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The purpose of this study was to determine the meaning of leisure of wife caregivers of
older husbands. A sample of sixteen participants was developed through purposive sampling.
Data were collected through in-depth interviews and analyzed according to the constant
comparative method. Loss of leisure and the connection between centrality of caregiving
to identity and integration of leisure into everyday life emerged as predominant issues.
Although all participants sacrificed leisure in order to provide care, some participants retained
leisure. Two groups with different perspectives of leisure were discovered: integrated care-
givers and non-integrated caregivers. Leisure had little meaning for non-integrated caregivers
consumed by caregiving. Leisure was an important tool for integrated caregivers to cope
with stress and maintain an identity separate from caregiving. Distinguishing between the
two groups of women was not accomplished on the basis of a systematic pattern related to
the caregiving. Individual personality and beliefs about caregiving were most indicative.
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The role of family caregiver is filled by adults (Burton et al., 1995; Penrod, Kane,
many women throughout much of their adult Kane, & Finch, 1995; Sommers, 1985). In
lives. Women provide the majority of infor- recent decades, growth in the population of
mal, primary care to children and dependent older adults with functional disabilities and
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chronic diseases and the preference of fami-
lies and society for caring for older, depen-
dent family members at home has resulted
in greater caregiving responsibilities for
older and middle-aged women (Hartman,
1990). Continued growth of the older pop-
ulation is likely to increase caregiving
demands on family members, primarily
women, for several decades into the 21st
century.

In the past decade, there has been a sub-
stantial increase in the study of caregivers of
older adults. Upon review of this literature,
it is apparent that leisure (typically opera-
tionalized as free time), or lack of leisure, is
recognized as a mediating factor in the qual-
ity of caregivers' lives (Abel, 1991; Lewis &
Meredith, 1988; Wilson, 1990). However,
there is little in-depth analysis of the nature
or meaning of leisure in caregivers' lives
beyond loss of free time. Other, documented
negative consequences of caregiving that po-
tentially impact leisure include guilt related
to one's ability to care, lowered life satisfac-
tion, depression, and deterioration of social
relationships (Aronson, 1992; Staight and
Harvey, 1990; Wilson, 1990).

Sacrifice of free time and social activities
to spend time fulfilling caregiving demands
is a consistent theme in caregiving literature.
Staight and Harvey (1990) found that pri-
mary caregivers had significantly less free
time than secondary caregivers. Wilson
(1990) concluded that 74% of caregiving
wives believed that caregiving responsibilit-
ies had negatively affected their social activi-
ties. These negative effects included limited
contacts and visits with friends and family,
social isolation, and elimination of volunteer
opportunities and participation in other ac-
tivities. In a related study, Keller and Tu
(1994) investigated the relationship between
leisure and perceived burden of spouse care-
givers of persons with Alzheimer's disease.
Caregivers in this study reported a 50% re-
duction in leisure activities since assuming
caregiving responsibilities. Chenoweth and
Spencer (1986) found that 60 percent of

spouse caregivers of dementia patients indi-
cated caregiving affected relationships with
others. Friends of the family no longer vis-
ited or initiated social contact. Wilson (1990)
determined that 85% of wife caregivers
found the emotional and physical strain of
caregiving to be exhausting and frustrating.
These findings are especially disheartening
in light of research that indicated caregivers
with larger numbers of friends, social rela-
tionships, and greater subjective satisfaction
with social networks scored higher on mea-
sures of life satisfaction (Haley, Levine,
Brown, & Bartolucci, 1987).

Guilt is an important theme throughout
qualitative research of female caregivers
(Aronson, 1992; Green, Hebron, & Wood-
ward, 1987). Guilt commonly plays a domi-
nant role in the lives of caregivers and contri-
butes to their inability to take time away
from the caregiving role. Sommers and
Shields (1987) found that women felt social
pressure to be good caregivers and believed
they were not meeting those expectations. In
addition to actual time restrictions, women
have reported not feeling free to go out even
when time was available because something
might happen to the care recipient while they
were gone (Lewis & Meredith, 1988). For
these women, free time was not really free.

Lowered life satisfaction and increased
depression are more prevalent among care-
givers than the general older population
(Mohide et al., 1990). Staight and Harvey
(1990) found a correlation between loneli-
ness and depression in primary caregivers
contacted through private and public home
health agencies. Furthermore, approximately
52% of primary caregivers contacted in their
study were not satisfied with their lives. In
a related study, life satisfaction scores for a
sample of caregiving wives tested by Wilson
(1990) were significantly lower than those
of a national sample of older adults.

Previous caregiving research has indi-
cated a complex relationship between lei-
sure, health, burden, and other factors related
to spousal caregiving for which no theoreti-
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cal model exists. Furthermore, several gaps
in the literature are evident. In particular,
literature has not addressed the meaning of
leisure to wife caregivers or the social and
emotional context in which leisure occurs.
The purpose of this study was to determine
the meaning of leisure from the perspective
of wife caregivers of older husbands.

Methodology
Sixteen caregiving wives in non-urban

communities in two Midwestern States par-
ticipated in this study. All participants were
providing ongoing, primary care to their hus-
bands. Participants were selected who repre-
sented a wide range of caregivers in terms
of level of care provided, utilization of in
home health and respite services, and socio-
economic background. Formal service pro-
viders and the manager of a local pharmacy
assisted with recruitment of participants. De-
mographic information about each couple is
located in Table 1.

An unstructured, open-ended ethnographic
interview format was used to allow the partici-
pants the opportunity to share their perspec-
tives of leisure without imposing a priori cate-
gories which limit the findings. In-depth inter-
views were conducted at participants' homes
and ranged in length from 90 to 150 minutes.
An interview guide with topics of interest was
developed to facilitate dialogue regarding the
caregiver's leisure, barriers to leisure, and the
impact of caregiving on leisure. The interview
guide is located in Table 2. Interviews were
audio taped and transcribed in entirety. Tran-
scripts were analyzed according to the con-
stant comparative method outlined by Strauss
and Corbin (1990).

Trustworthiness refers to the degree to
which the product of qualitative research ac-
curately reflects the experiences of the parti-
cipants (Ely, 1991). The following steps
were taken to ensure trustworthiness:

1. Data collection and analysis were con-
tinued until saturation of the data was
achieved. Saturation occurred when the prin-

cipal, emergent themes were exhausted and
no new themes emerged for several inter-
views (Lincoln & Guba, 1985). In this study,
emergent themes were exhausted after the
10th interview. Six more interviews were
conducted with participants with diverse
caregiving situations to confirm saturation.

2. Negative case analysis was conducted
throughout the study. Cases that did not fit
into the emerging framework actively were
sought. After the first four interviews it was
determined that caregivers should be included
who: (a) felt less constrained by caregiving
than the previous participants, (b) were mar-
ried to men with less severe disabilities, and
(c) were considering institutional care as a via-
ble option. When negative cases were found,
the emerging model was reexamined and,
when necessary, modified (Ely, 1991; Lin-
coln & Guba, 1985). Negative case analysis
was necessary to develop the integrated and
non-integrated model of caregiving that even-
tually emerged from the data.

3. A member check was conducted to
confirm that the interpretations of the princi-
pal investigator represented the thoughts of
the participants (Lincoln & Guba, 1985). A
case report (interview summary) was mailed
to all participants after their interview with
a request to correct or amend the findings.
Thirteen participants returned the reports.
One participant called the principal investi-
gator to make corrections.

4. Findings were presented to the direc-
tor of a local respite program and the director
of an adult day care program for their review.
Both reviewers made brief comments, but
neither felt any major adjustments were
needed.

Findings
The initial focus of this study was to de-

termine the meaning of leisure from the per-
spective of wife caregivers. It became clear
very early in the study that this question
would be difficult to answer. The meaning
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Table 1.

Characteristics of Participants

p

1
2
3
4
5

6
7
8
9

10
11
12
13
14
15
16

Age

78
86
70
76
78

68
71
84
65
79
67
75
76
81
73
75

Husband's
Age

83
93
71
79
77

68
78
85
72
80
68
78
81
81
73
77

Length of
Marriage
(Years)

55
66
51
59
49

45
49
62
29
50
44
47
55
59
49
50

Diagnosis

stroke w. dementia
Alzheimer's disease
scleroderma
Alzheimer's disease
Parkinson's disease/dementia

Alzheimer's disease
stroke
Parkinson's disease
stroke
Alzheimer's disease
stroke
heart attack/disease
brain tumor, stroke, prostate cancer
heart disease, unspecified blood disease
diabetes
stomach cancer, dementia

Length of
Illness

2 years
5 years
5 years
4 years
6 years

8 years
3 years
3 years
3 months
2 years
5 years
5 years
37 years
2 years
5 years
3 years

Utilization of
In-Home Services

none
none
home health aide
visiting nurse
home health aide, visiting nurse,

adult day care
adult day care, respite
none
home health aide
visiting nurse, physical therapy
adult day care
private care
none
none
none
none
none



Table 2.
Interview Guide

1. What is the wife's perception of what the role of caregiver means?
2. What is the impact of serving as a caregiver on the woman's daily life?
3. Discuss why the woman chooses to serve as the primary caregiver rather than

institutionalization or other possible alternatives.
4. What are the negative impacts of caregiving?
5. What are the positive impacts of caregiving?
6. What is the history of the caregiving situation?
7. What emotions does the wife feel in relation to caregiving?
8. Why does the caregiver utilize/not utilize respite or other support services?
9. Does the caregiver have free time? When does she have free time? How does

she utilize free time?
10. What types of activities does the caregiver do for fun/relaxation/leisure?
11. What activities give the caregiver greatest satisfaction? Why?
12. Where does the caregiver engage in leisure activities?
13. Who participates in activities with the caregiver?
14. How have the caregiver's relationships with friends changed since starting

caregiving? How have relationships with the family changed?
15. How have the caregiver's leisure interests changed since caregiving began?
16. Are there any activities the caregiver would like to do, but cannot? Why are

these activities unavailable?
17. What is necessary for the caregiver to increase leisure in her life?

of leisure in a traditional sense (Kelly &
Godbey, 1992; Kraus, 1990; Ibrahim, 1991)
was difficult to determine because care-
giving constricted leisure, sometimes to the
point that it was non-existent. Leisure was
secondary to caregiving and discussion re-
garding the meaning of leisure eventually
would turn to a discussion of how caregiving
constricted or prohibited leisure. For many
of the participants, leisure was a meaningless
concept. Throughout the study, the predomi-
nant issues were loss of leisure and the rela-
tionship between the centrality of the care-
giving role and integration of leisure into
everyday life.

Loss of Leisure
and Caregiver Burden

The sense that caregiving was a 24-hour
responsibility has been identified as a critical

problem for caregivers (Chenoweth & Spen-
cer, 1986; Lewis & Meredith, 1988; Som-
mers & Shields, 1987). In this study, all of
the participants experienced diminished per-
sonal freedom and loss of personal leisure
as a result of providing 24-hour care. An
important factor related to the loss of free-
dom and leisure that the participants experi-
enced was the extent of care required by the
husbands. Women whose husbands had the
lowest functional abilities encountered the
greatest caregiving demands. However,
greater caregiving demands did not inevita-
bly indicate greatest loss of leisure. Some
caregivers negotiated demands and retained
leisure through the use of formal and infor-
mal support services.

The nature of care required by husbands
varied greatly among the women. Seven par-
ticipants' husbands could not be left at home
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alone. As illustrated in the following exam-
ples, the intensive nature of care tremen-
dously frustrated the women in this group:

But it's very hard to get away just
even for 10 or 15 minutes without his
looking around. He forgets where I've
gone and he'll start looking all around
for me. But at least he hasn't gone out
of the building yet . . . He went out
with the garbage one day and forgot
where the bin was . . . I went out
looking for him when he didn't come
back right away and I saw him out
there and called him back.

At first he would go for walks and get
totally lost. The police brought him
home several times and people would
call me and say, ' 'Your husband is at
my house. Do you want to come and
get him or call the police and have
them bring him home?''

The result of such incidents was that the
caregivers could be separated from their hus-
bands only if someone else was available to
assume responsibility for the men. Since all
participants lived alone with their husbands,
this supervision had to be arranged in con-
junction with the availability of an outside
source of help.

The remaining participants could leave
their husbands at home alone for varying
periods of time. However, making arrange-
ments was such an ordeal that many caregiv-
ers would make the effort only when leaving
the house was viewed as a 'necessity.' The
following comment reflects the difficulty of
getting away:

Now, I can once in a while maybe ran
down to the store if I'm gonna be gone
15, 20 minutes. But, for four or five
years I couldn't even get away from
him that long. He didn't want me to
leave him. Afraid he'd have one of
them panic attacks.

Another participant planned shopping trips
to the minute, so she would not have to be
away from home for longer than 25 minutes.
She spent five minutes driving to the store,
15 minutes dashing around the store grab-
bing what she could, and five minutes driv-
ing home. She did this shopping on Sunday
mornings when she knew there would not
be long check out lines.

The consequences of providing intensive
care were that participants no longer pursued
leisure out of their homes and, frequently,
abandoned leisure activities previously en-
joyed within the home. All participants de-
scribed sacrificing favorite leisure activities.
This loss of free time and reduction of leis-
ure participation confirm previous research
(Abel, 1991; Aronson, 1992; Deem, 1986;
Staight & Harvey, 1990; Wilson, 1990).

Leisure and the Centrality of
Leisure: Non-integrated and

Integrated Caregivers

In spite of overwhelming time demands,
some participants still found leisure. The se-
verity of the husbands' disabilities, amount
of care required, age, and duration of care
did not account for whether or not the
women pursued leisure. This finding is con-
gruent with research (Aneshensel, Pearlin, &
Schuler, 1993; Pruchno, Kleban, Michael, &
Dempsey, 1990; Zarit, Todd, & Zarit, 1986)
that indicated that severity of the patient's
disease was not a reliable predictor of care-
giver burden and depression. Gubrium's
(1991) statement about caregiving that
"nothing is inevitable" (p. 53) implied that
caregiving is experienced differently by ev-
ery woman. This study corroborated that
finding.

The trait that was connected most closely
to continuation of leisure was the promi-
nence of the caregiver role in the women's
identities. The ability of the participants to
define themselves in ways that expanded be-
yond caregiver was necessary for leisure.
Two groups of caregivers with different feel-
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ings about caregiving identity and leisure
were discovered during data analysis: inte-
grated caregivers and non-integrated care-
givers. Non-integrated caregivers did not in-
tegrate leisure into their lives on a regular
basis. The term non-integrated was selected
because these participants were consumed
by the caregiving role and other facets of
their lives were not integrated visibly into
their definitions of self. Integrated caregivers
continued to have leisure. These participants
regularly engaged in leisure and communi-
cated the importance of leisure to their well-
being. Integrated caregivers had more com-
plex definitions of self. Although caregiving
was the principal life role for integrated care-
givers, it was not the only facet of life that
was meaningful to them.

Non-integrated Caregivers
Non-integrated caregivers were preoccu-

pied with caregiving and an overwhelming
sense of responsibility to their husbands.
Leisure was largely a meaningless concept
to non-integrated participants. In most cases,
they fulfilled other roles prior to caregiving,
however, the roles of wife and mother had
dominated their adult lives. As a conse-
quence, these participants had abandoned
prior social ties and leisure interests and fo-
cused exclusively on the needs of their hus-
bands. Non-integrated caregivers had not de-
veloped strong social ties or leisure interests
outside the home at any stage in their adult
lives. Leisure primarily was used throughout
their lives as a means of building and main-
taining relationships with their families. Per-
sonal leisure was synonymous with family
leisure for the non-integrated women. One
wife described how family was central:

I've just had neighborly contact with
other women. I guess we kind of lived
for ourselves, our work, and our
kids—getting them through school
and on their way. (P8-219-5)

As the women aged and their children moved

away, the husband became the central focus
of the participants' leisure. The consequence
of this relationship focus of leisure was that
the non-integrated caregivers were reluctant
to have leisure without their husbands be-
cause they felt lonely. Sometimes evidence
for the importance of leisure engaged in as
a couple was found in what the participants
did not say. One woman talked about only
activities she and her husband had given up
as a couple and activities her husband had
given up when asked about loss of personal
leisure in her life. The strong family orienta-
tion exhibited by non-integrated caregivers
possibly explains non-integrated caregivers
statements that they should not enjoy leisure
if their husbands could not. Non-integrated
caregivers shared other common characteris-
tics: (a) they turned down help when it was
offered, (b) they felt guilt regarding the qual-
ity of care they were providing, and (c) they
did not see any positive possibilities for
themselves or their husbands in the future.

Turning Down Help and Use of
Formal Services

Non-integrated caregivers regularly turned
down offers of assistance from family and
friends. In most cases, the women thought
that it was too much of a burden or they
were too proud to ask for help. In each of
the following examples the caregivers turned
down help because they believed accepting it
would reflect badly on their ability to provide
optimal care:

We try to not infringe on their time if
we can and expect him to come home
and help here. It should be a relief and
it is for children to have their parents
in a nice retirement home like this.

People say, "If you need some help,
if you just need some help, if you just
need some help." But they're not
there . . . "If you ever need any help
just be sure and call on me." I sup-
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pose, but I guess maybe I'm too proud
to ask.

For women like this participant, asking for
help was an admission of inability to provide
appropriate care for their husbands.

A few non-integrated caregivers were
forced to utilize formal services to manage
the physical demands of caregiving. These
participants did not use formal services to
facilitate leisure as did the integrated care-
givers. They were more likely to clean the
house, go grocery shopping, or run errands
during respite. Non-integrated caregivers did
not believe service providers gave adequate
care and would not leave their homes when
service providers were there.

A tremendous fear and preoccupation of
non-integrated caregivers was that they
would have to institutionalize their husbands
in the future. One caregiver, who received
no respite from service providers or family
and was physically exhausted from the over
18 hours of daily care she provided to her
husband, described her feelings:

INTERVIEWER: Do you ever think
that someday you will have to place
him in a nursing home?
PARTICIPANT: I should try to think
about it more, but I try not to think
about it because it upsets me. I just
try to think well maybe something
good will happen. Then I try not to
think.

She continually claimed that she could pro-
vide adequate care for her husband, in spite
of the fact that he had become incontinent
and physically abusive. Another caregiver
described her fears regarding use of a nurs-
ing home:

. . . I just hope and pray to God, I
never see the time that I have to put
him in a nursing home. I've got an

uncle there in Springville1, and my
other sister said, ' 'Well she just ought
to put him in a nursing home." I said,
"I'm gonna tell you something. You
gotta look somebody in the eye and
say, "I've gotta put you in a nursing
home." It isn't that easy . . . It's al-
ways easy for other people to sit back
and say what you ought to do.

Thoughts of institutionalization were a
source of anxiety, grief, and guilt for non-
integrated caregivers.

Guilt
Caregiver guilt has been a predominant

theme in qualitative caregiving research (Ar-
onson, 1992; Green et al., 1987; Sommers &
Shields, 1987). In this study, guilt was a
common theme in lives of non-integrated
caregivers. These participants regularly
made personal sacrifices to avoid feeling
guilty for not providing the best care possi-
ble. A number of situations produced guilt,
including feelings of inadequacy, such as the
following situation described by a non-inte-
grated caregiver:

Well, one of my friend's husband de-
manded so much of her and then she
died of a heart attack. Her family said
to me, ' 'Oh my goodness, take care of
yourself." And a lot of people have
said to me, "You must take care of
yourself." But that isn't as easy as it
sounds. You have to do what you have
to do really. There isn't any other way
or you think • there isn't. You feel
guilty if you don't do certain things.

When the caregivers lost patience, they felt
guilty. If their husbands were unhappy or
bored, the caregivers felt guilt. Arguments
with their husbands produced guilt. The non-

1 Pseudonyms have been used to protect confi-
dentiality.
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integrated caregivers felt tremendous pres-
sure to be good caregivers and, sometimes,
felt guilty for not meeting their own expecta-
tions.

Guilt prevented non-integrated caregivers
from feeling entitled to leisure. Non-inte-
grated participants indicated that they would
not enjoy leisure due to the knowledge that
their husbands did not share in the experi-
ence. One participant described her reluc-
tance to go out without her husband:

We worked like dogs all our life. We
retired. We, neither one had a retire-
ment plan. And, I mean, we don't ask
much out of life. But I just wish we
would have been able to go once in a
while. (Starts to cry.) Just go out and
eat where one of us wouldn't have to
push the other one in a wheelchair.
Not much, I don't ask for. Like I said
traveling to Hawaii or wherever they
travel to—that don't interest me at all.
But, you know as far as people calling
here and saying, "Well do you want
go to a movie or something?'', I'll say,
"No, I don't want to go to a movie"
cause we always went together.

Leaving husbands alone reinforced non-inte-
grated caregivers' perceptions that they were
alone.

Future
The difficulty planning for the future that

Abel (1991) found in caregivers' lives
clearly was evident in non-integrated care-
givers lives. These participants did not see
a promising future for themselves or their
husbands, separately or jointly. Statements
such as the following indicated non-inte-
grated caregivers were not looking toward
the future as a vital time:

I don't know. We don't know what
the future's going to bring, any of us.
But I'm not certain. I don't think I can

stay here too long. There's just too
much to do and keep up. I'm not sure
that it would be feasible to stay too
long . . . I have a friend . . . that was
a nurse. And she said that doctor that
she worked with made the remark one
time, "I do not dread the thought of
dying, but I dread the bother of dy-
ing." And I thought that was very well
put. So many times it is a bother of
dying.

At the end of the interview, this woman con-
fided that if she lived long enough to care
for her husband to the end of his life, she
would feel like she had accomplished what
was necessary in her life. Another participant
expressed a typical ' 'day to day'' mentality:

INTERVIEWER: What are you ex-
pecting the next few years to be like?
PARTICIPANT: I try not to think
about it. I don't know. I never knew
these years was going to be like this.
If we knew these things so far in ad-
vance, we might all blow our heads
off. (laugh) But taking it one day at a
time makes it a little easier, you know.
Uh, I think it's a good thing we don't
know what life's got in store for us
sometimes. But, he'd do the same
thing for me. And, I know that.

Inability or refusal of non-integrated care-
givers to plan for the future was problematic.
The declining health of the non-integrated
caregivers' husbands meant an inevitable in-
crease in the level of care needed. Non-inte-
grated caregivers were not prepared men-
tally, emotionally, or physically to increase
the level of care provided.

Integrated Caregivers
Just as non-integrated caregivers had

many common characteristics, so did inte-
grated caregivers. The primary distinguish-
ing characteristic of this group was the real-
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ization that maintaining leisure involvement,
particularly social relationships, was im-
portant for their own well-being and ability
to provide care. Leisure was meaningful to
these participants. Integrated caregivers
viewed caregiving as their central life role;
however, they retained other roles. These
participants maintained prior leisure interests
and social networks separate from their hus-
bands and families and utilized formal or
informal respite care to facilitate leisure.
Furthermore, integrated caregivers were
concerned about the future, including future
leisure.

Respite and Relationships:
Meaning of Leisure to Integrated
Caregivers

The concept of leisure as freedom from
obligation has been criticized by some radi-
cal and socialist feminists who believe that
women possess an ethic of caring that pre-
vents them from feeling entitled to leisure
(Bella, 1989; Henderson, Bialeschki, Shaw &
Freysinger, 1996). However, the experiences
of the integrated caregivers in this study sup-
port liberal feminists' tenet that freedom is
a meaningful concept to women (Henderson
et al., 1996). Freedom was commonly used
by the participants to define leisure. The
freedom of leisure provided a much needed
respite for the integrated caregivers. Inte-
grated caregivers rarely described leisure in
terms of home-based activities. Leisure oc-
curred when the women were away from
home and the caregiving situation. One
woman remarked that she would have "lost
her mind'' if it was not for her ' 'freedom''
during respite or leisure time. Another par-
ticipant described her freedom during lei-
sure:

I think it's been more of a freedom.
You know you can pick and choose
and it's a time when you don't have
to be there. . . So it's been a blessing.

Leisure, freedom, and respite were synony-
mous for integrated caregivers.

Freedom was not the only definitive qual-
ity of leisure. Leisure also provided opportu-
nities to maintain social networks. Typically,
integrated caregivers interacted with other
female friends, informally or through in-
volvement in a club or organization, during
leisure. One participant used her volunteer
work with her friends as a means of coping:

Well, most of the leisure time is here
but three mornings a week I work over
there at the church thrift store and so
that's a commitment, you see. And it's
very therapeutic.

Social interaction also provided an important
source of social support:

I have this girl that just called here.
She's wonderful and funny and is very
honest, you know. And she under-
stands the situation . . . And I have
some others too. The women I work
[volunteer] with—they understand.

Maintenance of social networks through lei-
sure helped the integrated caregivers stay
connected to the outside world and cope with
the stresses of caregiving.

Remaining Active
Integrated caregivers remained involved

in a variety of activities, however, there were
commonalties. Each participant was in-
volved in a community organization. Struc-
ture was an important feature of this activity.
The women knew exactly when their clubs
met and for how long so they could make
necessary arrangements to find respite care
for their husbands. Participants adjusted their
level of involvement to accommodate their
husbands. One participant said she had given
up about one-third of her involvement and
missed a lot of meetings. Another participant
still attended her service meetings and social
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groups, however, she did not stay as long as
she used to:

PARTICIPANT: I belong to some
groups of women. And I still go to the
meetings . . . however, I don't stay
as long. Sometimes we meet for lunch
and it goes on until late in the after-
noon and I just don't (shrugged).
INTERVIEWER: Want to anymore?
PARTICIPANT: Well, I just feel like
I don't want to be away too long.
INTERVIEWER: Do you worry when
you're away?
PARTICIPANT: No, because I get
back. I just arrange it so I don't need
to worry. No, I don't.

In spite of sacrifices, integrated caregivers
attended to their leisure needs.

Planning Future Leisure
All integrated caregivers had future plans

that included leisure. In some cases the plans
were for the next few years. In other cases,
plans were made only for the next few weeks
or months. Regardless of the long or short
term nature of the plans, future planning dis-
tinguished these participants from non-inte-
grated caregivers who lived day-to-day with-
out making any preparation for the future.

Two participants were unique because
they were making plans for after their hus-
bands' departure from the home. One partici-
pant had recently arranged nursing home
placement for her husband. She looked for-
ward to increasing involvement with her
community organization and traveling out of
state to see her children. The other woman
mentioned widowhood and its advantages
over caregiving several times throughout the
interview:

And this place, where I volunteer—
most of them are widows out there,
you know. Well, you hear about these
widows—they're going on trips—

they're having—they go out to lunch
all the time. They go to parties and
everything, you know (laugh). But, I
cannot do that. . . it's really interest-
ing what widows, how they act after
their husbands die you know. Most of
them have money so they can do any-
thing they want to.

This participant envied the freedom that she
believed the widows had and realized that
there would be new opportunities after her
husband's death.

Leisure and Maintaining
Weil-Being

Integrated caregivers realized the impor-
tance of leisure as a method of coping and
relieving stress. They believed they could
not stay with their husbands 24 hours a day
without harmful consequences to them-
selves. Participants in this group frequently
talked about their mental health and how get-
ting out of the house kept them "sane." One
participant's daughter had stayed with her
throughout the early stages of her husband's
disease. She described why her daughter was
so helpful:

. . . she was here and anytime she had
work to do here and was gonna be
home, she'd say, "Don't you have
something to do? Go away Mom, go."
So I'd get out and that really kept me
sane. It really did.

This participant believed that sacrificing
more was neglectful of her needs:

. . . now he would like—every time
that car leaves he would like to be in
it, you know. But, I cannot do that. I,
like I said, I've given my whole life
to the family and others, so I think it's
only right that I should take care of
my own needs.
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This participant realized that there was really
nothing she could do about her husband's
disease:

And, I realize now that I cannot fix it.
The kids always felt like, you know,
that I could do anything you know. I
was always there . . . But I cannot fix
this.

These examples illustrate how women in this
group separated themselves from the care-
giving role and tended to their own needs.

Another woman whose husband had ex-
perienced significant cognitive deterioration
did not especially enjoy her husband's com-
pany, so she established her own room in
their house:

PARTICIPANT: I fixed up a little
room with a lock on the door. That's
something you should tell your
mother. Fix up a little room where
you've got your television, your
stereo. I have my bath. I have the dou-
ble lounge chair and radio. And I can
go back there.
INTERVIEWER: And he won't
bother you?
PARTICIPANT: No. I lock him out!
(Laughs.)

Regardless of their methods, integrated care-
givers used leisure to maintain mental health.

Conclusion
The conceptual relationship between

caregiving demands and loss of leisure is not
clear. According to findings of this study,
the relationship is multidimensional. While
caregiving demands impacts time available
for leisure, caregiver beliefs about the cen-
trality of the caregiving role are a better indi-
cator of whether or not caregivers will main-
tain leisure. The burdens of caregiving are
more likely to engulf non-integrated caregiv-
ers, women who view tending family as their

only significant life role. As a consequence,
non-integrated caregivers are more likely to
relinquish leisure when the demands of care-
giving are great. Furthermore, non-inte-
grated caregivers are likely to perceive care-
giving as more burdensome because they do
not have other meaningful dimensions of
their lives. Integrated caregivers, women
who have a more holistic view of life and
are active in other dimensions of their life,
are less likely to be so consumed by the
burden of caregiving that they sacrifice all
personal or independent leisure. Their lives
have other dimensions so when caregiving
becomes burdensome, there are other ways
for them to find meaning.

Implications for Research
Although this research has filled a gap in

the understanding of caregiving, there are
still many issues related to caregiving and
leisure that need to be addressed. The rela-
tionship between centrality of the caregiving
role and loss of leisure merits further atten-
tion. The relationship between the centrality
of the caregiving role and life history also
deserves further study. This study provides
tentative evidence to support previous re-
search that indicated attitudes toward care-
giving and measures of life quality (life satis-
faction, self-esteem, depression, and role
conflict) remain steady over the life span,
regardless of caregiving responsibilities
(Moen, Robison, & Dempster-McClain,
1995). Results of this study indicated the role
of caregiver dominated non-integrated care-
givers more than integrated caregivers. This
study did not indicate why some women em-
phasize the role of family caregiver more
than other women with similar backgrounds.
Events and relationships in the histories of
non-integrated caregivers may build under-
standing of their world view.

Implications for Practice
These results suggest that there is no

simple, systematic method of determining
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how wives will react to serving as a pri-
mary caregiver. Integration of leisure
could not be predicted on the basis of the
level of required care. An approach that
requires individual assessment of each
caregiver is potentially more appropriate.
Service providers may benefit from as-
sessing caregivers to determine the impor-
tance they place on the role of caregiver.
Additional respite and support services, as
well as information about caregiving, may
meet the needs of integrated caregivers.
Non-integrated caregivers possibly need a
more direct and involved intervention. In
order to experience leisure, women in this
group may need leisure counseling to help
them realize the importance leisure can
have in their lives, deal with the guilt they
feel in relation to leisure and access ser-
vices which will provide them opportuni-
ties for leisure. Direct arrangement by ser-
vice providers of respite, home-health,
transportation and other services may fa-
cilitate leisure for non-integrated care-
givers.

Perhaps the most successful solution, and
the most difficult, for improving the lives of
caregivers is to change women's perceptions
of themselves and their roles in life. Wom-
en's ability and desire to nurture and care
for their families should not be discouraged,
however, this aspect of their lives should not
always dominate to the exclusion of other
facets of who they are. Women may find
more satisfaction with their lives if they de-
velop a variety of roles that can meet their
needs for affiliation and self-worth. Chang-
ing the perceptions of women, or society, is
not easy. Non-integrated caregivers have
held their views about the centrality of the
family all of their adult lives. It is unlikely
that those beliefs will change easily at this
difficult stage in their lives. A better ap-
proach is to encourage teachers, recreation
programmers, coaches, parents, and other
adults who work with children to work with
girls and young women to help them develop
an integrated lifestyle.
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