mental health scores, and highest use of

humor scores. Had they used less humor, they may have suffered from

even worse mental health. The high score on the BCHUAT in the face of

high burden suggests that humor is a coping strategy for this group.

When satisfaction with help was explored by grouping caregivers along

ratings of never enough help, sometimes enough help, usually enough help,

and enough help, significantly more caregivers with high burden scores

were the least satisfied. These caregivers scored 75 on the CBI. These

caregivers were from both the moderate and severe severity of illness

groups. Burden may be a subjective experience and the satisfaction with

help is dependent upon how much relief caregivers can get from that

burden.

Different levels of income do not determine the type or amount of

help in this study. Since minorities have been under-studied, the utilization

of services by poorer caregivers is not known. The current study's

caregivers with incomes of lower than $20,000 utilized day care and paid

attendants. Income is not related to burden, gender, type of care for the

AD patient, or satisfaction with help in this study. As mentioned earlier, it

is associated with mental health in the zero order correlations.
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The mid-range mean income does not always preclude problems in

obtaining help because a mid-range income may not be enough for Services

in- or out-of home. Subsidized fees or sliding scale fees may enable lower

income caregivers to utilize services for their AD patients while higher

income caregivers deplete their reserves. Caregivers with all income

brackets experience dissatisfaction with help.

Gender Differences,

Gender differences exist regarding rating of severity of illness and

family help. In this study wives rate their AD patients’ symptoms lower,

with mild and moderate severity of illness. Husband caregivers rate their

AD wives with only moderate and severe symptoms. This is in direct

contrast to Noelker and Wallace's (1985) finding that men reported fewer

signs of mental impairment in their care receivers than did women. In fact,

little research has examined gender differences in caregiver perceptions of

the patient (Barusch & Spaid, 1989).

Several possible explanations exist regarding wives rating lower

severity of illness in the current study. Wives have high expectations for

provision of care and are more prone to guilt if they are unable to fulfill

all caregiving responsibilities (Zarit, 1982). Such reported findings suggest

that the wives in this study may not feel ready to admit that caregiving is
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too hard for them, emotionally or physically. In this manner, they can

prolong the relationship with their AD patients in the role of caregiver.

This may be a denial of the severity of symptoms, suggesting a subjective

nature to the severity rating.

Another explanation for lower severity ratings by wives is that fewer of

their AD patients actually have severe symptoms of illness. Perhaps the

severely symptomatic patients' caregivers have institutionalized them. Or,

those wives who care for severely symptomatic AD patients may not have

need for the services which may have advertised this study. Yet another

possible explanation is that the wife caregivers are younger than the

husband caregivers. The older caregivers may perceive more severity

because of their own limitations.

Gender differences in family help reveal that more wife caregivers

have less help than husband caregivers. Noelker and Wallace (1985)

describe that women are more involved in giving personal care and that

they are more likely to use support groups and counseling services. Other

authors report that women expect themselves to give care rather than to

ask for help (Barusch & Spaid, 1989; Gwyther, 1990; Morris, Morris, &

Britton, 1988). Men, on the other hand, receive more help from kin and

other informal sources. Further, men seek more help with home nursing



s: ".

*a* - *, ºr "

º sº º

º ==

sº
*** * º º

- *"
-~ … " '

-
º* . º

**
-
"...º º

*** - -... ºut"



Caregiver Humor

178

and housework (Snyder & Keefe, 1985). These reports are supported by

this study's findings.

The literature suggests that wives generally report more negative

emotions about caregiving (Barusch & Spaid, 1989). This notion was not

supported in this study. There were no gender differences in burden nor

mental health in this study population.

Limitations

This study has limited generalizability because it is a convenience

Sample. Also, no causal inferences can be made between variables because

of the convenience sampling. This study can only be generalized to the

people it represents even though it is similar to other caregiving studies.

Only those persons interested in research participate in projects. The self

Selected nature of the sample includes those who are seeking contacts for

help or information, as in phone calls to the investigator. These caregivers

have energy to involve themselves with others, which may be how they

cope. They are the people who attend support groups and participate in

Alzheimer's Disease Association networks. This sample of spouse

caregivers closely resembles the population in most caregiver spouse

studies. Most are Caucasian, female, and in a mid-range income bracket.
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Most caregivers in the study take care of AD patients with moderate

Symptomatology. Because they still have their patients at home, they are

among the strongest or most committed group of caregivers. That is, they

are able to manage the physical and emotional problems of caregiving. It

may be that these are the caregivers who know how to manage their own

mental health, have financial resources for help, and support to continue

caregiving. With these strengths, their interest in participating in a study

about humor may be greater than those who are depressed or unable to

manage care at home.
-

In other words, those who are attracted to humor

are those who use humor and feel they have a sense of humor.

Another limitation of the study is the measurement of satisfaction with

help. This is investigator-created and entails only a one-item question

about receiving enough help. Since one item provides very little variation,

more items could be asked about satisfaction. The determination of

Satisfaction can be related to the amount of help, stage-specific help, and

the quality of help. More ratings of both amount and quality of

helpfulness of Services could be added, including support groups. Since this

variable is not extensively studied, more development is indicated. Despite

its limitations it accounted for 31.6% of variance and is related to both

burden and mental health.
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The subjective rating of severity of illness is a limitation of the study.

Since husbands rate severity of their AD patients higher than their female

counterparts, an objective rating might be a way to eliminate this tendency.

Examples of objective ratings might include physician assessment or in

home interviews with the caregiver and the AD patient using the Memory

and Behavior Problems Checklist (Zarit & Zarit, 1982).

The length of the questionnaire in this study may have posed a

limitation, particularly where no personal contact occurred. The

comparative aspect of this study necessitated the inclusion of additional

questions and two more forms. Some caregivers reported that the

questionnaire took as long as an hour to complete. Length and time were

not a problem for some people, as several caregivers expressed written

appreciation for stimulating both their thinking about caregiving and

awareness of needs for emotional assistance. It is unknown whether more

than 41% would have responded had the questionnaire been shorter

and/or distributed by personal contact from the investigator or familiar

sources. (See Appendix B, Study Instruments)

Some support group leaders and day care directors guarded access to

their caregivers and hesitated to participate in the study because of the

length of the questionnaire. Caregivers are often too burdened to fill out a
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lengthy questionnaire, especially where no contact or help from the

investigator is involved. Without personal involvement for motivating

participants or providing reciprocity, this mail survey may have had limited

appeal to a population already experiencing stress and burden. In cases

where the investigator attended support groups, return rate of personally

delivered questionnaires was 98%. When groups were not attended, the

response rate was 41%.

AD caregivers are an overly-studied population. During this

investigation there were three other AD caregiver studies occurring.

Agency representatives expressed dissatisfaction to the investigator about

their feelings of pressure to participate and the potentially taxing effect on

the caregivers. Some refused to approach caregivers about participation.

In Several instances, support group attendance and presentations were

required. These were the best ways to access the burdened population.

Those caregivers attending support groups are a biased population. In

the current study, they represent 41% of the sample. They are actively

Seeking help, providing help to others, participating in other caregiving

Studies, and contacting community resources. Generally, those attending

support groups are sophisticated in their knowledge of AD and

resourcefulness in their caregiving efforts (C. Pence, personal
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communication, December, 1991; J. deBeers, personal communication,

January, 1992). This population may be quite different from non-attenders

of support groups, those in rural communities, and minority populations.

Another limitation of the study is the source of recruitment.

Caregivers were identified through day care and respite agencies, support

groups, newsletters, and diagnostic centers. Caregivers attached to

agencies are the main responders to the project. Diagnostic centers

provided an exception to this group, since caregivers of newly diagnosed

AD patients were not involved with other services. Also, these people had

not been approached before for participation in research. The use of

diagnostic centers, particularly in rural areas, would likely include a

different sample of caregivers.

The Medical Outcome Study Mental Health Index is still in

development, which poses another limitation of the study. The means can

be compared to only one other population at this time. Further, the

subscales do not have clear cut-off points to determine pathology such as

clinical depression. While this tool provides a measure of well-being,

another tool that assesses depression should be included for further

validation of degree of depressive symptomatology. This is a possible

consideration only because the caregivers in this study scored so high on
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the depression subscale in contrast to Stewart and Ware's population of

noncaregivers.

Missing data is a limitation of the current study. Some caregivers did

not answer two of the demographic items-- income and retirement status.

Income is a personal matter for some people. Retirement status is

confusing because caregivers work at home without the status or pay of

outside employment. A more personalized data collection process, such as

interviews, may have prevented refusal of answers to these items.

However, this would prevent anonymity desired for the humor use

assessment. The result was that only 60 persons were included in some of

the analyses while 72 were included in most. A power analysis was done

after the data was collected to assure an 80% chance of finding statistically

significant results with an error rate of 5%. No changes were made in

effect sizes, and a sample size of 60 was adequate. The regression analysis,

for which the power analysis had been done, included 71 subjects.

Implications for Future Research

Based on the results of this study, humor significantly affects mental

health. Directions for future research include humor intervention.

Comparative studies should be done between support groups with humor

as a treatment versus non-humor control groups. Distinctions need to be
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made between mental health effects for hearty laughter versus positive

mood or minor responses to humor.

The bodily effects of hearty laughter need to be distinguished from

degrees of responsiveness such as positive mood, smiling, chuckling, and

giggling. Along the same lines, research should focus on immunological

measures associated with prolonged laughter associated with joyful moods.

The long term effects of changes in immune measures and illness patterns

need investigation. How humor and laughter can influence these measures

and patterns will require longitudinal studies.

The Buffum Caregiver Humor Use Assessment Tool needs further

validation. Criterion-related research should be directed at examining

whether or not the use of humor occurs in the persons who state frequent

use in the instrument. This would require observations of persons who

take the BCHUAT. Discriminant validity should be done with the

BCHUAT to contrast different but related constructs. For example, this

might entail a simultaneously administered questionnaire to determine

positive mood occurrence, which may be related to the use of humor.

Finally, a larger sample would provide further testing of internal

consistency reliability and factor analysis assessment. The use of random
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sampling should be considered in a larger and culturally and geographically

diverse population.

Comparative studies of caregivers should be examined using the

BCHUAT. Other caregiver groups involving different diseases as well as

different ages should be studied. Since the BCHUAT has demonstrated

excellent preliminary reliability and validity data, it should be used when

an assessment of humor use is desired. It offers an improvement over the

currently available measures of humor.

In relation to AD caregiving studies, future research directions include

development of the item about satisfaction with help and inclusion of

minority or low income populations. Satisfaction with help needs

evaluation for its dimensions. It may be more of an issue about quality of

life, since it is related to both mental health and burden. It may represent

perceptions and attitudes about caregiving. Since patterns of care are not

known in low income populations, the inclusion of these groups is essential

(Kuhlman et al., 1991).

Implications for Nursing

Humor can be nurtured and developed (Goodman, 1983). Self

acceptance, objectivity about one's own life, and lightheartedness are

necessary preconditions for humor (Robinson, 1977). Humor is an attitude
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toward life. In nursing, humor development in the nurse-patient

relationship begins with the nurse's self-attitude. The reading of humorous

material, joke-telling, or humorous videos are not the only ways to begin

humorous interaction. Communicating openness and acceptance to a

patient by smiling may be an opener (Robinson, 1977).

Goodman (1983) founded the Humor Project of Sagamore Institute in

New York as a resource for education and training in the nature and

nurture of humor. For skill development of humor application in work and

personal life, Goodman describes four basic ingredients, as follows:

1. The Eye of the Behohoholder: Humor is a matter of

perspective and perception. If you look for humor, humor

will find you.

2. Discover the ELF in yourselP: Invite the elf inside you to

come out to play.

3. Get With It: "Laughing with" is more effective than "laughing

at."

4. Follow the Rule of the 5 P's: Practice, practice, practice,

practice, practice (Goodman, 1983, p.7).

The current study provides a beginning view of the use of humor in

caregivers and evidence that it is associated with mental health. This
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resource of the human spirit is under-studied in this population and has

been regarded as frivolous. Humor, identified as valuable by the caregivers

in this study sample, can be intentionally utilized in interactions with

caregivers. Support group leaders and attenders request strategies for

using more humor in daily life and focus their support groups on humor at

least once a year (Alzheimer's Association Newsletter, 1992).

If humor is related to mental health, nursing must incorporate the

appropriate use of humor into nursing interventions. Remembering that

the anxious person must be the creator of humor to obtain relief may

prevent the temptation to "humor" someone out of a mood. The use of

humor requires constant surveillance that appropriateness is maintained, as

humor can have negative effects if the patient(s) is experiencing pain,

anxiety, confusion, or perceptual distortions. When humor is not

appropriate as an interaction strategy, nurses can provide safe, relaxing,

comforting, accepting, and supportive environments which promote social

interaction and congenial relationships among persons in a clinical setting.

In this manner, the mood in which humor can emerge can be created.

Specific strategies for including humor in daily life can be taught.

Examples include having people bring their own funny stories of their lives

to share in a group, tell their favorite joke, or bring to read aloud a joke or
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riddle or story that makes them laugh. Other examples include bringing

toys to clinical areas, dressing in strange and humorous ways, playing a

tape of laughter sounds, or reading aloud the Reader's Digest, "Humor is

the Best Medicine." An idea from a caregiver support group is that stories

of funny things that AD patients do could be written down and collected.

Another idea is to call a friend to tell him/her the funny thing that just

happened. Some people find animal activities funny, and these stories are

vehicles for communicating humor. Ideas are endless. Humor is a creative

process which involves a sense of playfulness and an interest in removing

oneself from the confines of one's own problems.

The most important nursing implication of this study is the education

of patients that humor and laughter are important aspects of life that can

promote a feeling of well-being. The challenge to nursing is to assist

people in using and developing a natural resource that has been buried by

the burdens of stressful, painful, or anxious living.
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l. STUDY AIM, BACKGROUND AND DESIGN
This is a descriptive correlational study designed to investigate, in

spousal caregivers of Alzheimer's Disease patients, the relationships between
caregiver burden, psychological distress and well-being, and the use of humor
as a coping mechanism. The design is self-report questionnaires. The aims of
this research are: 1) to replicate the finding that burden has an inverse
relationship with caregivers' mental health, and 2) to test the hypothesis that
one's ability to use humor modifies the detrimental effects of burden. An
additional aim of this study is to provide beginning reliability and validity
data for the Caregiver Humor Use Assessment tool (Buffum, l991).

Humor research has demonstrated that the ability to produce and/or to
appreciate humor can decrease the effects of stress (Dixon, 1980; Lefcourt and
Martin, 1986; Nezu, Nezu, & Blissett, l988). No research has been done to test
humor as a coping strategy under the long term stressful conditions of caregiving
to a demented spouse. Further, little research exists investigating the use of
humor in the elderly for coping with stress. Spousal caregiving to victims of
Alzheimer's Disease has been well-recognized as a serious threat to both the
physical and mental health of the caregiver (Anthony-Bergstone, Zarit & Gatz,
1988; Clipp and George, 1990; Gaynor, 1989; Kiecolt-Glaser, Glaser, Shuttleworth,
Dyer, Ogrocki, & Speicher, 1987; Motenko, l989). Little research to date has
examined mediating effects of caregiver coping strategies. Caregiver studies
over the last decade have focused on identification and description of burden
with findings of negative impacts on psychological, social, and physical health.
Intervention studies in caregivers have included provision of psychoeducational
groups and support groups (Whitlatch, Zarit, & von Eye, 1991). Caregivers'
coping is recognized as an important variable that influences the decision to
institutionalize the demented spouse.

2. SUBJECT POPULATION: INCLUSION/EXCLUSION CRITERIA, USE OF SPECIAL SUBJECT
GROUPS, AND METHODS OF ACCESS
-

Subjects will be recruited from the agencies associated with the Alzheimer's
Consortium (see letter of support), from Alzheimer's Association Newsletter
advertising (see attached ad), and from support groups throughout the San
Francisco Bay Area.

Investigator (M. Buffum) will speak with staff at the agencies. Staff will
be requested to ask the spouse caregivers about their interest in the study.
Caregivers may leave name and address, and investigator will then mail packet.
Staff will be provided with packets for distribution. For support groups, ads
will be given to leaders and interested persons can leave names and addresses
for mailing. Again, packets will be made available to distribute to interested
persons through the support groups. Completed packets will be returned to the
investigator through postage-paid envelopes.

Inclusion criteria are the following: l) caregiver must be the spouse, 2)
caregiver must be residing with the spouse who has clinically diagnosed



Alzheimer's Disease, 3) caregiver must be 60 years of age or older, 4) caregiver
must be English-speaking and literate (able to complete a questionnaire).

3. PROCEDURES TO BE DONE FOR PURPOSES OF THE STUDY
Data collection will be accomplished by mail. Questionnaires to caregivers

are self-report measures, as follows: l) Caregiver Burden Interview (Zarit &
Zarit, 1982) modified to include positive questions (questions l-35); 2) Medical
Outcome Study Psychological Distress/Well-Being (MOS) (Stewart & Ware, in press)
(questions 36–67); 3) Caregiver Humor Use Assessment Scale (Buffum, 1991)
(questions 68–86); 4) Coping Humor Scale (Martin & Lefcourt, 1983) (questions
87-93); this Coping Humor Scale will be given only to the first 50 subjects as
a validity check on the Buffum Scale; 5) Demographics (questions 94-109); 6)
write-in questions: Alzheimer's Spouse Survey (questions llo-ll3). These are
numbered to create only one questionnaire, and are presented in this order.

4. RISKS: POTENTIAL RISKS/DISCOMFORTS TO SUBJECTS AND METHODS OF MINIMIZING
THESE RISKS

Potential risk of loss of confidentiality will be prevented by providing
each caregiver with a questionnaire packet with a code number to mask identity.
The coded list matching caregivers will later be destroyed and the individuals
will be referred to only as numbered subjects. In instances where staff give
packets to caregivers, no identity will be revealed.

5. BENEFITS: POTENTIAL DIRECT BENEFITS TO SUBJECTS AND GENERAL BENEFITS TO
SUBJECT GROUP, MEDICAL SCIENCE AND/OR SOCIETY

There are no direct benefits to subjects. Indirectly, respondents may learn
about themselves from answering the questionnaire.

6. CONSENT PROCESS AND DOCUMENTATION
Request is made to waive consent. Rather, an explanatory letter will be

included in the questionnaire-packet to be returned by mail to the investigator
(see attached explanation ietter to interested participants).

Subjects will not be reimbursed for their participation in this study.

7. NUMBER OF SUBJECTS TO BE ENROLLED PER YEAR: 200
TOTAL FOR STUDY: 200

8. WILL THIS STUDY BE FUNDEDP YES NO X PENDING

9. THE EXPEDITED REVIEW CATEGORY NUMBER IS 9, ll (from PART V-B of the UCSF
GUIDELINES FOR RESEARCH INVOLVING HUMAN SUBJECTS, l0/87)

10. QUALIFICATIONS OF INVESTIGATORS
Holly S. Wilson, RN, PhD, FAAN, is a professor in the Department of Mental

Health, Administration and Community Nursing, at UCSF. She has extensive
experience in clinical practice and research involving psychiatric and
geropsychiatric patients, and caregivers to Alzheimer's Disease victims. She
has published and presented widely on psychiatric nursing, research methodology,
and on her research about Alzheimer's Disease caregivers.

Martha Buffum, RN, is a D.N.Sc. Candidate and works as a staff nurse in
acute psychiatry, a nurse-therapist in private practice, and a faculty member
teaching psychiatric nursing (S.F. State University). Her doctoral studies and
clinical practice have involved her in geropsychiatry and health care of the



UCSFLIBRARY



COMMITTEE ON HUMAN RESEARCH
OFFICE OF RESEARCH AFFAIRS, Box 0962
UNIVERSITY OF CALIFORNIA, SAN FRANCISCO

March 26, 1992

Martha Buffum, RN, MS, DNS
655 Bamboo Terrace
San Rafael, CA 94903

Re: "Influence of Sense of Humor on Mental Health of Spousal Caregivers of Alzheimer's
Disease" (CHR Approval #H1304-07122-01A)

Dear Ms. Buffum:

As per your request, the University of California Alzheimer's Diagnostic Centers at
Sacramento and Fresno will be listed in the future as study sites for the above project.
Our office records have been revised to reflect this change. In the future these sites should
be listed on the CHR cover page under SITE. If you have any further questions, please call
the office of the CHR at (415) 476–1814.

Sincerely,

Reese T. Jones, M.D.
Chairman
Committee on Human Research

jme
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School of Nursing
Xepartment of Mental Health,
Xommunity and Administrative
Nursing

San Francisco, California
94143.0608

15476-1504

University of California, San Francisco...A HealthSciences Campus

=AX 41.5/476-6042 January-February 1992

Dear Caregiver,

I am a doctoral student in nursing at the University of California, San Francisco, and

am conducting a study to learn more about people who help to take care of their husbands

and wives with Alzheimer's Disease. This letter is to explain the study and ask for your

participation.

Your participation involves completing the enclosed questionnaire. You'll note that the

questions deal with feelings and attitudes as a caregiver and your sense of humor. It may

take about 30 minutes to complete. Please feel free to answer as many questions as you feel

comfortable with. Every answer you can give will be a valuable addition to this study.

Please return your completed questionnaire in the enclosed self-addressed stamped envelope

within the next two weeks. To protect your confidentiality, please do not put your name on

the questionnaire.

Your decision about participating in this study will have no influence on the care that

your spouse receives. If you have any questions about this study, please do not hesitate to

call me at any time at (415) 472-2349. If you should prefer to speak with someone else

about this study, you may call the University of California's Committee on Human Research,

at (415) 476-1814. Dr. Holly Wilson, my faculty advisor, can be reached at (415) 476-3903.

Thank you for considering participation in this study.

Sincerely,

haº, 9 &#~~
Martha D. Buffum, R.N., M.S.





FLIER

UCSF
ALZHEIMER'S CAREGIVING STUDY

Please participate in a study on sense of humor and caregiving. This
research project involves a mail survey questionnaire which asks about
your feelings, attitudes, and sense of humor.

-

NEEDED:
- .

• spouse caregivers

• age 60 and over

• living with and taking care of their husbands or wives

with Alzheimer's Disease

PARTICIPATION:
• one-time only mail survey

• questionnaire takes about 30 minutes

• anonymous

• complete at your convenience at home

• return in provided postage-paid envelope

IF YOU ARE INTERESTED, PLEASE CALL;

Marti Buffum, R.N., M.S., Doctoral Candidate in Nursing

(415) 472 - 2349
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Ad to be placed in Alzheimer's Association Newsletter:

UCSF Alzheimer Spouse Caregiver Study

Humor/Attitude Study

Participation involves completing a questionnaire at home at your
convenience. Mail survey. Might take up to one hour. Please help us collect
important information. If interested, call: Marti Buffum, RN, Doctoral
Candidate
(415)472–2349.
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San Francisco Bay Area Alzheimer’s Consortium
P.O. Box 7921
San Francisco, CA 94120
(415) 885-7570

July 22, 1991

To: U. C. S. F. Committee on Human Research

From: Linda M. Griffith,
RT, Director, Alzheimer’s Day Center, S. F. Inst. on Aging;
Coordinator, S. F. Bay Area Alzheimer’s Consortium

Martha Buffum, RN, MS, and doctoral candidate in the
Department of Nursing, U. C. S. F., has been given permission from the
Alzheimer’s Consortium to recruit 200 spouse caregivers from our
network, pending Human Subjects’ Committee approval. The
Consortium includes all 60 Alzheimer organizations in the 9-county
San Francisco Bay Area.

We understand that her descriptive correlatational study will
require us to identify Alzheimer’s Disease spouse caregivers, and
to contact them initially about their interest in participating in
her study. Caregivers who wish to participate will then be sent
questionnaires by Martha Buffum. We understand that this study
involves the return of the questionnaire by mail.

San Francisco Bay eå Alzheimer’s Consortium





UNIVERSITY OF CALIFORNLA, DAVIS

BERKELEY e DAVIS • IRViNe e Los ANGELES e riverside • SAN dieGO e SAN FRANCISCO santa Barbara • SANTA CRUZ

DEPARTMENT OF COMMUNITY HEALTH SCHOOL OF MEDICINE
ALZHEIMER'S CENTER 2000 STOCKTON BLVD. SUITE 100A

SACRAMENTO. CALIFORNIA 95817
(916) 734-5496February 27, 1992

Reese T. Jones, M.D.
Chairman
Committee on Human Research
Office of Research Affairs, Box 0962
University of California, San Francisco

Dear Dr. Jones:

Martha Buffum, R.N., M.S., and doctoral candidate in the Department of
Nursing, U.C.S.F., has been given permission from the UCD Alzheimer's
Disease Diagnostic and Treatment Center to recruit 125 spouse caregivers
from our client population. We understand that she has been given Human
Subjects Committee approval for this project (Approval Number: H1304
07.122-01).

We understand that her descriptive correlational study will require us to
identify spouse caregivers of patients with Alzheimer's Disease, and to
contact them initially about their interest in participating in her study.
Caregivers who wish to participate will then be given a questionnaire
provided by Martha Buffum. We understand that the caregiver, upon
completion, will send the questionnaire to Ms. Buffum in the enclosed
self-addressed, stamped envelope.

A

& //tvº/
Dan Mungas, Ph.D.■
Director
UCD Alzheimer's Center

|

// %. (////c
Maxine Verma, R.N., Ph.D.
Program Manager
UCD Alzheimer's Center





UNIVERSITY OF CALIFORNIA, SAN FRANCISCO

BERKELEY - DAVIS • IRVINE • LOS ANGELES • RIVERSIDE • SAN DIEGO - SAN FRANCISCO SANTA BARBARA • SANTA Cruz

SCHOOL OF MEDICINE THE CENTRAL CALIFORNIA COMPREHENSIVE

FRESNO-CENTRAL SAN JOAQUIN VALLEY ºast cºntes
MEDICAL EDUCATION PROGRAM Fresno, California 93728

TELEPHONE: (209) 233-33.63

February 20, 1992

Reese T. Jones, M.D., Chairman
Committee on Human Research
Office of Research Affairs, Box O962
University of California, San Francisco
San Francisco, California 94143

RE: Martha Buffum, R.N., M.S., Co-investigator on "Influence of
Sense of Humor on Mental Health of Spousal Caregivers of Alzheimer’s
Disease."

Dear Dr. Jones:

The Central California Comprehensive Alzheimer’s Disease Center
(CCCADC) has agreed to participate in data collection with Martha
Buffum, R.N., M.S., a doctoral candidate in the Department of
Nursing, U. C. S. F. Ms. Buffum will provide a cover letter to
accompany the questionnaire with information and instructions on how
it is to be completed. Caregivers who meet the inclusionary
criteria will be identified by the CCCADC and a questionnaire
provided. If they choose to participate, they will complete the
questionnaire and return it to the investigator by mail.

The CCCADC is aware that the study protocol includes 200 subjects,
and that 60 have already been entered in the study. We have agreed
to the identification of 15–20 subjects.

If you have further questions, please feel free to contact us.

Sincerely,

ºur-cºº
Vipºginia Lester, R.N., M.S. N.
Coordinator, CCCADC

(ce: Martha Buffum, R. N.
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CAREGIVER 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.

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

*

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

(Zarit, Reever & Bach-Peterson, 1980)
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7. Are you afraid about what the future holds for your relative?

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always





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?

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always
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21. Do you feel you could do a better job in caring for your relative?

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always

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

0 never 1 rarely 2 sometimes 3 quite frequently 4 nearly always





MEDICAL OUTCOME STUDY MENTAL, HEALTH INDEX

1. How happy, satisfied, or pleased have you been with your personal life
during the past month?

Very dissatisfied, unhappy most of the time
Generally dissatisfied, unhappy
Sometimes fairly satisfied, sometimes fairly happy
Generally satisfied, pleased
Very happy most of the time
Extremely happy, could not have been more satisfied or

pleased

2. During the past month, how often did you feel there were people you were
close to?

-

Never
Almost never
Sometimes
Fairly often
Very often
Always

3. During the past month, how often has feeling depressed interfered with
what you usually do?

Never
Almost never
Sometimes
Fairly often
Very often
Always

4. During the past month, how much of the time have you generally enjoyed
the things you do?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

The Rand Corporation
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How much of the time, during the past month, has your daily life been full
of things that were interesting to you?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

During the past month, how much of the time have you felt loved and
wanted?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

How much of the time, during the past month, have you been a very
nervous person?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

During the past month, how much of the time did you feel depressed?
None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time
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10.

11.

12.

During the past month, how much of the time have you felt tense or "high
strung"?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

During the past month, how much of the time have you been in firm
control of your behavior, thoughts, emotions, feelings?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

During the past month, how much of the time did you feel that you had
nothing to look forward to?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

How much of the time, during the past month, have you felt calm and
peaceful?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time
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13.

14.

15.

16.

How much of the time, during the past month, have you felt emotionally
Stable?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

How much of the time, during the past month, have you felt downhearted
and blue?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

How often have you felt like crying during the past month?
Never
Almost never
Sometimes
Fairly often
Very often
Always

How much of the time, during the past month, did you feel left out?
None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time
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17. During the past month, how often did you feel that others would be better
off if you were dead?

Never
Almost never
Sometimes
Fairly often
Very often
Always

18. During the past month, how much of the time did you feel that your love
relationships, loving and being loved, were full and complete?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

19. How much have you been bothered by nervousness, or "things being on
your nerves," during the past month?

Not bothered at all
Bothered just a little
Bothered Some
Bothered quite a bit
Very much bothered
Extremely so, to the point where I could not take care of

things

20. During the past month, how much of the time has living been a wonderful
adventure for you?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time





21.

22.

23.

24.

How much of the time, during the past month, have you felt so down in the
dumps that nothing could cheer you up?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

During the past month, did you ever think about taking your own life?
No, never
Yes, once
Yes, a couple of times

Yes, fairly often
Yes, very often
Yes, constantly

During the past month, how much of the time have you felt restless,
fidgety, or impatient?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

During the past month, how much of the time have you been moody or
brooded about things?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time
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25.

26.

27.

28.

During the past month, how often did you get rattled, upset, or flustered?
Never
Almost never
Sometimes
Fairly often
Very often
Always

During the past month, how much of the time have you been anxious or
worried?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

During the past month, how much of the time have you been a happy
person?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

How often during the past month did you find yourself having difficulty
trying to calm down?

Never
Almost never
Sometimes
Fairly often
Very often
Always





29.

30.

31.

32.

During the past month, how much of the time have you been in low or
very low spirits?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

How much of the time, during the past month, have you felt cheerful or
lighthearted?

None of the time
A little of the time
Some of the time
A good bit of the time
Most of the time
All of the time

During the past month, how depressed (at its worst) have your felt?
Not depressed at all
A little depressed
Somewhat depressed
Quite depressed
Very depressed
Extremely depressed

During the past month, how often did you feel isolated from others?
Never
Almost never
Sometimes
Fairly often
Very often
Always

*

**.*

º
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BUFFUM CAREGIVER HUMOR USE ASSESSMENT TOOL

INSTRUCTIONS: The following questions are about your sense of humor. There
are no right or wrong answers. Please circle the one answer which best applies to
you.

Th stions rel h rior r ’s illn

1. How important to you has your sense of humor been in your life?”

1 Extremely 2 Very 3 Moderately 4 Slightly 5 Not at all

2. How often have you used your sense of humor during tense times
throughout your life?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always

3. Before your spouse showed any signs of Alzheimer's Disease, how often
did you laugh together?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always

The following questions refer to the past month:

4. How often during this past month have you told humorous stories and
jokes?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always

5. How often during this past month have you gone out of your way to listen
to (or to watch) humorous stories and jokes?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always
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6. During this past month, have you found things humorous or made jokes
when things were more stressful?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always

7. During this past month, have you found things humorous or made jokes
when you felt more relaxed?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always

8. During this past month, have you found things more humorous than usual?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always

9. During this past month, have you found things less humorous than usual?"

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always

10. During this past month, how often have there been people with whom you
could share humor and laughter?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always

11. During this past month, how often have you and your spouse laughed
together?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always

12. During this past month, how often have you "humored" your spouse to get
his or her cooperation?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always
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13. During this past month, how often have you found humor in humorous
stories about people with Alzheimer's Disease?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always

The following questions refer to daily events:

14. On a daily basis, how often do you find humor in the things you do?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always

15. On a daily basis, how often do you find humor in the things your spouse
does?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always

16. On a daily basis, do you generally laugh once or more each day?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always

17. On a daily basis, do you feel that you get enough from your sense of
humor?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always

18. On a daily basis, do you feel that your sense of humor helps you to cope
with your problems?

1 Never 2 Rarely 3 Sometimes 4 Quite Frequently 5 Nearly Always

* = Score in reverse
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COPING HUMOR SCALE

INSTRUCTIONS: Please indicate the degree to which you agree or disagree with
each statement by circling the words which best apply.

1. I often lose my sense of humor when I'm having problems.”
1 Strongly Disagree 2 Mildly Disagree 3 Mildly Agree 4 Strongly Agree

2. I have often found that my problems have been greatly reduced when I
tried to find something funny in them.

1 Strongly Disagree 2 Mildly Disagree 3 Mildly Agree 4 Strongly Agree

3. I usually look for something comical to say when I am in tense situations.
1 Strongly Disagree 2 Mildly Disagree 3 Mildly Agree 4 Strongly Agree

4. I must admit my life would probably be easier if I had more of a sense of
humor.”

1 Strongly Disagree 2 Mildly Disagree 3 Mildly Agree 4 Strongly Agree

5. I have often felt that if I am in a situation where I have to either cry or
laugh, it’s better to laugh.

1 Strongly Disagree 2 Mildly Disagree 3 Mildly Agree 4 Strongly Agree

6. I can usually find something to laugh or joke about even in trying
situations.

1 Strongly Disagree 2 Mildly Disagree 3 Mildly Agree 4 Strongly Agree

7. It has been my experience that humor is often a very effective way of
coping with problems.

1 Strongly Disagree 2 Mildly Disagree 3 Mildly Agree 4 Strongly Agree

* = Score in reverse

Reprinted with permission from Springer-Verlag Publishing Co.

Lefcourt, H. & Martin R. (1986). Humor and Life Stress:
Antidote to Adversity. New York: Springer-Verlag.



DEMOGRAPHIC DATA SHEET

My age is:

My sex is: Male Female

Racial or ethnic background:
Asian
Black
White
Hispanic
Native American
Other

Religious preference:
Catholic
Protestant

—Jewish
—Other

None

What has been your occupation(s) throughout your life?

Are you currently employed outside of your home?

yes In O

Are you currently retired? yes In O

Education completed: years

Annual household income before taxes:
$10,000 or less
$11,000 to $20,000
$21,000 to $30,000
$31,000 to $40,000
$41,000 to $50,000
$51,000 or more
u■ lSUITC





10.

11.

12.

13.

14.

15.

Number of years you and your spouse have been married:

Number of years your spouse has been ill with Alzheimer's Disease:
— yearS

Who diagnosed your spouse with Alzheimer's Disease?

In your opinion, how severe is your spouse's Alzheimer's Disease?
mild
moderate
Severe

How helpful is your family in supporting your taking care of your spouse?
Please check one answer.

absolutely essential
very helpful
somewhat helpful
not at all helpful
no family help available

Who helps you care for your spouse? Please check all that apply.
Son or son-in-law
daughter or daughter-in-law
niece or nephew
grandchild
cousin
sister or sister-in-law
brother or brother-in-law
parent or parent-in-law
aunt or uncle
friend(s)
paid attendant
IlO One

*
* -
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16. How often is help from family / friend / paid attendant available? Please
check more than one choice, if applicable.

every day
3 time per week
1 time per week
1 time per 2 weeks
1 time per month or less
no consistent time
whenever needed
no help
other; please describe

17. Who else helps you in giving care to your spouse? Please check all that
apply.

day care
visiting nurse
respite care
sitters and attendants
neighbors or other volunteers
other; please describe

18. Is the help that you receive enough?
never enough
Sometimes enough
usually enough
enough
other; please describe
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