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The purpose of this paper is to report research findings pertaining to the role structured
family leisure programs play in enhancing family visits and alleviating caregiver burden for
family members of institutionalized older adults with Alzheimer's disease. The study was
inductive in nature and data collection strategies consisted of participant observation, open-
ended questionnaires, and in depth qualitative interviews. Four familial caregivers partici-
pated in a structured leisure activity comprising a family music program which took place
during family visits with their care receivers twice a week over a six-week period. Evidence
from the present study suggests that family leisure programs facilitate "quality" visits and
the development of social support which together help to increase the coping capacity of
caregivers. These factors, in turn, may provide "buffering mechanisms" which may serve to
moderate the impact of caregiver stress on psychological health and well-being and provide
the opportunity for the re-establishment of meaningful relationships. These results have
implications for researchers, for institutions, and for policy makers.
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Introduction and Background those living in institutional settings, is the
family. Studies have consistently pointed to

An important influence on the sociopsy- the essential role that families play in the
chological worlds of older adults, especially psychological well-being of older adults
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(Greene & Monahan, 1982; Harel, 1981;
Quayhagen & Quayhagen, 1989; Wells &
MacDonald, 1981). Tobin (1987) further
emphasized the significance of family visits,
suggesting that visits by family members are
particularly important because of the deper-
sonalizing effects of becoming institutional-
ized. He stressed that contact with familiar
family members is important for a re-
affirmation of the self. The maintenance of
self is particularly relevant to research on
Alzheimer's disease (AD) as the loss of self-
identity has been identified as one of the
many losses associated with the disease (Gil-
leard, 1992; Kitwood & Bredin, 1992; Sabat
&Harre, 1992).

Although family visitation may be bene-
ficial for the older adult in the institution, in
cases involving dementia visiting with their
institutionalized relative can prove to be
very difficult for family members. Existing
evidence suggests that family members of-
ten find visits to be frustrating, painful, and
difficult (Edelson & Lyons, 1985; York &
Calsyn, 1977). One of the primary problems
experienced by family members in visits
with a spouse or parent with AD is the lack
of conversational exchange (Quayhagen &
Quayhagen, 1989). In addition to the
difficulties encountered during the visits,
family members often experience feelings of
guilt and inadequacy (Pratt, Wright, &
Schmall, 1987; Riddick, Cohen-Mansfield,
Fleshner, & Kraft, 1992); concern or distress
about a relative's deterioration (Stephens,
Bridges, Ogrocki, Kinney, & Norris, 1988);
as well as the need to do more for their rela-
tive (Hansen, Patterson, & Wilson, 1988;
Pratt, Wright, & Schmall, 1987). Further-
more, several researchers have suggested
that although the stresses associated with the
day-to-day physical care of a relative are re-
duced with institutionalization, the emo-
tional stresses often continue (Pagel, Becker,
& Coppel, 1985; Pratt, Schmall, Wright, &
Cleland, 1985; Pratt, Wright & Schmall,
1987; Stephens, Kinney, & Ogrocki, 1991)
and may in fact become more pronounced

after institutionalization (Carrilio & Eisen-
berg, 1983; George &Gwyther, 1984; Tobin
&Kulys, 1981).

Empirical investigations focused on the
outcomes of interventions designed to meet
the needs of caregivers are in a relatively
early stage of development. The research
that does exist has concentrated primarily
on the potential benefits of psychoeduca-
tional, self-help, and psychotherapeutic in-
terventions in the form of support groups, or
individual or family counselling (see Zarit &
Teri, 1991, for a review). Our understanding
of the impacts of therapeutic interventions
for family members of institutionalized
older adults is even less developed. Never-
theless, the social work literature consis-
tently emphasises the potential benefits of
support groups (Brubaker & Schiefer, 1987;
t o x & Ephross, 1989; Greenfield, 1984;
Safford, 1980) and family councils (Palmer,
1991) within institutions. Other researchers
have emphasized the need for family coun-
selling and supportive educational groups as
well as support groups as part of a contin-
uum of care for family members (Coen
Buckwalter & Richards Hall, 1987; Pratt,
Schmall, Wright, & Hare, 1987; Rosenthal
&Dawson, 1992).

Within the leisure field, research focus-
ing on the role of leisure in the lives of care-
givers is in an even earlier stage of develop-
ment. Preliminary evidence suggests that
leisure may provide a means of escape for
caregivers and may play a positive role as a
coping resource (Bedini & Bilbro, 1991;
Keller&Tu, 1994;Sneegas, 1988). Other re-
searchers (Hughes & Keller, 1992) have sug-
gested the use of a leisure education pro-
gram as an essential component of family
caregiver support groups. It is important to
note, however, that the studies thus far have
typically examined the relationship between
overall leisure lifestyles and perceived care-
giver burden. In addition, the interventions
suggested and/or examined, both in com-
munity settings and in institutional care set-
tings, are designed specifically for caregivers
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and do not include the care receivers. Fur-
ther, researchers have suggested that "care-
giving for a relative in the nursing home
needs to be conceptualized differently than
caregiving for an individual in the commu-
nity" (Riddick et al., 1992, p. 69). Many of
the stresses in caregiving within the institu-
tional care setting are of an emotional na-
ture and are often experienced in visits with
an older adult relative. This paper will ad-
dress a structured leisure intervention using
a music program which was designed to in-
clude familial caregivers as well as care re-
ceivers in visits within institutional care set-
tings.

The leisure intervention was structured
in three important ways. First, due to the
family/resident nature of the program, it
was important that family members make a
firm commitment to be a regular participant
in the program. Second, all sessions were
scheduled for a set time twice a week and
were an hour in length. Finally, although the
content of each session varied according to
the interests of the group, the structure of
the sessions was established prior to the
commencement of the program. Each ses-
sion began with an individual greeting to
each participant and a greeting song. The
topic of the session was then introduced and
discussed briefly. Songs relevant to the topic
were chosen to help evoke memories and to
enhance discussions. The final twenty min-
utes of each program were reserved for the
playing and singing of the residents' and
family members' favourite songs. Each ses-
sion ended with the same closing song. This
format remained consistent for the duration
of the intervention period.1

Very little is known about the potential
outcomes of structured family leisure pro-
grams—that is, programs designed to in-
volve older adults living in institutionalized
settings along with their family members.

1 A more detailed description of the program
can be obtained from the first author.

Preliminary evidence from the music ther-
apy literature suggests that shared music
programs may facilitate communication
and may provide therapeutic experiences by
bringing family members closer together
(Bailey, 1984; McDonnell, 1984;Zerkowski
&Canevaro, 1975).

This evidence suggests that structured
family leisure programs, in which both the
care receiver and caregiver participate, may
be beneficial to family members dealing
with the illness of a loved one. These inter-
ventions may be particularly beneficial to
family members dealing with the gradual
deterioration of a parent or spouse with AD.
However, studies have not examined the
outcomes of such participation for caregiv-
ers of institutionalized older adults with AD.
In addition, mounting evidence illustrating
the difficulties, frustrations, and pain family
members often experience in visits with
their older adult relatives with AD suggests
there is a great need for effective interven-
tions which help alleviate the difficulties and
burdens experienced by these caregivers.
Structured leisure programs involving both
residents residing in institutionalized set-
tings and their family members may play a
key role in this area.

Purpose
The present study evolved out of a larger

research project designed to examine the
effects of a structured leisure activity, com-
prising a therapeutic music program, on the
psychological well-being of institutionalized
older adults with AD (see Dupuis & Pedlar,
1993). Specifically, the intervention in the
larger project was designed to examine the
effects that a resident music program (i.e., a
music program in which only residents par-
ticipated) and the effects that a resident/
family music program (i.e., a music pro-
gram in which family members participated
with their relative during visits to the insti-
tution) had on the resident. Within the first
few weeks of the research project it was
noted that the resident/family music pro-
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gram appeared to be having an unantici-
pated impact on visiting family members in-
volved in the sessions. Thus, guided by the
assumptions of inductive research, a sec-
ondary purpose emerged out of the research
project which resulted in an investigation of
the impacts of a shared music program on
the family members of institutionalized
older adults with AD. This paper reports the
findings pertaining to this second research
objective; that is, the role that structured
family leisure may play in enhancing family
visits and alleviating caregiver burden.

Method
The study took place in a home for the

aged in rural Northwestern Ontario. The
larger project incorporated both method-
ological triangulation and data triangula-
tion (Denzin, 1978); that is, both "natural-
istic inquiry" (Guba, 1978) and experimen-
tal design and qualitative as well as
quantitative data collection strategies. The
experimental design used in the larger proj-
ect to examine the effects of a therapeutic
music program on the psychological well-
being of older adults with AD included ran-
domly assigning six residents each to: (a) a
control group (b) a treatment group (resi-
dent music program) engaged in a music
program twice a week for six weeks, and (c)
a second treatment group (resident/family
music program) participating in an identical
music program in which family members
were directly involved. It is the resident/
family program, particularly the impacts on
the family members involved in the pro-
gram, that is the focus of this paper.

The families of the six residents ran-
domly selected for the resident/family pro-
gram were contacted to determine if a mem-
ber of their family would be interested in
participating in the resident/family music
program. One member from each of four of
these families agreed to participate—three
middle-aged daughters of female residents
and the middle-aged wife of a male resident

(see Table 1). Thus, the resident/family
group consisted of four residents and four
family members. Group size was limited for
two reasons. First, it is generally accepted
that therapeutic benefits from interventions
of this sort diminish as the group gets larger.
A manageable size recommended for maxi-
mum therapeutic outcome is between six
and eight participants. Second, in order to
obtain an in-depth and comprehensive un-
derstanding of the experiences of the resi-
dents and their family members both inside
and outside of the structured leisure inter-
vention, it was deemed appropriate to trade-
off "quantity" of participants for "quality"
observations.

The resident/family group received a
one-hour music program designed by the
principal researcher twice a week over a six
week period. Based on (a) the suggested pos-
itive impact of music programs for older
adults with AD (Christie, 1992; Clair &
Bernstein, 1990a, 1990b; Pollack & Na-
mazi, 1992; Prickett& Moore, 1991)and(b)
the growing evidence regarding the potential
benefits of a reminiscence approach (Lesser,
Lazarus, Frankel, & Havasy, 1981; Smith,
1986; Weiss, 1989), a reminiscence music
program was adopted for the research proj-
ect. Accordingly, songs were chosen for their
potential to evoke the discussion of past
memories on a certain topic.

The approach taken was inductive in na-
ture and was guided by the assumptions of
the interpretive paradigm. According to in-
terpretive social scientists, "realities exist in
the form of multiple mental constructions,
socially and experientially based, local and
specific, dependent for their form and
content on the persons who hold them"
(Guba, 1990 p. 27). Thus, the role of the re-
searcher is to discover, describe, and un-
derstand the meanings behind subjective
human experience (Greene, 1990). Data
collection strategies included structured ob-
servations, open-ended questionnaires, and
subsequent in-depth qualitative interviews.

A qualitative-naturalistic and dynamic
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Table 1.

The Four Caregivers and Their Care Receivers

Caregiver3 Care Receiver Age of Care Receiver
Months in

Institutional Care

Laura
Margaret
Anne
Katherine

husband
mother
mother
mother

70
91
82
98

36
56
19
33

a Pseudonyms used to preserve the anonymity of the family members and their care receivers.

approach is particularly appropriate to in-
vestigations of human interventions which,
in practice, are subject to develop and
change as participants' needs change (Pat-
ton, 1990). Qualitative methods are also ap-
propriate for examining interventions in
which the outcomes are not known but un-
fold as the project progresses. The inductive
nature of this study allowed the researcher
to identify emerging themes while the data
collection was in progress. In other words,
data discovery, data analysis and interpreta-
tion occurred simultaneously as the research
progressed (Patton, 1990; Henderson,
1991). This meant that significant patterns
related to the experiences of the family
members began to surface within three
weeks of the music intervention.

Structured observations of residents' fa-
cial and body expressions, behaviours, and
interactions with other residents, staff, and
particularly their family members were doc-
umented daily in a research log for two
weeks prior to the commencement of the
music program and two weeks after the ter-
mination of the program. Observations
were also documented before each session
during the six-week music program. Post-
session comment sheets (PCS) were used
immediately following each music session
to document the behaviours, expressions,
and involvement of the residents observed
during the sessions. Family member in-
volvement and interactions with relatives or

with other family members were also noted
on the PCS. By the third session, observa-
tions both within and outside of the music
programs as well as informal discussions
with the family members indicated that the
family leisure intervention was having an
impact on visiting family members as well
as on their older adult relatives.

Immediately upon completion of the fi-
nal music session, the four family members
in the resident/family program were asked
to complete an open-ended questionnaire.
The questionnaire was designed to identify
changes noticed by family members in their
parent or spouse throughout the interven-
tion period as well as to ascertain what the
experience in the program had been for the
family members themselves. Statements
made on the family member questionnaires
confirmed the researchers' preliminary in-
terpretations.

Six weeks following the final session, in-
depth qualitative interviews were conducted
with the four family members. The purpose
of these interviews was to determine the sus-
tainability of noticeable outcomes for the
older adults and to clarify, elaborate and
confirm patterns and themes that had
emerged from the previously collected data.
Individual interview guides for each family
member were designed based on their re-
sponses to the questionnaire. Family mem-
bers were encouraged throughout the in-
terview to elaborate on things that were im-
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portant to them. The interviews ranged
from one to two hours and were tape re-
corded with the family members' permis-
sion.

In addition to the interviews and obser-
vations, the principal researcher's feelings,
insights and reflections were recorded
throughout the research project to identify
any researcher bias or affect that may have
coloured the researcher's objectivity and
openness to unexpected results. Lofland and
Lofland (1984) and Maguire (1987) have ar-
gued that reflection is a crucial component
of qualitative research with respect to in-
creasing objectivity.

The data from the observations, the
questionnaires, and the interview tran-
scripts were then formally analyzed using
Lord and Hearn's (1987) five step analysis
process. This process involves: (1) transcrib-
ing all interview tapes and field notes; (2)
coding data by sector or group; (3) iden-
tifying common and variable patterns by
sector or group; (4) comparing patterns
across sectors or groups; and (5) identifying
central themes or issues which are further
explained by the patterns. Specifically, data
from each family member were coded and
compared in order to identify common out-
comes for the family members. The emer-
gent patterns and themes pertaining to the
family members were then compared with
existing literature. In this grounded theory
approach (Glaser & Strauss, 1967), the the-
oretical findings emerged from and were
grounded in the people and context studied
(Patton, 1980).

Findings
Distinct patterns and themes emerged

from the analysis of the family member
questionnaires, qualitative interviews and
recorded observations. Outcomes of the
family leisure program identified by family
members form four overarching themes: (1)
enhanced quality of visits; (2) leisure pro-
gram as social support; (3) leisure program
as a coping mechanism; and (4) enriched re-

lationships. Several common patterns which
help explain these themes emerged from the
data, as summarized in Figure 1. The find-
ings are reported in the context of the ways
in which the leisure program appeared to
affect the experience of visiting from the per-
spective of the family members. The data
presented below are drawn primarily from
the caregiver questionnaires and in-depth
interviews which took place after comple-
tion of the structured leisure intervention.

Enhanced Quality of Visits
Due to anxiousness, unresponsiveness,

and difficulty communicating, family mem-
bers generally characterized their visits with
their parent or spouse outside of the family
leisure programs as difficult or monotonous.
Family members of anxious residents often
had difficulty getting their parent or spouse
to stop wandering and to calm down when
they came in. One daughter explained: "It
was difficult to get mother to stop . . . she
wanted to be continually going in her wheel-
chair. Usually it was quite a fight to get her
to stop and visit with me."

In contrast, Laura had difficulty getting
her husband to respond to her during their
visits. She described her visits as follows:
"When I come in to visit there's just nothing
sometimes. It's hard to describe . . .just
humdrum really. Just the same thing every
time I come in. . . . Sometimes he forgets
I'm here and wanders into the hall".

Congruent with Laura's experience, fam-
ily members also explained that because
their parent or spouse was unable to do very
much now, the visits were usually monoto-
nous. Margaret elaborated on a typical visit
with her mother:

[The visits] are very much the same
usually. She sees me and she's very
happy to see me and she cries and that
sort of thing. Then I have to get her
settled down and I bring her ice
cream, or I give her a snack. . . bring
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Overarching Themes Patterns

(1) Enhanced Quality of Visits

(2) Leisure Program as Social Support

(3) Leisure Program as Coping Mechanism

(4) Enriched Relationships

• enhanced communication
- relaxed and responsive
• chance to contribute
• chance to participate together

• brought family members together
• no longer feeling alone
• saw how others cope with situation
• support network developed

- helped accept disease and situation

• reduced guilt

• coped better with role strain

• viewed relative more positively

• strengthened relationship

FIGURE 1. PATTERNS AND THEMES.

her chips or something and she has
[the snack]. I try to take her down to
the dining room, like to get her away
from the floor even for a few minutes.
If we go down to the auditorium usu-
ally she won't stay. So we go down to
the dining room downstairs and have
a coffee or something. Then I usually
put her back in bed. [The visits] are
usually pretty much the same.

All four participants felt that the oppor-
tunity to visit together in a structured activ-
ity such as the family leisure programs made
visits easier and more enjoyable for them.
Four factors appeared to contribute to the
enhanced quality of the visits. First, two of
the four family members said that they were
better able to communicate with their par-
ent or spouse during the music programs
and often for a period after the program.
One family member explained: "The music
took [mother] back to those days that she
could remember better. . . . Then, she'd
start to open up and she'd talk more". At the

same time, the music program also gave the
family members something in the present to
talk about. Anne, for example, stated:

I was able to talk better with mother
and mother was much more relaxed
until I would go home . . . so often
most of our conversation is from
years ago. The music program gave us
something to talk about in the present
because I talk to [mother] after, about
the program, and that was something
she could remember for that length of
time.

Second, all four family members ap-
peared to enjoy the opportunity to visit with
their family member when they were re-
laxed and responsive to them. One daughter
observed: "I was happy and content to see
her relaxing and know that she wasn't want-
ing to go home. She was content to sit right
there and because she [was], then it makes
me feel happier and more contented".
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Laura, on the other hand, enjoyed the op-
portunity to see her husband "alive":

When I'd come in there's just nothing
sometimes and I thought, "Oh, isn't it
nice to come in and he's alive and,
you know, attentive to me again". It
made me feel good 'cause before
when I'd come in everything was just
the same. I really liked to be here
when he was like that, alert. I wanted
to be with him when he was like that.

Third, it was very important to these
family members to be able to contribute to
their parent's or spouse's life and to be able
to participate and share in things together.
The family leisure programs appeared to re-
spond to this need. For example, Anne de-
scribed her need to contribute to her par-
ents' well-being:

I would like to think that I was mak-
ing [my parents'] final days on earth
as enjoyable as I can. That's very im-
portant to me because I feel that when
my mother and father pass on I can
look back and think I did that for
them or with them as often as possi-
ble. And, I won't have any regrets that
I could have been there more often, or
I should "have done this, or I wish I'd
done that. So the quality time spent in
the music programs was important to
me. I feel it was important to dad and
mother and me, the three of us.

Finally, the family leisure programs gave
the family members and their relatives "a
chance to do things together" that they en-
joyed. Margaret summarized her thoughts
on this:

The [music programs] gave us chance
to do things together. . . . There's so
very little that I can do with her that
she can participate [in]. Like I used to
play cards with her, it was something

we could do and now she can't do this.
When I would take her down to the
auditorium for music programs,
we're only there a few minutes and
she would want to leave. It's hard to
do things with her that she can partic-
ipate in. She could participate in the
music program. She would never stay
in the auditorium for programs yet
she always stayed at the music pro-
grams.

Having spent "quality time" with their
relatives, family members were able to leave
with "a better feeling". To illustrate, one
family member explained:

Like lots of times I leave and I go
home with a very upset feeling. So
when I could leave [mother] and
know that we had some nice times, a
few laughs together and that when I
leave she's not upset, that made me
feel better. Yes, it was really nice to
see her enjoy something, she enjoys so
little now.

Leisure Program as Social Support
Another important outcome of the pro-

gram that appeared to benefit the family
members was the supportive aspect of being
involved in the program with other caregiv-
ers who were dealing with similar circum-
stances. The family leisure programs: (a)
served to bring family members together, (b)
made family members realize that they were
not alone, (c) allowed them to see how oth-
ers dealt with the situation, and (d) provided
the opportunity for an empowering sup-
portive network to develop.

First, the family leisure programs brought
together family members who were dealing
with similar circumstances. Anne summa-
rized this point:

Occasionally I would speak to those
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relatives before the program ever
started but I never really got to know
them. I got to know the relatives of
those residents much better during
the program and we have something
to talk about now. . . . I knew from
having watched [other family mem-
bers] going around the building with
their resident that they were pretty
much having the same problems and
feelings I was but you really didn't
identify that much with any one of
them until the program began.

In fact, all four family members ex-
pressed that being involved in the music
program helped diminish this feeling of be-
ing so alone and allowed them to see how
others dealt with the situation. As Margaret
summed up:

Well [the music program] helped me.
You always sort of think that you're
the only one that has this situation. I
enjoyed seeing that other family
members are in the same situation
and getting an insight into how they
handle the situation. I saw [Kather-
ine] and the [other family members]
in the group and they're as devoted as
I am and they looked after their fam-
ily members pretty darn good. So I
didn't think I was doing any differ-
ently than they were.

Katherine expressed similar thoughts
about the program:

I didn't feel alone in the program. I
think we were all sharing each other's,
I use the word, "pain" for lack of a
better word. I believe that sharing
with other families gives a feeling of
being supported—that each of us has
his or her burdens. I think the fact that
I was sharing that group with other
people made it easier for me to accept
the situation.

Outside of the program, Laura would
sometimes become embarrassed by some of
her husband's behaviours. Being able to see
that other family members had to deal with
this too appeared to make her more com-
fortable with the situation. In her interview
she explained this:

When you talk to [other family mem-
bers] it's kind of supportive that
you're not the only one and that
helped. 'Cause when I am alone with
[my husband] and he does the odd
thing, that kind of embarrasses me.
But when I would get in the [music
program], well if he does something I
can't help it and the other [partici-
pants] did it too. Everyone was so sup-
portive and understanding.

As the family members got to know each
other better, they became concerned about
other members of the group and began to
function as a supportive network for mem-
bers, especially in crisis situations. Several
observations demonstrated how family
members were serving as a support network
for each other. To illustrate, the following
incident was documented in the daily log af-
ter the third session:

Laura spoke to me at the beginning
of today's session. She expressed how
very worried she was about her hus-
band. He had fallen and she was wor-
ried he may be hurt. At the beginning
of the program, I informed the other
family members and participants that
William and his wife would not be at-
tending the program today because of
his fall. At that moment Katherine
saw Laura talking to the nurse in the
hall, excused herself for a moment,
and went over to speak with William's
wife. She put her hand on Laura's
shoulder in a supportive gesture and
spoke with her for a few minutes.
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Family members began arriving early for
the family leisure program and often stayed
after the sessions so that they could talk to
one another about issues that were impor-
tant to them. One family member further
expressed the desire for more time for dis-
cussion with other family members.

I enjoyed seeing the other family
members and the only thing I would
suggest for another time is if you
could have just the family members
and have them chat a bit amongst
themselves like that—they could get
together like a support group. I found
that we did get other ideas from each
other and that we could observe and
we could see but we really didn't get a
chance to talk to each other for very
long, like it's hard 'cause you can't
talk with your family member there. I
enjoyed the few minutes ahead of the
program or even usually after, but
[the participants] were all tired and
wanted to go back to their rooms. It
was enjoyable to just have that time, a
little bit more would have been really
nice.

By the end of the six weeks, it was ob-
served that the leisure programs had
brought the family members together in a
way that instilled a sense of solidarity. To-
gether they felt sufficiently empowered to
challenge the way things were done in the
home and to fight against particular aspects
or conditions they did not agree with. For
example, it happened that during the second
last week of the program all the residents liv-
ing in a particular wing were moved to an-
other wing. This move indirectly affected all
of the participants in the program as the mu-
sic room had to be relocated. As well, two of
the participants in the resident/family mu-
sic group were directly affected by this
move. It was observed that the move was
very poorly organized and residents' name
plates remained on their old room doors for

several days after the move. This contrib-
uted to much confusion and disorientation
among the residents of that unit. In addi-
tion, family members were upset because
they had not been notified of the move and
had discovered various items missing after
the move. At the following session, the fam-
ily members stated that they had decided to
come together and express their anger and
disappointment regarding the circum-
stances of the moves. They had designed a
petition which they intended to send to a lo-
cal politician and the administration of the
home and were approaching other family
members to sign the petition. In a difficult
situation, the family members involved in
the study had united together to stand up for
themselves and the rights of their relatives.

Leisure Program as Coping
Mechanism

The structured family leisure interven-
tion also served as a coping mechanism,
helping family members become more ac-
cepting of the disease and the situation, re-
ducing the guilt family members were feel-
ing, and generally helping family members
feel better about the situation. One family
member described the pain that she was go-
ing through and how she felt the music pro-
gram eased this pain:

My mother was always an important
person to me in my life and the last
four or five years have been very pain-
ful seeing her and her illness and how
she's deteriorating. I was the one who
had to take her house and go through
all of her things and dispose of every-
thing and all the time I was thinking
. . . I still was thinking that if mother
were here . . . like if she'd been dead
it would have been easier for me to
deal with that, if you know what I am
talking about. So I appreciated the
fact that the music program gave me
some happiness to see her as I used to
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remember her—this close to me.. . .
In the music programs I felt more re-
laxed and more comfortable about
[the situation]—like it just seems like
it goes on day after day after day after
day after day and there's no end and
the music program was something
that was an encouraging experience.
What I'm thinking is I've said so
many good-byes to the different parts
of her and the person she was before
she became ill, maybe what I'm doing
now is just being more accepting.

All four family members expressed their
guilt regarding having to place their parent
or spouse into institutional care and how the
program seemed to alleviate their guilt. A
typical illustration is how Anne recounted
her guilt:

So many of the things that happen
now with mother bring back memo-
ries of unhappy times where the mu-
sic brought back the happy times and
memories. It also made [mother]
happy taking in the music and that
makes me feel a lot better about [my
parents] being here. You see, for a
long time I felt so kind of guilty about
[mother] being here. The program
helped me feel better about that.

In addition, the daughters in this study
often felt torn between the responsibilities of
taking care of their parent or spouse and
their responsibilities at home. One family
member noted:

I had a hard time juggling everything
I wanted to do. . . . You have your
parents on one side that you're trying
to look after, you have your children
and nowadays even if they are grown
they always have tons of problems,
you have your grandchildren who you
really want to enjoy, you have your
husband, and you have your own life

. . . and you're trying to do all that.
It's kind of hard sometimes.

By providing "quality time" twice a
week, family members were able to cope
more realistically with the demands on their
time. Margaret explained:

I don't know if it was a combination
of things but finally after all these
years I finally clued in. I think the mu-
sic program helped in that way. I have
finally come to realize [that] my
mother is only one part of my life. I
have a home, a husband, two chil-
dren, two grandchildren who all de-
mand equal time. I also need time for
myself, and my visits with mom must
be quality time not quantity visits
sandwiched into a busy schedule. . .
The music programs allowed me to
spend quality time with my mother
because we were doing something to-
gether.

Enriched Relationships
A fourth outcome of the family leisure

program was its affect on the caregiver/care
receiver relationships. All four family mem-
bers suggested in their interviews that the
leisure programs allowed them to see their
parent or spouse in a new, more positive
way. Anne, for instance, stated this point
several times in her interview: "Well it was
so nice to see [mother] so happy and so out-
going and it made my visiting with her. . .
well I suppose I could see the positive side of
her and not all the negative".

Having the opportunity to experience
their family member the way they were be-
fore they became ill, appeared to contribute
to the more positive perceptions of their rel-
atives. Laura, for example, found herself
questioning her perceptions of what her hus-
band knew and remembered:
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The music programs really made me
think that he's not. . . that his mind
isn't all gone. I wonder sometimes
how much he knows. Because the
music really clicked in, it made me re-
alize if he remembers music, what else
does he remember?

Similarly, Margaret was reminded of
some of her mother's characteristics before
she became ill and this knowledge influ-
enced other visits outside of the program.
She described her new insights:

You tend to forget that they do have
a sense of humour. Like mom always
had a good sense of humour and I
kind of forgot that. The music pro-
grams reminded me of that . . . the
way she would tease you, that was like
mom before she became ill. Now I try
to make her have a little laugh when I
visit.

Seeing their relatives in this new, more
positive, light appeared to help further
strengthen relationships. Katherine's com-
ments about her experience illustrate this
point:

[The music programs] certainly
helped to strengthen our relationship
while in the music group and I would
say it strengthened it a bit outside of
the program too . . . because I was
aware that there was maybe more re-
sponse there and more intellect than I
had come to notice before. Before I go
to visit [mother] now, some impor-
tant things I think for me are to show
her that I care about her, to tell her
that I care about her and that she's im-
portant to me and that she is a worth-
while human being—all the affirm-
ations that I believe are so important
that we all need in our lives.

Direct involvement in the family leisure

intervention, therefore, appeared to benefit
the family members. Being able to visit in
the context of a leisure activity in which
their parent or spouse was relaxed, respon-
sive and more able to communicate ap-
peared to make visits much easier for family
members. In this setting, family members
were allowed the opportunity to spend qual-
ity time with their parent or spouse, a factor
which was very important to all family
members. The leisure programs also served
as a coping mechanism for family members
helping them become more accepting of the
disease and the situation, helping to de-
crease the guilt they were living with, and
alleviating their distress about the situation.
It would appear that sharing the program
with other family members was a key factor
in their increased ability to cope. Family
members no longer felt alone. Being in-
volved with others in the same situation,
they discovered how other family members
dealt with different situations and gradually
experienced the benefits of social support
through their involvement in the leisure ac-
tivity. Having support of others appeared to
strengthen the family members' determina-
tion to provide the best possible care for
their relative. In addition, the supportive as-
pect brought family members together em-
powering them to fight for a common cause.
Lastly, being involved and sharing the pro-
gram with their parent or spouse allowed
them to see their relative in a much more
positive light. This factor helped enrich the
relationships between the residents and
their family members.

Discussion
The reports by family members in this

study support previous findings with respect
to the difficulties and frustrations as well as
the emotional pain that family members of-
ten experience in visits with their older adult
relative with AD (Edelson & Lyons, 1985;
York & Calsyn, 1977). Difficulties experi-
enced in visits outside of the music sessions
were primarily attributed to the inability to
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communicate, the unresponsiveness and/or
anxiousness of care receivers, and the mo-
notony of the visits. In addition, the family
members in this study appeared to be expe-
riencing emotional conflict over their deci-
sion to place their parent or spouse in the
home. Consistent with other research (Rid-
dick et al, 1992; Stephens et al., 1988; Grau,
Teresi, & Chandler, 1993), feelings of guilt,
the pain of watching a relative slowly deteri-
orate, and frustration over their inability to
help, were factors which appeared to be
causing emotional distress for all family
members in this study. Similarly, William-
son & Schulz (1993) identified the loss of
ability to communicate and the gradual de-
cline of a loved one as two of the three most
commonly identified stressors among care-
givers of persons with AD. Furthermore,
family members often found it difficult to
juggle all of their responsibilities and experi-
enced role strain over wanting to do more
for their relative and having to meet their
own needs and those of other family mem-
bers at home.

Other problems or concerns found in this
study and also identified in the literature ap-
pear to be the spouse's or parent's lack of
interest in things (Stephens et al., 1988) and
the care receiver's diminishing social life
(Smith, Smith, & Toseland, 1991). Family
members continuously worried about the
psychological and social well-being of their
loved ones. Other researchers (Hansen et al.,
1988; Smith et al., 1991) have noted the
strong desire by family members to find
ways to enrich the lives of those they were
caring for. This desire was also very appar-
ent in the family caregivers of the institu-
tionalized older adults in this study. Al-
though faced with the frustration, pain, and
difficulties experienced with each visit, fam-
ily members expressed a real need to im-
prove the quality of their relative's life and
stressed the importance of sharing quality
time with their family member. This often
caused further frustration since the older
adults with AD were often unable to partic-

ipate or were uninterested in activities sug-
gested by their caregivers.

Evidence from the present study suggests
that the music program provided a new way
of communicating for participants and their
family members providing support for ear-
lier research (Bailey, 1984; Zerkowski & Ca-
nevaro, 1975). The sessions also provided
family members with the opportunity to
contribute to their parent's or spouse's well-
being as well as the opportunity to partici-
pate in a leisure activity which both the care
receiver and caregiver could enjoy. Having
the opportunity to make more effective con-
tributions to their relative's life possibly
helped diminish the sense of helplessness
family members often experienced in visits
outside of the music sessions. These factors
played a key role in making visits "easier"
and "more enjoyable", thus easing some of
the strain often experienced in visits.

The intervention also appeared to pro-
vide the opportunity for the development of
several of the support resources identified in
the literature, specifically esteem support,
emotional support, informational support,
and social integration or belongingness (Co-
hen & Wills, 1985; Thompson, Futterman,
Gallagher-Thompson, Rose, Lovette, 1993).
Thompson et al. (1993, p. 246) defined each
of these types of support:

Informational support refers to the
guidance and advice received from
others which help the family caregiver
to understand and manage stressful
situations . . . The emotional caring
and concern caregivers receive refers
to the behaviours of others which pro-
motes the primary caregiver's feelings
of comfort, ease, and security. Esteem
support represents the positive feed-
back others provide to bolster the
caregiver's self-efficacy and sense of
competence. Finally, social integra-
tion refers to a sense of belonging and
is usually based on engaging in social
and recreational activities with other
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people who share common interests
outside the caregiving role.

By being brought together in the group
setting, family members no longer felt
"alone". They received comfort and sup-
port in the "sharing [of] each other's pain".
Further, they could directly or indirectly
share information about how they coped
with the situation in general or with specific
incidents. The family leisure programs pro-
vided family members the opportunity to
participate in a recreational activity with
others with whom they could identify.
Within such a setting, they gained accep-
tance and recognition for their caregiving
role from others in similar circumstances, as
well as a greater sense of control and effi-
cacy. The social support that evolved
through the program was especially impor-
tant to Laura as her social life had been sig-
nificantly altered with the institutionaliza-
tion of her husband. She explained her ex-
perience:

I enjoyed it all, the music, the social
part and I got to meet other people
who I saw there but just didn't know
personally . . . The [music pro-
grams] gave the patient and the ones
like myself a chance to be into some-
thing that is going on there together—
not just come and take your own
[family member] somewhere for
coffee or something and be by your-
self. It would be nice to still be in-
volved in some activity together . . .
You see, I don't get out anywhere
where there's music any more.

The development of social support is
particularly important considering the evi-
dence which points to its positive relation-
ship with mental health (Aneshensel & Frer-
ichs, 1982; Billings & Moos, 1981; Hender-
son, Byrne, & Duncan-Jones, 1981; Holahan
& Moos, 1981; Turner, 1981; Williams,
Ware, & Donald, 1981). Substantial evi-

dence also demonstrates the positive impact
that social support has on alleviating the
stress of caregiving (George & Gwyther,
1986; Montgomery, Gonyea, & Hooyman,
1985; Pearlin, Mullan, Semple, & Skaff,
1990; Quayhagen & Quayhagen, 1988;
Thompson et al., 1993).

Related to formal support interventions,
researchers have documented the benefits of
support services to caregivers of older adults
with dementia. Kahan, Kemp, Staples, &
Brummel-Smith (1985), for instance, found
significant differences between family care-
givers who were engaged in a support pro-
gram and those who were not. Individuals
who participated in the group support pro-
gram reported feeling less burdened and
showed significant improvements in depres-
sion scores. In addition, the participants ex-
pressed feeling more capable to meet their
other responsibilities and in dealing with the
future, less stressed and more confident in
caring for their relative, less embarrassed
about the condition or behaviours demon-
strated by their relative, and more in control
of their lives. Those family members not in-
volved in the support program showed a sig-
nificant increase in burden over the four-
month interval of the program.

Cohen and Wills (1985) suggested that
social support can play a role in the stress/
health relationship at two points in the pro-
cess: the appraisal stage and the physiologi-
cal response or behavioral adaptation stage.
Thus, they noted that "support may reduce
stress by altering appraisal of stressors, by
changing coping patterns, or by affecting self
perceptions" (Cohen & Wills, 1985, p. 351).
Although it is not possible to ascertain at
what stage the social support intervened in
the present study, it is clear that the oppor-
tunity for quality interactions between care-
givers and care receivers and the develop-
ment of a social support network helped
family members utilize more positive cop-
ing strategies.

Lazarus and Folkman (1984, p. 150) dis-
tinguished between (a) problem-focused
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coping—coping directed at managing or al-
tering the problem causing the distress; (b)
emotion-focused coping—coping directed
at regulating emotional response to the
problem; and (c) cognitive forms of emo-
tion-focused coping—coping directed at
changing the meaning of the event or situa-
tion. Evidence suggests that, in the case of
dementia caregivers, cognitive-focused cop-
ing strategies (e.g., reframing the problem,
acceptance of the situation, or focusing on
the positive) are related to better emotional
adjustment (Bordon & Berlin, 1990; Pratt et
al., 1985; Pruchno & Kleban, 1993;
Pruchno & Resch, 1989).

Several researchers (Carver, Scheier, &
Pozo, 1992; Mattlin, Wethington, & Kes-
sler, 1990; Vitaliano, DeWolfe, Maiuro,
Russo, & Katon, 1990) have pointed to the
importance of considering the changeability
of the stressor. Thus, when the stressor is
amenable to change (e.g., dealing with role
conflict), problem-focused strategies may
prove more effective. At the same time, if
the stressor is not amenable to change (e.g.,
memory deficits or a gradual decline associ-
ated with AD), continued problem-focused
strategies may simply result in greater levels
of distress and helplessness. In such situa-
tions, more cognitive-focused strategies
such as acceptance of the situation may be
far more adaptive. Williamson and Schulz
(1993) studied the effectiveness of specific
coping strategies used by AD caregivers and
concluded:

Our findings also suggest that accep-
tance may be beneficial when nothing
can be done to alleviate the stressful
situation - for example, prior levels of
communication with the patient that
are lost and cannot be regained. Sim-
ilarly, accepting that a loved one is
gradually declining and that nothing
can be done to change the situation
may be highly adaptive, particularly
in the later stages of AD (Williamson
& Schulz, 1993, p. 753).

Interestingly, the family leisure programs
appeared to facilitate the development of
more cognitive-focused strategies. Through
the course of their involvement in the family
leisure programs, caregivers in the present
study became "more accepting" of the ill-
ness and of their decision to institutionalize
their loved one. Due to the positive experi-
ences within the program and the social sup-
port and understanding received from oth-
ers in the program, family members were
also able to reappraise their particular cir-
cumstances. Incidents that were once de-
fined as "embarrassing", for instance, were
re-evaluated in the context of the disease
process. In addition, the caregivers' expecta-
tions pertaining to their caregiving duties
were more realistically assessed. This meant
placing more importance on "quality" of
the visits as opposed to "quantity" of the vis-
its. Also, because family members were able
to experience more enjoyable and easier in-
teractions with their older adult relative,
they were able to view the situation much
more positively than they had in the past.
Furthermore, having the opportunity to ex-
perience their parent or spouse as they were
before they became ill, helped family mem-
bers affirm the importance of the relation-
ship with their relative.

Because the caregivers began to view
their older adult relatives in a more positive
light, the relationship between the caregivers
and the care receivers was strengthened.
This outcome is especially important con-
sidering that caregiver burden for caregivers
of older adults with AD is often exacerbated
by the gradual deterioration in the affec-
tional relationships between caregivers and
those they care for (Niederehe & Fruge,
1984; Poulshock & Deimling, 1984). None-
theless, some researchers have proposed that
the most immediate of all changes in care-
giving is the relationship between the older
adult affected with AD and the caregiver
(Deimling & Bass, 1986; Poulshock &
Deimling, 1984). Many caregivers experi-
ence loss of affection from the relationship
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(Zarit, Birkel, & Malonebeach, 1989). Par-
ticipants in a seminar conducted by Gilster
and McCracken (1989) noted that signifi-
cant losses for them included the loss of
companionship, a helpmate, nurturance,
and a sexual partner in the case of spouses.
AD often results in the loss of a spouse or
family member in leisure and social activi-
ties and even in normal everyday activities.
Normal patterns of interaction decrease
even more once a relative with AD is insti-
tutionalized. Miller (1987) found that wives
compensated for this loss by attempting to
find social activities that their husbands with
AD could participate in as well.

Motenko (1989) suggested that meaning-
ful marital relationships that continue to re-
main meaningful despite the existence of an
illness causing dementia have been shown
to contribute to caregiver gratification and
well-being. Motenko (1989, p. 171) also
found that family members "who continue
to receive companionship, affection, and
continuity in life patterns from their mar-
riages will derive greater gratification from
caregiving than those who experience dis-
continuity in social supports." Therefore, he
stressed that practitioners should not over-
look the possibility of the parent or spouse
with AD as a vital source of support and
continuity for the family caregiver.

Finally, having participated in the family
leisure programs, comments made by fam-
ily members suggested a change in their psy-
chological well-being. Three central aspects
of psychological well-being have been iden-
tified in the literature: (1) positive affect, (2)
negative affect, and (3) happiness (Brad-
burn, 1969; Kozma & Stones, 1980; Law-
ton, Kleban, & diCarlo, 1984). Several re-
searchers have suggested that of these as-
pects, happiness is the most central
construct of psychological well-being
(Kozma & Stones, 1980). The responses to
the the resident/family music program re-
flect the significance of a sense of happiness.
Family members frequently discussed how

the program made them happier. Anne, for
instance, described her feelings:

I was more happy and content you
know to see [mother] relaxing and
know that she wasn't wanting to go
home and wanting to see her mother
and father. She was content to sit
there and because she is then it makes
me feel happier and more contented.

Similarly, Laura noted:

To come here into the music pro-
grams made me feel so good . . . It
changed the atmosphere here. After
the programs, I would go home and
probably sing a little bit when I was
working, it made me feel good. The
programs made me really happy,
really happy that [William] enjoyed it
and was more like himself.

Katherine felt that the program was hav-
ing a physiological impact on her as well as
providing psychological benefits. She ex-
plained this in her interview:

Well I believe that physiologically
speaking, music does have an effect—
it really can help people relax. I keep
thinking of myself there . . . my
whole body felt different when I was
listening to the music and was in-
volved in the music group.

In short, evidence from this study points
to the role that structured family leisure pro-
grams may play in enhancing psychological
and/or physical well-being and in reducing
the emotional caregiver burden often felt by
family members of institutionalized older
adults with AD

Implications and Conclusions
The findings from the present study pro-

vide support for Coleman and Iso-Ahola's
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Increased
Coping Capacity

Enhanced
Relationship

Positive Impact

(adapted from Coleman and Iso-Ahola, 1993}

EIGURE 2. THE ROLE OF STRUCTURED FAMILY LEISURE PROGRAMS
IN THE STRESS/WELL-BEING RELATIONSHIP.

(1993, p. 114) general proposition that lei-
sure participation, in this case participation
in structured leisure programs, "acts as a
source of coping resources" which in turn
may moderate the relationship between
stress and psychological, and potentially
physical, well-being. Furthermore, Cole-
man and Iso-Ahola (1993) note that leisure-
generated social support appears to act as a
buffer against life stress. As illustrated in Fig-
ure 2, the program appeared to facilitate the
development of social support for the family
members involved in the program. The pro-
gram also served to provide the opportunity
for quality visits between the care receivers
and their family caregivers. These factors, in
turn, appeared to play a role in increasing
the family members' coping capacities
which then had an impact on the caregiver/
care receiver relationship and ultimately re-
duced the psychological distress experi-
enced by the family members. Evidence

from the present study, therefore, suggests
that structured family leisure programs may
provide "buffering mechanisms" (Cohen &
Wills, 1985; Cohen, 1988; Coleman & Iso-
Ahola, 1993) which may serve to moderate
the impact of caregiver stress on psycholog-
ical health and well-being.

These results have implications for re-
searchers, for institutions, and for policy
makers. In relation to future research, pre-
liminary evidence from this study suggests
that involvement in shared leisure programs
may have many benefits for family caregiv-
ers. However, the limited sample size of only
four family caregivers limits the conclusions
that can be made. Additional qualitative in-
vestigations employing larger samples ex-
amined over longer periods of time are
needed in order to identify outcomes of in-
terventions on family members over time.
Experimental designs which use quantita-
tive measures of burden and psychological
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well-being before and after a structured lei-
sure intervention may shed further light on
the effectiveness of shared leisure pursuits in
alleviating burden and enhancing psycho-
logical well-being. In addition, future stud-
ies should attempt to identify the specific di-
mensions of burden, particularly the emo-
tional stresses linked to the life crisis
associated with institutionalization, that
may be alleviated by such interventions.

With respect to family members, only
daughters and a wife of institutionalized
older adults with AD participated in the
present study. Further research is needed to
determine the differential effects experi-
enced by family members of dissimilar rela-
tional backgrounds (e.g., husbands, wives,
adult daughters, adult sons, and siblings).
Future studies should also examine whether
or not shared leisure activities can effec-
tively mediate the caregiver burden experi-
enced by community-based caregivers. Fur-
thermore, other factors may help to explain
the impact of involvement in shared leisure
programs and the burden experienced by
caregivers in institutional and community-
based settings. For example, all four family
members had strong relationships with their
parent or spouse before the intervention be-
gan. Such a program may not have the same
positive impacts on family members who
are not as close to their institutionalized rel-
atives or who are experiencing bitterness be-
cause of the situation. The quality of the re-
lationship between the family caregiver and
older adult with AD, and the family mem-
ber's commitment to providing care, are
factors that need to be considered in further
studies.

The evidence from this study also sug-
gests that there is an urgent need for policy
makers and facility staff to recognize the
needs that family members have in the cir-
cumstance of a relative being institutional-
ized. In order to maintain well-being and re-
duce the emotional stresses related to the de-
cision to place a relative in institutional
care, family members need the opportunity

to continue to contribute to their relative's
life and care. Family members also need the
opportunity to interact directly with other
people experiencing the same feelings and
circumstances. The potential value of direct
involvement in structured leisure programs
in addressing these caregiver needs should
be carefully considered by institutional
management and staff, particularly recre-
ation professionals. Although the costs of
caregiving are widely documented, little is
known about the outcomes of interventions
targeted at caregivers, particularly caregiv-
ers of older adults living in institutional set-
tings. The findings of this study suggest that
positive leisure experiences can play a sig-
nificant role in addressing the needs of fam-
ily members who are dealing with the grad-
ual decline of a loved one with AD.
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