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ABSTRACT
T H E IM P A C T O N T H E FA M ILY O F L O N G -T E R M
C A R E G IV IN G IN T H E H O M E
by
Holley Spangler Gimpel
University of New Hampshire, M ay 1995

Families provide care in ever-increasing numbers for chronically and
term inally ill family m em bers. Previous empirical m easurem ent of caregiver
strain was generally limited to one type of care recipient population (e.g.,
elderly), with sam ples drawn primarily from metropolitan centers (and often
support groups), and confined to individual assessm ent (i.e., primary
caregiver), with outcomes of depression and anxiety. This study sought to
address some of the research gaps in previous research.
In-depth caregiver and fam ily-m em ber interviews using both quantitative
and qualitative research m ethods w ere conducted during a 10-month period
throughout an entire state, com posed mostly of rural and small-town
populations. Exam ination was directed at (1) how family caregiving affects
caregiver and family m em ber feelings about self and social integration; (2) how
social support and coping m oderate caregiver feelings of self and social
integration; and (3) the impact o f family caregiving on the social interaction
within the family unit. C aregivers represented all age groups, and cared for
relatives with a w ide variety of llnesses. Factor analysis, multiple regression,
xiv
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hierarchical regressions, and conditional effect plots w ere used to test
relationships.
Findings confirmed that while caregiving is primarily provided by
fem ales, m ales provided about 15% of family care. Fam ilies provide much
more extensive care than was previously reported: a m ean of seven years and
12 hours of care per day. Family opposition w as the most detrimental stressor;
it negatively affected caregivers’ self-concept and increased their feelings of
alienation. In the presence of identified stressors, social support from other
family members operated primarily through a main effect on caregiver selfconcept and alienation, while support from friends operated primarily through a
buffering effect. Coping resources had stronger buffering than main effects,
and w ere most influential in lowering the level of caregiver alienation.
Alienation was shown to have a significant negative effect on perception
of fam ily cohesion and a positive effect on fam ily conflict; self-concept showed
no effect on perception of family interaction. Fam ily m embers of primary
caregivers who experienced alienation had, them selves, more alienation, but
their perception of family cohesion and conflict w as not significantly affected.
Being a spouse, or living in the same household as the caregiver, increased
the sense of family conflict and decreased the sense of family cohesion.

xv
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IN T R O D U C T IO N

S T A T E M E N T OF PR O B LEM

Chronic illness accounts for a growing proportion o f the health care
needs of American citizens (Brody, et al., 1978; Estes, e t al., 1993; Schechter,
1993; Soldo and Agree, 1988).

Contrary to frequently heard public opinion,

that families abandon their sick and elderly to institutional care, surveys
indicate that fam ilies provide care in ever-increasing numbers for their
chronically ill family m em bers (Cantor, 1986; Kolata, 1993; Shanas, 1979;
Stone, et al., 1987). This, however, has raised the question of who is providing
the care and at w hat emotional and physical cost. W hile the fields of
gerontology and, to some extent, pediatrics and mental health report numerous
empirical studies documenting the strain that family caregivers experience
when providing long-term care at home, most studies have been restricted to
one type of population or another (e.g., elderly, cognitively impaired, or cystic
fibrosis). Moreover, study sam ples have been drawn primarily from
metropolitan centers and, often, support groups.
Researchers in the field have consistently called for more fam ily-based
research, representing diverse populations and based on longitudinal data that
m easures the effects of caregiving over time. Typical cross-sectional data
captures only a moment in caregiving time; yet what is being studied is a

1
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chronic, long-term event. T h e multidimensional nature of family c a re g iv in g with its complex interactions betw een biological, psychological, and social
p ro ce s se s -a n d the link betw een theory, empirical findings, and social
structures have yet to be fully explored. Th e extended time needed for
longitudinal studies and the funding required to support complex studies of
fam ilies have been limited and difficult to obtain.
This research addressed som e of those gaps. A sabbatical y e a r was
d evo ted to conducting in-depth caregiver and fam ily-m em ber interviews using
both quantitative and qualitative research methods. Using a theoretical
paradigm based on stress as a process, this study exam ined how fam ily
caregiving affects caregiver feelings about self and social integration.
Additionally, the impact that fam ily caregiving has on the social interaction
within the family unit w as exam ined. T h e current caregiver research treats
caregiving as em bedded in both past and present conditions (e.g., life stage,
econom ic status, and gender) and in the context of family members other than
the c are recipient; family caregiving is measured as being intertwined with
ongoing family relationships.
The sample for the research includes populations not studied in the
p a s t-ru ra l and small town p o p u latio n s-an d was drawn from one en tire state.
T h e caregivers represent all age groups, come from diverse socio-econom ic
backgrounds, and care for relatives with a wide variety of chronic illnesses.
Thus, the study builds on the family systems perspective of fam ilies functioning
in the context of social structures and cultural patterns and values, the

2
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caregiver stress process, and the interactional process of fam ily functioning
(Doherty and Cam pbell, 1988; Ell and Northen, 1990; Litman, 1974; Pearlin
and Turner, 1987; Pratt, 1976).
The specific aims of this research were to address four broad research
questions:
1.

Is there a relationship between the stressors experienced in the
context of long-term caregiving in the home and caregivers
experiencing alienation and diminishment of self-concept?

2.

Is there a relationship between the caregiver’s possessing social
support and coping resources and the caregiver's sense of
alienation and diminishment of self?

3.

Is there a relationship between caregivers who experience
diminished self-concept and alienation, and social interactions
within the fam ily?

4.

W h at is the effect of caregiving in the hom e on one other family
member, described by the caregiver as the family m ember closest
to or most aw are of the caregiving situation?

3
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CHAPTER I

C O N C E P TU A L B A C K G R O U N D

During the first half of the twentieth century, morbidity and mortality from
acute disease and infectious processes steadily declined. Life expectancy
improved; at first favoring younger people, then from the early 1970's on,
favoring older age groups. A child born in 1900 could expect to live 4 7 .3 years,
while a child bom in 195 0 could expect to live 6 8 .2 years. Between 1950 and
1985, fem ale life expectancy at age 85 increased by 2 3 .7 percent, and is
expected to increase another 29.4 percent from 19 9 0 to 2 0 4 0 (Soldo and
A gree, 1988). T h e current leading causes of death a re chronic diseases:
H eart disease, cancer, and stroke account for two-thirds of all deaths and,
except for cancer, mortality from these has been declining since 1968.
"W hile the risk of dying from major chronic d iseases has been declining,
the survival tim e fo r persons affected appears to h ave increased" (Soldo and
Agree, 1988, p. 19). Studies by demographers suggest that although people
are living longer, they may be living with more illness, disability, and
discomfort. Four out of five non-institutionalized elderly persons have at least
one chronic condition. Not all chronic disease threatens the quality of life or
limits personal independence; however, it was estim ated that in 1984 about
2 2 .7 percent o f all persons aged 65 and older had som e difficulty in performing

4
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at least one of the basic activities of daily living (ADLs). After age 65, the need
for assistance rapidly increases until age 85, when nearly half of the elderly
have difficulty with at least one self-care activity (Soldo and Agree, 1988).
W h o provides the care that is needed by our older citizens? Numerous
surveys and research studies have shown that it is the fam ily who provides the
bulk of care--physical, emotional, and social. Only about 15 percent of all
"helper days of care" for people needing assistance with ADLs is provided by
"formal," non-family services (Schechter, 1993; Shanas, 1979; Soldo and
Agree, 1988; Stone, et al., 1987). The recent Health and Retirem ent Survey
found strong evidence that care by family is preferred by both the elderly and
their relatives. At least 90 percent of older disabled persons living in the
community depend in whole or in part on family and friends, while an estimated
7 0 percent depend entirely on these resources. T h e same federal survey also
found that, contrary to popular notions that adult children maintain only limited
contact with their parents, at least 60 percent of people over 18 who had living
parents either lived with them or within an hour's drive. Eighty-five percent of
elderly people saw or spoke with their children two to seven times a w eek
(Kolata, 1993).
For married couples, the caregiver is most likely to be the spouse and
since elderly men are more likely than women to have a surviving spouse,
more than half the care received by elderly men is provided by their wife.
O lder women, on the other hand, are more likely to be widowed and therefore
receive more care from their adult children, most often a daughter or daughter5
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in-law. D ata from the 1982 National Long-Term C a re Survey showed that 44
percent of the daughters or daughters-in-law w ere working and about 25
percent had young children still at home (Stone, et al., 19 8 7 ). Thus, Brody's
"women in the middle" phrase is used to describe those w ho find themselves
straddling the dem ands of multiple roles, all competing fo r their time and
energy (Brody, 198 1).

Brody also noted that about 8 to 1 0 percent of the non

institutionalized elderly are as functionally impaired as their contemporaries in
institutions. In addition, fam ilies also provide the bulk of hom em aker and
transportation services (7 5 and 80 percent, respectively) w hen these are
needed (Arling and McAuley, 1986).
Chronic disease, however, is not reserved solely for the elderly; the
nation’s children, youth, and middle-aged citizens also suffer from a variety of
conditions that inhibit their ability for self-care (M cCubbin, et al., 1982 and
1983; Noh and Turner, 1987; Odnoha, 1986; Upshur, 1 9 8 2 a ).

T h e same

advances in sanitation, public health, acute care, and technology that extended
life expectancies into the old (6 5 -7 4 ) and "old-old" (75 plus) ag e range also
increased the proportion of our population living with the afterm ath of
handicaps sustained perinatally, genetically, or as a result of adult-onset
degenerative conditions (e.g., cerebral palsy, spina bifida, multiple sclerosis,
and Parkinson’s disease).
During about the sam e time, and increasingly over the last several
decades, a nationw ide movement began for the de-institutionalization of
children and adults suffering from a variety of physical, m ental, and emotional

6
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handicaps. Large state institutions (e.g ., psychiatric hospitals and hom es for
the m entally or physically handicapped) have been downsized or closed
altogether, and children and young adults are being "mainstreamed" into
schools, protected work environments, and d ay-care programs (Cohen, 1982;
Ewalt, 1979; Joyce, et al., 1983; Lakin, et al., 1984; Upshur, 1982b).

W h ile

federal expenditures for the elderly have increased, government spending for
children has decreased; economists estim ate that government expenditures
are now th ree times greater for the elderly than for children (Soldo and Agree,
1988). In part, this is because parents absorb much of the care for raising a
child, w hile more of the cost of supporting the elderly is borne by the public.
Since the m id -19 60 ’s, programs such as M edicare, Medicaid, O lder Americans
Act, Block Grants, and Supplemental Security Income (S S I) have provided
support for a large number of older citizens. As with the elderly, though,
fam ilies of disabled children and young adults are also the primary source of
physical and instrumental care, with even few er publicly funded services
available to assist them with the burden of caregiving.
Although care in the home by family m em bers has many advantages, it
also m ay place a heavy physical, psychological, and financial burden on the
caregivers. For the year 1982 it was estim ated that adult children provided the
equivalent of $ 4 ,5 2 9 of care for their elderly parents, calculated on basic
minimum w a g e (Soldo and Agree, 1988). W ith recent moves to shorten
hospital stays, limit expenditures for nursing hom e construction and
reimbursement, and institute hom e-based w aiver programs, the amount of care
7
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provided by fam ilies in th e home is expected to rise dram atically as w e enter
the twenty-first century. W ithout a doubt, this translates into great savings for
society, with its still-burgeoning health care costs, and an improved quality of
life for the elderly and disabled; but one should ask: At w hat cost to the
caregiver and the family?

1.1

The Stress Process

T h e earliest indications that stressful life events w ere connected in some
w ay with individual health outcomes came from intuitive observations and
common sense. By the 1940's, scientists had begun to accum ulate enough
evidence to definitely link the two phenomena. W alter Cannon, then Adolf
Meyer, and finally Hans Selye, with his landmark work on th e G eneral
Adaptation Syndrome, provided a physiological basis for stressful events being
an etiological factor in hum an illness (Dohrenwend and Dohrenwend, 1981).
According to laboratory observations, organisms prefer a state of equilibrium
and, when confronted with change, a struggle for homeostasis occurs. This
struggle for readjustment debilitates the organism, which becom es vulnerable
to stress, with physically based consequences (Selye, 1956).
A shift from stress being purely physiologically based to a more
psychological perspective resulted from the work of Lazarus (1966), and later
Lazarus and Folkm an (1 9 8 4 ). T h ese researchers drew attention to the
multicausal, interactive nature o f stress and to the fact that not all individuals,
exposed to w hat appeared to be the same level of a stressful event, evidenced

8
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the sam e outcomes. Indeed, individual outcomes varied widely, and they
concluded that no event is universally stressful; it is stressful only to the extent
that it is perceived so by the individual her/himself. This "cognitive appraisal"
of an event led the researchers to exam ine which resources made the
experience of stress so different for individual people (Lazarus, 1966; Lazarus
and Folkman, 1 984).
During the sam e period, the work o f Holmes and R ahe (1967) focused
attention on the importance of stressful life events, with their differential impact
on people. T h e importance of discrete life events remained a standard until the
mid to late 1 9 7 0 ’s, w hen Lazarus's work increasingly focused on "daily hassles"
and Pearlin's work on the sociology of stress drew increasing attention to the
importance of chronic strains, the effects of secondary stressors, and stress as
a process that occurred over time (Lazarus, 1981; Kanner, et a!., 1981; Pearlin,
et al., 1981). Both Pearlin and Lazarus also assumed that individuals are
rarely, if ever, passive when confronted with a stressor; rather, individuals seek
to abate the impact of stress through the use of personal coping mechanisms
and the support of social systems.

1.1.1 Stressors
T h e stress process, as conceived by Peariin and his associates,
consists of three interconnected conceptual domains: the source of stress, the
mediators of stress, and the manifestations of stress (Pearlin, 1989; Pearlin, et
al., 1981). Pearlin is particularly concerned with the broad array of social and
9
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psychological conditions that combine over time to create stress. Life events
are a part of life itself and their impact on people depends on their number,
magnitude, and quality. T h e quality of the event is, in turn, determined by three
characteristics: the event's desirability, the degree of control over it, and
whether it is a scheduled life event. R ather than having a direct impact, life
events m ay exert their effect over time to produce life strains which, because of
their broader context, create or intensify role strains.
T h ese role strains, in fact, may be the more enduring legacy of the
stressful event and the stimulant for observed stress outcomes. The
researchers hypothesize, though, that events and strains are only one portion
of the etiological process of stress; especially vulnerable are those individuals
who also experience a diminishment of self. The erosion of mastery, or the
"extent to which people see them selves as being in control of the forces that
importantly affect their lives," and of esteem , or the "judgments one m akes
about one's own self-worth," is viewed as the final step in the process leading
to negative outcomes (Pearlin, et al., 1981).

1.1.2 Moderators
It is clear from numerous studies that even individuals who face similar
events and experience similar role strains are not similarly affected by them
(Cobb, 1976; Turner, 1981; Turner and Avison, 1992; T urner and Pearlin,
1989; W heaton, 1982). O ne primary reason for variations in the impact of
stressors on individuals is differences in the personal and social resources

10
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available to them. Social support and personal coping resources may help
modify, o r buffer, the effects of life events; that is, individuals with strong
support systems are better able to cope with major life changes than those with
little or n o support, who may be m ore vulnerable to life changes (particularly
undesirable ones). According to Thoits, "the occurrence of events in the
presence of social support should produce less distress than should the
occurrence of events in the ab sen ce of social support" (Thoits, 1982a, p. 145).

1.1.2.1

Social Support. Social resources in the form of social support

refer to one's "access to and use o f individuals, groups, or organizations in
dealing with life's vicissitudes" (Pearlin, et al., 1981). The social-support
concept has its roots in sociological tradition dating back to Durkheim. O n e of
the discipline's earliest empirical studies, Durkheim's Suicide, dem onstrated
the buffering effects o f social integration. Marx, W eb er, and many Am erican
sociologists in the first decades of the twentieth century concentrated on
individual effects of social networks and social integration or, more precisely,
the effect on individuals w h en these elem ents w ere absent. Questions rem ain,
though, concerning exactly what constitutes social support and what kind of
problems are am eliorated by it. Pearlin's work illustrated that social network
and social support are distinct concepts and do not necessarily coexist. T h e ir
data showed that the effectiveness of social support was dependent on not
only the social network but also on the quality of relations within the network
(Pearlin, e t al., 1981).

11
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T h e association betw een social support an d psychological well-being
has been explored by T u rn e r (1981). Turner acknow ledged the centrality of
social bonds in sociological theory, while also noting the diversity in its
conceptualization. At the heart of all the definitions, Turner found “the
experience of being supported by others.” Accordingly, Turner’s research
focused on social support as a social-psychological variable consisting of three
dimensions:
•

information leading the subject to believe that s/he is cared for and
loved;

•

information leading the subject to believe that s/he is esteem ed and
valued; and

•

information leading the subject to believe that s/he belongs to a
network of communication and mutual obligation in which others can
be counted on should the need arise.

W h ile agreeing to the complexity of the concepts, Barrera (1986)
describes three different categories around which social-support concepts can
be organized: (1 ) social em beddedness, (2) perceived social support, and (3)
enacted support. Social em beddedness refers to actual social connections that
a person has with other individuals in her/his social environment. Perceived
social support, on the other hand, is the cognitive appraisal of being connected
with som eone else. T h e perception of being reliably connected with others
may vary according to the availability, as well as th e adequacy, of social ties.
Barrera's final social-support category is enacted support; that is, assistance
that is actually rendered. H e found that the three dimensions of sociai support

12
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are often not related very strongly to each other, indicating that individuals can
feel supported in one dimension but not necessarily in the others.
Thus, there is a strong indication from the work of several researchers
that social support is a complex concept consisting o f several dimensions.
R esearchers a g re e that the dim ensions should be m easured as separate
constructs, although it is the cognitive appiaisai of suppon that is generally
regarded as the most important measurement.

1.1.2.2

Coping. W hile social support refers to resources supplied by

others, coping refers to those things that people do on their own behalf to
avoid being harm ed by life strains (Pearlin and Schooler, 1978). According to
Pearlin, coping behaviors h a ve three functions: managing the situation that is
giving rise to the stress, managing the meaning of the problem, and managing
the stress symptoms. The particular coping mechanisms that individuals use
are determined by the specific nature of the stressor and the social roles in
which the problems are located. Pearlin, Turner, and Sem ple (1 9 8 9 ) explored
the question of w hether coping should be regarded as a general behavior that
cuts across different types of situations or whether it is specific to the situation.
These authors concluded that individuals develop coping mechanisms that are
tailored to the specific stressful event, discarding some and adding others as
the nature of the problem evolves.
T h e sociological study of stress is more concerned with the normative
modes of coping that are learned in association with others than with coping
13
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that is unique to the individual. Early research had concentrated on the intra
psychic aspects of coping, but with Pearlin and Schooler’s (1 9 7 8 ) seminal
work, researchers began to explore coping responses that emerged from social
roles and w ere shared by people with similar social characteristics. Coping, as
well as social support, can moderate in the stress process at any one of
several junctures: prior to an event, between an event and the life strain it
stimulates, betw een the strain and the diminishment of self-concept, or prior to
the stress outcome. All points of mediation have implications for intervention
services and programs.

1 .1 .3 M anifestations of Stress
Much of the confusion in the stress literature comes from the difficulties
involved in the identification and measurem ent of stress outcomes. Consider
able variety is evident in researchers' conception of w here and how stressful
circumstances becom e evident. The biologically and m edically oriented
disciplines have m easured the manifestations of stress in term s of
immunological, endocrine, digestive, and cardiovascular changes. Social
scientists, on the other hand, have been more interested in outcomes that have
a psycho-social base, manifestations such as anxiety or depression, for
exam ple.

Pearlin, whose sociological study o f the stress process is extensive,

chose to focus much of his research on the outcome of depression. Pearlin
and his associates believed that this manifestation is especially sensitive to
undesired experiences that are both enduring and resistant to efforts aim ed at
14
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change. Depression "offers the researcher a chance to identify and observe
crucial elem ents of social life, of emotional life, and of their interconnections"
(Pearlin, et al., 1981, p. 342). Along a similar vein of inquiry, Turner studied
the outcome of psychological well-being; a concept composed of several
dimensions, three of which were anxiety, depression, and anger/aggression
(Turner, 1981).
According to Pearlin, sociologists should avoid medical models that
em phasize diagnosis and casefinding (Pearlin, 1989). Sociologists should be
open, instead, to the possibility of multiple outcomes since people have
different social and econom ic characteristics and so may have different w ays of
manifesting stress. Significant stressful outcomes can be obscured w hen only
one indicator is used, and vulnerability of som e groups may be exaggerated
while other groups are underestimated. “...P art of the unexplained variations in
outcomes may be due to relevant stressors that are not being observed and
whose effects therefore cannot be assessed” (Pearlin, 1989, p. 254).

1.2

Careqivinq and the Stress Process

T h e 1 99 0 publication o f Pearlin, Mullan, Semple, and S k a ffs article,
"Caregiving and the Stress Process...," helped reverse a declining trend of
research on caregiver burden. It is generally recognized that w idespread
interest in family caregiving began in 1980 with the publication of Z a rit’s
research on caregiver burden among fam ily members of aging relatives
with dem entia (Zarit, et a l., 1980). During the ensuing decade, a
15

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

plethora of articles appeared. It was obvious that mucn was oeing learned
about caregiver burden, but many studies were predom inantly descriptive,
while others lacked the rigor of a theoretical foundation, an adequate and
representative sam ple size, and sophisticated m easurem ent and analytic
techniques. Article upon article confirmed that caregiving w as stressful (Brody,
1981; Brody, et al., 1978; Cantor, 1986; Montgomery, et al., 1985; Noh and
Turner, 1987; Reiss, et al., 1986; Stone, et al., 1987; Upshur, 198 2 a and
1982b).
W ith time, the stress of caregiving was increasingly seen as
multidimensional and extrem ely complex (Daniels and Irwin, 1989; Koin, 1989;
Pearlin, e ta l., 1990; Knight, e ta l., 1993; Turner and Avison, 1992; Turner and
Pearlin, 1989). Y et a dilem m a was also emerging from the data: W hen studies
w ere conducted to evaluate various forms of interventions designed to relieve
caregiver stress, more often than not researchers failed to dem onstrate a
difference between their experim ental and control groups on such measures as
caregiver well-being, cost of care, or risk of institutionalization (Knight, et al.,
1993). As recently as 1989, an editorial in The Gerontologist called the need
for respite care services "invalid," based on their lack of efficacy as reported in
the literature (C allahan, 1989, p. 5). Callahan went on to say that the call for
expanded long-term care services arose from the self-interest of some
providers and a social-class bias of policymakers or analysts.
Pearlin and his colleagues arrested this trend by presenting a
conceptual fram ew ork and psychometrically sound instruments for
16
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m easurem ents (Pearlin, et al., 1990). In addition, Pearlin and his associates
responded to the apparent dilem m a manifested by the strong evidence of
caregiver burden but the w eak evidence of demonstrable relief of burden
resulting from various intervention efforts. Despite the profusion of articles
over the previous decade, Pearlin pointed out how much is really not known yet
about the stress process and caregivers. Given the lack of real undersdanding
about the process, particularly the changes that occur over time, it comes a s no
surprise that there is little documented evidence that interventions have had
positive effects. As a later editorial in The Gerontologist suggested, with
articles such as Pearlin's, it is time to emphasize the generation of new
knowledge about caregiver stress rather than provide additional evidence that
it exists (George, 1990). Zarit, credited with launching the intense interest in
caregiver burden, also calls for m ore sophisticated multivariate models, larger
samples, and, in particular, longitudinal studies that control for the duration of
caregiving (Zarit, 1989).
Th e caregiver stress model presented by Pearlin and associates builds
directly on the general sociological stress-process model discussed previously.
T h e first domain, the background and the context of stress, is of utmost
importance in studying caregiving. These key characteristics of the caregiver
(i.e., age, gender, ethnicity, education, occupation, and economic attainm ents)
are of great importance in studying the stress process and should not be
gathered simply as statistical controls. These key characteristics influence the
kinds and intensities of stressors to which caregivers are exposed. The context
17
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of caregiver stress also includes elements such as the relationship of the
caregiver to the care receiver, length of time that the care receiver has required
care, and quality of the relationship prior to the onset of caregiving.
Th e second domain, the stressor, is the heart of the stress process.
Pearlin divides stressors into primary and secondary-prim ary being stressors
stemming "directly from the needs of the patient and the nature and magnitude
of the care dem anded by these needs” (Pearlin, et al., 1990, p. 587). Primary
stressors often lead to secondary stressors-not secondary in the sense of less
importance, but secondary as related to or resulting from the primary stressors.
Role strain and intra-psychic strain may, in fact, be more fatiguing and
problematic for the caregiver than the act of providing care itself. The authors
consider the family as the central arena for secondary role strains and they
view dam age to the self-concept as a principal intra-psychic strain.
T he mediating conditions of coping and social support comprise the third
domain of the caregiver-stress process. Research has shown that it is
important to m easure separately the three functions of coping (i.e., managing
the situation, managing the meaning of the situation, and m anaging the stress
symptoms). Likewise, social support, which arises from conditions outside the
individual, has two components that also should be measured separately: (1)
expressive social support, th e subjective feeling of being loved and valued; and
(2) instrumental support, the more objective ability to count on others when the
need arises.
T h e fourth and final dimension of the caregiver-stress process is the
18
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outcome of stress; that is, the effects on the well-being of the caregiver. A s
with their m ore global model of the stress process, Pearlin and his associates
focus on the outcom e of depression and anxiety, along with physical and
cognitive disturbances and yielding of the role. T h e authors also measure
physical health outcomes, although they posit that em otional distress is likely to
surface first and, if it persists, may negatively affect the health of the caregiver.
The current research follows Pearlin’s caregiving-stress model using,
however, alienation and low self-concept as the manifestation of the stress of
caregiving.
1.3 Alienation
Alienation is one of the oldest and most durable concepts in sociology.
Indeed, the concept is inextricably tied to the very birth of the discipline with
Durkheim's seminal work on suicide, as well as the intense interest of W eb er,
Simmel, and M arx in individual estrangement. Although M arx is primarily
responsible for the use of the word "alienation," the meaning, as established by
the other three, is much broader than the economic context o f Marx’s term
(Nisbet, 1966).
Sociologists have studied alienation in relation to modern society, to
major moves that transplant an individual from one culture to another, and to
explanations for delinquency and criminal forms of behavior. Modernity has
been seen as uprooting and isolating individuals; cutting them off from
community and a clear sense of moral purpose. T h e loss of community has
fragm ented the modern individual, separating her/him self from the inner-most
19
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self. According to Sim m el, the individual becom es a "mere cog in an enormous
organization" and ultimately, the personality “cannot m aintain itself."

(Wolff,

1950, p. 4 2 2 ). T h e individual feels isolated and cut off from community; s/he is
forced to play social roles that do not reflect her/his innermost self.
Unfortunately, th e concept o f alienation w as so imbued with different
m eanings that its usefulness as a sociological variable cam e under attack
(Zeller, et al., 1980). In the late 1 9 5 0 ’s, Seem an deconstructed the broad term
"alienation" into five components, and in the early 1 9 6 0 ’s, D ean developed
scales to m easure th re e of the components (Seem an, 1959; D ean, 1961). The
work of these two authors has continued to be widely used by researchers in
many areas of investigation.
T h e five m easures of alienation identified by Seem an w ere powerless
ness, m eaninglessness, normlessness, social isolation, and self-estrangement.
Powerlessness, with its basis in the philosophy of Marx, is the "expectancy or
probability held by the individual that his own behavior cannot determ ine the
occurrence of the outcom es, or reinforcements, he seeks" (S eem an, 1959, p.
784). Seem an's notion of powerlessness is closely related to internal versus
external control, to w h eth er the individual has a sense of personal control
contrasted with a view that external conditions such as chance, luck, and the
manipulation of individuals control outcomes.
M eaninglessness refers to the sense of understanding events in which
the person is engaged: "The individual is unclear as to w hat he ought to
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believe; when the individual's minimal standards for clarity in decision-making
are not met" (S eem an , 1959, p. 786). This dimension of alienation reflects the
ability to predict outcomes and is conceptually different from powerlessness,
which reflects the ability to control outcomes.
Normlessness, Seem an's third dimension of alienation, is closely tied to
Durkheim 's work and its extension of the writings of Merton. It denotes a
situation "in which th ere is a high expectancy that socially unapproved
behaviors are required to achieve given goals" (p. 788). Seem an notes that
this aspect of alienation is logically independent of powerlessness and
m eaninglessness and can vary independently of the other two.
Social isolation, the fourth dimension, is also rooted deeply in Durkheim
thought. This dim ension of alienation refers to a sense of detachment; a
"release from community and tradition that results in despair and insupportable
aloneness" (Nisbet, 1966, p. 300 ). People in this alienated state feel
threatened and beleaguered. T h e fifth aspect of alienation delineated by
S eem an is self-estrangem ent: the inability of the individual to find selfrewarding activities that engage her/himself.
D ean developed scales to measure three components of S eem an’s
conceptualization of alienation: powerlessness, normlessness, and social
isolation. His original scale included nine items m easuring powerlessness, six
m easuring norm lessness, and nine measuring social isolation (Dean, 1961;
Hensley, et al., 1975). The correlations he obtained betw een the sub-scales
indicate that it is possible to consider the components as belonging to the
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same general concept (i.e., alienation), but that enough independence appears
to w arrant treating them as independent variables (D ean, 1961).
T h e origins of alienation in a family context w ere explored by
Bronfenbrenner, who noted that much of the prior exploration of the roots of
alienation concentrated on the general structure of society: urbanization, big
business, transportation systems, and general disorganization resulting from
change itself (Bronfenbrenner, 1974). Among those changing institutions of
society is the family, and it is here that Bronfenbrenner feels is the need to
concentrate. T h e changing fabric of society has resulted in a family structure
very different from earlier periods in history, one that Bronfenbrenner sees as
radically reducing the interaction between parents and children, resulting in
isolation for all concerned.

1.4

Self-Concept

A prominent theme in social psychology is the intra-psychic
phenomenon of the self-concept. Mead, and the adherents o f symbolic
interaction, observed that it is the peculiar nature of human beings to be able to
be both subject and object simultaneously (Mead, 199 2 [1934]). Only
man/woman is able to describe, evaluate, judge, and respond to her/himself.
Rosenberg defined ine term “self-concept,” as the “totality of the individual’s
thoughts and feelings having reference to himself as an object" (Rosenberg,
1986, p. 7). In other words, he says, the self-concept is the "picture of the self.”
This self-objectification further extends to the individual’s ability to emotionally
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respond to those seif-perceptions.
R osenberg noted that, w hile W illiam Jam es w rote cogently about “The
Consciousness of S e lf’ at the end of the nineteenth century, it w as not until the
mid-twentieth century that much systematic empirical research on the selfconcept began appearing in literature. As a result of his own investigations,
Rosenberg identified two dimensions of the self-concept: self-confidence and
self-esteem .

Self-confidence refers to the “belief that on e can m ake things

happen in accord with inner wishes”; self-esteem “implies self-acceptance,
self-respect, and self-worth” (p. 3).
R esearchers of the sociology of stress have found that over time,
persistent role strains can lead to a diminishment of that self-concept.
Recalling the two domains of the self-concept, mastery and esteem , Pearlin
noted that w hen individuals endure noxious circumstances over a period of
time, the insulation that normally protects the self against threats is worn away
(Pearlin, et al., 1981; Pearlin, 1983). The persistence of role strains confronts
the individual with her/his inability to change the circumstances of th e life
event. View ing this inability as a failure (or at least as a lack of success), the
individual experiences an erosion of esteem and mastery. In their research on
caregiving and the stress process, mastery (defined by Pearlin as the extent to
which people see them selves as being in control of their own destiny) and
esteem (judgments about one’s own self-worth) w ere found empirically to be
negatively affected by the persistent chronic strains resulting from the life
event: caregiving.
23
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1.5

Family Systems Theory

Family system s theory is a knowledge synthesis integrating systems
theory with family theory. Its reliance on general systems theory draws
attention to the prem ise that an impact at one point in the system affects other
aspects of the system, and that living systems are capable of reactive change
and evolution (Buckley, 1967). Its focus is on interactional processes and it
makes two general assumptions: (1 ) the family is viewed as a discrete entity
rather than a collection of individuals, and (2) the family is view ed as an open,
transactive, and adaptive system, capable of either self-directed or externally
directed growth and ch an g e (Ell and Northen, 1990, p. 14). Thus, the theory
presumes that th e family's response to stressors affects the overall health of
the family, as w ell as having important implications for the health of individual
family members. T h e family's response to stress has implications for its
internal cohesion, its adaptive capacity, its communication structure, and its
relationship with other social systems.
Hill was o n e of the earliest sociologists endeavoring to understand the
process of family stress (1949, 1958), and his work continues to provide the
underpinning for much of the subsequent family stress research (Pearlin, 1983
and 1989; Pearlin arid Turner, 1987; Pratt, 1976; Olson, et al., 1989; Thoits,
1983). H ill’s landm ark w ork examined families who w ere faced with a powerful
stress event and underwent a period of disorganization, w hen normal coping
patterns w ere not sufficient to handle the new demand: a period of “crisis.” Hill
identified three m ajor conceptual properties of the family faced with a crisis: (1)
24
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the family a s an interacting organization, (2 ) the crisis-precipitating event, and
(3) the definition of the event as stressful. T h e first property acknowledges that
sociologists view families as a small group structure, with som e unique
features. As with most small groups, norms prescribe appropriate roles and role
behavior which, in the family, are tied to ag e as well as relationships among
members. A s Hill suggests, the family is intrinsically a “puny work group” and
an awkward decision-making group because it is often heavily weighted with
dependents, and cannot freely reject w eak m em bers or recruit more competent
members. Thus, as groups go, it is not ideally suited to withstanding stress; yet
society has assigned to it the heaviest of reponsibilities~the physical and
em otional care o f the very young and the very old.
Hill’s second property, the stressor, is often hard to disentangle from the
meaning of th e event. Yet, to make that distinction is essential to the study and
the understanding of families. Accordingly, it is crucial that the stressor event
be seen as variable. No stressor is the sam e for all families; there is always
variability in the hardships that accompany any given event.
T h e third property of Hill’s conceptualization is the fam ily’s definition of
the event as stressful. “Stressors become crises in line with the definition the
family m akes of th e event” (1958, p. 141). Thus, the “m eaning of the event”
becomes an intervening variable between th e potentially stressful event and
the response of the family. T h e three core conceptual properties of the family
in crisis, plus the intervening property of meaning, produce a framework in
which the event (“A"), interacting with the family’s resources ("B”), interacting
25
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with the definition of the event by the family (“C”), produces the crises (“X ”).
Elements “B” and “C” lie within the family structure and values, w hereas “A ”
m ay or may not lie outside the family.
Hill explains that if the “blame" for the event can be fixed on the outside
w here the problem is seen as beyond the fam ily’s control, the family may be
drawn closer together rather than split apart and disorganized. O n the other
hand, if the problem is felt to arise from within the family and is connected to
interpersonal and affectional relations problems, then th e event may lead to
fam ily disorganization and distress. However, whether the event is viewed as
beyond the fam ily’s control or as arising from within its own structure, a
secondary source of stress may arise: role change or role conflict.
Introduced by Hill and explored in much greater detail by later
sociologists, changes in family configuration and in roles that are vacated or
not fulfilled at all require a reallocation of roles (Aneshensel, et al., 1993;
Pearlin, 1983 and 1989; Pearlin and Turner, 1987; Reiss, et al., 1986).
Reallocation m ay disrupt family interaction patterns and m ay be even further
compounded by conflict among family members in the conception of their new
roles. Such changes in role configuration are frequent am ong families dealing
with chronic illness and long-term caregiving (Reiss, et al., 1986; Rolland,
1987). A major factor in the ability of a family to adjust to a stressor is the
subsequent adequacy o f the new role performance of family members. In
contrast to individual coping, family coping always involves interpersonal
processes.
26
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Thus, there a re three types of stressors that can confront a family: (1)
stressors arising from outside the family framework, (2) stressors arising from
within the fam ily boundaries, and (3) the persistent chronic strains that em erge
secondary to th e event itself-strains that can arise from changes in roles and
role patterns, such as happens with families coping with long-term illnesses.
Transitions in roles and in family composition that can be anticipated and
prepared for in advance, as well as changes that are welcom e and “on-time” in
terms of the fam ily life cycle, cause little disruption or distress within families.
Sudden change, or an unwelcome event, however, may result in considerable
family distress (Pearlin, 1983; Pearlin and Turner, 1987). Hence, the family,
the most intimate of social environments, can be a source of major stress as
well as social support.

1.6 Alienation. Self-Concept, and Family Systems:
The Current R esearch
It is the prem ise of the current research that the enduring nature of
caregiving conditions places the primary caregiver in a situation w here
alienation and a negative self-concept are likely to be experienced. Alienation
was seen as an outcom e of long-term caregiving because its domains so
closely describe the experiences of many caregivers:
*

social isolation, in which the caregiver becom es cut off from
outside social forms; her/his world narrows, constricts, and
becom es centered in one place and on one person

«

powerlessness, in which the caregiver believes that her/his own
behavior cannot determ ine the outcom es s/he seeks—regarding
27
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the patient's condition, her/his own life, and relationships with
com ponents of the health care system, insurance companies, and
various governm ent programs
•

normlessness, in which the caregiver comes to believe that
socially unapproved behaviors may be required to achieve the
results s/he seeks for the care of her/his re la tiv e -th e rigid
m edical care system may have to be m anipulated in order to
obtain the care n eeded in the home.

Further, the author posited that the family relationships of a caregiver
experiencing alienation would be affected and that a sense o f the family's
health, com m unication patterns, cohesion, leadership, expressiveness, and
conflict resolution would be adversely affected.
Secondly, a diminished self-concept w as seen as an outcome of longierm caregiving based on the chronic role strain experienced by many
caregivers. T h e fam ily is the place where many roles are defined and
performed. W ith fam ily caregiving, traditional roles may be lost, gained, or
altered; relationships, important to one’s sense of self, may be changed. As
Pearlin and his associates found in their research on caregiving (1990), a
diminished sense of self w as found to be an outcome of life events that result in
chronic strains, such as caregiving. However, w hereas P earlin ’s paradigm
locates roles strains and intra-psychic strains (his term for self-concept and
“kindred psychological states”) as secondary stressors, the current research
views the diminishment of self as an end step in the stress process: the
outcome. Observation in the field led the researcher to believe that using
depression as the m anifestation of stress obscured the condition of caregiver
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alienation and low seif-concept in the absence of m easurable depression.
Som e authors (e.g., Gecas, 1 9 89) have noted the connection between
the concept of “self-efficacy” (a term closely related to Pearlin’s “mastery”) and
the concept of alienation, particularly as it relates to the works of Marx. At the
center of M arx’s concept of alienation w as the issue of co n tro l-th e extent to
which an individual has control over her/his labor. Th e self was seen as being
created and affirmed through the individual’s work activity (Gecas, 1989, p.
29 5). Providing long-term care for a relative is both symbolically and in
actuality the work of caregivers. Thus, in the current research, alienation and
self-concept are seen as similar (though conceptually different) outcomes of
the careg iver stress process.
Fam ily systems involvement is view ed in the current research as the
logical outcome of caregiver alienation or low self-concept. Pearlin and Turner
(1 9 8 7 ) noted that there is little or no research dealing with the process by
which stressors in one realm (e.g., occupation) are transformed into family
stressors. One w ay they projected this might occur was through the emotional
distress experienced in one realm being perceived by family members through
behavioral cues. Outward behaviors, such as mood changes and shifts in
normal activities, may strain family relations. Qualitative interviews in the
Pearlin and Turner research indicated that often the respondent would not talk
about her/his problems for fear that her/his spouse would become upset or
blam e her/him fo r the problem, or offer unw anted or inappropriate advice. T he
researchers found, however, that this attem pt to barricade other family
29
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m embers from the distress rarely, if ever, succeeded because behavioral cues
alerted others to the distress. T h e current research, therefore, is based on the
prem ise that if the caregiver experiences alienation, low esteem, or low
mastery, behavioral cues will alert other family members to the caregiver’s
altered state of feeling and fam ily interaction will be adversely affected. These
concepts are illustrated in Figure 1.
Review of the major concepts encompassed in the current study and the
examination of related scholarly work underscore the primary goal of the
author’s research: to ad van ce the knowledge of the caregiver-stress process
through the empirical testing of a conceptual model with the use of advanced
analytic techniques. To achieve this goal, five gaps in the current research
base were addressed:
•

The diagnostic groups from which caregiving samples have
traditionally been draw n w ere broadened to include a wide range of
physical and cognitive disabilities.

•

The type of population from which caregiver samples have previously
been drawn was broadened to include rural and small-town
populations.

•

Perspectives of both the caregiver and an additional family m em ber
were studied to better represent the family system.

»

Data w ere collected with discrete, psychometrically tested measures,
but in the context of in-depth personal interviews with both the
primary caregiver and one other family member.

•

Quantitative data w ere integrated with qualitative data.
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Figure 1

THEORETICAL FRAMEWORK
MACRO
S O C IE T A L C O N D IT IO N S :
•Deinstitutionalization
•M edical technology
•In crease chronic disease

S O C IE T A L S Y S T E M S :
•Institutions
•Services
•Economics

•In crease in population over 65
•W om en in the work force

MICRO

C A R E G IV E R C H A R A C T E R IS T IC S
C A R E G IV IN G C O N T E X T
C A R E G IV E R S T R E S S O R S :
M ODERATORS:
•Social support
•Personal coping

•Prim ary
•Secondary

C A R E G IV E R S E L F -C O N C E P T :
•Esteem
•M astery
C A R E G IV E R A LIEN A TIO N :
•Social isolation
•Pow erlessness
•N orm lessness
H.S. Gimpel/1994/1995

FA M ILY R E LA TIO N S
FA M ILY F U N C T IO N IN G

CHAPTER II

M ETHODS

T o discover w hether long-term family caregiving in the home affects
family members' feelings about self and relationships among family members, a
sample of fam ily caregivers and other family mem bers was interviewed by the
researcher. D ata on the extent of family caregiving, the caregiver's and family
member's feelings about self, their sense of alienation, the effect of social
support and coping on the caregiver's self-perceptions, and the effects of
caregiving on family relationships w ere collected to determine whether there
w ere relationships am ong long-term caregiving, self-concept, alienation, and
family relationships.
T h e theoretical model (see Figure 1) presents the conceptual scheme of
this research. T h e structural model is an adaptation of Elder and Liker's
theoretical paradigm used in their research on the consequences of the
Depression on m iddle- and w orking-class women (1982). The current research
draws on Elder and Liker's model of macro social change affecting individual
adaptation and outcomes. T h e conceptual scheme of the model is a
modification of the caregiver-stress process developed by Pearlin and his
associates (199 0 ).
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This conceptual fram ework guided the research in addressing the four
broad research questions and in formulating and testing seven hypotheses:
Question 1 - Is there a relationship between the stressors experienced in the
context of long-term caregiving in the home and caregivers experiencing
alienation and diminishment of self-concept?
1.

Caregivers providing long-term care to chronically ill, disabled, or
frail relatives in the home experience a diminishment of self,
evidenced by lowered esteem and lowered mastery.

2.

Caregivers providing long-term care to chronically ill, disabled, or
frail relatives in the home experience alienation, evidenced by
feelings of social isolation, powerlessness, and normlessness.

3.

Caregivers' feelings of diminishment of self and alienation increase
as the period of caregiving increases.

Question 2 - Is there a relationship between the caregiver's possessing social
support and coping resources and the caregiver's sense of alienation and
diminishment of self?
4.

The effect of long-term caregiving on alienation and self-concept is
moderated by perceived social support.

5.

The effect of long-term caregiving on alienation and self-concept is
moderated by caregivers' use of coping resources.

Question 3 - Is there a relationship between caregivers who experience
diminished self-concept and alienation, and social interactions within the family?
6.

Caregivers who experience alienation or low self-concept perceive
a decreased sense of family health, communication, cohesion,
leadership, and expressiveness and an increased sense of family
conflict.

Question 4 - W hat is the effect of caregiving in the home on one other family
member, described by the caregiver as the fam ily member closest or most aw are
of the caregiving situation?
7.

Family members of caregivers experiencing alienation o r low selfconcept perceive a decreased sense of family health,
communication, cohesion, leadership, and expressiveness and an
increased sense of family conflict.
33

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

This research attem pted to explicate aspects of the multidimensional
nature of stress in primary caregivers and to m easure the impact that the
manifestations of stress can have on family relationships. Rooted in the
paradigms of the sociological stress process and family systems theory, this
study sought to explore how long-term caregiving by fam ily m embers affects
caregiver alienation, self-concept, and family interaction.

2.1 Setting
The entire state of M ain e provided the setting for the current research.
M aine has a total population of 1,227,928 and a land area of 3 0 ,8 6 4 .6 square
miles (Economic Analysis and Research, 1991, p. 56). It is divided into 16
counties, which, for the purposes of this research, w ere grouped into four
general geographical areas: south/western, central, eastern, and northern. The
majority of people (5 3 .6 percent) reside in the seven counties comprising the
south/western region; 2 5 .4 percent reside in the three counties comprising the
central region; 1 2.3 percent reside in the four counties comprising the eastern
region; and 8.6 percent reside in the two counties comprising the northern
region. A map illustrating these regions is in Appendix A. T h e urban population
is represented by a preponderance of small and medium size communities; the
largest city has a population of 64,358; and, in total, just three cities have a
population greater than 25 ,0 0 0 . Maine has extensive rural and farming regions.
T h e m edian ag e in M ain e is 33.9 years, with 2 0 .6 percent of the people
ag ed 65 years or older. Of the total population, 4 8 .7 percent are male and 51.3
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percent are female; 9 8 .4 percent are white (Econom ic Analysis and Research,
1991, p. 12). T h e median family income is $ 3 3 ,7 0 0 and the median level of
education is the 12th grade.

2.2 Sam ple
T h e sample pool consisted of fam ily m em bers from all areas of
M aine who w ere providing long-term care in their own home or in the care
receiver’s home, regardless of th e medical diagnosis of the care receiver. T h e
criterion for inclusion in the study was to be a family caregiver living in M aine,
providing long-term care for another family member. For the purpose of this
study, "long- term care" was defined as providing care in the hom e to a relative
who needs assistance with some aspect of daily living (e.g., personal care,
housekeeping, and financial and/or legal affairs) and whose condition related to
a chronic state for which no complete resolution was expected in the near future.
It was not necessary for the caregiver to live in the sam e household as the care
receiver; however, both the primary caregiver and the care receiver had to
reside in Maine.
A total of 2 6 2 individuals were interviewed: 150 primary family caregivers
and 112 fam ily m em b ers-relatives whom the caregiver had identified as being
most aw are of or involved in the caregiving. All but one of the caregivers who
agreed to be contacted did ultimately participate in the interview; it w as not
possible to calculate a true response rate, however, because it is unknown how
many fam ilies w ere originally approached by the contacting agencies and
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individuals. Thus, the sam ple cannot be construed as representative of all
fam ily caregiving in M aine because the num ber and characteristics of family
caregivers who declined to participate in the study are unknown. Unwillingness
to participate, for example, may have been more frequent among caregivers who
w ere so overwhelm ed by th e process of caregiving that one more demand w as
just too much.
It is a particularly important characteristic of this study that the sample
w as chosen from the population of one entire state (T ab le 1). Although there
are no published figures on the total num ber of relatives receiving long-term
care at hom e, a survey conducted in 1 9 8 9 indicated that by age 75, 16 percent
o f M ain ers needed assistance with some form of functional care; by age 85, 3 9
percent n eed ed assistance (Wilson, 1989). T h e sam ple is heterogeneous in its
dem ographics. Considerable effort w as m ade to ach ieve quota sampling by
region, but referrals to the study depended on the voluntary participation of
ag en cies and individuals located in the various regions. W hile some agencies
w ere very interested in the research, others w ere not; therefore, the true quota
sam pling that had been sought was not achieved. T h e sam ple is heterogeneous
in its care receiver characteristics of gender, age, level of disability, and duration
o f care, and in its caregiver characteristics of gender, age, fam ily relationship,
education, income, and employment status; therefore, the concern about lack of
representativeness is minimized.

36

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

Table 1
C aregiver Sam ple, By Region and Population
Region of State

Frequency

South/Western

Percent

110

73.33

Central

13

8.67

Eastern

17

11.33

Northern

10

6.67

Under 3,000

51

34.00

3,001 to 15,000

68

45.33

15,001 to 25,000

14

9.33

25,001 and above

17

11.33

Population of Community

2 .3 Procedures
T h e data w e re collected by means of persona! interviews using a
structured interview protocol that had been reviewed and approved by the
University of N ew Ham pshire Institutional Review Board. D ata collection
proceeded during the 10-m onth time frame from Septem ber 1993 to June 1994.
F ace-to-face interviews w ere conducted with all primary caregivers, and face-toface or telephone interviews w ere conducted with one other family member,
w henever that person w as available.

Potential subjects w ere recruited through

community health nursing agencies, Area Agencies on Aging, a regional parent
aw areness bulletin board, a private physician, and several personal and
professional contacts (Appendix B). Contacting agencies and individuals w ere
asked to secure th e primary caregiver's consent, through a "R elease of
Confidential Information" (see Appendix B), to have their nam es and telephone
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numbers released to the researcher.

Eligibility was defined as providing

personal and/or instrumental care for a relative who would otherwise be unable
to live at home. T h e primary caregiver was identified by the agency (or referring
individual) as th e family m em ber who was responsible for providing the majority
of care. T h e additional family m em ber was identified by the primary caregiver as
a family m em ber who w as either involved with or very aw are of the caregiving
situation.
Upon receipt of the caregiver's name and telephone number, the
investigator m ade telephone contact and arranged a mutually convenient
interview time. Most interviews w ere conducted in the caregiver's home, with a
few at another location of the caregiver’s choosing. Informed Consent forms
w ere signed at th e time of the interview by all primary caregivers and by all
family members who w ere interviewed face to face (see Appendix B). Informed
Consent forms for family m em bers not in the hom e at the tim e w ere left with the
primary caregiver and returned to the researcher in self-addressed, stamped
envelopes prior to the telephone interview (see Appendix B). Primary caregiver
interviews varied in length from one to three-and-a-half hours, with an average
of one hour, 40 minutes. Fam ily member interviews varied from 2 0 minutes to
one-and-a-half hours, with a m ean of 30 minutes.
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2.4 Measures
Interview schedule questions were designed to collect data for 14
different scales related to the caregiver-stress process, two demographic
variables, an d 14 caregiver characteristics and context variables totalling 256
original variables in the caregiver interviews and 140 original variables in the
family m em ber interviews. Within the stress-process model, four primary
stressors, fo u r secondary stressors, two types of stress moderators, and three
stress outcom es were measured. A complete copy of the caregiver and the
family m em ber interview schedules is in Appendix E.

2.4.1 Reliability
All scales used in the current research had been used in other caregiving
research and had demonstrated moderate to high reliability coefficients. The
internal consistency (i.e., reliability) of all the m easures used in the study was
assessed by calculating a Cronbach's alpha coefficient of each scale (Appendix
C). Cronbach's alpha is the square of the correlation betw een the measured
scale and th e underlying factor, with alpha representing the expected correlation
of one test to an alternative form containing the sam e num ber of items (Stata
Corporation, 1993, p. 137). It is considered one of the most useful indices of
internal consistency available, and is a good estim ate of reliability because the
major source of m easurem ent error usually stems from the sampling of content
(Nunnally, 1 9 7 8 ).
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T h e conceptual structure of the instruments was assessed by conducting
a factor analysis of each scale to identify the underlying dimensions that
account for patterns of variation among variables (see Appendix C). Principal
factor analysis is particularly suitable with research involving survey
questionnaires w hen m any different questions are intended to m easure a
smaller num ber of common factors. According to Hamilton (1 9 9 2 ), factor
analysis serves two important purposes: (1) it helps identify and m easure latent
variables, and (2 ) it simplifies subsequent analysis.

2 .4 .2 Validity
Validity w as sought through the use o f scales that had been developed
and used by experts in the field of stress research and fam ily measurement.

2 .4 .3 Sources o f Stress: Primary Stressors
Four m easures o f primary stressors w ere included in this study. Primary
stressors are those arising directly from the needs of the patient and the care
dem anded by those needs.

2 .4.3 .1

Direct Personal C a re . The care receiver's need for direct

personal care w as m easured on her/his ability to perform six activities of daily
living (ADLs): eating, dressing, walking, bathing, using the toilet, and getting in
and out of bed (Katz, et al., 1963). A three-point response category w as used,
from (1) needing no help, to (3) needing complete help (alp h a = 0.917).
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2 .4 .3 .2 Household and M anagem ent Responsibilities. Instrumental
assistance n eed ed by the care receiver w as m easured using Turner's (1988)
scale of 13 household tasks and responsibilities (e.g., shopping, meals, laundry,
cleaning, an d legal and/or financial affairs). A four-point response category was
used, from (1 ) not at all, to (4) completely (alpha = 0 .7 6 3 ).

2 .4 .3 .3 Hours of C are. T h e hours the caregivers felt they spent each day
providing care w ere m easured with a five-point categorical variable, ranging
from two hours o r less to 18 or more.

2 .4 .3 .4 D uration of Caregiving. Duration of caregiving w as m easured on
a continuous variable with the question, How long have you been involved in

taking care o f<

>? Tw o related questions w ere also asked: About

how long has s/he had this condition? and How much longer do you expect to
be involved in caring for <

> at home?

2 .4 .4 Sources of Stress: Secondary Stressors
Four m easures of secondary stressors w ere included in this study.
S econdary stressors a re related to or result from the primary stressors.

2 .4.4 .1

Financial Strain. Financial strain was m easured using five

incom e-related questions and three em ployment-status questions.
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2 .4 .4 .2 Role Captivity. Assessment of w hether the role of caregiver was
voluntary was m easured by asking, Which of the following best describes how

you became involved in caring for <

>? T h e response categories

were (1) because you really wanted to, (2) because you felt it was your duty, (3)
because there w as no one else available, and (4) other.

2 .4 .4 .3 Fam ily Conflict. How often the caregiver (or family m em ber)
becam e involved in disagreements with other fam ily members over the care of
the relative w as m easured using Turner's (1 9 8 8 ) five-item scale (e.g., how the
care should be provided; family members should be doing more to help). The
response categories ranged from (1 ) very often, to (4) never (alpha = 0.819).

2 .4 .4 .4 Fam ily Opposition. The amount of opposition that a caregiver felt
s/he received from family members was measured using Turner's six-item scale
(e.g., Family members let me know they appreciate how I am caring for <

>)

(Turner, 1988). Response categories ranged from (1) strongly agree, to (4)
strongly disagree (alpha = 0.789).

2 .4 .5 M oderators of Stress
M oderators are those factors thought to interact with a stressor to cushion
o r buffer the physical or psychological consequences of exposure to the
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stressor. Two groups of stress moderators were m easured in this study: social
support and coping.

2.4.5.1

Social Support. Social support originates from outside the

individual and is conceived of as the feeling or knowledge that one is being
supported by others. T h e current research used four m easures of social
support:
•

Cognitive/Emotional Support. A set of 12 social-support questions
was asked twice: first in reference to family, then in reference to
friends. Questions 1 through 5 w ere an adaptation of the Provisions of
Social Relations (P S R ) scale developed by Jay Turner, et al. (1982).
A sam ple question is: No matter what happens, I know that I have a

family m ember who will always be there for me should I need them.
Questions 6 through 12 are adapted from H eath er Turner's research
with A ID S caregivers (1988). A sample question is: I have relatives

who provide me with help in finding solutions to my problems.
R esponse categories ranged from (1) never, to (4) very often (family
support alpha = 0.919; friend support alpha = 0.921).
•

Network Support. The frequency of contact with family and friends
was m easured by asking the caregiver how often s/he visited or got
together with family members or relatives and how often s/he talked to
family members or relatives by telephone. T h e sam e two questions
w ere then asked concerning contact with friends. Response
categories ranged from (5) daily or almost every day, to (0) I almost
never get together (or talk) with them (Turner, 1988).

•

Instrumental Support: Family/Friends. T h e objective, material support
that caregivers received from family and friends w as measured using
Turner's (1 9 8 8 ) seven-point scale (e.g., Stay with <
> so
you can get out of the house for a while). R esponse categories
ranged from (1) never, to (4) very often (alpha = 0.779).

•

Instrumental Support: Formal. Assistance from formal, communitybased services was measured on a continuous scale by means of the
following two questions: How many hours o f assistance do you get
from home health aide/homemaker services? and How many hours of

respite services do you receive?
43

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

2.4 .5 .2

Coping. Coping is a personal resource, arising from within the

individual. Using Pearlin and Schooler's (1978) conceptualization of the
functions of coping and employing three scales developed by Turner (1988),
coping resources w ere m easured in three dimensions, using a total of 34
questions:
•

M anaging the situation (nine questions); for exam ple, I try to stick to a
planned schedule so that I can make better use of m y time. Response
categories ranged from (1) very much, to (4) not at all (alpha = 0.721).

•

M anaging the m eaning of the situation (1 3 questions); for example,
Tell yourself that things are going to get better in the future. Response
categories ranged from (1) never, to (4) very often (alpha = 0 .8 5 5 ).

•

M anaging the symptoms of stress (1 2 questions); for example, Just get

everything out of your system by having a good cry. Response
categories ranged from (1) never, to (4) very often alpha = 0.584).

2 .4 .6 Outcomes of Stress
Three outcomes of stress w ere measured in this study. Outcomes
represent the final stage of the stress process.

2.4.6.1

Alienation. Following the conceptualization of Seem an and an

adaptation of the scales developed by Dean, a 23-item scale, representing the
three dimensions of social isolation, powerlessness, and normlessness, was
used (Hensley, e ta l., 1975). Alpha for the total scale was 0.857.
•

Social isolation (nine questions); for example, Sometimes I feel all

alone in the world (alpha = 0.731).
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•

•

Powerlessness (eight questions); for exam ple, Sometimes I have the
feeling that other people are using me (alpha = 0 .7 2 1 ).
Norm lessness (six questions); for example, The end often justifies the

means (alpha = 0.80 4 ).
R esponse categories ranged from (1) strongly ag ree, to (4) strongly disagree.

2 .4 .6 .2 S elf-C o n cep t. Seventeen questions w ere used to assess the two
dim ensions of the caregiver’s and the family member's self-concept: esteem and
mastery. T h e questions for both scales w ere introduced with the statem ent,

Taking care o f someone who is ill or disabled can make a person think more
about her/his own health and future. Considering your own thoughts and
feelings, to what extent do you agree or disagree with the following statements?
•

M astery (seven questions); for example, There is really no way I can
solve some of the problems I have (alpha = 0 .7 9 2 ).

•

Esteem (1 0 questions); for example, I feel that I am a person o f worth,
at least on an equal with others (alpha = 0.862).

R esponse categories for all 17 questions ranged from (1) strongly ag ree, to (4)
strongly disagree.

2 .4 .6 .3 Fam ily Functioning. Dimensions of fam ily functioning w ere
m easured on a 3 1 -item scale, an adaptation of the Beavers S elf-R eport Family
Inventory (Beavers, et al., 1985).

Both caregivers and family m em bers w ere

asked the questions twice. In the first response set, they w ere asked to think
back to before caregiving began; in the second response set, the questions were
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repeated, with the reouest to consider the present time, with caregiving taking
place. T h e scale, as developed and used by the original authors, is thought to
consist of six dim ensions of fam ily functioning: perceptions o f family health,
conflict, communication, cohesion, directive leadership, and expressiveness.
Factor analysis of the scale in the current study revealed just two primary
dimensions: family cohesion (factor loading, 10.39) and fam ily conflict (factor
loading, 2.17 ). By the current factor analysis, 18 questions m easured cohesion
and 13 questions m easured conflict. An example of the questions measuring
cohesion is: Family members pay attention to each other's feelings. An
exam ple of the questions m easuring conflict is: Family members compete and

fight with each other. A lpha for the total scale was 0.926. T h e three response
categories for the 31 questions w ere (1) very much like our family, (2) somewhat
like our family, and (3) not at all like our family.
A 32nd question in the Beavers Self-Report Fam ily Inventory w as a global
m easure of family functioning in which the respondent w as asked to rate her/his
family on a five-point scale ranging from (1) my family functions very well
together, to (5) my fam ily does not function well together at all.
In addition to the structured questions and scales described previously,
both caregivers and fam ily m embers were encouraged to comment and
elaborate on questions during the course of the interview. At the conclusion of
the interview, two specific open-ended questions were asked: How would you

describe in your own words what things concern you most about caring for
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<

> a t home? and Is there anything else you wish to add that we

have not discussed? All comments were recorded verbatim by th e researcher.

2.4.7 Dem ographics. Caregiver Characteristics, and Context Factors
T h e context in which the life event and the stress process take place are
seen as essential variables to be measured by the sociologist. In the current
research, two dem ographic variables for the caregiver were recorded by the
researcher prior to the interview: region of the state and population of the
community of residence. During the interview, six caregiver characteristics w ere
recorded: gender, age, marital status, race or ethnic background, income, and
highest level of education. In addition, eight caregiving context variables w ere
measured: gender and age of the care receiver, the care receiver’s condition(s)
that necessitates the provision of care, the caregiver’s relationship to the care
receiver, the number of people for whom s/he is providing care, living/not living
in the sam e house with the care receiver, reason why the caregiver is the
caregiver, and the caregiver’s assessment of her/his own health.
Similarly, seven variables were assessed during the family m em ber
interviews: relationship to the caregiver; whether s/he lived with th e caregiver;
her/his relationship to the care receiver; the number of people with whom s/he
w as involved in a caregiving situation; and her/his gender, race o r ethnic back
ground, and highest level of education completed.
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2.5 Journals
T h e use of daily journals, or diaries, is a method of qualitative research
that allows participants to tell their stories in their own way. Journals overcom e
some of the limitations of in-depth interviews by eliminating interviewer-biased
questions and the directing of questions and responses to which interviews are
subject. Journal-keeping, as a methodology, em erges from phenom enology that
em phasizes an understanding of the respondents’ world--their perceptions and
lived experiences.
Although asking caregivers to keep daily journals may appear to be
burdensome, this deterrent can be overcome by making journal-keeping totally
optional and voluntary'. M oreover, some researchers found that research
participants had expressed a belief that journal-keeping might have helped
relieve their tensions and solve problems more efficiently (M atocha, 1992). The
current research m ade the opportunity of keeping a journal available to all 150
caregivers (see Appendix B). Sixty-five caregivers expressed some interest and
accepted the journal notebooks provided by the researcher; 16 caregivers
actually m ade entries in the journals and returned them to the researcher in the
self-addressed, stamped envelope provided. Three caregivers have agreed to
continue keeping a journal of the caregiving experience until the second series
of interviews, scheduled for 1995. Material from these journals has contributed
to the anecdotal comments included in the current research.
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The extensive and rich data available through these journals is
considerable. Combined with the recorded com m entary from the interviews, a
w ealth of qualitative data on the daily life of caregiving has been obtained. T h e
bulk o f this data will be used as the basis for a later research monograph or
book.

2.6

Analysis Methods

All variables w ere first examined fo r the normalcy of their distributions.
Most variables in the study had approxim ately normal distributions; skewness
w as evident primarily in the demographic variables, and these are noted
w herever appropriate. Analysis of data w as accom plished in four ways:
univariate descriptive analysis, bivariate analysis, multivariate analysis, and
graphical analysis.
First, data w ere analyzed through descriptive analysis using frequency
distributions, percentages, and three different measures of central tendency:
m ean, median, and mode. Dispersion w as m easured through the use of
standard deviation and the interquartile range. Second, the examination of
bivariate relationships w as conducted using Pearson product-moment
correlations in matrix tables for all relevant variables. Third, multiple regression
techniques w ere used in essentially all analyses, with all scales factor-analyzed
and converted to standard scores prior to regression. In some instances, step
wise regression w as used, using an F-ratio with a minimum probability of 0 .0 5 as
the cutoff level. For the examination of m oderating effects, hierarchical
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regressions were used. Finally, graphical analysis was used in a variety of
ways: Graphical presentations supplem ented descriptive analysis, conditional
effect plots w ere used to analyze interaction effects, and band regressions w ere
used to exam ine change over time. All graphical analyses are in Appendix D.
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CHAPTER III

C A R E G IV E R S E L F -C O N C E P T A N D A L IE N A T IO N

O ne of the prim ary aim s of this current research w as to describe how
caregiver characteristics and conditions are related to the caregiver’s sense of
self-concept and alienation. This chapter outlines the results concerning (1)
caregiver characteristics and contextual factors, and their relationship to selfconcept and alienation; and (2) caregiving stressors and their relationship to
self-concept and alienation.

3.1 Caregiver Characteristics
T h e 150 caregivers in this study are predom inantly fem ale,
overwhelmingly C aucasian, mostly married, primarily not employed, and mostly
high school graduates, with family incomes of less than $ 3 0 ,0 0 0 (Table 2;
Appendix D, Figure 2). Caregivers in this study have been providing care to a
relative in the home setting from less than one year to 4 2 years, with 10
percent of caregivers providing care for more than 18 years.
Although m ore even ly balanced by gender, the majority of the 150 care
recipients in this study w ere also fem ale-m ostly mothers, wives, daughters,
and m others-in-law (T ab le 3; see Appendix D, Figure 3).
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Table 2
Caregiver Characteristics
g

Characteristic

|
Gender
| Female
1 Male

Frequency

128

85.33

22

14.67

I
Age
| Range: 22-86 yrs
| IQR:
|

Percent

IQR

Mode

55.23 yrs

13.93 yrs

55 yrs

22 yrs

61 yrs

13.16 yrs

2.54 yrs

13 yrs

4 yrs

12th
grade

$30,000

$16,800

$25,000

$20,000

<$20,000

7.05 yrs

8.06 yrs

4 yrs

7 yrs

3 yrs

11.84 hrs

6.48 hrs

10 hrs

15 hrs

20 hrs

Middle 50

44-66 yrs

19
124

12.67
82.67

1

0.67

I Other

6

4.00

15

I M arital S tatus
| Never
| Married
Widowed

117

10.00
78.00

10

6.67

Divorced

5

3.33

Significant Other

3

2.00

8
11

5.33
7.33

E ducation
| 8th grade or less
| 9th through 11th

48

32.00

38
27

25.33
18.00

18

12.00

I Not employed
Part-time

93

62.00

18

12.00

| Full-time

39

26.00

58

40.28

$20 - <$30,000
$30 - <$40,000

29
22

20.14
15.28

$40 - <$50,000
$50 - <$60,000

12
8

8.33
5.56

>$60,000

15

10.42

I Completed 12th
I Some college
I College graduate
JGrad/Prof school

I

Median

100

j Native American

j

sd

E thnic

1 B ackground
9 Franco American
| Anglo American

I

Mean

Em ploym ent

Incom e
<$20,000

Years
C aregiving
Range: <1-42 yrs
IQR: 2-9 yrs

100
Middle 50

Hours Caring
2 or less

11

7.33

3 to 7
8 to 12

37
33

22.00

24.67

13 to 17

26

17.33

| 18 or more

43

28.67
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Table 3
Care Receiver Characteristics
Characteristic

Frequency

Mean

sd

Median

IQR

Mode

63.34 yrs

29.47 yrs

74 yrs

35 yrs

89 yrs

Percent

G ender
Female

94

62.67

Male

56

37.33

A ge
100

Range: 1-104 yrs
IQR:

Middle 50

50-85 yrs

R e la tio n sh ip to
C aregiver
Mother
Father

44

29.33

4

2.67

W ife

14

9.33

Husband
Daughter

29
16

19.33

Son

17

11.33

In-law*
Grandparent

12

Other

11

8.00
2.00
7.33

3

10.67

'Note: Eleven of the 12 in-laws receiving long-term care were mothers-in-law.

It is clear from these descriptive characteristics that “long-term”
caregiving is no misnomer; the average num ber of caregiving years in this
study is just over seven years, with a median of four years. Ten percent o f the
caregivers have been providing care for more than 18 years. Furthermore, the
mean num ber of caregiving hours per day is more than 11 hours, with a m edian
of 10 hours; 2 8 percent of caregivers say their caregiving is essentially a 2 4 hour job (s ee Appendix D, Figure 4).
Forty-three of the 150 caregivers felt they devoted "18 or more" hours a
day to providing care. Lest it is thought they are exaggerating, it is worthwhile
looking at just what it m eans to be a caregiver in one of these homes w here the
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caregiver explained that caregiving is essentially a 24-hour job. A journal entry
of a daughter who provides total care for h er 93-year-old m other-bedridden
and unresponsive as a result o f multiple strokes-reads:

I wonder what it would be like to go to bed and sleep soundly for
more than 3 hours. It's been a long time since that's happened. I
used to have to have a minimum o f eight hours o f sleep to be able
to function well on the job. Now I get to bed about 10:30 pm, up
a t 1:00-1:30 am (alarm woke me) to turn Mom and give her a
drink. Then back to bed but often not to sleep for half to threequarters o f an hour. Up again at 5:30 am or so to turn her again
(alarm rouses me). Frequently it's 6:00 before I'm free to lie down
again but that's too late because "routine" means up at 7:00 am.
[1 1 1 8 ]

T h is sam e caregiver also visits several tim es a w eek (while she is receiving
respite services for the care of her mother) with her 88-year-old m other-in-law
w ho iives alone and has a heart condition.
T h e elderly are not the only ones w ho require this type of total care.
During several different interviews, the caregivers had to stop frequently to
suction, tube feed, turn, or otherwise attend to the needs of the care recipient.
O n e mother had to stop frequently throughout the interview to suction her
daughter. S h e has just recently begun receiving respite care through the local
nursing agency:

I've grown to depend upon the respite care I get. I feel without it to
relieve me a few hours a day, C may have ended up in a nursing home.
I finally realized that I cannot do it all; even hospital employees work
shifts; I don't have a shift. [1110]
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In another home w here the mother and father both devote a lot of time to
the care of their four-year-old daughter with cerebral palsy, the m other said that
on a good night, th eir daughter only wakens once or twice; on a bad night she
wakens four or five times. T h e mother feels they are in an almost constant
state of sleep deprivation. A ye ar ago when their younger child w as
temporarily ill, they w ent for a period of two months with little or no sleep—one
or the other child w as up all night long. (Note: Sleep disturbances are
apparently a common problem for children with cerebral palsy, for this was
frequently mentioned by this group of parents.

No matter how it is viewed, the hours providing care exceed the normal
eight-hour work day that most people expect. To further compound the
situation, 13 caregivers in this study said they are providing care for two
persons; one caregiver w as caring for three relatives.
B ecause the fam ilies recruited for this study came from the general
caseload of home health agencies, Area Agencies on Aging, and personal
referrals, the need for long-term care covered a wide variety of conditions
(Table 4 ). T h e most frequently mentioned problem was some form of
dementia, followed closely by strokes, cerebral palsy, and some rorm of m iddleaged degenerative disease (e.g., multiple sclerosis, amyotrophic lateral
sclerosis, and Parkinson’s). T h e “other” category included accidents and
diseases not fitting the established categories, such as Huntington’s Chorea. It
is interesting to note that 66 percent of caregivers named at least two primary
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reasons why care w a s being given (e.g., Downs Syndrome and A lzheim er’s);
35 percent m entioned three reasons, the third frequently including a major
sensory deficit such as deafness or blindness.
Although this study considered all the social, structural, and contextual
characteristics important, five characteristics of this sam ple merit particular
Table 4
Primary R eason W hy Care Needed
C ondition

Frequency

Percent

Alzheimer’s/Dementia

26

17.33

Arthritis/Osteoporosis

8

5.33

Cancer

5

3.33

Coronary artery disease/CHF

9

6.00

19

12.67

CVA (“stroke")
COPD/Emphysema

8

5.33

Congenital/Genetic

13

8.67

Cerebral palsy

16

10.67

Spina bifida

5

3.33

Psychoses/Autism/Retardation

7

4.67

15

10.00

MS/ALS/Parkinson’s
Blind/Deaf

2

1.33

Old

8

5.33

Other

9

6.00

A second reason given

99

66.00

A third reason given

53

35.33

attention because of their contrast with other caregiver studies. First, as noted
in Chapter II, these caregivers live in predominantly rural an d smali-town
a re a s -8 8 .6 percent live in regions with a population under 2 5 ,000 ; most other
major caregiver studies have been conducted in urban areas. Second, the
ages of the caregivers in this sample span 64 years, with th e youngest
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caregiver 2 2 years old and the oldest 86. Third, ages of the care receiver
cover a full lifespan—104 years! Fourth, 12.6 percent of the sample considered
them selves Franco-A m erican, an ethnic population not sam pled in any other
caregiver study. A n d fifth, the conditions for which the care receiver needs
long-term care covered a broad spectrum of m edical diag n o ses-fro m genetic
and birth defects to chronic and degenerative illnesses, to accident-induced
disabilities. O ther careg ive r studies usually focused on a specific diagnosis,
often with an accom panying specific age group.
Pearlin (1 9 8 9 ) em phasized that the distinguishing feature of sociological
stress research is its concern with the social, structural, and contextual data,
and urged researchers to link these characteristics to the stress process, not
just use them as control variables. Thus, this research specifically exam ined
the relationships betw een caregiver characteristics and conditions and the
outcomes of the stress process: diminishment of the self-concept and
alienation.
Pearson product-m om ent correlations betw een nine key characteristics
(i.e., care receiver gender and age; caregiver gender, age, m arital status,
ethnic background, education, employment status, and fam ily income) and the
two m easures of self-concept (i.e., esteem and mastery) a re displayed in Table
5. T h e only association of particular strength is that between income and
mastery, with a correlation of 0 .1 9 (p = <0.05). T h e re are, however, m oderate
relationships b etw een five parts of age-related characteristics: a positive
relationship betw een caregiver age and care receiver age, suggesting that
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1

2

3

4

5

6

7

8

9

10

11

1 Esteem

1.000

2 Mastery

.511***

1.000

-.468***

-.474***

1.000

4 CR sex

-.056

-.149

-.110

1.000

5 CR age

.044

.013

-.050

-.262***

1.000

6 CG sex

.071

.123

-.086

-.281***

.055

1.000

7 CG age

.047

-.039

-.057

.094

.471***

.246**

1.000

8 Marital

.009

-.090

.021

.177*

-.129

.129

.105

1.000

-.030

.013

.025

-.067

-.090

-.057

-.073

1.000

-.013

.152

-.122

-.010

-.052

-.056

-.228**

-.163*

.258***

1.000

11 Employment

.007

.087

.051

-.204**

.052

-.045

-.424***

-.183*

.074

.272***

1.000

12 Income

.128

.190*

-.033

-.073

-.117

.080

-.300***

.018

.006

.429***

.362***

3 Alienation

12

!

10 Education

i

9 Ethnic

O
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T ab le 5
Pearson Product-M om ent Correlations:
Caregiving Characteristics, Self-Concept, and Alienation

Two-tailed test.
*p =<.05; **p =<.01; ***p =<.001

Notes:
CR = care receiver
CG = caregiver

Gender: Male = 1; Female = 0
Marital Status: Married = 1; Other = 0
Ethnic: Anglo-American = 1; Other = 0
Employ: Employed = 1; Not employed = 0

1.000

younger caregivers tend to be giving care to younger family m em bers and older
caregivers to older relatives. T h ere are also negative relationships between
the caregiver’s age and her/his level of education, employment, and income,
indicating that, in this sam ple, older caregivers have a lower level of education,
are less likely to be employed, and have lower incomes. In addition,
associations exist betw een the caregiver’s level of education and her/his
income, betw een education and employment, and between em ploym ent and
incom e-findings that are consistent with social research in general. A positive
correlation is also evident between ethnic background and education. That is,
in this study the Anglo-American caregivers have attained a higher levei
education than the Franco-Am erican caregivers.
Turning now to the analysis of multivariate associations, three separate
multiple regressions w ere conducted for each dependent variable—esteem ,
mastery, and alienation—with each regression including all nine caregiver
characteristics (Table 6).

Examination of the models revealed a significant

independent effect only fo r the association between income and esteem : As
income increased, so did a positive sense of esteem. This differs from the one
significant bivariate relationship that was observed in the correlation matrix,
w here m astery showed a relationship to income.
As can be seen by the relatively small R2for each equation, very little of
the variance in outcomes can be attributed to this particular set of caregiver
characteristics. Thus, correlation and regression analysis of relationships
between nine caregiver characteristics and the distress outcomes of low
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Table 6
Standardized Regression Coefficients: Self-Concept and Alienation (SEb)
Independent Variables
Care receiver gender
Care receiver age
Caregiver gender
Caregiver age
Marital status
Ethnic background
Education
Employment status
Income
N
F
Adj R2
Two-tailed test.
*p = < .0 5

Dependent Variables
Mastery
Esteem
Alienation
-.079 (.199)
-.202 (.181)
-.368 (.239)
.000 (.003)
-.001 (.003)
-.003 (.004)
.072 (.254)
.201 (.231)
-.371 (.291)
.004 (.008)
.004 (.007)
.000 (.010)
-.073 (.222)
-.198 (.202)
.053 (.253)
-.111 (.225)
-.165 (.205)
.156 (.265)
-.020 (.038)
.034 (.035)
-.048 (.047)
070 (.116)
.010 (.104)
.110 (.124)
.011* (.005)
.008 (.005)
-.001 (.006)
141
143
105
0.244 (9, 133)
0.78 (9, 131)
0.75 (9, 95)
0.018
-0.025
-0.031

Notes: Gender: Male = 1; Female = 0
Marital Status: Married =1; Other = 0
Ethnic: Anglo-American = 1; Other = 0
Employ: Employed = 1; Not employed = 0

esteem , low mastery, and alienation reveal that (other than income) caregiver
characteristics have little influence on the distress outcomes measured in this
study.

3 .2

CareQiving Contexts

Turning now to the context within which caregiving takes place, the
following conditions w ere examined for their relationship to self-concept and
alienation: (1) region of the state where caregiver lives, (2) population of
residential community, (3 ) number of people for whom the caregiver is
providing care, (4) living/not living in the sam e house with the care receiver, (5)
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reason why the caregiver is the caregiver, and (6) caregiver’s assessm ent of
her/his own h ealth status (Table 7).
Between the dependent and independent variables, one significant
bivariate relationship is revealed: a negative relationship between the
caregiver’s assessm ent of her/his own health and feelings of esteem and
mastery (with good health coded low and poor health coded high). That is,
when the caregiver assessed her/his own health as good, personal feelings of
esteem and m astery w ere high. Interestingly, an association also exists
between the caregiver’s assessm ent of health and the size of the community in
which s/he lives: An assessm ent of good personal health is associated with
living in a larger community. Finally, a positive correlation is also seen
between wanting to provide care and living with th e care receiver.
Investigating possible independent effects of the six caregiver contextual
factors on the outcom es of esteem, mastery, and alienation, multivariate
regression confirms that the caregiver’s perceived health does have a
significant independent influence on feelings of esteem and mastery; no
independent associations are evident with alienation as the dependent variable
(Table 8.)
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Tab le 7
Pearson Product-Mom ent Correlations:
Caregiving Conditions, Self-Concept, and Alienation
1

2

1 Esteem

1.000

2 Mastery

.511***

1.000

3 Alienation

-.468***

3

4

5

6

7

8

-.474***

1.000

4 Region

.021

-.034

-.110

5 Population

.099

.027

-.048

6 No. people

-.034

-.063

-.018

.046

.094

1.000

7 Same house

.0425

.002

.034

-.026

-.090

-.113

8 Reason why

.057

.085

-.139

.060

.177*

.062

.249**

1.000

-.214**

-.178*

.125

-.134

-.206**

-.094

.132**

-.131

9 CG health
T w o -ta ile d test.

* p =<.05; ** p =<.01; ***p=<.001
Notes: CG = Caregiver
Region: Soughem/Western = 1; others = 0
Reason why: Want to = 1; others = 0

S

1.000
.291***

1.000
1.000
1.000

Table 8
Self-Concept and Alienation: Caregiving Contexts
Standardized Regression Coefficients (S E b )
| Independent Variables
I Region
! Population
Number people
Same house
Reason why
Caregiver health
N
F
Adj R2

Esteem
-.060 (.184)
.059 (.089)
-.165 (.241)
.149 (.232)
.108 (.164)
-.263** (.100)
147
1.51 (6, 140)
0.020

Dependent Variables
Mastery
Alienation
-.129 (.173)
-.144 (.222)
-.101 (.084)
.034 (.110)
.049 (.279)
-.243 (.229)
-.030 (.220)
.153 (.255)
.210 (.155)
-.301 (.202)
-.231** (.095)
.137 (.119)
149
110
1.36 (6, 142)
0.79(6, 103)
0.014
-0.011

Two-tailed test.
* p=<.05; ** p=<.01
Notes: Region: Southern/Western = 1; others = 0
Reason why: Want to = 1; others = 0

3.3

Caregiving Stressors

T h e stress, or burden, of caregiving has been m easured by many
authors (Brody, 1981; Cantor, 1986; Daniels and Irwin, 1989; Koin, 1989; Zarit,
et al., 1980). This research examined three main types of stressors and their
relationship to self-concept and alienation: (1 ) stressors related to personal
care, (2) stressors related to home and household m anagem ent, and (3)
stressors related to interpersonal family strains.

3.3.1

Personal Care
In the first group of stressors, the current research exam ined (1) ADL

deficits, (2 ) num ber of years that caregiving had been provided, (3) number of
remaining years of caregiving (anticipated), (4) number of hours per day spent
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in caregiving, and (5) assistance with persona! care beyond the standard A DLs
(e.g., tube feedings, catheterizations, enem as, medication management,
injections, and suctioning). Pearson product-moment correlations of bivariate
relationships between the dependent outcom es of esteem, mastery, and
alienation and the five independent variables (i.e., ADLs, time involved, time
left, hours/day, and “other” [types of] care) reveal two significant relationships:
(1 ) a negative relationship between the num ber of hours spent providing care
each day and caregiver mastery, and (2) a positive relationship between the
num ber of years that caregiving has been provided and alienation. That is, the
higher number of hours spent providing care each day, the lower the
caregiver’s sense of mastery; the greater num ber of years spent caregiving, the
higher the alienation experienced by the caregiver (Table 9).
T h e correlations also indicate positive relationships between the
anticipated amount of time left, the num ber of hours caregiving each day,
“other” personal-care activities, and the total number of ADL deficits. Thus,
family members who have a higher num ber of ADL deficits also require
additional types of personal care, require more hours of care each day, and are
expected to need care for a longer period. As one might expect, there also
exists a fairly strong relationship between additional types of required care and
the num ber of hours that caregivers spend providing care on a daily basis.
Multiple regression was used to investigate possible independent effects
of the five independent variables on the outcomes of esteem, mastery, and
alienation. As T ab le 10 illustrates, a lower level of time involvement as,
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T a b le 9
Pearson Product-M om ent Correlations:
Self-Concept, Alienation, and Personal-C are Stressors

1 Esteem

1.000

2 Mastery

1.000

3 Alienation

1.000

4 ADLs

.044

-.041

5 Years caregiving

-.150

-.064

.187*

.108

1.000

6 Time left

-.036

.076

.139

.161*

.057

7 Hours/day

-.089

Other

-.105

-.027

1.000

.152
.085

-.008

.341

.110

.044

1.000

.058

.032

380'

1.000

Two-tailed test.
*p=<.05; ** p=<.01; *** p =<.0C1

m easured by duration in years and num ber of hours per day, is related to a
higher level of esteem in a one-tailed t-test, but not in a two-tailed test of
significance. Mastery, on the other hand, is more negatively related to hours
spent per day, but has no significant relationship to number of years spent in
caregiving. In contrast to the negative relationships between duration
m easures an d self-concept, th e association betw een the number of “other”
activities (e.g., medication m anagem ent, tube feedings, oxygen supplies, and
suctioning) appears positively related to a high sense of mastery, despite their
obvious tim e- consuming nature. Thus, “extraordinary” or technically skilled
care by the caregiver provides benefits in terms of a positive sense of mastery,
w h ereas more routine (albeit important) care does not impart a similar benefit.
This is a distinction o f some interest. T h e skill needed in performing an
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unknown and challenging task, recognized as beyond the scope of ordinary lay
caregiving, brings a special sense of accomplishment, of mastery. Several
caregivers declared they knew what they were doing better than the nurse’s
aides who cam e into the home; and no doubt they did, for they w ere experts in
the use of technical care for this particular patient. As one caregiver said,
"Being a nurse is th e last thing I ever thought I'd be, but I'm doing a darn good
job of it!" [1065]
Also of considerable interest is the lack of relationship betw een ADL
deficits and the caregiver’s self-concept. C aregiver burden, m easured
according to A D L level, has often been used as the principal m easure of stress
in other caregiving research.

Tab le 10
Standardization Regression Coefficients:
Self-C oncept, Alienation, and Personal-Care Stressors (SEb)
| Independent Variables
ADLs
Years caregiving
Time left
Hours/day
Other personal care
N
F
Adj R2
One-tailed test.
# p =<.05

Dependent Variables
Esteem
.078 (.091)
-.017# (.009)
-.026 (.055)
-.023# (.093)
.100 (.061)
147
1.69 (5, 141)
0.023

Mastery
-.014 (.084)
-.005 (.009)
.054 (.051)
-.033** (.012)
.117* (.057)
149
2.12* (5, 143)
0.036

Alienation
-.152
(.104)
.028* (.014)
.113# (.066)
.025# (.015)
-.019
(.072)
no
2.06# (5, 104)
-0.046

|
|
|
|
j

J
|
1
j
|

Two-tailed test.
* p = <.05; ** p =<.01
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Investigating w hether more parsimonious regression models would
improve the coefficients of determination, forward stepwise multiple
regressions were used. However, even by dropping the independent variables
that did not contribute significantly to the overall model, this group of stressors
continued to account fo r only a small portion of the variance in the dependent
variables:
®

The full m odel accounted for 2.3 percent o f the variance in caregiver
esteem, while the more parsimonious model accounted for 3.1
percent.

•

The full m odel accounted for 3.6 percent of the variance in mastery,
while the m ore parsimonious model accounted for 4 .6 percent.

•

The variance in alienation rose from 4 .6 percent with a full model to
5 .4 percent after stepwise regression.

Thus, for the caregivers in this study, the amount o f tim e involved in
caregiving, by itself, is not strongly associated with caregiver self-concept or
feelings of alienation.

3 .3 .2 Household M anagem ent and Responsibility
T h e second group of stressors examined in this research study are
those related to household m anagem ent: (1) domestic tasks associated with
daily home m anagem ent itself, (2) administrative tasks associated with more
episodic managerial functions of keeping a household functioning (e.g.,
financial and legal affairs), (3) household income, and (4) caregiver
em ploym ent status. Bivariate correlations revealed just one association of
significant strength: household income had a mild relationship to caregiver
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m astery--the same relationship seen when income w as entered as a caregiving
context (Table 11). Relationships among the independent variables are w hat
might be anticipated: hom e m anagem ent and household managerial
responsibilities w ere positively associated with each other, as w ere income and
employment—income w as negatively associated with home m anagem ent. This
latter relationship was evidenced by the many caregivers in the higher income
brackets who used private financial resources to pay for additional hours of
help. This was particularly true of m ale caregivers, two of whom paid for 2 4 hour help and one of whom privately paid for two eight-hour shifts. It seems
reasonable to assume that the ability to hire in-home help greatly reduces the
amount of home m anagem ent tasks performed by the family caregiver. Those
caregivers unable (or unwilling) to hire help have only limited hours available
through the various community organizations and are therefore more likely to
be involved in home m anagem ent tasks.

Table 11
Pearson Product-M om ent Correlations
Self-Concept, Alienation, and Household Stressors
1
1 Esteem

1.000

2 Mastery

.511***

3 Alienation

-.468***

2

3

4

5

6

"

"7

1.000
-.474***

1.000

4 House

.023

-.075

.143

5 Manage

.093

.005

-.003

.435***

1.000

6 Income

.128

.190*

.033

-.349***

-.037

1.000

7 Employ

.007

.087

.051

-.343***

-.116

■O D Z

1.000

1.000

Two-tailed test.
* p =.05; **p=<.01; ***p=<.001
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M ultiple regression investigation of independent relationships between
the three outcom e variables (i.e., esteem, mastery, and alienation) and the four
household stressors (i.e., home m anagement, household management,
household income, and caregiver employment) revealed that level of income
accounts for a significant difference of means in a one-tailed t-test in
regressions with esteem and mastery. W h ile no independent effect for income
is evident w hen the household stressors are regressed upon alienation, an
independent relationship between home m anagem ent and alienation is evident
(Table 12). As was seen in the regressions involving personal care stressors,
the coefficients of determination in these three regression models are small,
indicating that this group of stressors also accounts for only a small portion of
the variance in self-concept and alienation. As occurred in the previous
analyses, stepwise regressions failed to significantly raise the percent of
variance accounted for in esteem, mastery, and alienation.

Table 12
Standardized Regression Coefficients:
Self-Concept, Alienation, and Household Stressors (SEb)
Independent Variables

Dependent Variables
Esteem

Home management
I Household management

Mastery

Alienation

.029

(.110)

-.028

(.100)

.096

(.101)

.050

(.093)

.130

(.124)

-.237# (.124)

Household income

.009# (.005)

.008# (.004)

.000

(.005)

CG employment status

.000

.006

.004

(.004)

N
F
S Adj. R2
One-tailed test.
# p =<.05

(.003)

141
1.17 (4, 136)
0.004

(.004)

143
1.41 (4, 138)
0.011

105
1.24 (4,100)
0.009

Note: CG = caregiver
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3 .3 .3 Interpersonal Fam ily Strains
T h e third group of stressors examined in this research attempted to
m easure the stress arising from negative interpersonal family relations within
the caregiving situation. Two scales w ere used: one that measured the
caregiver’s perceived opposition from other fam ily m embers (e.g., Family

members act unpleasant and cold towards me), an d a second that m easured
open family conflict related to the care of the relative (e.g., Disagreements

occur because you think they should be doing more to help).
T h e bivariate relationships between these two stressors and the three
m easures of self-concept and alienation appear much stronger than the
stressors investigated thus far. Pearson product-m om ent correlations (Table
13) indicate m oderate negative relationships betw een both self-concept
m easures and fam ily opposition, and a stronger positive relationship between
alienation and fam ily opposition. Although conflict over caregiving does not
ap p ear related to esteem or mastery, it does have a positive relationship to the
m easures of alienation. It is also interesting to note that family opposition is
consistently and m oderately related to conflict with fam ily members over
caregiving.
Multiple regression confirms the independent effect of family opposition
on all three dependent variables: esteem, mastery, and alienation. In addition,
open family conflict has an independent effect on alienation (Table 14). This
group of stressors accounts for a much iarger proportion of the total variance in
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Table 13
Pearson Product-Moment Correlations:
Self-Concept, Alienation, and Interpersonal Family Stressors
1

2

3

3 Alienation

-.468***

-.474***

4 Family opposition

-.334***

-.333***

5 Family conflict

-.117

CO

1.000

I

.511***

—X

2 Mastery

5

1.000
.579***

1.000

I
CO
r*-

1.000

CO

1 Esteem

4

.433***

1.000

Two-tailed test.
*** p =<.001

the two self-concept m easures and in caregiver alienation than th e two
previous groups of stressors exam ined. This is particularly true o f caregiver
alienation, in which 3 4 percent of its variation can be attributed to interpersonal
family stressors.

Tab le 14
Standardized Regression Coefficients:
Self-Concept, Alienation, and Interpersonal Family Stressors
independent Variables

Family opposition
Family conflict
N
F
Adj. R2

Dependent Variables
Esteem

Mastery

-.363*** (.091)

-.339*** (.086)

.031

(.031)

146
9.08*** (2, 143)
0.100

.015

(.085)

148
9.11*** (2, 145)
0.099

Alienation
.530*** (.088)
.161*

(.083)

110
29.88*** (2, 107)
0.346

Two-tailed test.
* p =<.05; ** p =<.01; *** p =<.001

71

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

It had been hypothesized that the longer a caregiver provided care, the
g rea te r would be the stress of caregiving. In the earlier analysis, however,
there was only mild support for this hypothesis. At this point in the analyses, it
is now understood that for this sam ple of caregivers, the stressors of
interpersonal fam ily problems have the greatest influence on their self-concept
an d sense of alienation.

It seem ed reasonable to assum e, however, that

caregiving duration, in combination with interpersonal stressors, might explain
much of the variation seen in the three outcomes. Consequently, backward
stepwise regression w as performed by entering all 11 stressor variables in the
full model. Only the significant coefficients are shown in Table 15.

Table 15
Selected Standardized Coefficients in Three Stepwise Regressions:
Self-Concept, Alienation, and 11 Stressor V ariables (S E b)
Independent
Variables

Dependent Variables

I

Esteem

Mastery

Alienation

-.351*** (.085)

-.347*** (.088)

.524*** (.084)

Family conflict

n.s.

n.s.

.197**

Years caregiving
Hours/day
ADLs
Time left
House
Manage
Other
Income
Employment
N
F
Adj. R2

-.023*
n.s.
n.s.
n.s.
n.s.
n.s.
n.s.
n.s.
n.s.

n.s.
n.s.
n.s.
.093#
(.048)
n.s.
dropped
.091#
(.054)
n.s.
n.s.

.040*** (.011)
n.s.
-.224** (.083)
n.s.
.188*
(.095)
n.s.
n.s.
n.s.
n.s.
105

Family opposition

One-tailed test.
#p =<.05

(.009)

140
3 .3 1 *** (9, 1 3 0 )
0 .1 3 0

142
3 .7 3 * ** (1 0 , 1 3 1 )
0 .1 6 2

Two-tailed test.
*p=<.05; **p=<.01; *** p =<.001

(.078)

1 0 .2 4 * ** (9, 9 5 )
0 .4 4 4

Note: n.s. = not significant
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T h e adjusted R 2 increased in all three equations and years of caregiving
is seen as a significant predictor of caregiver esteem and alienation in the
presence of all other stressed variables; hours p er day is not a significant
predictor.

It is interesting to note that ADL deficits now have a significant

negative relationship with alienation, where they had been nonsignificant in
previous analyses with only direct care stressors entered.

3.4

Summary

In summary, it was hypothesized that caregivers providing long-term
care to chronically ill, disabled, or frail relatives in the home would experience
(1)

a diminishment of self, evidenced by lowered esteem and lowered mastery;

and (2) alienation evidenced by feelings of social isolation, powerlessness, and
norm lessness. Support for these hypotheses is most evident in the presence
of family opposition and family conflict over caregiving. Although caregiver
health negatively affects esteem, and family incom e negatively affects esteem
and mastery, it is principally interpersonal fam ily problems that diminish a
caregiver’s self-concept and creates alienation.
It w as also hypothesized that caregiver’s feelings of diminishment of self
and alienation would increase as the period of caregiving increased. Linear
regression models indicated mixed results for the influence of length of
caregiving tim e on distress outcomes. It seem ed reasonable to suppose,
however, that this may not be a linear relationship; there m ay be ups and
downs throughout the years. Consequently, in addition to the linear correlation
and the multiple regression models already discussed, band regression--a form
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of non-param etric regression--was used to graphically display possible non
linear relationships (Hamilton, 1993, p. 111). Band regression traces how the
m edian of self-concept or alienation changes with years o f caregiving.
T h ese graphical regressions suggest m oderate support for the
hypothesis (Appendix D, Figure5). W ith all self-concept and alienation
variables standardized by factor-scoring with a m ean of zero and standard
deviation of 1, it can be seen that alienation and lowered esteem are greater
for caregivers who h ave been providing care for longer periods of time.
Interestingly, esteem has two low points: the first at about 10 years and the
second beginning ab o u t 25 years, leveling off around 35 years. M astery, after
staying very close to the mean for 2 0 years, has a corresponding low point at
around 3 0 years, which is then followed by a sharp rise. Predictions for the
extrem e years of caregiving should be view ed speculatively, however, due to
the small num ber of cases at the high end.
By dividing the respondents according to gender, it is easy to see the
influence of th e 85-percent female respondents (Appendix D, Figure 6). M ale
caregivers experienced less alienation and there w ere few er sharp fluctuations
than am ong fem ales; when esteem was the outcome, there was more
fluctuation am ong m ales. On mastery, m ales exhibit alm ost a mirror pattern of
fem ale caregivers: M astery is high among m en in the early years of caregiving
(low for fem ales), but drops sharply at about five years (when fem ales’ sense of
m astery begins to rise), staying below the m ean for the duration. T h ese
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differences should be view ed with caution, however, since m ale caregivers in
this study num ber only 2 2 and caregiver gender showed no significant
differences in the full m odels. Self-concept and alienation, relative to length of
time providing care, w e re also examined from the perspective of community
size in which the caregiver lives (Appendix D, Figure 7). N o discernible
patterns w e re evident.
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CHAPTER IV

C A R E G IV E R SO C IA L S U P P O R T A N D C O P IN G R E S O U R C E S

A second aim of this research was to describe the relationships between
caregivers' support resources (i.e., social support and personal coping) and the
stress outcom es of diminished self-concept and alienation. As discussed
previously, sociological literature has examined the effects of social support and
personal coping resources from two main roles: (1) a main effect role (often
called a direct effect), in which the effect of resources on the outcom e
m easurem ent does not depend on the level of stress present in the environment;
and (2) a buffering effect role (often called a moderating effect), in which
resources have a joint (interactive) effect with stress, serving to attenuate the
effect of th e stressor on the outcome measure, particularly as the stressor
becomes m ore problematic. T h e current research investigated both possible
roles of the two resources. Specifically, this study investigates the main and
buffering effects of three aspects of support: cognitive/emotional fam ily support,
cognitive/em otional friend support, and instrumental support.

4.1

Relationships Between Resources and Outcom e M easures

Before investigating a main effect versus a buffering effect, it was
important to exam ine the general relationships betw een the two groups of
variables: resources and outcomes.
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4.1.1 Social Support Resources
First, the bivariate associations between the outcome variables and seven
social support m easures w ere examined: (1) cognitive/emotional support from
family members, (2) cognitive/emotional support from friends, (3) family visits,
(4) friend visits, (5) fam ily contact by telephone, (6) friend contact by telephone,
and (7) direct instrumental help with caregiving from family or friends.

Pearson

product-moment correlations indicated that cognitive/emotional support from
family and cognitive/emotional support from friends w ere strongly, and nearly
equally, related to esteem (T ab le 16). None of the four network variables (i.e.,
frequency of visiting with family or friends, or frequency of telephone contact with
family or friends) showed a relationship with esteem. Instrumental help also
appears to have little relationship to the caregiver’s sense of esteem. Mastery,
as the outcome, is also related to the caregiver’s cognitive/emotional support
from fam ily and friends, though to a lesser extent than esteem. As with esteem,
there is no statistically significant relationships among the network variables,
instrumental help, and mastery.
T h e strongest of th e bivariate correlations is a negative relationship
between family emotional support and caregiver alienation; that is, the less
support the caregiver experiences from other family members, the more likely
s/he will experience alienation. Lacking cognitive/emotional support from friends
also contributes to caregiver alienation, but, again, there are no significant
relationships with instrumental help. The rather surprising positive relationship
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T able 16
Pearson Product-Mom ent Correlations:
Self-Concept, Alienation, and Social Support
1
1 Esteem
2 Mastery
3 Alienation

2

3

4

5

6

7

8

9

10

1.000
.511***

1.000

-.468***

.474***

1.000

4 Family support

.486***

.286***

-.534***

1.000

5 Friend support

.507***

.235**

-.288**

.406***

1.000

6 Family visits

.156

-.013

-.086

.289***

.094

7 Friend visits

.120

.116

-.119

.101

.353***

8 Family phone

.062

.020

-.046

.142

9 Friend phone

.040

.003

.217*

10 Instrumental help

.106

.135

.150

Two-tailed test.
* p =<.05; **p=<.01; *** p =<.001

1.000
.131

1.000

-.075

.141

.048

-.062

.308

-.143

.309

.221

.252

1.000

.487***

.021

1.000

.106

.139

.042

1.000

betw een frequency of telephone contact with friends and caregiver alienation is
interesting. Possible reasons for this relationship are discussed later in this
chapter.
As for relationships between the predictor variables themselves,
cognitive/em otional fam ily and friend support are m oderately strongly correlated,
and instrumental help is significantly correlated with both fam ily and friend
support. Social network variables show mixed relationships: Frequency of
fam ily visits are positively correlated with em otional fam ily support, while both
visiting and telep h o n e frequency with friends h ave positive and significant
correlations with em otional friend support. Thus, there is a strong indication of
overlapping am ong social support resources: when one is present, often others
are present as well. However, it is important to note that correlations among the
predictor variables are inconsistent and w eak enough to support the decision to
continue treating these concepts as discrete constructs.
Although th e scale measuring instrumental help has a Cronbach alpha of
0.77 9, it is important to note two potential limitations to the measurem ent of
"instrumental help" and its use as a predictor variable. First, the qualitative
responses of m any caregivers indicated that although they did not receive a
great deal of direct help from fam ily or friends, they knew it was there if they
needed it. It m ay be that perception of availability was as important to most
caregivers as the actual help. Secondly, instrumental help from community
agencies, in som e cases, may have replaced help ordinarily available from
fam ily or friends; thus, scores on the m easurem ent scale used in this study may
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have been confounded with the instrumental help available from community
agencies.
To assess the independent effects of the seven types of support on
esteem , mastery, and alienation, multiple regression analyses w ere conducted
(T a b le 17). Results show independent effects of perceived family support on all
three outcomes, though the effect on mastery is less than on the other two
outcomes. Alienation is particularly strongly affected by family support—as
fam ily support decreases, alienation increases. Perceived support from friends
has a strong independent effect on esteem, no significant effect on mastery, and
a sm all effect on alienation. Social network support, whether visiting in person
or staying in touch by phone, shows no independent effect except for the
surprising positive relationship between contact with friends by phone and
alienation. This may be the sam e type of relationship that Ross and Mirowsky
found (1 9 8 9 ) betw een talking to others and depression: W hen individuals w ere
faced with problems, talking to others increased depression. The lack o f a
bivariate relationship observed for instrumental help holds true in multivariate
analysis as well: Direct help from family and friends does not appear to have an
independent effect on any of the outcomes. The coefficient of determ ination in
the regression models for esteem and alienation indicates that the models fit
well an d that social support accounts for 31.5 and 3 1 .8 percent of the variance in
esteem and in alienation, respectively. As indicated by the correlations, social
support explains much less variance in mastery (i.e., 5 .8 percent).
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Table 17
Standardized Regression Coefficients:
Direct Effects of Social Support on Self-C oncept and Alienation (S E b )
Independent Variables

Dependent Variables
Esteem

Mastery

Alienation

Family support

.291*** (.083)

.169# (.089)

-.476*** (.093)

Friend support

.416*** (.085)

.115

(.091)

-.191# (.101)

Family visits

.036

(.055)

-.073

(.060)

.079

(.065)

Friend visits

-.029

(.060)

.040

(.065)

-.084

(.070)

Family phone

.024

(.026)

.008

(.028)

-.006

(.027)

Friend phone

-.017

(.057)

-.029

(.062)

.212** (.072)

Instrumental help

-.125

(.079)

.061

(.086)

.040

(.100)

.001

(.004)

.005

(.004)

.005

(.004)

Income
N
F
Adj. R2
One-tailed test.
# p =<.05

139
8.95*** (8, 130)
0.315

141
2.08* (8, 132)
0.058

103
6.95*** (8, 94)
0.318

Two-tailed test.
* p =<.05; ** p =<.01; ***p=<.001

In summary, when considering caregivers’ self-concept, perceived
support from family members has a strong positive effect on caregivers’ esteem
and a m oderate effect on their sense of mastery. In terms of feelings of
alienation, the absence of perceived family support shows a particularly strong
effect.

Support from friends, except in relation to esteem, appears to be less

influential than family support. Support from the caregiver’s social network
shows no independent effect on self-concept, except for the positive effect o f
telephone contact with friends on alienation. Instrumental help from family and
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friends (direct assistance with household chores and patient care) shows no
direct effect on any of the three outcome measures.

4 .1 .2 Personal Coping R esources
Turning now to the relationships between caregivers' coping resources
and the three outcomes, results from the two scales of m anaging the situation
and managing the m eaning w e re analyzed. Factor analysis, as discussed
previously, identified two major dimensions of each scale: M anaging the
situation was composed of problem-solving and information-seeking, and
managing the m eaning w as com posed of reappraising the situation and
assigning spiritual m eaning. In an attempt to clearly identify th e most effective
coping resources of the caregivers in this sample, all four dim ensions were
utilized in this analysis. O f the two self-concept measures, esteem showed a
much stronger correlation with personal coping resources than did mastery:
Mastery dem onstrated only a m oderate correlation with the reappraisal
dimension of "managing the meaning" and no substantive correlation with the
scales of managing the situation (Table 18).

Spiritual m eaning is the only

dimension of the coping resources that failed to demonstrate a bivariate
correlation with esteem .
Examination of the relationships between coping resources and alienation
reinforces the notion that reappraising the situation is the most effective coping
resource used by this group of caregivers. W ith alienation, as with mastery,
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Table 18
Pearson Product-Moment Correlations:
Coping Resources, Self-Concept, and Alienation
1

3

2

4

5

6

1 Esteem

1.000

2 Mastery

.511***

1.000

3 Alienation

-.468***

-.474***

4 Problem solve

.233**

.086

-.012

5 Info seek

.263***

.095

-.019

.489***

6 Spiritual

.115

-.052

-.036

.241**

.163*

1.000

7 Reappraisal

.387***

-.246**

.266***

.163*

.597***

.248**

7

1.000
1.000
1.000

1.000

Two-tailed test.
* p =<.05; ** p =<.01; *** p =<.001

reappraisal is the only coping variable that dem onstrated a bivariate relationship
of much strength. In the case of alienation, the relationship with reappraisal is a
negative one; that is, caregivers who use reappraisal as a coping mechanism
are less likely to experience alienation.
Interestingly, though there was little evidence of a bivariate relationship
between spiritual m eaning and the two self-concept m easures, multiple
regression analyses of esteem and mastery show significant effects of spiritual
meaning (T ab le 19). Of particular interest is the negative coefficient on spiritual
meaning in both regressions. Recalling the caregivers' responses during the
interviews, it was apparent that people felt strongly one w ay or the other about
support from spiritual sources. Some felt it w as the only thing that had seen
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them through thus far, while others expressed anger and rejection against
spiritual sources th ey had found comforting in the past. T h e analysis of the
quantitative data now indicates that, more often than not, assigning spiritual
meaning to the caregiving situation is associated with a lowered sense of
esteem and mastery. This independent effect of spiritual m eaning is not evident
in the regression on alienation. Reappraising the meaning of the situation
accounts for the largest coefficient in all three regression models, being
positively related to high esteem and high mastery and negatively related to
alienation.

Table 19
S tandardized Regression Coefficients:
Coping Resources, Self-Concept, and Alienation (SEb)
Independent Variables

Dependent Variables
Esteem

Mastery

Alienation

Problem solving

.079

(.094)

.021

(.092)

.026

(.119)

Information seeking

.206*

(.099)

.052

(.096)

.016

(.124)

Spiritual

-.167 #(.097)

-.272**

(.093)

.187

(.124)

Reappraisal

.471*** (.098)

.383*** (.096)

-.371** (.131)

Income

.009*

.009*

-.004

N
F
Adj R2

140
8.20*** (5, 134)
0.205

(.004)

(.004)

142
4.69*** (5, 136)
0.115

(.005)

105
1.62 (5,99)
0.028

Two-tailed test.
*p=<.05; ** p =<.01; *** p=<.001

Examining the adjusted coefficients of determination for the regression
models of coping resources, self-concept, and alienation, it can be seen that the
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four coping resources have their largest effect on esteem , accounting for 2 0 .5
percent of the variance in esteem. Mastery's variance is less well accounted for
by th e coping resource measures (11.5 percent) and alienation is rather poorly
accounted for (2 .8 percent).
Sum m arizing the relationships betw een social support and personal
coping resources and the outcome m easures of self-concept and alienation, it
can be seen that:

1. Cognitive/emotional support from family has a significant relationship
with both self-concept and alienation: High family support is related to
a positive self-concept (especially esteem ) and low alienation. The
strongest effect is found in the independent negative relationship
betw een family support and caregiver alienation.
2.

Cognitive/em otional support from friends has its strongest relationship
with a positive sense of caregiver esteem.

3.

Personal coping resources, although overall contributing less than
social support resources to variance in the outcome measures,
generally showed strong and consistent relationships. The
reappraisal dimension of managing the meaning of the situation is
particularly influential, with reappraisal resulting in a positive selfconcept and w eak reappraisal resulting in alienation. Changing the
m eaning through spiritual help, on the other hand, had a negative
relationship with self-concept.

It should be noted that measurement of a third type of personal coping
was attem pted. T h e scale for managing the symptoms of stress had a reliability
coefficient low enougn to make the use of this scale questionable (alpha = 0.58).
Q ualitative data, however, reveals that this form of coping may be much more
important than m easurem ent on the scale indicated.
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T h e one response of this 12-item scale was used m ore often than any
other w as Watch TV, listen to music, or get involved in some other activity to get

away from your troubles. Most caregivers used this method o f tension reduction
to som e extent; some caregivers to an extraordinary extent. O n e 7 5 - year-old
man who had been caring for his elderly wife for several years had two ongoing
projects-constructing large jigsaw puzzles one after the other, and building one
of the most incredible model railroad systems this researcher has ever seen.
T h e railroad filled the basem ent, was replete with hand-constructed buildings
and scenery, and included such details as intricately handm ade lamp- posts with
lights that really worked! [1051] T he switching mechanisms and the
extensiveness of the system m ade it a truly rem arkable demonstration of
thought, skill, ingenuity, and resourcefulness. It was quite clear from the
caregiver’s remarks that it was these two activities that m ade it possible fo r him
to do all that w as required of him in the care of his wife. (An interesting side
note to this story is that this caregiver was unable to read or write English and
w as using some of his respite time to work with a local literacy volunteer.)
Another caregiver, a wom an caring for her husband with Parkinson's
disease, said frankly that her salvation and her sanity lay in the sewing she
constantly kept going; she said she was never without a project. She showed
the researcher a room filled with sewing and craft supplies—projects that had
been completed, w ere in process, or w ere yet to be started. S h e described the
dolls, doll clothes, dresses, shirts, sweaters, and crafts that w ent in a steady
stream to her children and grandchildren. [1050]
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Thus, although caregivers may not use symptom m anagem ent as
frequently as managing the situation or managing the m eaning, the low scale
reliability and the low scores in this study may not accurately reflect th e level at
which this form of coping is actually used.

4 .2

Main Effect Versus Buffering Effect

T h e empirical investigation of support resources, however, is interested in
more than the direct relationships between support and the particular outcomes
under investigation. For the past several decades, stress research has
identified a decided differential impact from both acute and chronic stressors:
Not all individuals are affected in the same way, or to the sam e degree, by what
appear to be similar environm ental stressors (Aneshensel and Stone, 1982;
Pearlin, e ta l., 1981; Thoits, 1982b; Turner, 1981 and 1983; Turner and Noh,
1982; W heaton, 1982 and 1983). In the presence of a variety of stressful
situations, researchers have investigated both a main effect from support (i.e.,
exhibits an influence on the outcome in its own right, not reliant on the level of
stress) and a stress-buffering effect (i.e., operates in conjunction with the stress
variable to lessen the impact on the outcome). Of particular interest is the
hypothesis that social support and personal coping have their greatest effects
under conditions of high stress (Turner, 1983). T he current research exam ined
w hether social support and personal coping w ere effective in reducing the
impact of the stressor on th e caregiver outcomes, and if their effects w ere
primarily a main effect or a buffer effect.
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Chapter ill described three caregiving stressors found to have a
significant impact on caregiver self-concept or alienation: (1 ) fam ily opposition,
(2 ) number of y ears that caregiving had been provided, and (3) num ber of hours
of care provided on a daily basis. Opposition from other fam ily members had
dem onstrated the largest effect. Section 4.1 identifies th ree social and personal
resources found to have consistent significant relationships across all outcome
m easures under investigation: (1) cognitive/emotional fam ily support, (2)
cognitive/em otional friend support, and (3) reappraising the m eaning of the
situation. It se e m e d possible, however, that a buffering effect might exist from a
variable that had shown no direct effect. Therefore, in the investigation of
potential buffering effects from social support and personal coping, two
additional variables w ere included: “managing the situation” (inclusive of the
two dim ensions-problem -solving and information-seeking) and instrumental
help.
Thus, using the three stressors (i.e., family opposition, years caregiving,
and number of hours caregiving) as predictors of caregiver stress, and the five
support or coping resources as potentially moderating variables, three sets of
hierarchical regressions w ere analyzed for the main and buffering effects of the
support resources.
Literature suggests that when the researcher wishes to investigate an
interaction effect, th e outcome variable should be regressed on a continuous
variable, a qualitative variable (represented by a dummy variable), and an
interaction term created from the product of the continuous and the dummy
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variable (Hamilton, 1990 and 1993; Jaccard, et al., 1990; W heaton, 1983). The
dummy variable defines group membership and the interaction term (called a
"slope dummy variable") permits both the estimation of buffering effects and a
test of significance w here the two groups differ. 'T h e regression coefficient on a
slope dummy variab le equals the difference in slope betw een the subgroups
denoted by dummy variable categories....A t-test of this coefficient tests whether
the difference betw een slopes is statistically significant" (Hamilton, 1990, p.
579).
Accordingly, the five support variables w ere first dichotomized at their
median, creating five new qualitative variables in which group membership was
defined as either “high support” or “low support.” Second, the three stressor
variables w ere m ultiplied by the new qualitative variables, creating 15 new
interaction terms. Third, three sets of hierarchical regressions were executed:
In Step 1, the stressor and the support variables w ere regressed on each of the
three outcomes; in Step 2, each multiplicative term w as added, in turn (Tables
20, 21, and 22). Finally, conditional effect plots w ere used to visualize the
moderating effect of the interaction term at any given level of the stress variable
(see Appendix D Figures 8 to 13). Thus, hierarchical multiple regression
equations plus conditional effect analyses were used to investigate the
hypotheses that the effect of stressors in long-term caregiving are moderated by
the interaction betw een support resources and the stressors. Income was the
only control variable used in the equations since earlier analysis had shown little
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or no differential impact on the outcomes from other caregiver conditions or
characteristics.

4.2.1 Family Opposition Stressor
T h e regression coefficients presented in T ab le 20 suggest that in the
situation w here fam ily caregivers are providing long-term care to relatives and
the caregiver her/him self experiences opposition from other relatives, social
support, w hether in its main or buffering effects, is more beneficial than personal
coping in m aintaining caregiver self-concept and protecting against alienation.
Exam ining first the moderating effect of cognitive/emotional support from
family members, it is apparent that caregivers can experience opposition from
some family m em bers while simultaneously experiencing support from other
family members. Cognitive/emotional support from family m em bers has a strong
main effect on the two outcomes of esteem and alienation. T h e re is no evidence
of a significant buffering effect from family support, however. It appears that the
beneficial effects from this form of social support are direct and not related to the
level of th e stressor (i.e., fam ily opposition).
Support from friends, on the other hand, gives evidence of having both a
main and a buffering effect on esteem and mastery, with its most significant
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Table 20
Hierarchical Regression Coefficients for Main Versus Buffering Effects:
Family Opposition Stressor and Five Support Resources (SEb)
Independent Variables

Dependent Variables
Esteem (Adi R" = .347)
M a in E ffe c t O n ly

1. Step 1
Family opposition
Family support
Friend support
Reappraisal
Instrumental help
Manage situation
Income
II. Step 2: Interactions
Opposition *Family support
Opposition ‘ Friend support
Opposition ‘ Reappraisal
Opposition ‘ Help
Opposition ‘ Manage
I. Step 1
Family opposition
Family support
Friend support
Reappraisal
Instrumental help
M a n a g e s itu a tio n

Equation 1
-.181*
(.081)
.426** (.167)
.529“ * (.140)
.232
(.143)
-.155
(.146)
.319*
(.141)
.003
(.004)
—

-.328*“
-.100
.279#
.149
.076
.052
.009*

B u f f e r in g E ffe c t

Equation 2
-.093
(.105)
.423“ (.167)
.508*“ (.141)
.221
(.143)
-.180
(.147)
.314*
(.140)
.004
(.004)
.222

Equation 3
-.002
(.112)
.415“ (.165)
.547*“ (.138)
.219
(.141)
-.210
(.146)
.353“
(.139)
.003
(.004)

(.167)

Equation 4
-.273“ (.105)
.449“ (.168)
.527“ * (.140)
.217
(.143)
-.139
(.146)
.337*
(.141)
.003
(.004)

-

.331*

(.145)

—

—

—

—

—

—

—

—

—

—

-

-

—

—

-

-

-

-

-.215‘
-.101
.254#
.134
.041
.041
.009*

Income
II. Step 2: Interactions
Opposition ‘ Family support
.282
Opposition * Friend support
Opposition ‘ Reappraisal
—
Opposition ‘ Help
Opposition ‘ Manage
One-tailed test.
Two-tailed test.
# p =<.05
* p =<.05; “ p =<.01; *** p =<.001

(.109)
(.173)
(.147)
(.150)
(.154)
(.146)
(.004)

.197

(.144)

-

.274#

.252

—

(.178)

(.111)
(.176)
(.148)
(.151)
(.155)
(.148)
(.004)

—

.144

—

Mastery (Adj R* = .161)
-.180
(.118)
-.300“
-.108
(.173)
-.107
.294*
(.146)
.280#
.137
(.149)
.153
.028
(.155)
.070
.077
(.146)
.046
.009*
(.004)
.009*

(.174)
. .

Equation 6
-.092
(.123)
.414* (.168)
.545*“ (.141)
.216
(.144)
-.147
(.146)
.330* (.141)
.004
(.004)

—

—

(.085)
(.174)
(.147)
(.151)
(.154)
(.146)
(.004)

Equation 5
-.229“
(.087)
.461“
(.169)
.564*“ (.142)
.251# (.143)
-.114
(.148)
.289*
(.142)
.003
(.004)

-.316*“
-.108
.271#
.144
.065
.059
.009*

(.092)
(.177)
(.150)
(.152)
(.157)
(.148)
(.004)

.063

(.188)

(.150)

-.282*
-.107
.288#
.140
.079
.057
.009*

(.129)
(.175)
(.149)
(.152)
(.154)
(.147)
(.004)

.074

(.158)

—

(.154)

—

.060

(.153)

-

-

-

-

—

-

-

-

F Significant at <.001 level in all models.
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Table 20 - CONTINUED
Hierarchical Regression Coefficients for Main Versus Buffering Effects:

Family Opposition Stressor and Five Support Resources (SEb)

Independent Variables

1. Step 1
Family opposition
Family support
Friend support
Reappraisal
Instrumental help
Manage situation
Income
II. Step 2: Interactions
Opposition ‘ Family support
Opposition ‘ Friend support
Opposition ‘ Reappraisal
Opposition ‘ Help
Opposition ‘ Manage

Main Effect Only
Equation 1
.451“ * (.086)
-.737“ * (.180)
-.236
(.153)
-.035
(.161)
.140
(.158)
.388*“ (.155)
.004
(.004)
-

Equation 2
.407“ * (.114)
-.749“ * (.182)
-.231
(.154)
-.023
(.163)
.154
(.161)
.395“ (.156)
.004
(.004)
-.106

(.181)

-

-

—

—

—
-

—
--

One-tailed test.
Two-tailed test.
# p =<.05
* p =<.05; ** p =<.01; ***p=<.001
F Significant at <.001 level in all models.

Dependent Variables
Alienation (Adj R* = .451)
Buffering Effect
Equation 3
Equation 4
Equation 5
.355“ (.122)
.275* (.118)
.421“ * (.094)
-.737*“ (.180)
-.683“ * (.178)
-.712*“ (.183)
-.255# (.154)
-.226
(.150)
-.216
(.155)
-.026
(.161)
-.116
(.163)
-.024
(.162)
.172 (.161)
.165
(.156)
.151
(.159)
.369* (.158)
.431“ (.153)
.366*
(.157)
.004
(.004)
.002
(.004)
.004
(.004)

-.170

Equation 6
.356“ (.138)
-.722*“ (.181)
-.253 (.154)
-.012 (.163)
.129 (.159)
.359 (.158)
.004 (.004)

-

—

—

—

(.154)

—

—

—

—

-.337*

(.154)

—

—

-

-

-

—

-.152

(.189)
-

-.147

(.166)

I

impact on esteem. Friends, however, apparently provide little protection
against caregiver alienation where there is caregiver opposition from family
members.
Personal coping provides less protection against stress than does social
support and has an unanticipated effect on alienation. Changing the situation
through inform ation-seeking and problem-solving has a direct positive effect on
caregiver esteem and a direct negative effect on caregiver alienation. That is,
while learning more about the condition and problem solving about the situation
enhances personal esteem , it also generates more alienation. In comparison,
coping through changing the meaning of the situation (i.e., reappraisal) acts as
a buffer against stress--as the stress from family opposition becom es greater,
changing the m eaning of the situation helps the caregiver w ard off feelings of
alienation.
In this set of regressions, again the importance of income to the care
giver’s sense of mastery is observed. The figures in Table 2 0 also reinforce
the importance of this set of predictor variables~45 percent of caregiver
alienation, nearly 3 5 percent of esteem , and 16 percent of m astery is
attributable to the combination of family opposition and the perception of
available social support and coping resources.
To sum m arize the main and buffering effects from social support and
coping in the presence of family opposition, it can be seen that social support
from family members and friends and personal coping through managing the
situation have direct moderating effects on self-concept. Social support from
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friends and coping through reappraising the situation act as buffers, helping the
caregiver more as the stressor becom es greater. Alienation, the most likely
outcome of family opposition, is relieved through a strong main effect from the
support of other fam ily members but is actually increased from managing the
situation through information gathering and problem solving. Alienation is
relieved through the buffering effect of the caregiver finding some positive
meaning in the situation. This analysis gives growing support for the prem ise
that the greatest source of stress for family caregivers is interpersonal in nature
and that interpersonal supports are, in turn, significant protectors against such
a source of stress.

4 .2 .2 Years of Caregiving
As discussed in Chapter III, the number of years that caregiving has
been provided is m ore likely to result in alienation than it is in a diminished
sense of self. Table 21 summarizes the relationships for all three research
outcomes. W ith this set of predictors, although years caregiving has only a
one-tailed statistically significant effect on caregiver esteem, the direct effect of
cognitive/emotional support from family does significantly reduce the likelihood
of experiencing low esteem . Likewise, instrumental help from family and
friends provides some buffer against the effects o f time--with long years of
caregiving, direct help from friends and family reduces the likelihood of the
caregiver experiencing low esteem.
It is primarily on the outcome of caregiver alienation that an effect from
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Table 21
Hierarchical Regression Coefficients for Main Versus Buffering Effects:
Years of Caregiving Stressor and Five Support Resources (SEb)
Independent Variables

Dependent Variables
Esteem (Adj Rz = .337)
Buffering Effect
Equation 3
Equation 4
-.014 (.011)
-.015
(.012)
.572***(.153)
.573*** (.152)
.514** (.176)
.525*** (.140)
.232 (.144)
.205
(.181)
-.065 (.150)
-.063
(.150)
.284* (.141)
.282* (.141)
.002 (.016)
.002 (.004)

Main Effect Only
I. Step 1
Equation 1
Equation 2
Years caregiving
-.013 #(.008)
-.010
(.010)
Family support
.613*** (.186)
.574*" (.152)
.533*** (.141)
Friend support
.528*** (.139)
Reappraisal
.234
(.143)
.235
(.144)
Instrumental help
-.064
(.149)
-.064
(.150)
Manage situation
.284* (.141)
.283*
(.141)
Income
.002
(.004)
.002
(.004)
II. Step 2: Interactions
—
Time ‘ Family
.005
(.016)
—
Time ‘ Friend
.002 (.016)
Time ‘ Reappraisal
.004
(.016)
—
—
—
Time ‘ Help
—
Time ‘ Manage
I. Step 1
Mastery (Adj Rz = .067)
Time involved
-.002 (.009)
-.007
(.012)
.002
(.012)
.015
(.013)
.185 (.166)
Family support
.116
(.204)
.192
(.167)
.188
(.165)
Friend support
.297# (.153)
.289# (.154)
.364# (.153)
.316* (.153)
Reappraisal
.135 (.158)
.132
(.158)
.141
(.158)
.349# (.197)
Instrumental help
.154 (.164)
.153
(.164)
.159
(.165)
.148
(.163)
Manage situation
.011 (.154)
.013
(.154)
.010
(.154)
.023
(.152)
Income
.007# (.004)
.007# (.004)
.007# (.004)
.008
(.004)
II. Step 2: Interactions
—
—
—
Time ‘ Family
.010
(.017)
—
Time * Friend
.010
(.017)
—
Time ‘ Reappraisal
.031# (.017)
Time ‘ Help
Time ‘ Manage
One-tailed test.
Two-tailed test.
# p =<.05
* p =<.05; ** p =<.01; *** p =<.001
F Significant at <.05 level in all models.

Equation 5
.009
(.011)
.568*** (.149)
.561*** (.137)
.233
(140)
.238
(.187)
.293* (.138)
.001
(.004)

Equation 6
-.020# (.010)
.586*** (.152)
.526*** (.139)
.223
(.143)
-.077
(.150)
.164
(.180)
.001
(.004)

—

—

—

—

—

—

.041** (.015)

.012
.180
.318*
.134
.355#
.017
.008

.027

—

—

.017

(.016)

(.013)
(.165)
(.153)
(.157)
(.210)
(.153)
(.004)

.005
.172
.299*
.146
.167
.141
.008#

(.011)
(.167)
(.153)
(.158)
(.165)
(.197)
(.004)

—

—

—

—

—

—

(.017)
--

—

.018

(.017)

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

Table 21 - CONTINUED
Hierarchical Regression Coefficients for Main Versus Buffering Effects:
Years of Caregiving Stressor and Five Support Resources (SEb)
independent Variables

I. Step 1
Time involved
Family support
Friend support
Reappraisal
Instrumental help
Manage situation
Income
II. Step 2: Interactions
Time ‘ Family
Time ‘ Friend
Time ‘ Reappraisal
Time ‘ Help
Time ‘ Manage

Main Effect Only
Equation 1
.021# (.012)
-1.119“ * (.182)
-.164
(.171)
-.122
(.180)
.037 (.177)
.420* (.173)
.004
(.004)
-

Equation 2
.025# (.014)
-1.036” * (.238)
-.166
(.172)
-.128
(.181)
.037
(.178)
.431* (.174)
.004
(.004)
-.014

Dependent Variables
Alienation (Adj R"1= .315)
Buffering Effect
Equation 3
Equation 4
Equation 5
-.004
(.015)
-.025
(.022)
.020
(.015)
-1.092*** (.176)
-1.092*” (.177)
-1.116*” (.184)
-.547" (.217)
-.195
(.167)
-.165
(.172)
-.129
(.174)
-.497*
(.232)
-.123
(.181)
-.001
(.172)
.024
(.173)
.014
(.246)
.367
(.168)
.409*
(.168)
.416*
(.176)
.005
(.004)
.004
(.004)
.004
(.004)

(.027)

—

—

—

-.067”

(.024)

—

—

—

—

-.065*

(.026)

-

—

—

-

—

—

—

-

--

-

-

O n e -ta ile d te s t.

T w o -ta ile d test.

# p =<.05

* p =<.05; ** p =<.01; ” * p =<.001

F significant at <.05 level in all models.

I
|
Equation 6
-.017 (.018)
-1.117*” (.175)
-.209 (.166)
-.132 (.173)
-.041 (.173)
.027 (.215)
.003 (.004)

. .

-.003

(.026)
--

-.070** (.024)

|
|
!
I
I
I
I

the stressor of years of caregiving can be seen. Here, cognitive/emotional
support from family has a direct, significant effect on alienation, but no
evidence of a buffering effect. On the other hand, emotional support from
friends relieve caregiver alienation through its buffering effect when th e years
involved with caregiving are extended.
Personal coping through m anaging the meaning also helps reduce the
liklihood of caregiver alienation. W ith the ability of the caregiver to find a
positive meaning in her/his caregiving experience (i.e., reappraisal), the effects
of time are attenuated, especially as the years become longer. T h e other
personal coping strategy, m anaging the situation through inform ation-seeking
and problem-solving, has, again, the surprising effect of increasing alienation.
That is, with long years of caregiving, the ability of caregivers to solve
problems and gain new information about the situation enhances their feelings
of social isolation, powerlessness, and normlessness. This effect should be
explored further in subsequent research.

4 .2 .3 Num ber of Hours Per D ay
W h ereas length of tim e in years was primarily a predictor of low esteem
and increased alienation, length of time in hours per day is a predictor of a
poor sense of mastery and alienation. The hierarchical analysis indicates that
when hours of caregiving is a significant stressor, cognitive/emotional support
from friends has a main effect on mastery; whereas cognitive/emotional support
from family and managing the situation have a main effect on alienation (Table
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Table 22
Hierarchical Regression Coefficients for Main Versus Buffering Effects:
Hours Per Day Stressor and Five Support Resources (SEb)
Independent Variables

1. Step 1
Number of hours
Family support
Friend support
Reappraisal
Instrumental help
Manage situation
Income
II. Step 2: Interactions
Hours 'Family
Hours ‘ Friend
Hours ‘ Reappraisal
Hours ‘ Help
Hours ‘ Manage
I. Step 1
Number of hours
Family support
Friend support
Reappraisal
Instrumental help
Manage situation
Income
II. Step 2: Interactions
Hours ‘ Family
Hours * Friend
Hours ‘ Reappraisal
Hours ‘ Help
Hours ‘ Manage

Main Effect Only
Equation 1
-.014
(.012)
.583*" (.152)
.547*" (.140)
.234
(.144)
-.087
(.148)
.312* (.142)
.000
(.004)

Equation 2
-.038* (.015)
.010
(.281)
.548*** (.138)
.243# (.141)
-.117
(.146)
.284 (.140)
.000 (.004)

-

.048* (.020)

-.027*
.175
.312*
.143
.196
.034
.002

—

—

-

-

-

-

-

—

(.012)
(.163)
(.151)
(.155)
(.159)
(.151)
(.005)
-

-.025
.223
.312*
.143
.198
.036
.002
.004

—

(.016)
(.310)
(.151)
(.156)
(.161)
(.152)
(.005)

Dependent Variables
Esteem (A djR * = .331)
Buffering Effect
Equation 3
Equation 4
-.019
(.015)
-.022
(.016)
.584*" (.153)
.585*" (.153)
.414
(.289)
.554"* (.141)
.242# (.145)
.052
(.295)
-.086
(.149)
-.089
(.149)
.300* (.144)
.316* (.142)
.000
(.004)
.000
(.004)
-

.011

(.020)
—
-

.014

—

—

(.020)
—

—
(.022)
—

.030

-.025#
.177
.310*
.142
.259
.040
.002

(.014)
(.164)
(.152)
(.156)
(.345)
(.154)
(.005)

-.037*
.173
.298#
.151
.171
-.184
.002

(.017)
(.163)
(.152)
(.155)
(.162)
(.305)
(.005)

.005

(.024)
.018

(.022)

.015

(.002)

-

—

—

-

-

-

-

T w o -ta ile d test.

(.021)

—

-

* p =<05; " p =<.01; * " p =<.001

I
I

-

(.022)

F Significant at <.01 level in all models.

|

I

|
(.017)
(.163)
(.151)
(.317)
(.160)
(.152)
(.005)

-

O n e -ta ile d te st.

.007

I

8
I
|

—

-

# p =<.05

Equation 6
-.031# (.016)
.575"* (.152)
.524*" (.140)
.246# (.144)
-.123
(.150)
-.035
(.282)
.000 (.004)

—

—

-

.001

Equation 5
-.016
(.013)
.581"* (.153)
.549*" (.141)
.263
(.144)
-.185
(.320)
.303* (.144)
.000 (.004)

—

Mastery (Adj R*1= .097)
-.026
(.016)
-.035*
.176
(.164)
.176
.331
(.310)
.318*
.142
(.156)
-.051
.195
(.160)
.194
.036
(.153)
.040
.002
(.005)
.002

(.022)
—

|
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Table 22 - CONTINUED
Hierarchical Regression Coefficients for Main Versus Buffering Effects:
Hours Per Day Stressor and Five Support Resources (SEb)
Independent Variables

I. Step 1
Number of hours
Family support
Friend support
Reappraisal
Instrumental help
Manage situation
Income
II. Step 2: Interactions
Hours‘ Family
Hours ‘ Friend
Hours ‘ Reappraisal
Hours ‘ Help
Hours ‘ Manage

Main Effect Only
Equation 1
.032* (.014)
-1.168*“ (.179)
-.208 (.169)
-.086 (.178)
.000 (.177)
.428“ (.171)
.001* (.005)
-

Equation 2
.053“ (.018)
-.714* (.320)
-.205
(.167)
-.095
(.176)
.028 (.176)
.463“ (.170)
.011
(.024)
-.040#

Dependent Variables
Alienation (Adj Rz = .331)
Buffering Effect
Equation 3
Equation 4
Equation 5
.035# (.018)
.020
(.019)
.031# (.016)
-1.170“ *(.180)
-1.161“ * (.180)
-1.169*“ (.180)
-.139 (.329)
-.213
(.169)
-.206
(.170)
-.087 (.178)
-.326
(.338)
-.087
(.179)
-.003 (.178)
-.012
(.178)
-.034
(.367)
.440“ (.178)
.425*
(.174)
.439“ (.171)
.011* (.005)
.010# (.005)
.011* (.005)

(.020)

—

-.006

(.024)

—

—

—

—

—

—

—

-

-

—

—

—

-

-

—

—

-

-

-

--

One-tailed test.
Two-tailed test.
# p =<.05
* p =<.05; ** p =<.01; *“ p =<.001
F Significant at .01 level in all models.

-.020

Equation 6
.038# (.020)
-1.163“ % 180)
-.188 (.176)
-.098 (.181)
.013 (.181)
.543 (.332)
.011* (.005)

(.024)
.002

—

(.026)
-

—

-.010

(.026)

22).

Thinking that this particular m easure would have been most strongly

affected by th e formal assistance from community agencies, bivariate and
m ultivariate relationships between home health aide service and respite care
services w ere examined; however, no relationships of any strength w ere
discovered. Since the absence of a statistical effect from instrumental help is
so counter intuitive, it is important to exam ine the qualitative data fcr
explanations. T w o themes emerge: (1) that help is invaluable and makes it
possible to provide care at home, and (2 ) that help is very limited and very
frustrating.
Exam ining the first possibility, m any family caregivers expressed high
praise for hom e health aides or respite care workers who provide direct care for
the recipient or provide time off for the caregiver. Several caregivers had
pictures of th eir aides on the refrigerator or bookcase. O ne caregiver
expressed delight over meeting the aide's children; one called "her" aides
"angels sent from heaven”; and many caregivers expressed the conviction
quoted earlier--th at the person for whom care w as being given would long
since h ave b e e n placed in a nursing hom e w ere it not for the aides' assistance.
For th ese caregivers, were outcomes to be measured separately, it would be
extrem ely likely that home health aide and respite service would show a strong
effect.
Unfortunately, another possibility exists: the services provided w ere
inadequate, either in terms of time or quality. Even when services w ere
available, they w ere sometimes a mixed blessing. Having a stranger in the
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house is of grave concern to many caregivers and/or recipients. As one
daughter-in-law said,

The only reason why C accepted (the RN) is that she was
someone she knows; she w as notan "outsider." The house
keeper and personal caregiver are what make it all work. C
regards her as a friend; she knows that (the housekeeper) is paid
but they regard each other as friends because they had met and
known each other before this happened. Nobody wants a
stranger involved in their intimate life. Here (in rural Maine) there
is a strong feeling of caring-neighbors care for neighbors-and it
does make a lot o f difference. [2141]

For this family, agency help and private-pay help worked well because both
w ere known and fulfilled the role of friend as much as caregiver. In contrast
are the comments of a daughter:

There is a whole slew of people coming in now. Nothing is
basically mine anymore. I find myself wondering if anything is
mine at all. It is like having a house with all the walls falling down;
I've lost control over everything; I feel invaded. [2060]

Other family members can also feel displaced and resentful, as seen in the
comments of the two teen ag e daughters of a primary caregiver providing care
for her dying husband:

First daughter: I wasn't really comfortable with all the volunteers.
At the time I sort o f resented my Mom having all those people
around. Looking back now, I realize she was more stressed than
I thought at the time and the volunteers were a help to her.
[2140A]
Second daughter: Sometimes there were too many people here.

One day when I came home from school there were five people
here. I didn't know some of them and I don't think my father knew
them either. I think he was uncomfortable when he didn't know
people; when he knew them, he laughed and joked with them but
when he didn't, h e just turned over and went to sleep. [2140B ]
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Lastly are the situations in which there were overt problems with home
health aides. T h e s e problems took two forms: (1) things that aides are not
allowed to do, and (2 ) aides who w ere incompetent. T h e first is increasingly a
problem as the care recipient requires more and more help. Thus, the sicker
(and presumably, the m ore demanding the care) the care recipient becomes,
the shorter the respite time a caregiver can really take.

Hom e health aides are

not permitted to give medications, cannot use a Hoyer lift by themselves, and
cannot suction or do any other technical procedures. Fo r the situations that
require any one of th es e functions, therefore, the caregiver is very limited in
how long s/he can b e absent from the house. As one w ife said, the aide comes
only two hours a day and now that her husband has to be transferred with a
Hoyer lift, her own tim e off has been reduced to an almost meaningless level:

That means I have to stay and help with the transfer, which gives me
very little tim e-one-and-a-half to one-and-three-quarters hours at the
most to do all m y shopping and errands and get back before she has to
leave. [1097]
(Note: This careg ive r lives in a rural area and must travel a considerable
distance to stores.)

Another wife w hose husband needed medication every two hours had
the same predicament. Although she was eligible for m ore home assistance, it
did her little good since she had to be in the home every two hours to
administer the m edications.
T h e final exam ple is one in which the aides w ere negligent. Problems
ranged from being late in arriving (up to 20 to 3 0 minutes) to sleeping on the
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job, talking at length on the telephone, arriving with a broken arm in a cast,
talking endlessly about her/his own personal problems, and not arriving at all
when scheduled. Although these blatant problems with aides w ere not very
frequent, the level of caregiver distress when they w ere present was very
acute.
In fact, the number of caregivers in this study who had high praise for
their aides w as nearly balanced by the caregivers who had experienced
problems. Thus, quantitative data that fails to dem onstrate numerically positive
effects for the provision of home health and respite services fails to consider
the circum stances contributing to this outcome. Lack of services, limited
services, or poor services may all combine to m ask the positive outcomes
where services are sufficient and of good quality.

4 .3 Summary
Two hypotheses w ere tested: the effect o f long-term caregiving on
alienation and self concept is moderated by (1) perceived social support and
(2) use of coping resources. Social support was found to directly support
caregiver self-concept and prevent alienation, especially w hen support cam e
from other fam ily members. Coping through m anaging the situation also had a
direct and positive effect on caregiver self-concept and alienation.
Testing the hypotheses for their main versus buffering effects, it w as
found that in the presence of family opposition, years of caregiving, and hours
of providing care, social support in this group of caregivers operated primarily
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through a main effect on caregiver self-concept and alienation. T o a lesser
extent, friend support functioned as a buffer against stressful outcomes when
fam ily oppostion w as present an d when caregiving had been provided for a
long time. In comparison, coping through managing the meaning of the
situation had stronger buffering effects than main effects, and w as particularly
influential w hen alienation was exam ined as the outcome.
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CHAPTER V

CAR EG IVER S:
S E L F -C O N C E P T , A LIE N A TIO N , AND FA M ILY IN T E R A C T IO N

A third aim of the current research was to see if caregiver alienation and
low self-concept affected fam ily relationships.

This research er projected

theoretically that caregivers w ho experience low self-concept or high alienation
will communicate those feelings into the family dynamics, with a resulting
disruption in fam ily relationships. As discussed previously, the family is the
social context within which the long-term illness and, therefore, caregiving take
place.
T he fam ily is the most intimate of social environments and is the major
source of both stress and social support (Doherty and Cam pbell, 1988).
According to fam ily system s theory, it is not the caregiver alone who is impacted
by the caregiving, but the entire family. Often caregiving affects fam ily members
by involving them directly in ca re activities, and indirectly by virtue of their
relationship with the prim ary care provider and their role a s family members.
M ead (1 9 9 2 [1934]) has shown that the "inner" experiences of individuals
can be observed in outward behaviors and attitudes. Th e current research
accepted M ead's hypothesis that the inner experiences of the caregiver would
be observed in her/his behavior and attitude expressed within the structure of
the family. This researcher hypothesized that if those inner feelings of the
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caregiver reflected alienation, low esteem, and/or low mastery, the interaction of
the family itself would be affected negatively. Th e current research thus sought
to m easure the resultant family interaction from two perspectives: (1) the
caregiver's perception of family interaction, and (2 ) another family member's
perception of family interaction. This chapter explores the perception of family
interaction from the caregiver’s perception.
As with the earlier analysis, both measures of self-concept were used in
these analyses: esteem and mastery. Although they are correlated with each
other (r = .53 to .54), the correlations a re m oderate enough that it is reasonable
to consider them two distinct concepts. The alienation scale was again used as
a single construct since the three dimensions are highly correlated with each
other (r = .70 to .86). For the measurem ent and analysis of family interaction,
esteem , mastery, and alienation were used as the independent variables, and
fam ily cohesion and fam ily conflict (identified earlier by factor analysis of
B eaver’s family functioning scale) w ere used as the dependent variables.
C hapter II explains that as a baseline, caregivers w ere asked in the
course of the interview to rem em ber back to what fam ily interactions were like
before caregiving began. The same questions w ere then repeated, with the
caregiver asked to consider how family interaction is now, with caregiving in
process. The analysis of the effect of caregiver alienation or impaired selfconcept on family interaction consisted of three parts: (1) an examination of
bivariate relationships betw een the outcomes of fam ily cohesion and family
conflict and the predictors of caregiver esteem , mastery, and alienation; (2)
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multiple regression analysis for possible independent effects of caregiver
esteem , mastery, and alienation on the outcomes of family cohesion an d conflict;
and (3) an examination of the difference of means between fam ily interaction
scores at Tim e 1 (pre-caregiving) and Time 2 (with caregiving).

5.1

Bivariate Relationships

Pearson product-moment correlations show moderately strong
correlations between the outcome variable, family cohesion, and the predictor
variables of esteem, mastery, and alienation (T ab le 23). The negative
relationship between alienation and the caregiver's perception of family
cohesion is particularly strong; that is, when the caregiver experiences
alienation, s/he has a fairly strong sense of diminished family cohesion.
C aregiver esteem has a relatively strong positive relationship with the
caregiver's sense of family cohesion. W hile the relationship between fam ily
cohesion and mastery is not as strong, it is nonetheless statistically significant.
T h e caregiver's perception of fam ily conflict is also closely associated with
her/his own feelings of alienation, but is less closely aligned to esteem and
seem s to have no particular relationship to feelings of mastery.
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Table 2 3
Pearson Product-Moment Correlations:
Fam ily Cohesion and Fam ily Conflict
1
1 Cohesion

2

3

4

2 Conflict

-.476***

1.000

3 Esteem

.412***

-.174*

1.000

4 Mastery

.296***

-.072

.511***

1.000

.342***

-.468***

-.474***

5 Alienation

5

I

1.000

-.536***

1.000

Two-tailed test.
* p =<.05; ** p =<.01; ***p=<.001

5.2

Multivariate Relationships

Independent effects w ere examined by regressing each of the two
dependent variables (i.e., family cohesion and family conflict) on the three
predictor variables (i.e., esteem, mastery, and alienation) and two control
variables. T h e control variables chosen w ere (1) fam ily in co m e-b ecau se it had
been the only careg iver condition/characteristic exhibiting strength in its
relationship to th e other variables under investigation; and (2) caregiver a g e b ecau se life-cycle theory suggests that stressors within the family vary
according to th e different age-related stages of the family. T h at is, there are
certain family activities normative to specific ages. R elative to this research is
the expectation that providing intensive personal care is acceptable in the childrearing years, but providing this form of care will lessen as one approaches
mida'ie age.
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A s seen in T ab le 24, alienation w as significantly related to both
dependent variables, while neither m easure o f self-concept was associated with
fam ily cohesion or fam ily conflict. An exam ination of the coefficients on the
control variables implies that age of the caregiver is significantly related to family
outcomes, especially in the perception of fam ily conflict. Specifically, there is a
positive (albeit only marginally significant) effect on family cohesion and a
significant n egative effect on family conflict. T h at is, the older fam ily caregiver
perceives less fam ily conflict than does the younger family caregiver.

T ab le 2 4
Standardized Regression Coefficients:
Family Cohesion and Fam ily Conflict (SEb)

I

Independent Variables

Dependent Variables
Family Cohesion

I

Family C onflict

1 Esteem

.138

(.111)

-.035

(.123)

| 2 Mastery

-.107

(.111)

.062

(.123)

| 3 Alienation

-.510***

(.097)

.405***

(.108)

I

4 Income

.005

(.004)

-.000

(.005)

I

5 Caregiver age

.011#

(.006)

-.020**

(.007)

I
S
j

102
9.82*** (5, 96)
0.303

N
F

Adj. R2

One-tailed test.
#=<.05

102
6.05*** (5, 96)
0.200

Two-tailed test.
* p =<.05; ** p =<.01; ***p=<.001

5.3

Comparison of Tim e 1 and Tim e 2

Using the caregivers’ scores on the 3 1 -item family interaction scale prior
to caregiving and comparing them by m eans of a t-test with their scores at the
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time of caregiving, no significant difference of means is observed (T ab le 25).
T h e lack of a significant difference should be view ed with caution, however, for
there are many reasons why the remem bered pre-caregiving time may not m ake
a fair comparison with the present time. That is, the two time points m ay reflect
more than the differences due to caregiving.
For example, developm ental changes associated with changing ag es may
be confounded with ch an g es due to caregiving.

T im e 1 m ay have been a very

different life-cycle stage for the family; children m ay have been preschoolers or
adolescents, for exam ple, rather than mature and married adult children as they
a re at Tim e 2. Changing composition of the fam ily could be another difficulty of
comparing the two time periods-additions or subtractions from the fam ily
through births, deaths, m arriages, and divorces can m ake dramatic differences
in family interaction patterns, quite separate from the effects of long-term
caregiving under current investigation. Thus, individual developmental change
and family constellation change can m ake separate, but quite dramatic,
differences on the constructs being studied in the current research (i.e., fam ily
cohesion and family conflict).
In addition to physical changes in family structure, using "rem embered
time" shares and compounds the validity problems of self-report m easures in
general; that is, self-reporting is vulnerable to a variety of distortions and biases.
Add to these som ewhat natural distortions the selectivity of memory over time
and the report of family interaction five, 10, or 15 years in the past may be
questionable. Questions about family life may be particularly susceptible to a
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social desirability response set. In the current research, there w ere caregivers
whose m ean years of caregiving was seven years and those who ranged up to
4 0 years. Although several caregivers frankly stated that they felt unable to
adequately answer questions about time past, most caregivers did respond. T o
help counter the drawbacks of remembered time and to extend the usefulness of
the current research, this study will be continued; all 1 5 0 caregivers have given
the researcher permission to contact them again for a second interview.
It is not only the past, however, that may not be reported as it actually
was; the present m ay also not be described as it actually is. Social desirability is
always a strong possibility, particularly when representing the family to outside
observers. Families can "perform like a closed corporation in presenting a
common front of solidarity to the world, handling internal differences in private..."
(Hill, 1958, p. 139).
T here is also a strong possibility that a deterioration in family interactions
at Tim e 2 for some fam ilies w as offset by those fam ilies who had been brought
closer together. Hill (1949), in his classic work on fam ilies under stress, noted
that crises can bring some fam ilies closer together. Som e families, not
withstanding enormous problems, become more cohesive and satisfied with
family ties through their coping with a stressful situation. A number of caregivers
in the current study noted that phenomenon:

I think this has really brought us closer together. Sure it’s hard; we
get tired and grouchy, but it also made us appreciate each other
more. It has made us look at what is really important; what we value.
I know my husband understands older people a lot better than he
used to before Mom came; he is so good with her. Oh, but it is so
hard sometimes. [1016]
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!n contrast to the lack of significant difference on the family interaction
scale, the responses on the single global question of M y family functions very

well together.... My family does not function well together at all (five-point
continuum response category) did evidence a significant difference in m ean
betw een the pre-caregiving and present caregiving time points, with caregivers
reporting more positive family functioning prior to caregiving (Table 25).

Table 2 5
Family Interaction, Globally:
Pre-Caregiving Compared with Caregiving

|
Variable
| Before/after cohesion scale
| Before/after conflict scale
| Before/after global question

Mean
Difference
.0057
-.0183
.1549

Std. Dev.
.6651
.6925
.9699

t-Sfatistic
0.10
-0.31
1.90

P
.9190
.7542
.0590

I
|
fl
§

Note: Cohesion and conflict are standardized scores; rating is not standardized.

T h e validity of using one global question to assess an attribute has
certainly been questioned by sociologists and is generally not recommended.
On the other hand, it could be argued that a global question in this particular
instance gives an accurate assessment of the overall perception of how the
family functions, which specific individual questions did not reflect by focusing
too closely on the micro effects. During the interviews it becam e apparent that a
person's overall sense of family functioning could, and often was, very different
from her/his specific responses—either considerably more positive or more
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negative. O n several occasions, the caregiver (or fam ily member) had many
individual responses in the "not at all like my family" or "somewhat like my
family" category, yet her/his response to the global question at the end was that
her/his fam ily functioned very well together. At other times, the reverse
response pattern occurred. Th ese seemingly conflicting responses confirms
some of the difficulty of self-report measures. Journal entries and narrative
responses from the interviews again give us insight on family caregiving that
numerical data hide.
For som e caregivers, the advent of caregiving on family functioning had a
devastating effect. For at least two women, it w as the apparent reason for the
dissolution of their m arriage. For the first woman, it w as still a painful and bitter
memory although 14 years have passed and she is recently remarried. It was
very difficult for her to speak of the abandonm ent she felt, and is still feeling,
since the father of h er disabled daughter only rarely sees or takes part in the
care of his daughter.
For a second w om an, the birth of a severely handicapped child resulted in
abandonm ent by the fath er and blame from in-laws, w ho distanced themselves
from her and the child by holding the mother responsible for the genetic birth
defect. Although she acknowledges that it has taken time and counseling, the
divorce has apparently been beneficial in the long run. S h e has learned to be
independent, to m ake choices and decisions for herself and her children, and to
be proud of them. "I am a different person. I've learned to be very different from
what I w as when he w as born." [1131] For this caregiver, the score on the
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family interaction scale improved between Tim e 1 and Tim e 2, largely because
her husband was no longer included in the family.
Two other caregivers, although not currently divorced, adm itted that the
chance of dissolving their m arriage was strong. The strain of the caregiving
itself, plus the tension they experienced in their marital relations, w as bringing
them to the point of seriously questioning their marriage. Both wom en w ere
trying very hard to involve them selves in a variety of activities to give relief from
the caregiving and to give an outlet to th e tension between them selves and their
husbands. Both admitted, however, that they did not know how much longer
they could keep going.
Several other marriages, though not at a breaking point, w ere adm ittedly
under a great deal of strain as a result o f the caregiving. One couple worked
particularly hard at making sure that their personal relationship did not becom e
threatened, but they both acknow ledged that it required a constant, conscious
effort. The wife, daughter-in-law of the woman being cared for, writes in her
journal:
As G. s aid yesterday, I feel OK in the short term but not at all in the long

term; short term being daily, perhaps weekly and long term being anything
beyond that. We simply can't make any assumptions that C . 's condition
now will be the same next week, much less next month.
We're trying to explore a range o f care options which might be available to
us, including a short-term ''respite care" stay at a convalescent home. G.
and I feel we must get to California to see my parents, whom we've not
visited for more than two years, and we're no longer sure whether we can
go away and just leave someone in the house with caregivers to come in
daily for C. In truth, I'm not sure she's a candidate for a stay there,
because she so uninhibitedly shouts and rages when she doesn't like
what is going on, which is often. I certainly wouldn't want to be living in
the same room, or even in an adjoining one. But we need to find out.
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H e and I had planned to be away last night, to go down to <
> and
stay with friends after a music session and dinner. But we just couldn't
with C. ‘s situation so tenuous....He especially was really disappointed; it's
the first overnight we've planned since we were away in March
(Researcher’s note: She is writing this journal entry mid-June) while she
was in the hospital. We've got to make better arrangements to get away
now and then. We are going out to dinner tonight with friends; just
because we must get away, as much as anything.
The hard part is the not knowing, not being able to predict; having to try to
plan with no assurance whether we're planning for weeks, months, or
years; planning the most effective use of her assets and our time and
energies without knowing how long we're planning for, how far it all must
stretch. For G. and me, stretch and juggle become the dominant verbs.
[2141]

A nother caregiver, who found the care of her own mother extrem ely trying, notes
in her journal:

B. and I went away for overnight, just to Portland, but what a wonderful
time. It's the first time in a long time I have felt like my old happy, free self.
B. and I had a chance to talk and laugh together. Believe m e my
marriage really, really needed this. Things have been getting pretty bad
between us. [1070]

In a later journal entry, the same caregiver notes the marital discord over her
going away one day and leaving her husband home to care for her mother:

Kind o f a bad start to the week. B. is home and with the storm coming on
Wednesday I wanted to leave on Monday, late afternoon to go to my
son's house in Massachusetts. But B. wouldn't hear of it-s o o f course I
was very angry at him and feeling very sorry for myself and the fact I can
no longer do as I want, when I want. I was on pins and needles
wondering if I would get to go on Wednesday. But I got up at 5:00 am
and left at 6:00 am and drove down. I had my hair permed and lunch at
m y son's house and then drove home. All worked out well and B. and I
talked it out and he realized that he was nervous having to care for my
mother-getting her breakfast, leaving her lunch, etc. He did it on
Wednesday and it went well so he feels better about it and doesn't think
he would have a problem doing it again. H e is trying very hard to change
and to help me more. I really appreciate his trying. [1070]
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In one of her final journal entries, just after her mother w as placed in a nursing
home, but while they w ere still waiting to hear if she qualified for M edicaid, she
says:

If they don't accept her, I d o n t know what will happen.... It is so stressful I
don't know what I'll do if they don't. I physically can't handle h e r at home
and mentally I am just getting myself back on track. At one time towards
the end when I couldn't get anyone to help m e place her, I could have
killed myself. But everything is great right now and my husband and I are
"back in love "-the stress is off. [1070]

It is not only marriages that a re strained in a caregiving situation; children
and sometimes brothers and sisters feel the impact. Speaking in reference to
the care of her mother, diagnosed with Alzheim er’s, a caregiver said,

It changes the whole family. My oldest brother is very supportive but my
other brother just can't and won't deal with it. I have one sister who won't
deal with it at all and my youngest brother has tried but is still having
trouble. There is still a lot o f anger and denial but we are finally to the
point where at least we can sit and talk about it. [1109]

5.4

Com parative Effects

Tw o types of comparative analyses were performed: (1) analysis by ag e
of the caregiver, and (2) analysis by ethnic background. In the first set of
analyses, different effects by caregiver age w ere explored on the theoretical
prem ise that the role and the burden of long-term caregiving would vary
according to the life-cycle stage of the caregiver (Olson, et al., 1989).

Research

on life stressors at each stage of the family life cycle has docum ented that
stressors and strains vary according to whether the stressor is norm ative in its
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timing, is anticipated, and is viewed as desirable (Aldous, 1990; Neugarten and
Hagestad, 1985; Olson, e t a l., 1989; Pearlin, 1980).
In the early years, fam ilies are usually devoting tim e and energy to
establishing a close working marital relationship, to childbearing and
childrearing, and to securing financial stability through ca re e r choices. Long
term caregiving in this early stage of the family life cycle might contribute to a
“pile-up" of stressors by being non-normative and financially and emotionally
draining. As the family grows, matures, and moves into the “launching” and
“empty nest” stages, long-term caring has the potential of interfering with the
new-found freedom of couples having time just for each other; the freedom of
movement; and, for many mothers, the freedom to develop a full-time career
commitment (Olson, et al., 1989).
In the final stages of the family life cycle, long-term caregiving could mean
a reversal of roles between parent and child, or it could signify a return to
providing a type of care associated with infants and young children, long since
left behind.

As with the m iddle-age caregiver, long-term caregiving for the

retiree often m eans confinem ent to hom e just w hen freedom to travel without
fam ily or career obligations w as beckoning. Thus, in the current research on
caregivers and their family interactions, it seem ed particularly prudent to
empirically investigate these theoretically important distinctions.
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Analysis by ethnic background, the second type of comparative analysis
undertaken, is fundamental to sociological research and is particularly relevant
to research with families. Cultural values and beliefs are transmitted primarily in
the intimate nurturing and educational environment of the family. Belief systems
may place great importance on the fam ily’s responsibility for injured or disabled
members, or th ey may not. In addition, the value placed on individual versus
fam ily needs varies widely from one ethnic background to another. In Maine,
Franco-Am erican families are viewed as having very strong family ties, with
women, in particular, forgoing personal desires in the interest of family
obligations and responsibilities.

5.4.1

Life-Cvcle Differences
investigating the different effects of caregiver age that w ere suggested in

the earlier regression analysis, three dummy variables were created. Three a g e
groups were defined: caregivers under the age of 41 were coded 1 (and
everyone else coded 0), representing the “young caregivers” age group;
caregivers older than 40 but younger than 6 6 were coded 1 (and everyone else
coded 0), representing the "mid-life caregivers” age group; and lastly, caregivers
over the age of 6 5 w ere coded 1 (and everyone else coded 0), representing the
“old caregivers” ag e group. These three groups roughly correspond to the fam ily
stages discussed by Olson, et al. (1989): T h e “young caregivers” group
corresponds to Olson’s first four stages of the young couple and the family with
children at home; ihe “mid-life caregivers” group corresponds io Olson’s fifth and
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sixth stages (launching and empty nest); and the “old caregivers” group
corresponds to Olson’s seventh stage (retirement).
To com pare the differences between age groups, two sets of dummy
variable regressions w ere examined. First, the young an d the old caregiver
groups w ere entered as independent variables (with m id-life caregivers the
reference group) and regressed on the two outcomes o f family cohesion and
fam ily conflict (Table 2 6 ). Second, the young and the mid-iife caregiver groups
(with the “old" caregiver group the comparison) w e re regressed on the two
outcomes, fam ily cohesion and family conflict. T h e t-test o f the respective
coefficients indicated a significant difference between the older caregivers and
the young and the mid-life caregivers, with older caregivers exhibiting less family
conflict; no difference with family cohesion as the outcome was seen.

Table 26
Perception of Family Cohesion and Conflict:
Caregivers' Life-Cycle Stages
Independent Variables
Equation 1
Caregiver <41 years old
I Caregiver >65 years old
| Equation 2
Caregiver <41 years old
Caregiver 40-65 years old
N
F
A djR 2

Dependent Variables
Family Conflict
.046
(.209)
-.674” * (.183)

Family Cohesion
.031
(.223)
-.006
(.195)
.038
(.255)
.006
(.195)
146
0.01 (2, 143)
-0.01

.720”
(.239)
.674” * (.183)
146
7.52*” (2,143)
0.082

One-tailed test.
Two-tailed test.
# p = <.05
*p=<.05; ” p=<.01; *” p =<.001
Notes: Equation 1: Dummy variable regression with “mid-life" caregivers as the
reference group.
Equation 2: Dummy variable regression with “old" caregivers as the reference group.
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T hat is, caregivers past the age of 6 5 (presumably in the final stage of the
family life cycle) are less likely than their younger counterparts to have a
perception of fam ily conflict.

5 .4 .2 Ethnic D ifferences
Exploring w hether there might be differences betw een caregivers who
describe them selves as either Franco-Am ericans or Anglo-Americans, a
dummy variable w as created, with Franco-Americans coded 1 and AngloAm ericans coded zero. Independent effects w ere exam ined in two multiple
regression m o d e ls -e s te e m , mastery, alienation, income, and the dummy
variable w ere regressed on family cohesion and family conflict. No statistically
significant effects w ere evident for the dummy variable on ethnicity. For this
sam ple of caregivers, therefore, there appears to be no significant difference
betw een Franco-Am erican and Anglo-American caregivers in their perceptions
of fam ily cohesion and family conflict.
It is important to bear in mind, however, that this sam ple included a
relatively small num ber of caregivers who viewed them selves specifically as
Franco-Am ericans (N = 19). W h en this sub-sample was analyzed by itself in
exploratory analysis, there appeared to be some differences between FrancoAm erican and Anglo-Am erican fam ilies. Since the power of the sub-sample
analysis was so low, it is recom m ended that the cultural differences be
exam ined further with a larger sam ple of Franco-Americans.
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5.5 Summary
In summary, the hypothesis that caregivers who experience diminished
self-concept and alienation perceive a decreased sense of family cohesion and
an increased sense of family conflict was supported for alienation in both
bivariate and m ultivariate analysis. Although there was a correlation between
self-concept and fam ily cohesion and conflict, no independent effects w ere
evident in m ultivariate analysis. Some differences w ere observed between age
groups in bivariate relationships and independent effects in multiple
regressions confirm ed a statistically significant difference for caregivers in the
older a g e group: T h e older caregivers w ere less likely to perceive family
conflict than their counterparts in the two younger age groups. No significant
differences in effects w ere found between the two major ethnic groups
represented in this study (Franco-Am ericans and Anglo-Americans).
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CHAPTER VI

F A M ILY M EMBERS:
S E L F -C O N C E P T , A L IE N A T IO N , AND FA M ILY IN T E R A C T IO N

T h e final portion o f the analysis of the current research study exam ined
family interaction from th e perception of another family member. A s discussed in
C hapter II, fam ily theory is em bedded in two important paradigms: systems
theory and interactional theory. From the family system perspective, the family
is a discrete entity with a n open system structure. That is, fam ilies affect and are
affected by the environm ent outside their boundaries. Simultaneously,
interactional processes a re occurring among individual family m em bers within
the family, bound as it is by blood relationships, loyalties, and em otional
connections. T h ere has long been consensus among sociologists that families
are not just a “collection o f interacting individuals” but a “unity of interacting
persons” (Burgess, 1 9 26 ). Thus, while consisting of individuals with their own
thoughts and feelings, th e interacting unit is bound by physical and emotional
ties in the unique institution called family. W hat deeply involves and affects one
m em ber of this social institution impacts and affects other m embers.
Specifically in the study of family caregiving, while the majority of work
nearly always falls to one individual, the way the caregiving affects that primary
caregiver is transmitted verbally and non-verbally to other fam ily members. This
research has sought to m easure the impact of caregiving on other fam ily
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m em bers, a gap found in other caregiving studies. It was hypothesized that
fam ily m em bers of caregivers who experienced alienation or low self-concept
would perceive decreased family cohesion and increased family conflict.
Caregivers had been alerted when they w ere first approached about the
study to consider another family m em b er-so m eo n e who was involved with or
a w are of the caregiving being provided-w ho might be interested in participating
in the study. A t the completion of the primary caregiver interview, the caregiver
w as asked for permission to interview another family member. If the second
fam ily m em ber was present, usually the interview was done at the time. If the
second fam ily member w as either not home or resided elsewhere, an informed
consent form and "Time to Contact" sheet w ere left for the relative, along with a
stam ped, self-addressed envelope.
W h e n the consent form was returned to the researcher, follow-up
interviews w e re conducted, some face to face (n=46) and some by telephone
(n = 6 6). At least one follow-up call was m ade if the caregiver had indicated an
interest on the family member's part but the form had not yet been returned.
S eventeen caregivers had no eligible family members available, seven family
m em bers actively declined to participate in the study, and 14 family members did
not respond to the follow-up call. A total of 112 family members w ere
interviewed, representing 7 4 .6 percent of the caregivers, for a response rate of
8 4 .2 percent of the eligible caregivers.
Caregivers reside in the context of som e form of family structure, be it
large or small, nuclear or extended, living in the same dwelling or not, living near
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or far. Only rarely does a caregiver have no living relatives. In the current
study, this latter family structure applied to only one fa m ily -a n immigrant who
had fled Eastern Europe during W orld W a r II. This research hypothesized that
w hen some form of close family contact existed, family members of caregivers
who experienced alienation or diminished self-concept would perceive a
d ecreased sense of family health, communication, cohesion, leadership, and
expressiveness, and an increased sense of family conflict (subsequently found
by factor analysis, as reported in C hapter II, to have just two primary factors:
cohesion and conflict). As Hill (1958) described, the over-arching property of the
family is an interacting and transacting organization. This researcher felt that
with daily, long-term care in the home, the personal feelings of the primary
caregiver would be communicated to fam ily members who lived close enough to
be aw are of or involved in the caregiving process. Given the nature of alienation
(i.e., the experience of isolation, powerlessness, and normlessness), it was
expected that this construct would have an especially strong impact on family
relationships and interaction.
This chapter explores five issues relevant to the effects of long-term
caregiving and the family: (1) characteristics of family members participating in
this study; (2) relationships between a fam ily member's sense of self-concept
and alienation and the amount of caregiving assistance s/he provides; (3) the
relationship betw een caregiver alienation and self-concept and the family
m em ber’s perception of family cohesion and family conflict; (4) comparative
effects of three predictor variables—fam ily member's age, residence with the
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caregiver, and familial relationship between family m em ber and caregiver; and
(5) a comparison of the perception of family before caregiving began and with
caregiving in place.

6.1

Fam ily M em b er Characteristics

Fam ily m em ber characteristics differed little from th e caregiver
characteristics, with the exception o f gender, em ploym ent status, and number of
hours spent assisting with caregiving (T ab le 27; see Appendix D, Figure 14).
T he frequency of employment am ong the participating fam ily m embers was the
reverse of caregivers: W h e re a s only 2 6 percent of caregivers were fully
em ployed, 55 percent of the family m em bers worked full-time; and whereas 62
percent of the caregivers w ere unem ployed, 2 6 percent of the family members
w ere unemployed. Considering the relationship between caregiver and family
m em bers (47 percent w ere spouses), the data suggests that one spouse may
stay hom e to care for the relative while the other spouse works in outside
employment.
Com paring caregivers with family members on the am ount of time
involved in caregiving w as o f interest (see Tables 2 and 2 7 ). W hile primary
caregivers and family members indicated that they have been involved in
caregiving for approxim ately the sam e num ber of years, indicating that the family
m em ber had "stuck with" the caregiver throughout, the num ber of daily hours
spent in caregiving was dram atically different, highlighting the m eaning of
“primary” for the caregiver. T h e m ean num ber of daily hours of care for a family
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Table 27
Family M em ber Characteristics
F requency

Percent

Female

51

45.54

Male

61

54.46

C h a ra cte ristic

Mean

sd

Median

IQR

Mode

47.04 yrs

14.9 yrs

45 yrs

18 yrs

37, 42,
44, 46

13.03 yrs

2.38 yrs

12 yrs

4 yrs

12 yrs

6.13 yrs

8.09 yrs

3 yrs

5 yrs

1 yr

4.23 hrs

4.34 hrs

5 hrs

4 hrs

1 hr

G en der

A ge
Range: 16-89 yrs
IQR:

100
Middle 50

37-55 yrs
E th n ic

B a ckg rou nd
Franco-American

15

13.39

Anglo-American
Other

94

83.93

3

2.68

8th grade or less

4

3.57

9th through 11th

9
49

E d u ca tio n

Completed 12th
Some college

19

8.04
43.75
16.96

20
11

17.86

E m p lo ym e n t
Not employed

30

26.79

Part-tim e

20

Full-time

62

17.86
55.36

College graduate
G rad/Prof school

9.82

Years
C a re g ivin g
Range: <1-40 yrs

100
Middle 50

IQR: 1-6 yrs
H ours H e lp in g
Place Interview ed
Home

46

Telephone

66

41.07
58.93

Live s w /C a reg iver
Yes
No

69
43

61.61
38.39

m em ber w as 4.23; for the primary caregiver it was 11.84. This was supported in
the rem arks of fam ily members: "I don't really do very much; my wife takes care
of most everything." Or, "Well, I help with the (laundry) occasionally but not very
often." Or, "I help with that when she needs me."
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The fam ily m em ber most frequently interviewed was a husband (Table
28), which corresponded to the high number of fem ale caregivers and is
reflected in the much h ig h er proportion of males in the family interviews
compared with the caregiver interviews.

Daughters of caregivers represented

the second largest category of family members. Considering that the caregiver
w as asked to identify th e relative most involved in or most a w a re of the
caregiving situation, this is an interesting figure. Not only a re fem ales more
often the primary caregivers, but a fem ale is also the second most likely person
to be assisting with or a w a re of caregiving.

Table 28
R elationship of Fam ily Mem ber to C aregiver
j
Category
I Mother
| Father
| Wife
J Husband
j Sister
| Brother
S Daughter
| Son
| In-law
I Grandparent
j Other___________

Frequency
3
1
6
47
6
5
28
7
4
1
4

6 .2

Percent
2.68
0.89
5.36
41.96
5.36
4.46
25.00
6.25
3.57
0.89
3.57

{

j

Caregiving Assistance

Bivariate relationships between the family member's own sense of
mastery, esteem , and alienation, and how much and with w hat s/he helps, were
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examined (Table 29). No strong relationships betw een "number of hours"
helping and the two self-concept measures and alienation w ere seen. Mild
positive correlations w ere observed between mastery and the activities of
assisting with personal care and doing the laundry. A stronger, and negative,
relationship w as observed between helping with "other" activities and the family
member's sense o f mastery. Other activities that w ere frequently mentioned by
family members are catheterizations, enemas, tube feedings, and socializing
with the care recipient. This is a particularly interesting finding in light of the
opposite relationship se en in the earlier analysis for caregivers: For the
caregiver, a positive relationship was found between a caregiver's sense of
mastery and the perform ance of other than routine types of care.
Independent effects of the 11 caregiving assistance variables w ere
investigated for each o f the three outcom es-esteem , mastery, and alienation.
Regression with esteem and alienation as outcomes confirmed th e lack of
significant relationships between any of the caregiving assistance variables and
these two outcomes. However, independent effects w ere found for four of the
caregiving assistance variables and the outcome of mastery: negative
relationships between the number of hours spent in assisting with care and
“other” activities; and positive relationships with physical/personal care
assistance and laundry (T ab le 30).
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T ab le 29
Pearson Product-Mom ent Correlations:
Caregiving Assistance, Self-Concept, and Alienation

1 Esteem

1.000

2 Mastery

.463’

1.000

3 Alienation

-.272'

-.424’

1.000

4 Hours

-.073

-.128

.069

1.000

5 Physical

.083

.198'

.067

.195'

1.000

6 Grocery

.049

.044

-.069

.289'

.041

1.000

7 Cooking

-.079

-.043

.087

.244’

.018

.165

1.000

8 Laundry

.010

.013

.115

.247’

.455’

.245'

.334'

1.000

9 Cleaning

-.035

.189’

.015

.183

.214'

.385’

.305'

.465'

1,000

10 Errands

.131

.053

-.143

.208'

.218’

.496'

.001

.175

.282’

1.000

11 Driving

.172

.067

.019

.188'

.010

.182

.138

.191

.141

.190’

1.000

12 Finance

.121

-.029

-.115

.141

.128

.180

.010

.222'

.143

.201

.272'

1.000

13 Legal

.132

.010

-.013

.139

.197'

.046

.080

.319'

.207’

.148

.375'

.727'

1.000

14 Other

-.049

-.255'

.130

.082

.101

.114

-.018

.259'

.051

.117

.027

.113

.169

Two-tailed test.
* p =<.05; ** p =<.01; *** p =<.001

1.000

Table 30
Standardized Regression Coefficients:
Mastery and Caregiving Assistance (SEb)
Independent Variables
Number of hours
Physical/personal care
Grocery shopping
Cooking/preparing meals
Laundry
Cleaning
Errands
Driving CR places
Financial affairs
Legal affairs
“Other” activities
N
F
AdjR 2

Dependent Variable
Mastery
-.038# (.019)
.483** (-195)
.139
(.208)
-.105
(.189)
-.153
(.213)
.367# (-193)
-.038
(.209)
.189
(.175)
-.157
(.250)
.058
(-273)
-.463**
109
2.18* (11,97)
0.107

J

Two-tailed test.
p=<.05; **p=<.01; *** p =<.001
Note: CR = care receiver

6 .3 C aregiver Alienation: Family M em bers’
Perceptions of Fam ily Interaction

This research hypothesized that when primary caregivers experienced
alienation o r low self-concept, fam ily m em bers would experience a decreased
sense o f fam ily cohesion and increased sense of family conflict. Examining first
the bivariate relationships, a mild relationship is seen between the two selfconcept m easures and how the fam ily m em ber rates family interaction in a
global sen se (Table 31). Interestingly, the relationships are negative ones--
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T ab le 31
Pearson Product-Moment Correlations:
Family Cohesion and Conflict; C aregiver Alienation and Self-Concept
1

3

2

4

1 CG alienation

1.000

2 CG esteem

-.468***

1.000

3 CG mastery

-.474***

.511***

1.000

4 FM family cohesion

-.072

-.121

-.065

1.000

5

6

7

-.415***

1.000

.697***

-.544**

1.000

7 Lives with

-.065

.042

.022

.214*

.168

.084

1.000

8 FM age

-.035

.054

.095

.289**

.334***

-.034

1

-.045
-.227*

C
D j
O 1
»

.124
—

.000
-.083

k

I

6 FM family rate

5 FM family conflict

Two-tailed test.
*p=<.05; **p=<.01; ***p=<.001

8

-.334***

1.000

Notes: CG = Caregiver, FM = Family member

higher caregiver esteem and mastery is associated with a more negative overall
rating of fam ily interaction by the family member. The anticipated relationship
between caregiver alienation and the family m em ber’s perception of interaction
is absent. One can only speculate about the negative association betw een the
family member's overall rating of family interactions and the caregiver’s esteem
and mastery. It m ay be that in the presence of a highly self-confident caregiver,
other family m em bers may feel that too little attention is given to the needs of
other family members.
T h e age of the family member also seems to affect the perceptions of
family functioning, for moderately strong correlations with both family cohesion
and fam ily conflict are seen (in the latter case, it is a negative relationship).
Living/not living with the caregiver also appears related to the perception of
family cohesion, though not conflict.
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By regressing family cohesion, and alternately family conflict and global
rating, on caregiver alienation and self-concept, plus the control variables of
living/not living with the caregiver and family member’s age and gender, it can
be seen that the only caregiver predictor affecting the family m em ber’s
perception of family cohesion is esteem (Table 32). Low caregiver esteem
predicts a greater sense of family cohesion in this sample. Low caregiver
esteem and mastery are both associated with a positive rating of family
functioning. Additionally, th e family member's age has an independent effect in
all the equations, and living/not living with the caregiver has an independent
effect on perceptions of fam ily cohesion, especially in the equations with the two
seif-concept measures.
To summarize: Only one of the caregiver outcomes—esteem ~has an
independent effect on the fam ily m em ber’s perception of family cohesion, and
that is a negative association. There are no independent effects between
caregiver outcomes and the family m em ber’s perception of family conflict. Thus,
the hypothesis that caregiver alienation and low self-concept adversely affect
the family m em ber’s perception of family functioning does not appear to be
supported. It seem ed possible, however, that it was the family member
her/himself who w as impacted most by caregiver alienation or low self-concept.
Consequently, analysis w as done with family member’s sense of alienation as
the dependent variable, and caregiver alienation, esteem, and mastery as the
independent variables of special interest. T h e only independent relationship of
statistical significance was between caregiver alienation and family member
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Table 32
Standardized Regression Coefficients:
Family Cohesion, Conflict and Global Rating; Self-Concept and Alienation (SEb)
Independent Variables

Dependent Variables
Family Conflict

Family Cohesion

5

r

CM
CM
O

Equations 1 & 2
CG alienation
(.094)
.012
-.035
(.101)
(.251)
.474#
Lives with
.482#
(.269)
(.006)
FM age
(.007)
.021**
(.251)
FM gender
-.315
-.140
(.269)
N
79
79
F
3.23* (4, 74)
3.18* (4, 74)
0.102
A d jR 2
0.100
Equations 3 & 4
CG esteem
-.152#
.127
(.093)
(.091)
Lives with
.778***
(.225)
.328
(.230)
FM age
.021***
(.005)
-.023***
(.006)
FM gender
(.221)
-.459*
.042
(.225)
N
105
105
F
6.25*** (4, 100)
5.26*** (4, 100)
Adj R2
0.168
0.140
Equations 5 & 6
CG mastery
(.095)
-.144
-.006
(.097)
Lives with
.755***
(.226)
.292
(.231)
FM age
.022***
(.006)
-.022***
(.006)
FM gender
-.448*
(.224)
.073
(.229)
N
107
107
F
5.90*** (4, 102)
4.18** (4, 102)
Adj R2
0 .156
0.107
One-tailed test.
Two-tailed test.
# p <=.05
** p <=.01; ***p<=.001
Notes: CG = Caregiver; FM = Family member

Global Rating
-.061
(.106)
-.087
(.293)
-.022**
(.007)
.147
(.290)
80
2.37# (4, 75)
0.064
-.230*
.430#
.025***
-.317
107
5.73***
0.151

(.097)
(-247)
(.006)
(.242)
(4, 102)

-.332***
(.097)
.546*
(.237)
.026***
(.005)
-.486*
(.234)
109
7.53*** (4,104)
0.194

alienation. T h e predicted fam ily m em ber’s alienation increases by 0 .2 0 5 for
every point increase in caregiver alienation (p = < 0 5 ).

6 .4

Com parative Effects

Regression equations w ere analyzed for the two variables showing
independent effects in the regression with family cohesion: (1) fam ily member's
age, and (2 ) residence with the caregiver. Exploratory analysis w as also done
with the familial relationship betw een the family m ember and the caregiver.
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6.4.1

Life-Cvcle Differences
Chapter V discussed the potential importance of age and life-cycle stages

on th e effect of stressors. It w as felt that the ag e of the primary caregiver was a
reflection of the family life cycle and that the stress of long-term caregiving may
be experienced differently, depending on the individual’s life stage as well as the
fam ily’s life stage. Similarly, it is postulated that the family m em ber’s age will be
a reflection of her/his individual life-cycle stage, as well as her/his fam ily’s life
cycle stage. Just as the impact of long-term caregiving could be different
according to the caregiver’s stage, so too could life stage m ake a difference in
the impact on family members. In addition, because so many family m em bers
belonged to a different generation than the caregivers, the life-cycle stages (and
thus th e impact) could be quite different for the two groups. Th e previous
regressions (see Table 32) supported the notion of differential impact.
Three age groups w ere defined for fam ily members, just as for caregivers:
Fam ily members under the age of 41 w ere coded 1 (and everyone else coded
0), representing the "young’’ family members; fam ily members older than 4 0 but
younger than 66 w ere coded 1 (and everyone else coded 0), representing the
“m id-life” family members; and family mem bers over 65 w ere coded 1 (and
everyone else coded 0), representing the “old" family members. Dummy
variab le regressions revealed that family m em bers in the younger age group
(i.e., 4 0 years or less) were significantly more likely than either mid-life or older
fam ily members to perceive more conflict and less family cohesion (Table 33).
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Tab le 3 3
Perception of Fam ily Cohesion and Conflict:
Fam ily M em bers’ Life-Cycle Stages
Independent Variables
Equation 1
Family member <41 years old
Family member >65 years old
Equation 2
ramily member <41 years old
| Family member 40-65 years old
N
F
Adj R2

Dependent Variables
Family Cohesion Family Conflict

[
|
j

-.458*
.457

(.196)
(.297)

-.916** (.312)
-.457
(.297)
108
5.15** (2,105)
0.071

.636***
-.223

(.191)
(.289)

J

.859**
.223

(.303)
(.289)

I
I

108

6.92*** (2, 105)
0.099

I
[

I
S

Two-tailed test.
* p <=.05; ’ * p <=.01; ***p<=.001
Notes: Equation 1: Dummy variable regression with “mid-life" family members as the
reference group.
Equation 2: Dummy variable regression with “old" family members as the
reference group.

Families in this age group are the most likely to have children in the home
and to be establishing or building careers. T h eir close association with a
prim ary caregiver and with the activities required to maintain an ill or disabled
relative at home m ay cause a “pile-up” of stressors and be in competition and
conflict with the tasks associated with their own family’s life stage.

6 .4 .2 Residence with the C aregiver
Based on the theoretical premise that feelings of the caregiver are
transmitted to other family m em bers through her/his actions and attitudes, and
then to family interactions in general, it seem s logical to assume that actually
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living with the caregiver would increase the likelihood of shared feelings.
Indeed, the multiple regressions in the previous section, with “lives with” a
dummy variable, indicated that there was a significant difference between those
who lived with the caregiver and those who did not, especially when family
cohesion w as the outcome. Consequently, hierarchical multiple regressions
w ere performed in which the family member’s residence with the caregiver was
entered in Step 2 as an interactive term (T ab le 34). T h e main effect only models
indicate that when a family m em ber lives the caregiver, s/he is more likely to
experience both fam ily cohesion and family conflict. W h ile no significant
interactive effects a re apparent with family cohesion as th e outcome, two
interactive effects a re present with family conflict. W ith perception of family
conflict as the outcome, family members living with the caregiver scored
significantly lower on the mastery scale than did family m embers who lived apart.
Similarly, fam ily m em bers living with a caregiver scored significantly higher on
the alienation scale than did fam ily members who did not live with the caregiver.
Living apart from the caregiver, however, can apparently bring its own set
of stressors. Fam ily members, involved in caregiving but living apart from the
caregiver, often expressed strong feelings of frustration and a desire to help.
Perhaps their very distance from the immediacy of the caregiving situation
prevented feelings of alienation, while sharpening their desire for family unity
and cohesion. Several family respondents had urged their parents to move
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Table 34
Standardized Regression Coefficients:
Interactive Effects of Living with C aregiver (S E b )
Independent Variables
Main Effect Only
Equation 1
.121
(.107)
.024
(.127)
-.228* (.109)

.006

(.200)

—

—

—

—

(.108)
(.128)
(.111)
(.006)
(.237)
(.240)
—

.322*
-.067
.282“
-.016
.001“
.395
-.292

—

.022

CO

.144
-.061
.298“
-.016“
-.006
.403#

o
o

—

t

-.273
(.234)
.603** (.237)

r*~
o

<D
O
O

** !

CD

o

Step 1
FM Esteem
FM Mastery
FM Alienation
FM Ape
FM Gender
Lives with caregiver
Step 2: Interactions
Esteem ‘ lives with
Mastery ‘ lives with
Alienation ‘ lives with
Step 1
FM Esteem
FM Mastery
FM Alienation
FM Ape
FM Gender
Lives with caregiver
Step 2
Esteem ‘ lives with
Mastery ‘ lives with
Aliention ‘ lives with

Dependent Variables
Family Cohesion (Adj R* = .178)
Interaction Effect
Equation 4
Equation 2
Equation 3
.120
(.107)
.150 (.108)
.117
(.162)
.009
(.192)
.024
(.128)
-.010 (.126)
-.228* (.111)
-.230* (.111)
-.374“ (.146)
.016“ (.006)
.016“ (.006)
-.274
(.236)
-.275
(.236)
-.272 (.233)
.603“ (.239)
.604“ (.239)
.597* (.236)
—

(.226)

—

—
-.285 (.192)
Family C onflict (R* = .173)
.154 (.105)
.190# (.107)
(.162)
.285 (.188)
(.128)
-.083
(.126)
.072
(.146)
(.110)
.343“ (.109)
-.015* (.006)
(.006)
-.012# (.006)
(.235)
.026 (.231)
-.005
(.231)
.380 (.234)
.394# (.235)
(.239)

(.200)

—

—

-

-

—

-.549*

—

(.221)
--

—

.442*

(.191)

One-tailed test
Two-tailed test
#p = < .05
*p = < .05; “ = < .01; *“ p = < .001
F Significant at .001 level in both models
Note: FM = Family member

closer or to m ove in with them: “I’ve urged them to m ove down here with me, but
they w on’t. If they would only move, I could relieve him of so much of the work.”
This daughter felt caught betw een the needs and the geographic location of her
im mediate fam ily and her desire to help her parents.
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The current study illustrates to what extent family members often go to get
closer to the caregivers and to help more. One daughter flew from N e w York
City to her parents’ home in M aine every weekend; another daughter moved
herself and her two school-aged children to Northern M aine when h e r m o th e rthe caregiver for her fa th e r-fe ll and broke her leg; and another daughter has her
parents live with her in the South every winter each year.
Daughters w ere the second most frequently interviewed fam ily member.
In interviews and through journals, they often related their frustration in feeling
thwarted in efforts to help or in some w ay relieve the burden being carried by
their parent.
O ne situation, w here all the adult children are concerned about their
m other who has been caring for an autistic daughter for 4 0 years, is particularly
difficult for th e daughter who lives nearby.

She relates that her p arents have

alw ays been very private people; the "everything is fine" type of couple. W ith
her father's death last year (R esearcher’s note: Her mother had also cared for
her father, through 14 years of progressively failing health) and h er mother's
advancing age, she feels the situation is getting very difficult.

I feel that my mother has been the primary caregiver and it is getting more
difficult all the time. She is very protective of her role-giving up the role
would mean she would have to give in to some of our opinions. We are
all fishing around for who can be involved and who can do it the best. We
feel she needs to give up some o f what she does but she won't and we
don't know how to help her. We've been talking about it a long time but
nothing gets resolved; we just keep bringing it up but then get frustrated
and drop it again. Even if nothing happens I think it is important to keep
talking about it. Wiih my Dad's death we have not wanted to change too
much too fast but at the same time it has pushed the issue forward. [2147]
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Another daughter is equally frustrated with her father. S he feels he is not
accepting enough outside help, and she is frustrated that he will not go out of
the house even to visit his children because of the need to take care of his wife.
In response to th e question, What concerns you most about your family

providing care in the home?, she replied,

That my father will ju s t wear himself out. He doesn't take the help that is
offered; he is tired, you can see that, but he doesn't accept help. When
people offer to help he says he doesn’t have anything else to do or place
to go and he is just as happy staying with my mother. But you can see
the change in him over the years; he used to be a very up-beat, cheerful
person; now he is often down, but he won't admit it; he doesn't see it. I
really think it is important for the caregiver to take time for themselves but
you can't force them. [2117]
Another daughter, w ho has been trying (unsuccessfully) to get her
parents to live with h er so she can be of more help, is very concerned about both
her mother and father. H er parents w ere in an automobile accident two years
ago; h er mother sustained a spinal-cord injury that left her totally paralyzed from
the arms down. Since her mother's return home from the rehabilitation center,
her father has been providing care.

My major concern is that Mom's physical needs everyday are very
important—if those aren't taken care of in a timely routine every day it can
have a big effect on her. My father is responsible for a large part o f that. I
feel that his quality of life is rapidly declining. If they are down here I can
take over and relieve him but up there if someone does not come in, there
is no one to relieve him. But if you confront them, they say, "Oh no,
everything is fine; we're doing just fine." They are typical New Englanders
and are very proud. [2086]
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T h e caregiving situation described previously is also creating much
friction am ong the siblings. This daughter, who actually lives the farthest from
her parents, is the one (by both her own account and their account) who
provides the greatest assistance. In responding to the questions concerning
getting into disagreem ent with other family m embers, this daughter indicated that
although she does not confront them often, she thinks about it all the time and
she is very frustrated with their lack of help.
T h e final exam ple concerns the effect on family m em bers and their
interpersonal relations within their own nuclear family. In this case, a daughter
had helped her parents move to M aine so that she could help her mother with
the care of her dying father. The interview with the daughter took place after the
father's death, and she was particularly articulate about the difficulties that her
involvem ent in her father's care had created fo r h er and her pre-teen son.

It affected our youngest child the most; it was hardest on M. I was not
there much; he had to learn to be independent and self-sufficient very
quickly. H e resented the loss of my time and I did not pay much attention
to anyone else's feelings and needs except my mother's and father's. It
was difficult for him not having Mom around; we had been used to doing a
lot o f things together and then for a year and a half we did nothing
together at all. Now I am trying to step back in and that is difficult too.
Now that I am back and it is hard for him to revert to being more
dependent again. I see a lot o f little changes in him and sometimes I get
real worried. [2116]

6 .4 .3 Relationship to Caregiver
Exploratory analysis was performed with the two family relationships that
w ere most com m on in this sample: husbands and daughters (Table 35). Looking
first at the outcom e of family cohesion, no significant relationships were seen for
140

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

husbands, and the model accounts for little of the variance, with a non
significant F ratio. For daughters, alienation is negatively related to perception
of cohesion indicating that daughters who are less alienated are significantly
more likely to perceive fam ily cohesion. However, this model, too, accounts for
only 5.4 percent of variance and has a non-significant F ratio.
T h e outcome of family conflict presents a different picture. Looking at the
independent effects of the predictor variables, for husbands th e sense of
alienation is significantly related to a perception o f family conflict; for daughters
this is not true. T h e daughters' perception of family conflict, it seems, is related
more to the self-concept m easures than to alienation. It is very interesting to
note, however, the different effects of the two self-concept measures: Esteem is
positively related to conflict; mastery is negatively related. This indicates that
when the daughter feels self-confident and positive about herself, she is more
likely to perceive fam ily conflict. W hen the daughter feels she lacks control over
the world around her, she is less likely to perceive family conflict. These
predictor variables accounts for much more of the variance in family conflict than
they did in family c o h e s io n -1 7 percent for husbands and 2 5 percent for
daughters.
W h eth e r the differences are gender-related or relationship-related, there
does seem to be som e suggestion that transmission of the attitudes and feelings
surrounding the provision of long-term care in the home may vary according to
the relationship betw een the caregiver and the family member. T h ese
investigations w ere purely exploratory but, based on the suggestion of
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Table 35
Standardized Regression Coefficients:
Family Cohesion and Conflict, by Two Fam ilial Relationships (SEb)
Independent Variables

Dependent Variables
Family Cohesion

1 Esteem
2 Mastery
3 Alienation
4 Age
5 Lives with
N
F
Adj R2
One-tailed test.
# p =<.05

Family Conflict

Husband

Daughter

Husband

.214 (.164)
.041
(.171)
-.109
(.171)
.016 (.012)
(dropped)
42
1.62 (4,37)
0.057

.291 (.413)
-.178 (.477)
-.504# (.272)
.013 (.024)
.776 (.540)
27
1.30 (5,21)
0.054

-.000 (.171)
-.014 (.179)
.433* (.179)
-.018 (.012)
(dropped)
42
3.13* (4, 37)
0.171

Daughter

.818* (.382)
-.964* (.441)
.117 (.252)
-.045* (.022)
.280 (.500)
27
2.75* (5, 21)
0.251

Two-tailed test.
* p =<.05

differences presented here, it would seem prudent to continue to explore
diffferences according to fam ily relationships through empirical research.

6 .5 Tim e 1 and Tim e 2
A comparison of the fam ily members' responses on the 31 -item family
interaction scale and the single global rating question at Tim e 1 (pre-caregiving)
and a t Time 2 (with caregiving) produced the sam e pattern seen for primary
caregivers (see C h ap ter V): a significant difference of m eans on the global rating
question, but no significant difference of means with individual m easures of
fam ily functioning (Table 36). It is believed that the possible reasons for this
difference betw een the two types of measurem ent are the same as those
discussed in C hapter V.

142

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

Table 36
Difference of Means:
Tim e 1, Pre-Caregiving; Tim e 2, W ith Caregiving

Variable
Before/after cohesion
Before/after conflict
Before/after global rating

Mean
Difference
.0123
-.0010
.2190

Std. Dev.
.7950
.7870
.9803

T-Statistic
0.16
-0.01
2.29

p >ttl
0.8763
0.9897
0.0241

Note: Cohesion and conflict are standardized scores; rating is not standardized.

6 .6 Summary
In summary, this research hypothesized that family mem bers of primary
caregivers who experience alienation or diminished self-concept would perceive
a disruption in family interaction evidenced by perceptions o f decreased family
cohesion and increased fam ily conflict. This hypothesis w as not well supported.
It appears, however, that strong self-assurance in a caregiver may lead a family
m em ber to experience less fam ily cohesion. Although caregiver alienation does
not appear to negatively impact the family m em ber’s perception of family
function, caregiver alienation does seem to generate individual family m em ber
alienation.
It was seen that for the family member who lives with the caregiver,
m astery is lower and alienation higher than for the relative who lives apart from
the caregiver. W h en the family member was a spouse (specifically a husband),
alienation led to a greater sense of family conflict; when the family m ember was
a daughter, high esteem led to family conflict. To investigate whether the
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alienation and disruption in fam ily interaction resulted from the caregiving
responsibilities with which th e family m em ber was involved, the researcher
conducted a series of exploratory multiple regressions with esteem, mastery, or
alienation as the dependent variable, and independent variables representing
potential stressors (i.e., years involved, daily hours of care, time left,
employment, and conflict o ver care provided). Only employment and conflict
over care showed a difference: High self-concept was independently and
positively related to employment; conflict over care was independently and
positively related to alienation but, in all cases, the adjusted coefficient of
determination was very small (1 to 2 percent). Thus, evidence points to
caregiver feelings being transmitted through family interactions between the
caregiver and other close fam ily members, not through the caregiving activities
o f the family m em ber her/himself.
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CHAPTER VII

D IS C U S S IO N AND C O N C L U S IO N S

7.1 Summary of Major Findings
T h e current research exam ined how providing long-term care for a
relative at home affected potential alienation and low self-concept in the
caregiver. This research also examined the relationships betw een caregiver
alienation and low self-concept and family interaction. Finally, the research
examined the extent to which social support and personal coping, strategies
moderated the developm ent of caregiver alienation and low self-concept. The
major findings from these investigations are presented in this chapter.

7.1.1 C aregiver Characteristics
T h e caregivers in this study were primarily fem ale (8 5 .3 percent), with
most fem ale caregivers being married (75.7 percent), unem ployed (60.1
percent) or em ployed part-time (14 percent), and providing care to family
members in a wide variety of family relationships. M ale caregivers (1 4 .6
percent) w ere overwhelm ingly married (90.9 percent) and w ere also mostly
unemployed (72 percent). In contrast with their fem ale counterparts, however,
nearly all the caregiving provided by males was confined to two types of
relationships--a wife (6 3 .6 percent) or a mother (22.7 percent). Th e majority of
the caregivers w ere in their early late-life years, with the a v e ra g e age for male
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caregivers (6 7 .2 years), slightly older than the averag e fem ale caregiver (62.6
years). T en percent of the caregivers, however, w e re in their early adult years,
and another 1 0 percent w ere in their seventh or eighth decade of life.
M any fam ilies provide extensive care at home for long periods; this
sam ple had done so for a mean of seven years and a median of four years.
Th e mean w a s pulled higher by the num ber of fam ilies whose caregiving
extended into a third and fourth decade of care. M an y caregivers felt that
providing care to relatives was essentially a 24-hour job; the average number
of hours per day spent in caregiving w as nearly 12.
Dem entia, a condition that can go on for m any years, was the most
frequently given reason for care. Also high in frequency, though, w ere
conditions such as cerebral palsy and congenital or genetic defects, conditions
present from birth and frequently extending through a more or less normal life
span. Half (eight) of the care receivers with cerebral palsy, for example, had
been receiving care for more than 10 years, and half of those had received
care for 2 0 years o r more.

In the total sample, 10 percent of the caregivers

had provided care for betw een 18 and 4 2 years.
Neither alienation nor self-concept (esteem and mastery) were, in
general, affected by caregiver characteristics. Exceptions w ere that higher
income led to a higher level of esteem for caregivers, and poor health (more
frequent when the caregiver and care receiver lived in the sam e house) was
associated w ith a lower self-concept.

146

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

7 .1 .2 Stressors
T h e stressors with the greatest impact on caregivers w ere those that
arose from interpersonal conflicts with other family m em bers-opposition from
other fam ily m em bers and conflict over the care being p ro v id e d -a n d from
num ber of years of caregiving. Family opposition toward the caregiver was
particularly detrimental to the caregiver's sense of self-concept and feelings of
alienation. C aregiver alienation was especially associated with opposition from
other members. Th at is, w hen relatives of the caregiver failed to show
appreciation and to be helpful, or when they created a lot of tension in the
household and treated the caregiver with disrespect, th e caregiver was much
more likely to experience alienation. Alienation was also the only one of the
three outcomes to show a significant relationship with fam ily conflict. W hen
there was open conflict o ver how the care recipient should be cared for, or
w hen other relatives m ade decisions without the caregiver’s consent, the
caregiver w as more likely to feel alienated than when o pen conflict was absent.

7 .1 .3 Social Support and Coping Resources
W h e n examining the independent effects of social support measures
and coping on the outcom es of self-concept and alienation, it was family and
friend support and reappraisal of the situation that dem onstrated the largest
and most significant effects on the outcomes. Caregivers who felt that no
m atter what happened, th e re would always be a relative they could rely on for
anything, and caregivers w ho attributed a positive m eaning to their caregiving
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situation, had a more positive self-concept and w ere less alienated. Support
from friends was an important predictor of esteem but not of mastery or
alienation, and instrumental help (i.e., physically helping with the care)
revealed no statistically significant relationships.
W hen the effects of social support and coping w ere exam ined in the
presence of the previously identified stressors, it w as found that social support
m easures operated primarily through their main effect on caregiver selfconcept and alienation. Support from friends did buffer som e of the effects of
fam ily opposition and long years of caregiving. In contrast, the coping
m echanism of reappraising the caregiving situation had stronger buffering
effects than it did main effects, being especially influential in lowering the level
of alienation for the caregiver.

7 .1 .4 Caregivers' Perception of Fam ily Interaction
For this group of caregivers, alienation w as shown to have a significant
negative effect on their perception of family cohesion and positive effect on
family conflict, while caregiver self-concept showed no effects. A significant
difference of mean was found betw een the caregivers' overall assessm ent of
family functioning prior to caregiving (Tim e 1) and with caregiving (Tim e 2),
though no significant difference was discovered when the individual measures
of family cohesion and family conflict w ere analyzed.
Analysis of comparative effects suggested that there w ere mild agespecific differences between the older caregivers (65 years and older) and the
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younger and m iddle-aged caregivers: O lder caregivers perceive less family
conflict than do younger caregivers. There appears to be no difference in the
effect of alienation o r self-concept on fam ily interaction between FrancoAmerican and Anglo-Am erican families, although further study with a larger
Franco-Am erican population is highly recommended.

7.1.5 Family M em bers' Perception of Fam ily Interaction
Family m em bers of primary caregivers who experienced alienation had,
themselves, more alienation, but their perception of family cohesion and family
conflict was not significantly affected.

Being a spouse or living in the same

household as the caregiver increased the likelihood, however, of an increased
sense of family conflict and decreased sense of family cohesion. Direct patient
care by the fam ily m em ber showed no relationship to the family interation
outcomes. As with the primary caregiver, family members exhibited a
statistically significant difference between pre-caregiving and present
caregiving on the global question of overall family functioning, w hile the 3 1 item scale of family interaction showed no significant difference.

7.2

Significance of Findings

W h at is the significance of these findings? W h a t do they tell us about
the caregivers and th e families who are providing care to relatives over long
periods of time?
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7.2.1 Caregiver Characteristics
All the literature on caregiving indicates that it is primarily the female
relatives who provide care to other fam ily members. This study, which crosses
age groups and caregiving conditions strengthens those findings, but also
illustrates that men do have a significant, if sm aller, role in fam ily caregiving.
W h en men a re the primary caregivers, it nearly alw ays involves care being
provided for their w ife or mother. However, a small number o f men were
primary caregivers for a child and one provided care for a mother-in-law. In
this study, no m ales w ere the prim ary caregivers for fathers o r fathers-in-law,
grandparents, or other relatives. Since most m ale caregivers provided care to
a wife, it is tempting to think that men are primary caregivers only when a
fem ale relative is not available.

It is important to note, however, that nearly all

m ale caregivers in this study w ere married (91 percent), but in only two-thirds
of the cases w ere they providing care to a wife. It can be surmised, then, that
in a small percentage of cases, even when a man is married and theoretically
has a wife who could provide care, it is h e who assum es the primary care
responsibilities.
O ne such case is a young couple w h ere both husband and wife are well
educated and involved in professional careers. T h e literature states, and the
current research supports, that in many such cases it is still the wife who
assum es the primary task of providing care.

For this couple, however, it was

the husband who undertook the responsibilities of primary caregiver for his 9 0 year-old mother. Unfortunately, the husband's care for his elderly mother is
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proving to be a serious strain on the couple's own personal relationship. He
recognizes the strain by commenting, "I'm not living my life the way I'd like to
be at the present time." [2012] His wife is more specific, "She (the mother-inlaw) is like a w ed g e in our marriage." [1012] The strain on their relationship
increased w hen they built their own house and moved out of the shared
residence with his mother. Now the husband divides his w eek between staying
in his mother's hom e and his own home.
A second exam ple of m ale caregiving gives a different picture. For the
parents of a severely handicapped five-year-old, the father's primary caregiving
role seem s accepted by both himself and his wife. H e w as able to adjust his
work schedule more easily than his wife, and has taken a series of night-shift
jobs so he can be home during the day to provide care while his wife works
from 7:00 am to 3:00 p.m. (A certified nursing assistant cares for the son five
hours a day, five days a w eek, so the father can sleep.) Although the level of
care provided at hom e is extrem ely high (tube feedings, frequent seizure
control, and total care for all ADLs), commitment by both parents is very high
and neither seem s to resent the roles they have assum ed out of necessity.
T h e father stated, "I feel very strongly that he is our child and w e have to take
care of him. I feel very strongly that we could never put him somewhere else."
[1039]
O ne major difference between male and fem ale caregivers (other than
their num ber) w as the type of relative for whom care w as provided. W om en
provide long-term care to a wide variety of relatives including sisters, brothers,
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aunts, step-parents, and foster relatives, whereas men are more limited; they
provide care primarily for a mother or a wife. From this study it cannot be
determined how the care for other relatives o f men is p ro vid ed -w h eth er female
relatives provide the care or whether they are institutionalized-but it is clear
that the men do not provide the primary care. A second interesting difference
between m ale and fem ale caregivers in this study is th at none of the female
caregivers, despite th eir much higher number, paid for full-tim e help to provide
the care. Three of the 2 2 m ale caregivers, on the other hand, privately hired a
full-time caregiver for their wife or mother. Th e contributions of men to
caregiving responsibilities and keeping their relatives within the home
environment should not be minimized; it is nevertheless impossible to ignore
the difference in direct caregiving responsibilities betw een m en and women.
Despite the high commitment by some m ale caregivers, men are still the
exception rather than the rule in caregiving and faced with similar caregiving
needs, more male caregivers hired full-time help than their counterparts. No
doubt, economic resources and traditional role expectations both play a part in
these decisions.
Like other studies reported in the literature, the majority of fem ale
caregivers in the current study were married and either unem ployed or
employed part-time (Brody, 1981; Miller, 1985; Stone, et al., 1987). Using the
unemployed figure to estim ate the number of women w ho stayed home to
provide care is probably a very conservative figure in this study. During the
course of the interviews, the researcher discovered that m any caregivers
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classified them selves as "self-employed." O ne woman, for example, ran an
inn; several other wom en supplied local and regional craft stores with their
particular specialty craft; another helped her husband run a contracting
business. Thus, in the league of women who classified themselves as fully
em ployed w e re many who balanced both primary caregiving and full-time
employment in their own home. Based on the large num ber of self-employed
persons, the researcher recommends that future studies conducted with similar
populations include a specific category for self-employment.

7 .2 .2 Duration of Caregiving
Most caregiver studies have either not reported th e number of years that
caregiving has been provided or have measured it categorically with a
relatively small num ber as the upper limit. For example, the National LongTerm Care Survey used "5 years or more" as its upper limit (Stone, et al.,
1987). In contrast, the current study used a continuous m easurem ent variable,
thus providing much more detail about just how long fam ilies have been
providing care. This sam ple showed that caregiving is provided at home much
longer than an y previous estimates had suggested: T o have an upper category
of "5 years or more" gives no hint that 10 percent of this sam ple have been
caring for a single relative for between 18 and 42 years, that the mean number
of years is seven, and that 50 percent of the sam ple h ave provided care for
between two and nine years. W hat is of great significance is that it is this exact
variable that proved, in this study, to have one of the largest effects on the
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caregiver. Interpersonal family problems, in combination with years of
caregiving, explained 40 percent of the variance in caregiver alienation, and
between 1 0 and 12 percent of the variance in self-concept.

T h e hours of caregiving each day is ano th er variable often reported with
a low upper limit (the National Long-Term C are Survey again used "5 hours or
more"). In comparison, the current research began with "2 or less" and
increased in five-hour categories to an upper limit of "18 or more." The
importance of this greater specificity is of considerable relevance, for here, as
with years of providing care, it is seen that caregivers devote many more hours
to caregiving than previous research indicated. Caregivers feel they spend an
average of almost 12 hours a day, while family m em bers estimate they provide
an averag e of four hours per day of care—an indication of both the tremendous
(though largely unknown and unrecognized) resource our society has in the
form of unpaid family caregivers, and the trem endous commitment that families
are willing to m ake to the care of relatives. Thus, this research paints a very
different picture from many other studies. W h e re a s even Brody’s classic work
in caregiving (1 9 8 1 ) talks in terms of “three hours weekly" or “15 hours weekly,”
the current research shows that 50 percent of the caregivers report an average
of 15 hours a day of caregiving.
Knowing the extensiveness of care provided by these respondents, it
w as interesting to see how this commitment and responsibility affected
caregivers’ own well-being. It was anticipated that the caregiver's self-concept
would be adversely affected, but it was found that, by and large, caregivers did
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not experience low esteem or low mastery as a result of their caregiving. It is
possible, however, that there is som e cancelling out of effect in the total
sample, for when male and fe m a le caregivers are analyzed separately, nearly
opposite effects are seen when exam ined over time. Early in the caregiving
years, m en's sense of mastery increased while the women's sense of mastery
decreased; about the fifth year of caregiving, m en's mastery began to decline
and w om en's to rise. O ne can speculate on w h y this occurs by keeping in mind
the traditional roles of men and wom en. For men, the caregiving would be a
new role, a "non-traditional" role in which they could justly take pride. In the
early years o f caregiving, they could see them selves engaging in an act of
devotion for which many people would praise them. Caregiving w ould also be
a challenge; a task for which they thought (or had been told) they had no
com petence but, lo and behold, they find that they can do it, and do it
reasonably well. One elderly gentlem an w as perusing a cookbook w hen the
researcher arrived and not long into th e interview, wonderful arom as began
wafting from the oven. Upon questioning, he admitted that before his w ife’s
illness h e had never done a load o f wash or cooked a meal. Now he does
everything~all the housework, all the cooking (including the cake that w as in
the oven), and much of his w ife’s personal care. It is only among those who
had extended years of caregiving that the m ale caregiver’s mastery and esteem
w ere lower.
F o r women, the exact opposite is true; fem ale caregivers who a re in the
early years o f caregiving experience decreased mastery. Again, looking at
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traditional roles, this comes as no s u rp rise-sh e most likely sees this as just
more of the same and, if she is a mother, a return to the same kinds of
activities so common in early years of childraising. For her there is no sense of
excitement, no sense of challenge, either from within herself or by recognition
from those around her. W h e re a s men providing care attract the attention and
praise of family and friends, a w om an generally receives no special
recognition; it is seen as a fulfillment of a responsibility, an obligation as a
woman.
T h e interesting finding that mastery increases when caregivers do "out
of the ordinary" types of caregiving tasks confirm these speculations. W h en
caregiver tasks include such things as tube feedings, catheterizations, dressing
changes, medication administration, and special efforts at socialization,
mastery goes up, despite the obvious additional work these tasks entail.
However, neither time in years or hours nor the amount of personal care
and household responsibilities shouldered by the caregiver w ere the most
important variables related to the caregiver's self-concept and feelings of
alienation. In fact, in most multiple regressions, these variables had no
independent effect. The variables with th e greatest impact were those related
to interpersonal fam ily dynamics, what have been called "family opposition"
and "family conflict." Th ese scales attem pted to m easure the caregiver's
perception of how other family mem bers thought about or treated her/him.
T h ey w ere asked to respond to statem ents such as , "Family let me know that

they appreciate how I am caring for <

>." O r they were asked to rate
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how often they got into disagreements with other fam ily m em bers over certain
aspects of their relative's care.
In repeated analyses, these w ere the two stressors that caused the
biggest threat to esteem and the largest contribution to their sense of
alienation. T h e relevance of this is even more striking when considering that
scores on the "family conflict" scale w ere probably very conservative:
Frequently caregivers acknowledged that there was considerable
disagreem ent over the care but they refused to allow it to become an open
conflict. T h e caregivers declared that since they w e re the ones providing the
care and doing the best they knew how, they could not afford the time and
energy it would take to entertain open disagreement. Open conflict was a drain
they frankly admitted they did everything in their pow er to avoid.
This finding is of utmost importance; it explains much of the conflicting
results obtained when research focused strictly on the task aspects of
caregiver b u rd en -d ire ct personal care, household responsibilities, and job
changes. T h e re is no doubt that these activities can require an enormous
amount of physical and m ental energy, sometimes forcing families to find
outside solutions to the caregiving needs. However, for caregivers who have
m ade a commitment to long-term care at home, it is not these tasks that
threaten their self-concept or cause them to feel alienated; it is opposition from
other family m em bers or open conflict with them that creates a problem.
Fam ily caregiving is an intimate, personal, and, in m any ways, a largely
self-sacrificing activity for a relative. Human beings h ave dem onstrated
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repeatedly their capacity to successfully take on jobs and responsibilities of
enormous proportion. However, when that job is in the context of family,
performed at the cost of other personal endeavors, yet the very fam ily (in the
nam e of which it is being done) objects, criticizes, ignores, or denigrates the
caregiver, her/his very self is threatened. W h en it is those sam e family ties
that are th reatened or turned against a person, it is small w onder that the
caregiver's sense of self suffers and that alienation, in particular, is
experienced. T h e commitment a person has m ade to w hat s/he feels is either
right or necessary m ay be strong enough to sustain a positive self-image, even
in the presence o f fam ily opposition and conflict, but a sense of social isolation,
powerlessness, and normlessness is experienced w hen the fam ily does not
support the caregiver's personal commitment.

7 .2 .3 Social Support
In a com plem entary and similar vein, this research found that a
perception of fam ily support had the greatest independent effect on selfconcept and alienation, as well as the strongest m oderating effect for the
stressors of caregiving. Although support from friends w as equally as
important as support from fam ily for the caregiver's esteem , it w as considerably
less important (relative to fam ily support) for caregiver m astery and alienation.
W h at is particularly interesting (again, in light of the conflicting evidence of
past studies) is that instrumental help from either family or agencies does not
a p p ear directly related to caregiver self-concept or alienation. This is an
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especially important finding for public policy; one that dem ands close
examination.
At first blush, the finding would seem to lend support to Callahan's
(1 9 8 9 ) contention th at respite care services are "invalid" based on their lack of
efficacy, as reported in the literature. This finding runs contrary to the actual
words of m any caregivers, however. Two explanations w ere posited and
explored: (1) the help is of great value and that without it the family would not
even be providing long-term care at home; and (2) the help is useful but has so
m any limitations that, emotionally, the frustrations often counterbalance the
actual assistance. C allahan's position is based on an assumption that all home
health aide and respite services are of sufficient quantity and quality to be
helpful. A s anyone involved in home care (receiver o r provider) could tell him,
this is an unfounded assumption.
Another factor is of great importance though: M any long-term care
situations do not qualify for home health aide services. M edicare policy is very
limiting in this regard, for aides must have supervision from registered nurses
(RNs). M edicare reim bursem ent for RN services covers only home visits for
patients who are hom ebound and who need skilled care on an intermittent
basis. At the point w hen chronicity takes over from acuity, and care is needed
on a long-term basis for m aintenance or rehabilitation rather than cure,
M edicare ceases to pay for either R N visits or home health aid e assistance.
T h e M edicare system w as designed to m eet the acute rather than long-term
health care needs o f the elderly. Hospice care, which does provide extensive

159

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

services through M edicare funding, is limited to patients who have been
diagnosed by a physician as terminally ill with six months or less to live. This
service option is often further limited by the reluctance of many physicians to
write such a diagnosis and the lack of trained hospice nurses in local home
health agencies.
M edicaid, the other major federal program, has strict income eligibility
requirem ents, and provides long-term care services only for the “m edically
n e ed y ” who m eet state-determ ined income standards. Furthermore, M edicaid
is only required to pay for unlimited skilled nursing care in a M edicaid-certified
facility. H o m e-care provisions are more limited and many long-term care
services are optional for states (e.g., adult day care, physical therapy, and
drugs).
The fed eral government provides funds to states based on the size of
their population aged 6 0 and older through th e Older Americans Act (Title III).
A variety of long-term care services are available, although they vary from state
to state. S ervices such as congregate nutrition services, hom e-delivered
m eals, adult d a y care, transportation, home health care, and hom em aker
services are availab le to persons over the ag e of 6 0 and are adm inistered
through the local A rea Agencies on Aging. M any referrals to this research
study cam e from these agencies in M aine. Although several fam ilies in the
current research w ere receiving seivices, m any others said they had been on
the waiting list for months and could not receive the hom em aker/aide services
until more personnel becam e available.
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Social Services Block G rant and the SSI Program supplements are
two additional federally subsidized programs that are a source o f potential help
for low-income families providing long-term care. For families w ho are eligible
for its services, the Veterans Administration can be a source of respite care for
fam ily caregivers. Private health insurance policy coverage for home care is
usaliy expensive and very limited. T h e fact thus remains that the major burden
of cost for long-term care is borne by care recipients and/or their families
through income or savings (Schechter, 1993). W ith a median income of
$ 2 5 ,0 0 0 , many caregivers in this study had limited or no services available to
them .

7 .2 .4 Coping
T h e data analyzed in this study indicated that managing the meaning
(reappraisal) of the situation was the single domain of coping most often used.
In statistical analyses, this form of coping clearly was stronger than any other in
its effect. Although quantitative analyses show that reappraisal w as of great
importance in helping these caregivers carry on day after day, qualitative data
indicated the relevance of the other forms of coping utilized.
According to the verbal com m ents of caregivers, managing the situation
(problem solving and information gathering) was a far more important coping
m ethod than the numerical data indicates. There are two possible reasons for
this apparent discrepancy. First, the "problem-solving" dimension of the scale
consisted of four questions related to organization of time. Caregiver
responses on this dimension tended to be at the extrem es -eith er "very much"

161

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

or "not at all"--with very few caregivers choosing the mid-point responses.
Caregivers commented extensively on these questions, revealing that coping
resources are often tailored to the unique characteristics o f the situation and
are not necessarily fixed personal traits.
Caregivers who responded affirmatively to questions about trying to stick
to a schedule and keeping things very organized said that w as the only way
they could get all the required caregiving and household m anagem ent tasks
done. W ithout the rigorous organization of time for such things as feedings,
therapies, dressings, and equipm ent, care would never be accomplished. One
mother said,

Absolutely; it is the only way I can possibly do everything they need. I
have to get up at 5:00 just to get them both dressed, fed, finished with
the toilet, and ready to go to the center and to school. I have this
schedule book, I'll show you when we're finished, where I write down
everything that has to happen-w hen they go where, who is coming, who
I have to meet with, when all the different forms are all due; everything.
There is just no way I could do everything without a strict schedule. And
I am so tired of it; I feel so old and worn out and I'm only 35. [1035]

For some caregivers it w as the sheer quantity of tasks that had to be
accomplished; for others it w as a rem inder that no element of the care was
forgotten or overlooked. O n e 65-year-old gentleman who provides full care for
his wife with Huntington's C h o rea keeps an immaculate house, with all the
supplies lined up, all labeled according to their use, and matching flowered
sheets on her bed. He is meticulous about her schedule so that no aspect of
her comprehensive care is neglected or slighted. His is one of those
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caregiving situations that is essentially a 24-hour job for, as he says, she
"hollers" off and on all night long and he responds by doing w hatever he can to
m ake h er com fortable.
T h e re was also, however, the opposite situation w here strict schedules
could not be kept. T h e care receiver's condition w as often so variable or so
tenuous that plans could never be made without the fore knowledge that they
might have to be ch an g ed or cancelled at any moment. As one caregiver said,
"You have to be flexible; you'd drive yourself crazy if you w ere not willing to
adjust things at any moment." [1108]
Another caregiver said,

You can't m ake plans; it doesn't work. For example, we might want to
go visit my wife's family but we may not be able to leave for hours after
we'd s a id -h e might be having a lot o f seizures and we just have to wait
until they stop before we can put him in the car. You put it all together
like you do chicken soup and you just go when you can go. [1039]

It was clear from the caregiver's responses that schedules, organization,
and prioritizing was a combination of a personal trait and the dem ands of the
situation. For some caregivers, th e match seem ed to b e good ("I've always
been a w ell-o rg an ized person"); for others a major change had to be made:

At first it drove m e crazy; I used to have to have everything just so. I've
learned I just can't be that way; nothing happens the way you expect
anymore; you ju s t have to cope with what comes. If I hadn't changed
then I wouldn't have been able to keep her a t home so long, and that's
what's most important; that I have her here. [1118]
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Here, in these w om an's words, is th e key: T h o s e caregivers w ho provide
care for a relative over a long period at hom e m anage to do w hatever has to be
done in order to keep their relative in the hom e setting. For them, th e worst
situation would be to have their loved one in an institution ("I will have to die
before that happens to her"), and they are apparently willing to make any
personal adjustments to prevent that from happening.
T h e second dimension of "managing the situation" scale was
information-seeking. It is this researcher’s premise that the numerical scores in
this dimension w ere deceptively low due to the use of the present tense verbs;
that is, each statem ent began with "I read...," "I try...," "I ask..." Yet when care
has been provided for a long time, this form of coping may well have been used
w hen care first began, but at the time of the interview, it is no longer applicable
or needed. M any caregivers indicated that "I read every book I could get my
hands on but now there is nothing more I can learn." In fact, several caregivers
stated that it w as they w ho w ere teaching the nurses and doctors about the
care: "I teach the doctors and nurses now. They tell me I know a lot more
about caring for som eone with Lissencehally than anyon e else in the state."
[1092] In another case, the degenerative disease w as so rare that th e family
had been the subject of research reports in a field w h e re essentially nothing
w as known.
In future research involving long-term care, this type of scale should be
w orded to allow an assessm ent of what the caregiver did in the early months
and years of caregiving. Indications are that coping through information-
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seeking is important in the eariy years of caregiving but not in the later years.
By the tim e five or 10 years h ave passed, this particular type of coping has lost
its usefulness, despite the fact that it was of great importance in the early
phases of care. Although this form of coping may be better suited to the acute
and early phases of illness, its early use may lay the foundation for continued
successful coping in the later phases of long-term care.
"Managing the symptoms" w as another area of coping that showed very
little effect and had a low scale reliability (alpha = 0.58). Although caregivers
m ay use this form of personal coping less than either of the others, it could
become a better m easure of the construct with some scale construction
changes.
O ne change that may m ake the scale a more useful m easure of
symptom m anagem ent in this type of population is the addition of "smoking." It
w as obvious in the interviews that smoking w as a major source of tension
reduction for these caregivers. M any caregivers openly smoked, several non
stop, while others apparently tried hard not to smoke during the interview (in
apparent deference to the new social norms), only to finally proclaim, "Do you
mind if I smoke? I just can't stand it anymore." Some caregivers admitted to
returning to their old habit of smoking with the advent of caregiving after years
of abstinence prior to the caregiving situation.
Deleting three other items might further improve the scale reliability for
this particular type of sample: (1) Engage in sexual activity, (2) Take

prescription drugs, and (3) Look forward to going to work. For groups of
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caregivers who a re often spouses providing care to ill or disabled mates, who
are in large m easure elderly, who frequently are not employed, and w ho must
be alert and responsive nearly 2 4 hours a day, these three particular indicators
may not b e the best indicators of the way in which people m anage the
symptoms of the stress process.

7.2.5 Family Interaction
T h e current study sought to m easure the caregiver's and a family
member's perception of fam ily functioning. As seen in Chapters V and V I, a
statistically significant difference between perceptions of pre-caregiving and
with caregiving w as found only on the global question, not on the 31-item
scale. It was therefore particularly important to exam ine closely just w h at the
caregivers said about th e effects of caregiving on the family. As the qualitative
data indicated, long-term family caregiving brought some fam ilies closer
together while it devastated others.
It is clear from the interviews and the journals that family interactions are
very complex; e a c h family member experiences an impact based on her/his
own place in the family, relationships to the caregiver and the care receiver,
and life-cycle stage. Measuring family dynamics by means of numerical scales
alone does not, cannot, give the full picture of family interaction in the
caregiving situation. Only through the combination o f quantitative
measurem ent and qualitative explorations can the real picture of family
caregiving em erge and begin to be understood.
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7 .3 Limitations to Generalizability
As discussed in C hapter I, the sample of caregivers interviewed for the
current research is not a true representative sample. It is, however, a sam ple
selected from all regions of one entire state, and it represents rural and
moderately urbanized populations, as well as a full age range of caregivers and
care receivers. T h e sam ple crosses diagnostic lines and represents both
families who are receiving formal long-term care assistance and those who are
not. In addition to th e good cross-section sam ple of caregivers, th e statistical
analyses employed used techniques suitable for hypothesis testing of
population param eters from sam ple statistics, thus permitting through statistical
controls some generalizations from the research sample. Although this current
research should not b e generalized to large urban populations or to
populations with w idely different ethnic/racial backgrounds, it is reasonable to
assume that it can be generalized to similar rural, small-town regions.
Furthermore, the concepts studied here-estee m , mastery, and a lie n a tio n -a re
basic human constructs and the findings from the current research should be
viewed as applicable to a broader sample of caregivers.

7 .4 Implications
T h e implications from the current research are considerable and farranging. The findings are relevant to research, theory, and policy.
7.4.1

Research
A vailable literature suggests that research examining the caregiver-

stress process has b een confined to the m easurem ent of “w ell-being,” most
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often defined by the presence or ab sen ce of depression and anxiety or by
changes in the caregiver’s physical health. T h e premise of this study was that a
lack of statistically significant effects in som e previous caregiver studies might
be the result of not asking the more basic question: W h at effect does
caregiving have on the caregiver’s sense of self or on their sense of social
integration? T h e findings in this study give support to seeking the
m easurem ent of more elem ental outcom es than depression and physical
health. Dim inishm ent of self and alienation m ay be endpoints in themselves, or
they m ay be the foundation for subsequent, m ore overt manifestations, such as
depression. As Pearlin noted in his address at the Eastern Sociological
Society (E S S ) meeting on March 19, 1994, if esteem is maintained, it can act
as a barrier; if lowered, it may lead to detrimental physical or mental outcomes.
In either case, research on the stress process, and specifically the stress of
caregiving, must continue to question w hether the most appropriate outcomes
are being m easured.
T his research demonstrated th e importance of considering the
diminishment of self and alienation a s adverse consequences of family
caregiving. T h e relationship between caregiving, and caregiver and family
m em ber alienation, had not been previously examined. Alienation, being an
interpersonal concept, m ay prove to be a more fruitful area of m easurem ent
than the more personal outcomes of depression and anxiety.
C losely connected to identifying the most relevant outcomes is
identifying the precise measurem ent of those outcomes. M easures used in this
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research have been used in many different areas of research and are often
seen as “global”-type measures. This research lends credence to the need to
refine th e m easures, making them more specific to the caregiving situation, as
Pearlin and his associates have begun to do (1990). Comments volunteered
during the interviews for this research support this need for refinement: “Do
you m ean in relation to taking care of Mother, or do you m ean in my life in
general?” At the ESS annual meeting in March 1994, Carmi Schooler and
Robert H are both spoke to the need to refine global measures and develop
specific m easures of self-concept. As Hare emphasized, it is the social context
in which the mental life is developed that is critical. The need for socialcontext-specific m easures of alienation is there as well. Sociologists’ interest
in alienation has largely been rooted in macro-level events; there is a clear
need to m ake alienation m easures equally suitable for micro-level research.
This research clearly points to the need for both quantitative and
qualitative m easures in caregiving research. Family caregiving is a very
complex process, consisting of many and diverse variables. Q uantitative
studies alone limit the variables measured and restrict the investigation of
complex relationships; they tend to dehum anize the intimately hum an activity of
caregiving.

On the other hand, pure qualitative study of family caregiving

provides no numerical data by which comparisons can be m ade or upon which
policymakers can make decisions. It is easy for those not directly involved with
caregiving to dismiss the verbal accounts of "a few” family caregivers. Both
forms of research are needed. The current research clearly shows the

169

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

advantages of combining quantitative and qualitative research in the
measurem ent of such a personal endeavor as the physical and emotional care
of a chronically ill, disabled, or dying family member.
Developing valid and reliable instruments is vital for advancing the study
of families in relation to health and illness. Som e authors have indicated that
m easuring family functioning is still at th e primitive stage: W h ile most
instruments have demonstrated good reliability (test-retest) and internal
consistency, there has been less evidence of their validity (Doherty and
Cam pbell, 1988). This study’s factor analysis of the Beavers Self-Report
Fam ily Inventory called into question the identification of six distinct constructs
claim ed to be m easured in th e inventory. W h ile the authors of the inventory
claim it measures perceptions of family health, conflict, communication, family
cohesion, directive leadership, and expressiveness, the current research, using
2 6 2 responses (i.e., 150 caregivers and 112 family members), shows no
evidence of six distinct constructs. Factor analysis clearly identified only two
factors, with limited evidence of a possible third factor. Thus, this research,
with its factor analysis of a currently popular m easure of family functioning,
indicates that methodological problems in family and health research continue.

7 .4 .2 Theory
Research conducted on the stress process has demonstrated that
events may be stressful or not, depending on their magnitude, number, and
quality; and whether they are scheduled, desired, and within the individual’s
control (Pearlin, et al., 1981).

Caregiving, which at times is treated in the

170

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

literature as being universally stressful, is no different from other potential
stressors. T h e quantitative and qualitative data in the current research
indicates that for som e caregivers, providing care to a chronically or terminally
ill relative may be a w elcom e w ay to demonstrate love and to return some
m easure of what they received from their relative in days gone by. For these
caregivers, the stressor of caregiving yields no adverse outcomes. For other
caregivers, although m any o f these same feelings may be present, additional
factors may also b e present, turning the caregiving situation into a process
whereby some form of distress becomes evident. Finally, som e caregivers
either reluctantly accept the tasks and responsibilities of providing care or,
having willingly entered into caregiving, find the enormity of the situation so
great that the stress process results in adverse outcomes. It is therefore not
surprising that research that treats caregiving as universally undesirable
results in statistically small effects from the pooling of these differences.
Nor is it surprising th at research that focuses only on prim ary caregiver
outcomes, with no m easure of fam ily interaction, fails to tap a powerful source
of potential stress. Fam ily m em bers function in the context of other family
members and other social institutions. A caregiver and her/his care recipient
are not self-contained. No m atter how skilled, efficient, and physically strong a
caregiver m ay be, lack of support or open opposition from other family
members has been shown in this research to be a potent source of stress.
Theoretically, fam ily systems theory has been used by clinicians to help
understand and treat fam ilies trying to cope with chronic or life-threatening
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illness. M any of the family functioning measures have em erged from the
clinical practice a ren a, as the Beavers scale used in this study did. Family
systems theory, a s a theoretical framework for research, has been far less
widely used. T h e current research demonstrates its im portance as a research
framework.
T h e role o f social support and personal coping as moderators in the
stress process is a rich and important area of research. This research
contributed to th e knowledge base concerning the role o f moderators in the
stress process; specifically, it provided additional d ata on m oderators’ main
effect versus their buffering effect. In the realm of basic research this is of
considerable importance; in an applied science role, it has considerable
implications for th e provision of services.

Within th e process o f stress, the

moderating factors represent one area w here changes and interventions are
possible. In the c a s e of life events, and particularly for events necessitating
family caregiving, there is often little that can be d one to prevent or change the
stressor itself.

T h e m oderating factors of social support and personal coping

are, however, a re a s w h ere intervention is possible.

7 .5.3 Policy
As indicated in C hapter II, studies have presented mixed results from the
m easurem ent of careg ive r strain and interventions fo r caregiver relief. This
research indicates that the ambiguity of the data m ay come from researchers’
failure to look for th e right source of strain or the right effects from the strain.
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Th e essential nature of the problem needs to be understood before
m easurem ents are selected.
Caregiving classes and caregiver support groups often focus on the
instrumental aspects of c a re -th e "how-to” facts. Although these are vital skills
to learn early in the caregiving process, this research indicates that many
caregivers do m aster routine caregiving skills, as well as m any advanced
techniques. In this study, caregivers often surpassed trained health care
w orkers in their ability to provide care for that particular individual. T h e needs
of the family careg iver go beyond the basic skills and information needed to
provide care. H ealth care professionals often fail to address the stressor found
to be most problem atic in this study: the lack o f support or the open opposition
from other family m em bers. Few intervention program s are based on a familycentered approach; most are focused exclusively on the caregiver and the care
recipient. Yet, as has been seen, caregivers reside within the larger framework
of the family system, continuously interacting with other family members.
Likewise, research has largely concentrated on caregiver outcomes of
physical disability, anxiety, or depression. The outcomes m easured in this
study—low esteem , low mastery, and a lie n a tio n -a re conceptually different from
depression and anxiety and may be present when the others are not. Thus,
programs designed to prevent or relieve caregiver depression may not be
reaching the actual caregiver strain. The caregiver may demonstrate no
depressive symptomatology, but may be feeling very alien ated -so cially
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isolated, powerless, and lacking any guiding norms in how to deal with a
situation that seem s so unresponsive to change or improvement.
Systems theory, with its ecological perspective, m akes it clear that
fam ilies do not en g ag e in activities in isolation from the health care system or
from the rest of society. Am erica’s health care policy is largely dominated by
the biomedical m o d el-d isc rete illnesses and a “cure” mentality. Chronic
illness, and the m anagem ent of long-term care, has traditionally fallen outside
the realm of the biomedical model. On the largest scale, this is obvious in the
lack of a national long-term care policy. M edicare, the most obvious place to
find long-term care provisions for the elderly, is a very acute-care, hospitalbased program with very limited provisions for any aspect of long-term care. In
lieu of a national long-term care policy, Medicaid, designed as a safety net for
fam ilies in poverty, now devotes approximately half its expenditures to nursing
home payments for the elderly.
As noted before, the need for long-term care is not confined to the
elderly. Excerpts from a letter written to Hillary Rodham Clinton, and shared
with the researcher, reflect the extent of unmet need:

T hank you for coming to M aine last week. As you could see there are many
people interested in health care in the state.
Although the forum was most informative, I still have concerns. I have not
found a definition for long-term health care in any of the plans, but I have heard
a tw o-year limit m entioned. I am most apologetic for the fact that my daughter
is 2 6 years old and has been taking very expensive medication daily since she
was two....
I’m sorry that children like mine are such a burden on th e country as a whole.
T h eir mortality rate used to be very high, but with modern care, they now live
through the fragile early years. It is not fair to them to then abandon them in
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their older years. I will stay with Cathy a s long as I am physically a b le to do so.
I continue to apply to private facilities in the hope that she will be accepted at
one that still copes with people with her degree of dysfunction. I am afraid she
will also need a grant since our savings w ere spent over the years on her care.
At the moment 1am hoping my retirem ent pension will keep m e financially
independent w herever w e have to move to find her services. ...[1145]
Long-term care is here to stay. T h e nation can neither afford nor does it
w ant to promote widespread institutional care for its disabled, frail, and elderly
citizens. W hile community-based care is a growing reality, fam ily-based care
has been with us all along and is here to stay. Family caregiving is the
keystone to long-term care; understanding the effects of caregiving on the
primary caregiver and on family functioning is cruical--for individual health, for
family health, and for the health of our communities and our nation.
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U

n i v e r s i t y

D e partm ent of S o c io lo g y and A n th ro p o lo g y C ollege or Liberal A rts
H o rto n Social Science Center
20 C ollege Road
D u rham , N ew H a m p s h ire 03824*3?3o
O fhce of Sociology- it>03i So2-2500

o f

N

e w

H

a m p s h i r e

WANTED
FAMILY CAREGIVERS

I am seeking family caregivers who a re interested and willing to participate in my
study on long term caregiving. I am asking your help in identifying families who
m ight be interested in participating in the study.
The purpose of the stu d y is to find o u t how m uch time and what kinds of activities
caregivers are providing for relatives who need long term care a t home. The study
also examines th e personal im pact on the caregiver and on how providing care affects
relationships within the family.
There are two criteria for participating in the study:
•

The family lives in M aine

»

Long term care is being provided for a family member

For the purposes of this study lo n g term care" is defined as providing
care in the home to a relative who needs assistance with some aspect of daily
living (e.g., personal care, housekeeping, financial and/orlegal affairs, etc.) and
whose condition rela te s to a chronic state for which no complete resolution is
expected w ithin th e n e a r future. It is n o t necessary for the caregiver to live
in the same household as the carereceiver.
If your fam ily is providing long term care to a relative in her/his home and you are
interested in participating in th e study, please complete an "Authorization for Release
of Confidential Inform ation” form so I m ay contact you and arrange a convenient
interview time. I f you know o f some other family th a t is providing family care, please
pass this inform ation an d A uthorization form on to them. This study has been
carefully reviewed and approved by th e U niversity of New Ham pshire Institutional
Review Board an d the confidentiality of inform ation and families is assured.
If you have any questions a n d w ant to reach m e directly please feci free to call or
w rite me at home: (207) 666-3298; R(R #2 Box 3711, Wheeler Hill Road, Bowdoin,
M aine 04008.
9 'i& J jc -c . /% •

Holley S./Gimpel, RN
Ph.D Candidate

< P lease se e reverse sid e for Authorization form >
a/' selfrpt2.1et

1093hsg
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L e tte r h e a d o f th e in d iv id u a l agency

D ear

[ A g e n c y n a m e ] h as been asked to participate in a research study on long term care
giving in the home and its effect on the person providing th e prim ary care a.id other
close family m em bers. Since your family is providing this type of care we felt you
m ight be interested in participating in the study.
T he purpose of the study is to find out how m uch time and w hat kinds of activities
you are providing for your relative who needs care a t home. It is also to study how
providing this care affects y o u r relationships w ith other family mem bers.
Participation involves having the researcher contact you by phone to set up an
appointm ent when it will be convenient for you to answer a series of questions about
caring for your relative. A nsw ering the questions will take approxim ately one hour
of your time. The research er will come to your home, or m eet you in another location
of your choosing.
The person conducting th e study is Holley Gimpel, a nurse who is currently a
g raduate stu d en t a t the U niversity of New H am pshire. She has worked with families
in the community for several years and is interested in identifying w hat best helps
fam ilies who are providing long term care a t home for a fam ily member. Holley
Gimpel does not work for [ n a m e o f a g e n c y ] or with any agency th a t provides
services to your family. You are under no obligation to participate in the study and
your decision w hether or n o t to do so will in no way affect any care or services your
fam ily receives. No individual or family will be identified on the survey and all
answ ers will be completely confidential.
If you are willing to participate in the study you need to sign the enclosed
"Authorization For Release of Confidential Information" form which will allow us to
give Holley your nam e and phone num ber so she can call you.
Please retu rn the Release form in the enclosed self-addressed envelope.
call me if you w ant more inform ation about the study.

You may

Sincerely,

Vice-President of N ursing
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Agency Letterhead

A U TH O RIZA TIO N F O R R E L E A S E O F CO N FID EN TIA L INFO RM ATIO N

I , ___________________________________________ , am interested in participating in
(Full Name)
the U niversity of New H am pshire study on Long Term Caregiving in the home.
My nam e and phone num ber can be given to Holley Gimpel, th e researcher, so she
can contact me. I u n d erstand th a t all inform ation I give will be completely
confidential and no individual or fam ily will be identified in the study.

P L E A S E CH ECK BELOW :
[

]

YES, I w ant to be contacted by phone to set up a time to m eet w ith Holley
Gimpel to answ er questions for the Long Term Caregiving study.
The best times for Holley Gimpel to call me are:

She should definitely not call me a t the following times:

t

]

NO, I do not w ant to be contacted about participating in the Long Term
Caregiving study
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INFORMED CONSENT FORM
PURPOSE: The purpose of this research is to study long-term caregiving in the home and its
effect on the person providing the primary care, and on other close family members.
DESCRIPTION: To participate in this study, you will be asked to complete a questionnaire
administered by the researcher. The researcher will conduct the interview in your home, or in
another location of your own choosing. If you are the primary caregiver, completing the
questionnaire will take about one (1) hour; if you are a family member, completing the
questionnaire will take about 20 minutes. The questions you will be asked pertain primarily to
the time and activities involved in caring for your relative, and on how providing care at home
affects your relationships within the family.
PLEASE READ THE FOLLOWING STATEMENTS AND RESPOND AS TO WHETHER OR
NOT YOU ARE WILLING TO PARTICIPATE:
1.

I understand that the use of human subjects in this project has been approved by the
UNH Institutional Review Board for the Protection of Human Subjects in Research.

2.

I understand that the confidentiality of all data and records associated with my
participation in this research, including my identity, will be fully maintained.

3.

I understand that my consent to participate in this research is entirely voluntary, and that
my refusal to participate will involve no prejudice, penalty or loss of benefits to which I
would otherwise be entitled.

4.

I further understand that if I consent to participate, I may choose not to answer some of
the questions asked, and I may discontinue my participation at any time without
prejudice, penalty, or loss of
benefits to which I would otherwise be entitled.

5.

I confirm that no coercion of any kind was used in seeking my participation in this
research project.

6.

I understand that if I have any questions pertaining to the research, or my rights as a
research subject, I have the right to call Holley Gimpel, (207) 666-3298 and be given the
opportunity to discuss them in confidence.

7.

I understand that any information gained about me as a result of my participation will be
provided to me upon request at the conclusion of my involvement in this research
project.

8.

I certify that I have read and fully understand the purpose of this research project and its
risks and benefits for me as stated above.
□

I , ____________________________ AGREE to participate in this research project.
(Print Name)

□

I , ___________________________ REFUSE to participate in this research project.
(Print Name)

Signature o f Participant

Date
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D e partm ent o f fo c io lo c \ and A n th ro p o lo p \
Collect* or Liberal A rt>
M orton bocia! Science Center
2 l' C o lle g e R o o d

D u rha m . New H a m p sh ire P.'SZ-J-.'rSn
O ffice ot 5 o c to io c \ (n0?> '■'o2-2?00

Dear Family Member,

Please read the attached Informed Consent form carefully.
If you agree to participate in the study, please print your name at the bottom and then
sign in the appropriate place. Return the form to me in the enclosed self addressed,
stamped envelope.
The Family Member interviews can be done by telephone or in person; they take about
15 to 20 minutes to complete. Please indicate below the best times for me to call you:

The best times for Holley Gimpel to call me are:

Time:______________________________

Phone number:,
OR

Time:

Phone number:

If you are unable to speak with me at the particular time I call, please just
give me a more convenient time and I will be happy to call you back.

Thank you very much for your participation. If you have any questions please feel free
to call me at (207) 666-3298

a\faminfor.let

hsgl093
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JOURNALS
What is a Journal?
The first "rule" about keeping a journal is that THERE ARE NO RULES.
A personal journal is where you can record your thoughts, feelings, questions, anything
you wish; there is nothing that is "right' and nothing that is “wrong."
A journal is a place where you can write your reactions to things -- what goes on around
you, other people, yourself, your own thoughts, your joys, your sorrows, your frustrations,
anything! You may write things that seem to have nothing at all to do with your
caregiving, or you may write only about caregiving; you may write about anything at all.
A journal is written only for YOU; they are not written for anyone else’s benefit. I am
asking you to keep a journal and to let me read your entries from time to time so that I
can better understand what it means to be a caregiver. But the journals are yours, not
mine. After I have read a journal, it can be returned to you to keep if you wish.
How to keep a Journal
Journal writing takes only 5 to 10 minutes a day, and does not have to be done every
day. There may be days when you simply do not have time; or there may be days when
you don't feel like writing anything. It works best for most people who keep journals,
though, to take just 5 minutes each day (or almost everyday) and not “save up" a lot to
write at once -- then you really won’t have time to write everything you have been thinking
and feeling!
Write whenever you want; whatever you want.
How to get new Journal notebooks
When one journal notebook gets filled up, mail it to me in the self addressed stamped
envelope and I will immediately send you a new, blank book. Or, if you wish, call me
anytime and I wili mail you a new notebook. Let me know if you want completed
notebooks returned to you. Neither you nor your family will ever be identified through my
study of caregivers; no one but me will ever read the journals themselves and only an
identification number appears on the book; not a name.
Many people have found journal writing enjoyable, fulfilling, or tension relieving. With
these journals you have a chance to feel as others have, and to help a researcher better
understand what it really means to be a caregiver.

tAjoumals

1093tisg
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Principal Factor Analyses
and
Cronbach Alpha Coefficients

S cale
O utcom es
Esteem
Mastery
Alienation
Family functioning
(pre-caregiving)
Family functioning
(with caregiving)
S tre sso rs
Activities of daily
living
Household
management
Family opposition
Family conflict
M oderators
Family support
Friend support
Instrumental help
Manage situation
Manage meaning
Manage symptoms

*

•C ronbach
A lpha

F a cto r 1
Loading

F a cto r 2
Lo a d in g

0.8627
0.7926
0.8578
0.9244

“esteem”
4.13
“mastery” 2.51
"integrat”
2.15
“bfcohes” 10.39

“power”
“bfconfl”

1.06
2.17

0.9264

“afcohes” 10.76

“afconfl”

2.49

0.9178

“adl?”

0.7631

“manage”

3.07

0.7893
0.8193

“supprob”
“famconf”

2.41
2.39

0.9199
0.9218
0.7799
0.7212
0.8552
0.5845

“famsup”
6.09
“frdsup”
6.21
“help”
2.32
“probsol”
2.27
"reapp”
4.38
“distance” 1.71

F a c to r 3
Loadin g

"norm”

3.94
“house”

1.18

“infoseek”
“spiritual”
“tensred”

1.00
0.92
1.00

Note:
Cronbach Alpha coefficients are given for complete scales.
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Figure 3
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Figure 4
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Region
R espondent No.________________
1.
2.
3.
4.

South/W est
Central
Eastern
Northern

Interview No.
Location

(1)___ (2)____

(1) home

(2) other

Population______________________________________________________________Date________________
1.
2.
3.

Under 3,000
3,001 to 15,000
15,001 to 25,000

4.

25,001 and above

Tim e be g a n ,
T im e e n d e d ,
CHS (1)
O ther (2)

LONG TERM CAREGIVING STUDY

CAREGIVER

This stud y is a b ou t long term caregiving in the home and its effect on th e person providing
the prim ary care, and on other close fam ily members.

It is im portant tha t your an sw e rs be as accurate as possible so take as m uch time as you
need. Don’t hesitate to ask m e a b ou t some questions if the y are not clear to you. If there are any
questions that you do not wish to answ er, those questions m ay be skipped and we can go right on
to the next question.
All inform ation you give me w ill be com pletely confidential and none o f it will be released in
any w ay that w o uld perm it identification of you or your family. You m ay discontinue participation in
the study at a n y tim e without prejudice, penalty, o r loss of benefits to which you might otherwise be
entitled.

carau asl.6

1

hsg1/94
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I WOULD LIKE TO BEGIN BY ASKING YOU SOME BACKGROUND QUESTIONS ABOUT THE
PERSON YOU ARE CARING FOR.
A1

How is the person, or persons, you are caring for related to you?
1.
2.

3.
4.
5.
6.
7.
8.
9.
10.
11 .

Mother
Father
Wife
Husband
Daughter
Son
Mother-in-law
Father-in-law
Grandmother
Grandfather
Other

A2

Number of people being cared for ___________

A3

INTERVIEWER CHECK: GENDER OF PATIENT
0.
1.

Female
Male

A4

How old is the person you are caring for?

A5

What condition(s) does <

A6

About how long has s/he had this condition? Would you say it has been....
1.
2.

3.
4.
5.
6.
7.

> have that requires care to be given?

Less than 6 months
At least 6 months but less than 1 year
At least 1 year but less than 2 years
At least 2 years but less than 5 years
At least 5 years but less than 10 years
10 years or more
Other: Soecifv

carquest.6

2

hsgl/94
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A7

How long have you been involved in taking care of <
1.
2.
3.
4.
5.
6.
7.

A8

>?

Less than 6 months
At least 6 months but less than 1 year
At least 1 year but less than 2 years
At least 2 years but less than 5 years
At least 5 years but less than 10 years
10 years or more
Other: Specify_______________________

How much longer do you expect to be involved in caring for <
1.
2.
3.
4.
5.
6.
7.

> at home?

Less than 6 months
At least 6 months but loss than 1 year
At least 1 year but less than 2 years
At least 2 years but less than 5 years
At least 5 years but less than 10 years
10 years or more
Other: Specify_______________________

THE NEXT FEW QUESTIONS ARE ABOUT YOU.
B1

INTERVIEWER CHECK: GENDER OF RESPONDENT
0.
1.

Female
Male

What is your marital status?
0.
1.
2.

3.
4.

Never been married
Married
Widowed
Divorced
Other (eg, significant other)
Soecifv

B3

How old are you?

carquost.6

3

hsg1/D4
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B4

What do you consider your race or ethnic background to be? Would you say it is..
1.
2.
3.
4.
5.
6.
7.

B5

What is the highest level of education that you have completed?
1.
2.
3.
4.
5.
6.

B6

>?

No
Yes-I went from full time to part time
Yes-I had to stop work all together
Yes-I had to start working
Other: Specify________________________________________

As a result of your caregiving responsibilities, do you anticipate that your employment status
will change in the near future?
0.
1.

B9

No
Yes-part time
Yes-full time

Did your employment status change as a result of caring for <
0.
1.
2.
3.
4.

BB

8th grade or less
Some vocational or high school (9th - 11th grades)
Vocational or high school graduate
Some college
College graduate
Graduate/or professional school

Are you currently employed outside the home?
0.
1.
2.

B7

Franco American
White, but not Franco American
Native American (tribe______________________________)
African American
Hispanic
Asian
Other - Specify___________________

No
Yes...
What change do you expect?_____________________________________

Since you have been taking care of your <
income?
0.
1.

> has there been a decrease in your personal

No
Yes

carquest.6

4

hsg1/94
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BIO

Since you have been taking care of your <
monthly expenses?
0.
1.

> has there been an increase in your personal

No
Yes

B11 As a result of caregiving, do you expect an increase in monthly expenses in the near future?
0.
1.
B12

In 1992 what was your total family income before taxes?
15.
25.
35.
45.
55.
65.

B13

1.

if

in i •r
n u or iywu■
uuiy.>

Because there was no one else available.
Other Specify
_____________________

How would you describe your own physical health?
1.
2.

3.
4.

Excellent
Good
Fair
Poor

Are you being treated by a doctor for any health related problems?
0.
1.

B16

Because you really wanted to.
P n f* m ii* n i m i i 4 a H
Cvwciuoo
jw u ton

3.
4.

B15

Less than $20,000
$20,000 to less than $30,000
$30,000 to less than $40,000
$40,000 to less than $50,000
$50,000 to less than $60,000
More than $60,000

Which of the following bestdescribes how you became involved in caring for < >?

2

B14

No
Yes

No
Yes: Specify

_________________________ _______________

How many people live in your household (including yourself)?

carquest,6

5

rng1/94
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B17

How many relatives do you have, not living with you, but who live near by, say within an
hour's drive?

B16

Do you live in the same household with the patient?
0.
1.

No
Y esHow long have you lived with her/him? ___________

NOW I AM GOING TO ASK YOU ABOUT YOUR RELATIVE’S ABILITY TO PERFORM
PERSONAL, EVERYDAY ACTIVITIES AND WHO ASSISTS HER/HIM WHEN S/HE NEEDS HELP
C1

What about cutting and eating her/his own food?
0.
1.
2.

C2

Who usually helps her/him with cutting and eating her/his food?
1.
2.
3.
4.
5.
6.

C3

Can do with no help at all (Skip to C5)
Can do with some help from others
Cannot do at all by her/him self

Who usually helps her/him with dressing and undressing?
1.
2.
3.
4.
5.
6.

C5

You usually help her/him with this
Some other family member usually helps her/him with this
Someone outside the family usually helps her/him with this
You and other family members equally share this responsibility
You and outside help equally share this responsibility
Other family members and outside help equally share this responsibility

What about dressing and undressing her/him self?
0.
1.
2.

C4

Can do with no help at all (Sidp to C3)
Can do with some help from others
Cannot do at all by her/him self

You usually help her/him with this
Some other family member usually helps her/him with this
Someone outside the family usually helps her/him with this
You and other family members equally share this responsibility
You and outside help equally share this responsibility
Other family members and outside help equally share this responsibility

What about walking?
0.
1.
2.

Can do with no help at all (Skip to C7)
Can do with some help from others
Cannot do at all by her/him self

carquest.6
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C6

Who usually helps her/him with walking?
1.
2.
3.
4.
5.
6.

C7

What about taking a bath or shower?
0.
1.
2.

C8

Gan do with no help at all (Skip to C11)
Can do with some help from others
Cannot do at all by her/him self

Who usually helps her/him with using the toilet?
1.
2.
3.
4.
5.
6.

C11

You usually help her/him with this
Some other family member usually helps her/him with this
Someone outside the family usually helps her/him with this
You and other family members equally share this responsibility
You and outside help equally share this responsibility
Other family members and outside help equally share this responsibility

What about using the toilet?
0.
1.
2.

CIO

Can do with no help at all (Skip to C9)
Can do with some help from others
Cannot do at all by her/him self

Who usually helps her/him with bathing or showering?
1.
2.
3.
4.
5.
6.

C9

You usually help her/him with this
Some other family member usually helps her/him with this
Someone outside the family usually helps her/him with this
You and other family members equally share this responsibility
You and outside help equally share this responsibility
Other family members and outside help equally share this responsibility

You usually help her/him with this
Some other family member usually helps her/him with this
Someone outside the family usually helps her/him with this
You and other family members equally share this responsibility
You and outside help equally share this responsibility
Other family members and outside help equally share this responsibility

What about getting in and out of bed?
0.
1.
2.

Can do with no help at all (Skip to C12)
Can do with some help from others
Cannot do at all by her/him self

carquesl.6
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C12

Who usually helps her/him with getting in and out of bed?
1.
2.
3.
4.
5.
6.

C13

You usually help her/him with this
Some other family member usually helps her/him with this
Someone outside the family usually helps her/him with this
You and other family members equally share this responsibility
You and outside help equally share this responsibility
Other family members and outside help equally share this responsibility

How many hours of assistance do you get from home health aide/homemaker services?

SINCE <
> HAS BEEN ILL [DISABLED], TO WHAT EXTENT DO YOU HAVE
RESPONSIBILITY FOR THE FOLLOWING HOUSEHOLD CHORES OR TASKS?
D1

Grocery shopping for the household?
0.
1.
2.
3.

D2

> laundry?

O
X
^

Not at ad
Somewhat
Quite a bit
Completely

Cleaning <
0.
1.
2.
3.

CD
<
2
<
g

Not at all
Somewhat
Quite a bit
Completely

Doing <
0.
1.
2.
3.

D4

h-

Z
LU

Cooking and preparing < > meals?
0.
1.
2.
,

03

Not at all
Somewhat
Quite a bit
Completely

co
Q

3
O

ZD

O

> house or apartment?

Not at all
Somewhat
Quite a bit
Completely

ctrpunsJ.6
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D5

Running errands for <
0.
1.
2.
3.

D6

D7

Not a! all
Somewhat
Quite a bit
Completely
>?

Not at all
Somewhat
Quite a bit
Completely

Arranging visits and keeping others updated on <
0.
1.
2.
3.

D9

> places?

Handling phone calls and messages for <
0.
1.
2.
3.

D8

Not at all
Somewhat
Quite a bit
Completely

Driving <
0.
1.
2.
3.

>?

Not at all
Somewhat
Quite a bit
Completely

Handling <
0.
1.
2.
3.

> finances (eg. depositing checks, withdrawing cash, payingbills, etc)

Not at all
Somewhat
Quite a bit
Completely

D10 Handling <
0.
1.
2.
3.

> condition?

> legal affairs (e.g., writing will, meeting with lawyers, etc.)

Not at all
Somewhat
Quite a bit
Completely

D11 Helping <
> make medical or health care decisions (e.g. deciding on best
medical procedures, social services, etc.)
0.
Not at all
1.
Somewhat
2.
Quite a bit
3.
Completely

carauest.6
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D12

Asking doctors or nurses questions tor <
0.
1.
2.
3.

D13

Not at all
Somewhat
Quite a bit
Completely

Taking <
0.
1.
2.
3.

>.

> to doctor's appointments.

Not at all
Somewhat
Quite a bit
Completely

THE NEXT QUESTIONS ARE ABOUT TIME YOU HAVE-OR DONT HAVE-FOR YOURSELF
El

How long can <
0.
1.
2.
3.

E2

> when s/he cannot stay alone during the day?

You
A relative living in the home
A relative living outside the home
A friend
Someone you hire to help you
Someone from a nursing agency
Other

How long can s/he be left alone at night?
0.
1.
2.

E4

Not at all
For an hour or two
For a whole morning or afternoon
For the whole day

Who stays with <
1.
2.
3.
4.
5.
6.
7.

E3

> be left alone during the day?

Not at all
For part of the night
For the entire night

Who stays with <
1.
2.
3.
4.
5.
6.
7.

You
A relative
A relative
A friend
Someone
Someone
Other

> when s/he cannot stay alone during the night?

living in the home
living outside the home
you hire to help you
from a nursing agency

carpuest.6
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E5
Is there any place that <
something for yourself?
0.
1.
2.
3.
4.
5.
7.
E6

No
Day care (child or adult)
School
The Senior Citizen’s Center
A relative's home
A friend's home
Other

On the average, about how many hours a day do you spend caring for < >?
1.
5.

2 or less

10.

8 to 12

15.

13 to 17
18 or more

20 .

E7

> goes during the day while you work, shop, or do

3 to 7

Is there anything else you would like to add about what you do for <
mentioned yet?

>that we haven't

TAKING CARE OF SOMEONE WHO IS ILL AND DISABLED CAN MAKE A PERSON THINK
MORE ABOUT HER/HIS OWN HEALTH AND FUTURE.
CONSIDERING YOUR OWN THOUGHTS AND FEEUNGS, INDICATE THE EXTENT TO WHICH
YOU AGREE OR DISAGREE WITH THE FOLLOWING STATEMENTS.
Strongly agree

Agree

Disagree

Strongly disagree

2

3

4

F 1 to F 7

F 1 There is really no
way I can solve some
of the problems I have
F2 Sometimes I feel
that I am being pushed
around in life

MASTERY

F3 I have little control
over the things that
happen to me
F4 I can do just about
anything I really set by
mind to

carquesL6
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F6 What happens to
me in the future mostly
depends on me

1

F7 There is little I can
do to change many of
the important things in
my life

1

2

2

2

3

4

3

4

3

4

G1 I feel that I am a
person of worth, at
least on an equal with
others

1

2

3

4

G2 I feel that I have a
number of good
qualities

1

2

3

4

G3 All in all, I am
inclined to feel that I
am a failure

1

2

3

4

G4 I am able to do
things as well as most
other people

1

2

3

4

G5 I feel I do not have
much to be proud of

1

2

3

4

G6 I take a positive
attitude toward myself

1

2

3

4

G7 On the whole I am
satisfied with myself

1

2

3

4

G8 I certainly feel
useless at times

1

2

3

4

G9 I wish I could have
more respect for myself

1

2

3

4

G10 At times I think I
am no good at all

1

2

3

4

12
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G I to G 10

1

ESTEEM

F5 I often feel helpless
in dealing with the
problems of life
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ON THE BASIS OF YOUR PERSONAL FEELINGS AS A CAREGIVER. PLEASE INDICATE THE
EXTENT TO WHICH YOU AGREE OR DISAGREE WITH THE FOLLOWING STATEMENTS:
Strongly agree

Agree

Disagree

Strongly disagree

H1 Sometimes I feel
all alone in the world

1

2

3

4

H2 1 don't get invited
out by friends as often
as I’d like

1

2

3

4

H3 Most people today
seldom feel lonely

1

2

3

4

1

2

3

4

1

2

3

4

1

2

3

4

1

2

3

4

1

2

3

4

1

2

3

4

H10 I worry about the
future facing today’s
children

1

2

3

4

H11 Sometimes I have
the feeling that other
people are using me

1

2

3

4

H6 The world in which
we live is basically a
friendly place
H7 There are few
dependable ties
between people any
more
H8 People are just
naturally friendly and
helpful

X
c
o
ra’
o
«

H 1 to H 2 3

H5 One can always
find friends if s/he
shows s/he is friendly

o
X
o

ra

'a
o
CO

H9 1don't get to visit
as often as I'd really
like

caiquosLS
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ALIENATION

H4 Real friends are as
easy as ever to find

H12 It is frightening to
be responsible for
another person
T“

H13 There are so
many decisions that
have to be made today
that sometimes I could
just 'blow up*

X
2
O
r_
t/>

H14 There is little
chance for promotion
on the job unless a
person oets a break
H15 We are so
constrained today that
there is not much room
for choice even in
personal matters

®

{g
®
jg
^

H16 We are just so
many cogs in the
machinery of life
H17 The future looks
very dismal
H18 The end often
justifies the means
H19 People’s ideas
change so much that I
wonder if we'll ever
have anything to
depend on
H20 Everything is
relative, and there just
aren't any definite rules
to live by
H21 I often wonder
what the meaning of life
really is

co
CN
-2

®
-c/)

W
®
w
J8
£
k.
o
2
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H22 The only thing
one can be sure of
today is that s/he can
be sure of nothing

1

H23 With so many
religions abroad, one
does not really know
which to believe

1

2

2

3

4

3

4

PEOPLE DO DIFFERENT THINGS TO TRY AND MAKE FT EASIER FOR THEMSELVES TO
GIVE CARE.
HOW MUCH DO EACH OF THE FOLLOWING STATEMENTS DESCRIBE WHAT YOU
PERSONALLY TRY TO DO?
Very much

12 I try to make a

routine out of the things
I have to do

Somewhat

Not at all

^
_
o
T"
—

M to I 9

11 I try to stick to a
planned schedule so
that I can make better
use of my time

Quite a bit

c
>

^
c

SITUATION

13 I try to keep the
household organized
and orderly

XI

THE

£
D_

MANAGING

14 I try to sort out the
things that I really have
to do from the things i
can let slide
15 I read books or
magazines about
her/his condition so that
I can better understand
the disease
16 I try to learn the
best ways to take care
of my relative

carquoste
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17 I ask nurses or
doctors questions about
my relative’s condition
so that I will know what
to expect

®
0

in
o>

c

IS I try to keep
informed about the
latest treatments and
medical discoveries
concerning <
>
conditions
19 I speak to people
who have been through
this so I can prepare
myself for the future

V

a>

$

c

.2

ra
E

a

.£

THERE ARE ALSO DIFFERENT WAYS PEOPLE THINK THAT HELP THEM DEAL WITH THE
PROBLEMS OF GIVING CARE.
HOW OFTEN DO YOU PERSONALLY DO THE FOLLOWING THINGS?

^
co
—3
o

J 2 Remind yourself
that there are others
who are worse off than
you

_j
—
2j
jo

J3 Try keepinga
sense of humor about
the situation

S'
S
^

J4 Tell yourself that
God or some higher
power will get you
through these difficult
times

~
o

Often

Very often

1

1

MEANING

J1 Tell yourself that
things are going to get
better in the future

Sometimes

J 1 to J 13

Never

CL

THE

1

MANAGING

>
1

carquost.6
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J5 Pray for strength to
keep on going
ra <o
J 6 Try to find some
greater meaning or
purpose in what is
happening
J7 Focus on the
positive things in your
life instead of your
problems.

CD —j

5

o

CO Tj-

3 _
CL
C/3

J 8 Concentrate on the
good things that have
§
come out of taking cars '■=
of your relative
©^

<

J9 Take it one day a ta 0 o
time rather than dwell
.> hon the future
o
_Q) ~5
J10 Remind yourself
that there is a bright
side to every situation

</>

J 11 Tell yourself that
this experience will
make you a stronger
person
J12 Feel good knowing
that you are doing
something to help
another person
J13 Remind your self
that you have learned
and grown from this
experience

_
-C
^
o $2
<5 -a
75 2
c eg
§ -'<5

°-
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Never
K1 Just gat everything
out of your system by
having a good cry

1

Sometimes
2

Often

Very often

3

4

K2 Argue or yell to let
off steam

®
^

1

2

3

4

K3 Engage in sexual
activity

id 1
c
o
o 1
3
•o
® 1

2

3

4

2

3

4

2

3

4

2

3

4

K4 Exercise
K5 Take prescription
drugs, such as valium
or librium

§

K 1 to K 12

PEOPLE DO DIFFERENT THINGS TO HELP THEMSELVES RELAX AND RELIEVE TENSION.
HOW OFTEN DO YOU PERSONALLY DO THESE THINGS TO HELP YOURSELF RELAX?

<jj 1
I—
1

2

3

4

K8 Use special
relaxation techniques,
such as meditation,
message, biofeedback

1

2

3

4

3

4

K9 Try to get out of
the house so you can
get away from the
whole situation for a
while
K10 Try to find times
when you can take a
vacation or a break
from caregiving

THE

K7 Drink alcohol

1

2

^
o
~
id
o>
_
c
a
§5

m
O

carquestS
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MANAGING

K6 Take any nonprescription drugs

SYMPTOMS

'ot

K11 Watch TV, listen
to music, or get
involved in some other
activity to get away
from your troubles

1

K12 Look forward to
going to work to get
away from the situation
for a while

1

2

2

3

4

3

4

NOW I WOULD LIKE TO KNOW SOMETHING ABOUT THE SUPPORT YOU GET FROM FAMILY
MEMBERS AND FRIENDS. FIRST, THINK ABOUT YOUR FAMILY....

Never

L1 No matter what
happens, I know that I
have a family member
who will always be
there for me should I
need them

1

Sometimes

2

Often

Very often

3

4

L2 Sometimes I’m not
sure I can completely
rely on anyone in my
family

1

2

3

4

L3 Family members let
me know they think I’m
a worthwhile person

1

2

3

4

L4 I know there are
family members who
have confidence in me

1

2

3

carquest.6
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C O G N ITIVE/EM O TIO N A L SOCIAL S U P P O R T
Family L 1 to L 12

FOR EACH OF THE FOLLOWING STATEMENTS, PLEASE TELL ME HOW OFTEN THEY
DESCRIBE YOUR EXPERIENCE WITH FAMILY MEMBERS:
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L5 I have relatives who
provide me with help in
finding solutions to my
problems

1

2

3

4

L6 I have at least one
relative to whom I can
tell anything

1

2

3

4

L7 There is really no
one in the family who
understands what I am
going through

1

2

3

4

L8 Family close to me
let me know that they
care about me

1

2

3

4

L9 I have someone in
the family in whose
opinions I have
complete confidence

1

2

3

4

L10 There is always
someone in the family I
can turn to for comfort
if I’m fseling down

1

2

3

4

L11 There are some
problems that I can't
talk about with anyone
in my family

1

2

3

4

L12 I have relatives
around me who help
keep my spirits up

1

2

3

4

carquest.6
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Sometimes

Often

Very often

M 1 No matter what
happens I know that I
have someone who will
always be there for me
should I need them

1

2

3

4

M2 Sometimes I'm not
sure I can completely
rely on anyone

1

2

3

4

M3 People around me
let me know they think
I’m a worthwhile person

1

2

3

4

M4 I know there are
people who have
confidence in me

1

2

3

4

M5 I have people who
provide me with help in
finding solutions to my
problems

1

2

3

4

MS I have at least one
person to whom I can
tel! anything

1

2

3

4

M7 There is really no
one who understands
what I am going
through

1

2

3

4

M8 The people close
to me let me know that
they care about me

1

2

3

4

M9 I have someone in
whose opinions I have
complete confidence

1

2

3

4

canju®st.6
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C O G N ITIVE/EM O TIO N A L SOCIAL
Friends M 1 to M 12

Never

SUPPORT

NOW THINKING ABOUT YOUR FRIENDS, PLEASE TELL ME HOW OFTEN THOSE SAME
STATEMENTS DESCRIBE YOUR EXPERIENCE WITH FRIENDS.
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M10 There is al ways
someone I can turn to
for comfort if I'm feeling
down

1

1

2

2

3

4

3

4

3

4

M11 There are some
problems that I can't
talk about with anybody
M12 I have people
around me who help
keep my spirits up

1

2

NOW, THNK1NG ABOUT HOW OFTEN YOU GET TOGETHER OR TALK WITH FAMILY AND
FRIENDS:
N1
How often do you visit or get together with family members or relatives who do not live in
your immediate household?

How often do you talk to family members or relatives on the phone?
5.
4.
3.
2.
1.
0.

N3

Daily or almost every day
Two or three times a week
Once a week or almost once a week
Once or twice a month
A few times a year
I almost never taSc to them on the phone

NETWORK

N2

Daily or almost every day
Two or three times a week
Once a week or almost ones a week
Once or twice a month
A few times a year
I almost never get together with them

S O C tA L S U P P O R T
N 1 to N 4

5.
4.
3.
2.
1.
0.

How often do you visit or get together with your friends?
5.
4.
3.
2.
1.
0.

Daily or almost every day
Two or three times a week
Once a week or almost once a week
Once or twice a month
A few times a year
I almost never get together with them

carquaste
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N4

How often do you talk to your friends on trie phone?
5.
4.
3.
2.
1.
0.

Daily or almost every day
Two or three times a week
Once a week or almost once a week
Once or twice a month
A few times a year
I almost never talk to them on the phone

Never

Sometimes

Often

Very often

P1 Stay with < > so
you can get out of the
house for a while

1

2

3

4

P2 Bring things to eat
or prepare meals in
your home

1

2

3

4

P3 Help clean the
house or apartment

1

2

3

4

P4 Loan you money
when you need it

1

2

3

4

P5 Drive you or < >
somewhere if either of
you need a ride

1

2

3

4

P6 Run errands for
you (eg, shopping,
picking up meds, etc)

1

2

3

4

P7 Help you with
personal care of < >
(e.g. dressing, bathing,
giving medications, etc)

1

2

3

4

caiquesL6
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INSTRUMENTAL SOCIAL SU P PO R T

THINKING ABOUT SOME TASKS THAT ARE OFTEN ASSOCIATED WITH CAREGIVING,
PLEASE INDICATE HOW OFTEN FRIENDS OR FAMILY ACTUALLY HELP YOU WITH THE
FOLLOWING THINGS:
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DIFFERENT FAMILY MEMBERS MAY FEEL OR ACT DIFFERENTLY TOWARD YOU.
CONSIDERING HOW FAMILY MEMBERS ACT ON AVERAGE PLEASE INDICATE THE
EXTENT TO WHICH YOU AGREE WITH THE FOLLOWING STATEMENTS.
FAMILY MEMBERS—
Agree

Disagree

Strongly disagree

1

2

3

4

Q3 Try to be helpful

2

3

4

04 Act like they blame
me for <
> illness

2

3

4

Q1 Let me know that
they appreciate how 1
am caring for <
>
02 Treat me like a
nurse or servant

Q5 Act unpleasant and
cold towards me

FAMILY O P P O S IT IO N
Q1 to Q 6

Strongly agree

06 Create a lot of
tension in the
household whenever
they are around
SOMETIMES FAMIY MEMBERS GET INTO DISAGREEMENTS ABOUT THEIR RELATIVE’S
CARE. PLEASE INDICATE HOW OFTEN YOU GET INTO DISAGREEMENTS WITH YOUR
FAMILY MEMBERS FOR THE FOLLOWING REASONS:
Very often
.

Sometimes

Never

2

3

4

1

FAMILY CONFLICT
R1 to R 5

R1 Over how < >
should be cared for

Often

R2 Because of the
way they treat him/her
R3 Because you think
they should be doing
more to help

caiquest.6
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R4 Because they
make decisions or
arrangements
concerning < >
without your consent

1

2

3

4

R5 Because they
make < > upset

1

2

3

4

THERE ARE MANY DIFFERENT WAYS THAT FAMILY MEMBERS RELATE TO EACH OTHER.
FIRST I’M GOING TO ASK YOU TO THINK ABOUT HOW YOUR FAMILY WAS BEFORE YOU
BEGAN TO CARE FOR <
> THEN I WILL ASK YOU TO THINK ABOUT HOW IT IS NOW.
FIRST, THINKING BACK TO HOW YOUR FAMILY WAS BEFORE YOU STARTING TAKING
CARE OF < > INDICATE THE EXTENT TO WHICH EACH OF THE FOLLOWING STATEMENTS
BEST DESCRIBES HOW YOUR FAMILY WAS THEN.
Very much
Somewhat
Not at all like
like our
like our
our family
family
family
51
Family members paid attention
1
2
3
to each other’s feelings
52 Our family preferred to do things
together than with other people.

1

*

13

53

1

2

3

We all had a say in family plans.

05

C
[>

o
m

54
Members in this family
understood and agreed on family
decisions

1

2

3

?
a
■—>
Q.

CM

0n

55
Family members competed and
fought with each other.

1

2

3

z <0
Z 2

56 There was closeness in the
family but each person was allowed to
be special and different

1

2

3

(_ w
O
Z
3

57 We accepted each other's
friends.

1

>-

58 There was confusion in our
family because there was no leader.

1

UL

59 Our family members touched
and hugged each other.

1

carquastS
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510 Family members put each other
down.

1

2

3

511 We spoke our minds, no matter
what

1

2

3

512

1

2

3

513 Even when we felt close, our
family was embarrassed to admit it.

1

2

3

514 We argued a lot and never
solved problems.

1

2

3

515 Our happiest times were at
home

1

2

3

516 The future looked good to our
family.

1

2

3

517 We usually blamed one person
in our family when things weren't going
right.

1

2

3

518 Family members went their own
way most of the time.

1

2

3

519 Our family was proud of being
close.

1

2

3

520 Our family was good at solving
problems.

1

2

3

521 Family members easily
expressed warmth and caring towards
each other

1

2

3

522 It was okay to fight and yell in
our family.

1

2

3

523 When things went wrong we
blamed each other.

1

2

3

1

2

3

524
felt

In our family, we felt loved.

We said what we thought and

carTjossi.6
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525 Family members paid attention
to each other and listened to what was
said.
526 We worried about hurting each
other's feelings.
527 The mood in my family was
usually sad and blue
528

We argued a lot.

529 One person controlled and led
our family

1

2

3

1

2

3

530 My family was happy most of the
time.
531 Each person took responsibility
for his/her behavior.
532

On a scale of 1 to 5, I would have rated my family then as:

My family functioned very well together.......................My family did not function wall together at all

NOW I WOULD LIKE YOU TO THINK ABOUT HOW YOUR FAMILY HAS BEEN SINCE YOU
HAVE BEEN CARING FOR < >. INDICATE THE EXTENT TO WHICH EACH OF THE
FOLLOWING STATEMENTS BEST DESCRIBES HOW YOUR FAMILY IS NOW.
Not at all like
Very much
Somewhat
our family
like our
like our
family
family
T1
Family members pay attention to
1
2
each other’s feelings
T2
Our family would rather do things
together than with other people.
T3
We all have a say in family
plans.
T4
Members in this family
understand and agree on family
decisions

carquost.6
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2

3

T6
There is etoseness in the family
but each person is allowed to be
special and different

1

2

3

T7

We accept each other's friends.

1

2

3

T8
There is confusion in our family
because there is no leader.

1

2

3

T9
Our family members touch and
hug each other.

1

2

3

T10 Family members put each other
down.

1

2

3

T11 We speak our minds, no matter
what

1

2

3

T12

1

2

3

T13 Even when we feel close, our
family is embarrassed to admit ri.

1

2

3

T14 We argue a lot and never solve
problems.

1

2

3

T15

1

2

3

T16 The future looks good to our
family.

1

2

3

T17 We usually blame one person in
our family when things aren’t going
right

1

2

3

T18 Family members go their own
way most ol the time.

1

2

3

T19 Our family is proud of being
close.

1

2

3

T20 Our family is good at solving
problems.

1

2

3

In our family, we feel loved.

Our happiest times are at home
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FUNCTIONING
(with caregiving)
T I to T 32

1

FAMILY

T5
Family members compete and
fight with each other.

T21 Family members easily express
warmth and caring towards each other
T22 It’s okay to fight and yell in our
family.
T23 When things go wrong we blame
each other.
T24

We say what we think and feel.

1

T25 Family members pay attention to
each other and listen to what is said.

2

3

1

2

3

1

2

3

1

2

3

T26 We worry about hurting each
other’s feelings.
T27 The mood in my family is usually
sad and blue
T2B

We argue a lot.

T29 One person controls and leads
our family
T30 My family is happy most of the
time.
T31 Each person takes responsibility
for his/her behavior.
T32

On a scale of 1 to 5 ,1would rate my family as:

My family functions very well together....................... My family does not function well together at all
1

2

3

4

5

IN ENDING, HOW WOULD YOU DESCRIBE IN YOUR OWN WORDS WHAT THINGS CONCERN
YOU MOST ABOUT CARING FOR < > AT HOME?
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THANK YOU VERY MUCH FOR YOUR PARTICIPATION. YOUR ANSWERS WILL BE VERY
VALUABLE IN THIS STUDY ABOUT PROVIDING LONG TERM CARE AT HOME.
IS THERE ANY THING YOU WISH TO ADD THAT WE HAVE NOT DISCUSSED?

I WOULD ALSO LIKE TO TALK TO ANOTHER FAMILY MEMBER; THE PERSON YOU THINK
IS MOST AWARE OF, OR INVOLVED, IN THE CARE OF YOUR RELATIVE WOULD YOU
PLEASE GIVE ME THE NAME AND PHONE NUMBER OF ANOTHER RELATIVE WHOM i
COULD CONTACT?
1.__________________________________________________

____

2.____________________

(Alternate, if offered)

I WOULD LIKE TO CONTACT YOU AGAIN IN ABOUT ONE YEAR. ONE OF THE IMPORTANT
THINGS THIS STUDY IS TRYING TO DO IS TO SEE WHAT KIND OF CHANGES OCCUR AS
TIME PASSES. IS IT OKAY WITH YOU IF I CALL YOU ABOUT A YEAR FROM NOW AND SET
UP A TIME WHEN WE CAN MEET AGAIN?
1.

YES

2.

NO

carquest.6
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Region
1.
2.
3.
4.

Respondent No..

South/West
Central
Eastern
Northern

Interview No.
Location

(1)__ (2)__

(1) home

(2) other

Date______________
Population
Time began______________
1.
2.
3.
4.

Under 3,000
3,001 to 15,000
15.001 to 25,000
25,001 and above

Time ended

__________
CHS (1)
Other (2)

LONG TERM CAREGIV1NG STUDY

FAMiLYMEMSER

This study is about long term careghhng in the home and its effect on the person providing
the primary care, and on dose family members.
It is important that your answers be as accurate as possible so take as much time as you
need. Don’t hesitate to ask me about some questions if they are not dear to you. If there are any
questions that you do not wish to answer, those questions may be skipped and we can go right on
to the next question.
All information you give me wilt be completely confidential and none of it will be released in
any way that would permit identification of you or your family. You may discontinue participation in
the study at any time without prejudice, penalty, or loss of benefits to which you might otherwise be
entitled.

Urnquest.S
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I WOULD LIKE TO BEGIN BY ASKING YOU SOME BACKGROUND QUESTIONS ABOUT THE
PERSON BEING CARING FOR AT HOME.
A1

How is the person, or persons, being cared tor related to you?
1.
2.
3.
4.
5.
6.
7.
8.
9.
10.
11.

Mother
Father
Wife
Husband
Daughter
Son
Mother-in-law
Father-in-law
Grandmother
Grandfather
Other

A2

Number of people being cared for___________ ____

A3

INTERVIEWER CHECK* GENDER OF PATENT
0.
1.

A4

How long have you been involved in the caregiving situation?
1.
2.
3.
4.
5.
6.
7.

A5

Female
Male

Less than 6 months
Between 6 months and 1 year
Between 1 year and 2 years
Between 2 years and 5 years
Between 5 years and 10 years
More than 10 years
Other

How much longer do you expect to be involved in the caregiving situation?
1.
2.
3.
4.
5.
6.
7.

Less than 6 months
Between 6 months and 1 year
Between 1 year and 2 years
Between 2 years and 5 years
Between 5 years and 10 years
More than 10 years
Other

tampuMtS
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THE NEXT FEW QUESTIONS ARE ABOUT YOU
B1

INTERVIEWER CHECK: GENDER OF RESPONDENT
0.
1.

Female
Male

B2

How old are you?

B3

What would you consider your race or ethnic background to be? Would you say it is...
1.
2.
3.
4.
5.
6.
7.

B4

8th grade or less
Some vocational or high school (9th - 11th grades)
Vocational or high school graduate
Some college
College graduate
Graduatator professional school

Are you currently employed outside the home?
0.
1.
2.

B6

)

What is the highest level of education that you have completed?
7.
10.
12.
13.
16.
17.

B5

Frano American
White, but not Frano
American
Native American (tribe_______________ _____________
African American
Hispanic
Asian
Other - Specify___________________

No
Yes-part tone
Yes-full tone

Did your employment status change as a result of family care giving?
0.
1.
2.
3.
4.

No
Yes-I
Yes-I
Yes-I
Other

went from full time to part time
had to stop work all together
had to start working
- Specify_________________
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B7
As a result of the family caregiving, do you anticipate that your employment status will
change in the near future?
0.
1.
B8

No
Yes...
What change do you expect?

________________________________

On the average, about how many hours a day do you spend with <
1.
5.
10.
15.
20.

>?

2 or less
3 to 7
8 to 12
13 to 17
18 or more

SINCE <
> HAS BEEN ILL, WHAT ACTIVITIES RELATING TO HER/HIS CARE HAVE YOU
BEEN INVOLVED WITH?
B9

1.
2.
3.
4.
5.
6.
7.
8.
9.
10.

Personal/physical care for the patient (e.g. bathing, dressing, giving medications)
Grocery shopping
Cooking and preparing the patient's meals
Doing the patient's laundry
Cleaning the patient's house or apartment
Running errands for the patient
Driving the patient places
Handling your relative's financial affairs
Handling your reiatives's legal affairs
Other ______________________________

THERE ARE MANY DIFFERENT WAYS THAT FAMILY MEMBERS RELATE TO EACH OTHER.
FIRST I AM GOING TO ASK YOU TO THINK ABOUT HOW YOUR FAMILY WAS BEFORE
CAREGIVING FOR <
> BEGAN, THEN I WILL ASK YOU TO THINK ABOUT HOW IT IS
NOW.
FIRST, THINKING BACK TO HOW YOUR FAMILY WAS BEFORE CAREGIVING FOR < >
BEGAN, INDICATE THE EXTENT TO WHICH EACH OF THE FOLLOWING STATEMENTS BEST
DESCRIBES HOW YOUR FAMILY WAS THEN.
Very much
like our
family
C1
Family members paid attention
to each other's feelings
C2
Our family preferred to do things
together than with other people.

Somewhat
like our
family
2
2

4

tamquest.5

Not at all like
our family
3
3
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1

2

3

C4
Members in this family
understood and agreed on family
decisions

2

3

C5
Family members competed and
fought with each other.

2

3

C6
There was doseness in the
family but each person was allowed to
be special and different

2

3

C7
We accepted each other's
friends.

2

3

C8
There was confusion in our
family because there was no leader.

2

3

C9
Our family members touched
and hugged each other.

2

3

CIO Family members put each other
down.

2

3

C11 We spoke our minds, no matter
what

2

3

C12

2

3

C13 Even when we felt dose, our
family was embarrassed to admit it

2

3

C14 We argued a lot and never
solved problems.

2

3

C15 Our happiest times were at
home

2

3

C16 The future looked good to our
family.

2

3

C17 We usually blamed one person
in our family when things weren't going
right

2

3

C18 Family members went their own
way most of the time.

2

3

In our family, we felt loved.

tsmquMLS
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FUNCTIONING
(pre-caregiving)
C 1 to C 32

We all had a say in family plans.

FAMILY

C3

C19 Our family was proud of being
close.
C20 Our family was good at solving
problems.
C21 Family membors easily
expressed warmth and caring towards
each other
C22 It was okay to fight and yell in
our family.
C23 When things went wrong we
blamed each other.
C24
felt

We said what we thought and

C25 Family members paid attention
to each cither and listened to what was
said.
G26 We worried about hurting each
others feelings.
C27 The mood in my family was
usually sad and blue
C28

We argued a lot

C29 One person controlled and led
our family

2

3

2

3

C30 My family was happy most of the
time.
C31 Each person took responsibility
tor his/her behavior.

C32

On a scale of 1 to 5 ,1would have rated my family then as:

My family functioned very well together........................My family did not function well together at all

tarnquests
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NOW I WOULD LIKE YOU TO THINK ABOUT HOW YOUR FAMILY HAS BEEN SINCE THEY
HAVE BEEN CARING FOR < >. INDICATE THE EXTENT TO WHICH EACH OF THE
FOLLOWING STATEMENTS BEST DESCRIBES HOW YOUR FAMILY IS NOW.

D1
Family members pay attention to
each other's feelings

Very much
like our
family
1

Somewhat
like our
family

Not at all like
our family

2

D2
Our family would rather do things
together than with other people.

D4
Members in this family
understand and agree on family
decisions
D5
Family members compete and
fight with each other.
D6
There is closeness in the family
but each person is allowed to be
special and different
2

3

08 There is confusion in our family
because there is no leader.

2

3

09
Our family members touch and
hug each other.

2

010 Family members put each other
down.

2

011 We speak our minds, no matter
what

2

012

2

3

2

3

In our family, we feel loved.

013 Even when we feel dose, our
family is embarrassed to admit it

FAMILY

We accept each other's friends.

D7

FUNCTIONING
(with caregiving)
D 1 to D 32

D3
We all have a say in family
plans.

D14 We argue a lot and never solve
problems.

tS<TK!UOSt.5
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D15

Our happiest times are at home

1

2

3

D16 The future looks good to our
family.

1

2

3

D17 We usually blame one person in
our family when things aren’t going
right.

1

2

3

Dl8 Family members go their own
way most of the time.

1

2

3

D19 Our family is proud of being
close.

1

2

3

D20 Our family is good at solving
problems.

1

2

3

D21 Family members easily express
warmth and caring towards each other

1

2

3

D22 It's okay to fight and yell in our
family.

1

2

3

D23 When things go wrong we blame
each other.

1

2

3

D24

1

2

3

D25 Family members pay attention to
each other and listen to what is said.

1

2

3

D26 We worry about hurting each
other’s feelings.

1

2

3

D27 The mood in my family is usually
sad and blue

1

2

3

02B

1

2

3

029 One person controls and leads
our family

1

2

3

030 My family is happy most of the
time.

1

2

3

D31 Each person takes responsibility
for his/her behavior.

1

2

3

We say what we think and feel.

We argue a tot.

S

tam quftS t.5
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D32

On a scale of 1 to 5 ,1 would rate my family as:

My family functions very well together....................... My family does not function well together at all

1

2

3

4

5

BEING INVOLVED IN CARE OF SOMEONE WHO IS ILL AND DISABLED CAN MAKE A
PERSON THINK MORE ABOUT HER/HIS OWN HEALTH AND FUTURE. CONSIDERING YOUR
OWN THOUGHTS AND FEELINGS, PLEASE INDICATE THE EXTENT TO WHICH YOU AGREE
OR DISAGREE WITH THE FOLLOWING STATEMENTS.
Strongly agree

Agree

Disagree

Strongly disagree

E1 There is really no
way I can solve some
of the problems I have
E2 Sometimes I feel
that I am being pushed
around in life

1

2

3

4

£3 I have little control
over the things that
happen to me

1

2

3

4
.

F4 l can do just about
anything I really sat by
mind to

1

E5 I often feel helpless
in dealing with the
problems of life

1

E6 What happens to
me in the future mostly
depends on me

1

E7 There is little I can
do to change many of
the important things in
my life

1

2

2

2

2
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F1 I feel that I am a
person of worth, at
least on an equal with
others
F2 I feel that I have a
number of good
qualities
F3 All in all. I am
inclined to feel that I
am a failure

ESTEEM
F 1 toF 10

F4 I am able to do
things as well as most
other people
F5 I feel I do not have
much to be proud of
F6 I take a positive
attitude toward myself
F7 On the whole I am
satisfied with myseff
FB I certainly feel
useless at times
F9 I wish I could have
more respect for mysetf
F10 At times I think I
am no good at all

lamquesL5

10

hegl/W

253

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

ON THE BASIS OF YOUR PERSONAL FEELINGS, AS SOMEONE WHO IS INVOLVED IN
FAMILY CAREGIVING. PLEASE INDICATE THE EXTENT TO WHICH YOU AGREE OR
DISAGREE WITH THE FOLLOWING STATEMENTS:
Strongly agree

Agree

Disagree

Strongly disagree

1

2

3

4

G2 i don't get invited
out by friends as often
as I'd like

1

2

3

4

G3 Most people today
seldom feel lonely

1

2

3

4

G4 Real friends are as ^
easy as ever to find
^
o

1

2

3

4

'*-1
CD
c
o
jS
1
o
—

2

3

4

2

3

4

o
c/3

2

3

4

G5 One can always
find friends if s/he
shows s/he is friendly
G6 Tne world in which
we live is basically a
friendly place
G7 There are few
dependable ties
between people any
more
G8 People are just
naturally friendly and
helpful

A L IE N A T IO N
G 1 to G 22

G1 Sometimes I feel
all alone in the world

ro

1

1

2

3

4

1

2

3

4

G10 I worry about the
future facing today's
children

1

2

3

4

G11 Sometimes I have
the feeiing that other
people are using me

1

2

3

4

G9 I don't get to visit
as often as I’d really
like

tamquect.S
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G12 It is frightening to
be responsible for
another person

1

G13 There are so
many decisions that
have to be made today
that sometimes I could ^
just 'blow up"

1

G14 There is little
chance for promotion
on the job unless a
person gets a break

1

G15 We are so
constrained today that
there is not much room
for choice even in
personal matters

°
^
0

m
e
£
jg
~
§
o

l

G16 We are just so
many cogs in the
machinery of life

1

G17 The future looks
very dismal

1

G18 The end often
justifies the means

1

G19 People's ideas
change so much that I
wonder if we’ll ever
have anything to
depend on
G20 Everything is
relative, and there just
aren't any definite rules
to live by
G21 I often wonder
what the meaning of fife
realty is

Umquosti)

1

^
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^
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1

1
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G22 The only thing
one can be sure of
today is that s/he can
be sure of nothing

1

2

3

4

DIFFERENT FAMILY MEMBERS MAY FEEL OR ACT DIFFERENTLY ABOUT CAREGIVING.
PLEASE INDICATE HOW OFTEN YOU GET INTO DISAGREEMENTS WITH YOUR FAMILY
MEMBERS FOR THE FOLLOWING REASONS:
Very often

Often

Sometimes

Never

H7 Over how < >
should be cared for

1

2

3

4

H8 Because of the
way they treat him/her

1

I—
O

_j _

ll

H9 Because you think
they should be doing
more to help

r:

g *
o o

H10 Because they
make decisions or
arrangements
concerning < >
without your consent

<

LL

H11 Because they
make < > upset

IN ENDING, HOW WOULD YOU DESCRIBE WHAT CONCERNS YOU MOST ABOUT YOUR
FAMILY PROVIDING CARE M THE HOME?
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THANK YOU VERY MUCH FOR YOUR PARTICIPATION. YOUR ANSWERS WILL BE VERY
VALUABLE IN THIS STUDY ABOUT LONG TERM CARE IN THE HOME. ONE OF THE
IMPORTANT THINGS THIS STUDY IS TRYING TO DO IS TO SEE WHAT KIND OF CHANGES
OCCUR AS TIME PASSES. IS IT OKAY WITH YOU IF I CALL YOU ABOUT A YEAR FROM
NOW AND SET UP A TIME WHEN WE CAN TALK AGAIN?
1.

YES

Z

NO

IS THERE ANY THING YOU WISH TO ADD THAT WE HAVE NOT DISCUSSED?

tamquast.5
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