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Abstract

The purpose of this phenomenological study was to describe the lived experi-
ence of leisure for adults in the sandwich generation who care for a parent with 
dementia and at least one dependent minor child who resides with the caregiver.  
The findings of this study suggest that leisure is important to sandwich generation 
caregivers (SGC).  However, participants did not understand the significance of lei-
sure to their own health at the beginning stages of their caregiving journey.  Thera-
peutic recreation is a vehicle to introduce the health benefits of leisure to SGC.  Six 
sandwich generation caregivers participated in open-ended in-depth interviews.  
Six essential themes emerged from the data and were synthesized to form this her-
meneutic summary: The leisure journey for SGC was experienced as “reconciling 
life transitions while succumbing to infinite obligations and managing time shifts 
to constructing a foundation that enables you to revisit control and embrace the 
freedom to recreate.”  
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Introduction

The experience of caring for depen-
dent adults along with dependent chil-
dren is relatively new (Connell, 2003).  
Women’s increased participation in 
the labor force, delayed fertility, and 
medical advances, which extend life 
expectancy are cited as reasons for the 
phenomenon of Sandwich Generation 
Caregivers (SGC) (Bowers, 1987; Brody, 
1981; Himes, 1992; Spillman & Pezzin, 
2000). The term sandwich generation 
refers to middle-aged people who fi-
nancially and emotionally support mi-
nor children while providing physical, 
emotional, financial, and/or legal assis-
tance to adults. Therapeutic recreation 
(TR) literature focuses on people with 
illnesses, physical, developmental and 
psychological disabilities. SGC are at 
risk for stress-related illnesses but there 
is little research in TR that specifically 
addresses the needs of caregivers car-
ing for both dependent children and 
dependent elders. In order to help this 
population, it is necessary to do more 
research that highlights the lived expe-
rience of caregivers with multiple care-
giving roles.  

Bedini and Phoenix (2004) indi-
cated caregivers valued leisure and cit-
ed it as one of the “top three negative 
consequences to being a caregiver” (p. 
1). The majority of participants defined 
leisure as “unobligated time to do as I 
please” (p. 6). Seventy-one percent of 
participants responded that leisure is 
cherished (p. 6).  However, only 12% of 
participants indicated they protected 
their leisure (p. 5). Sixty-three percent 
stated caregiving tasks hindered their 
ability to pursue leisure, the more de-
pendent the care receiver the less unob-
ligated time the caregiver had available 

(p. 5). Only 15% of participants also 
cared for dependent children (p 4).  

The purpose of this phenomeno-
logical study was to describe the lived 
experience of leisure for adults in the 
sandwich generation who care for a par-
ent with Alzheimer’s Disease or related 
disorder (ADRD) while also caring for 
at least one dependent child who lives 
with the caregiver.  “There is no man-
ual for coping with the end-of-life is-
sues that grip you in their vise, squeeze 
you until you drop, and challenge 
the limits of your love and patience” 
(Petrovich, 2008, p. 224). TR is well 
positioned to serve caregivers. Leisure 
is a tool for developing coping skills.  
Effective coping skills are necessary for 
resilience. Education and leisure have 
been cited as methods for decreasing 
anxiety and depression in caregivers 
(Sansoni, Vellone, & Piras, 2004).  Care-
givers involved in programs to promote 
coping skills led to greater survival rates 
for care receivers at five- and eight-year 
follow-up studies (Brodaty, Gresham, 
& Luscombe, 1997). Unfortunately, 
information about available resources 
for caregivers is often not communi-
cated at the time of diagnosis (Quinn, 
Clare, Pearce & van Dijkhuizen, 2008).  
The early stages comprise an important 
juncture in which to develop coping 
skills (McClendon, Smyth, & Neundor-
fer, 2004; Quinn et al., 2008).  Motenko 
(1989) suggested caregivers’ angst has 
more to do with the upheaval in their 
own lives than with the disease itself 
and this is more pronounced in the 
early stages of the caregiving journey 
when time adaptations peak.  

Literature Review

Stress leads to immune suppres-
sion and immune suppression leads 
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to illness (Hooyman & Kiyak, 2005; 
Kiecolt-Glaser et al, 2003).  SGC are at 
greater risk for cardiovascular disease 
(Lee, Colditz, Berkman, & Kawachi, 
2003), they may experience increased 
blood pressure and insulin levels (Can-
nuscio et al., 2002), and 30-40% of 
ADRD caregivers suffer from depressive 
symptoms and other manifestations of 
emotional stress (Family Caregiver Alli-
ance, 2006).  Caregiver burden includes 
objective and subjective components.  
This study concentrated on subjective 
burden, which focuses on the emo-
tional and psychological elements of 
caregiving stress and may increase due 
to financial strain, lack of sleep, illness, 
somatic manifestations, and/or depres-
sion.  

A study conducted in Italy (San-
soni et al., 2004) focusing on ADRD 
caregivers suggested increased educa-
tion and leisure time decrease anxiety 
and depression. Education and leisure 
increase perceived control and positive 
emotions, which have health benefits.  
The Broaden and Build Theory (Fred-
rickson, 2000) has shown that positive 
emotions increase intellectual, physi-
cal, social, and psychological resources.  
Positive emotions also have an “undo-
ing effect” on negative emotions (Fred-
rickson, 2000).  The Broaden and Build 
Theory provides a framework that en-
dorses leisure as a conduit for develop-
ing positive emotions.

A phenomenological study by Iwa-
saki, MacTavish, and MacKay (2005) 
focused on leisure as a coping strategy 
and classified leisure as a means of cop-
ing from two points of view: the use of 
leisure pursuits as a means to promote 
coping and a psychosocial experience 
where the fundamental interpretation 
of leisure functions as a method to 
manage stress.  The subjects used were 

from marginalized groups. Caregivers 
for an individual with ADRD expressed 
that there is different treatment of peo-
ple with ADRD than other diseases (Up-
ton & Reed, 2006) “friends and family 
stop coming around because they can’t 
understand how to deal with the dis-
ease” (Kruse, 2006, p. 344). This in-
creased feelings of isolation. 

People participate in leisure ac-
tivities that address the type of stress 
they are experiencing; thus, the activ-
ity the caregiver chooses is not as im-
portant as the control the caregiver has 
over the choice of activity (Iso-Ahola, 
1980).  Freedom is an essential element 
of leisure (Bedini & Phoenix, 2004). 
Leisure can be a means of empower-
ment.  Caregivers have stated that they 
feel inadequate in all areas of their 
life (Petrovich, 2008). Leisure can be a 
“break from always giving and being 
busy caring for the needs of others…
and a way to feel normal…a way to for-
get pain…a way to focus on what you 
can do versus what you can’t do…how 
I escape”(Iwasaki et al., 2005, p. 92-94).

“Subjective burden” focuses on the 
emotional and psychological elements 
of caregiving stress. Subjective burden 
may increase due to financial strain, 
lack of sleep, illness, somatic manifes-
tations, and/or depression. In a study 
by Light and Lebowitz (1990) living 
bereavement is described as the loss of 
the person and relationship they knew 
as cognition declines. Living bereave-
ment is felt to varying degrees by ADRD 
caregivers. Participants in a study 
by Butcher, Holkup, and Buckwalter 
(2001) stated, “Then all of a sudden I 
am there for him, but he is not there 
for me.  He had always been there for 
me. …It is almost like part of him has 
died” (p. 46).  Kagan’s (2008) research 
suggests that feeling listened to is an 
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essential need for health. While the 
hermeneutic interview is not meant to 
be an intervention, research has shown 
that there are positive effects from the 
interview process (Kvale, 1983). Dur-
ing the interview, participants have 
someone who is fully listening to their 
stories. Storytelling is a way to find 
meaning in an experience, and the her-
meneutic interview acts as a vehicle for 
people to share their stories. It is a basic 
human need to find meaning in one’s 
life (Frankl, 1962). The goal of herme-
neutic phenomenology is to explicate 
meaning from lived experience (Butch-
er, et al., 2001; Connell, 2003; Lindseth 
& Norberg, 2004; van Manen, 1990; 
Wojnar & Swanson, 2007).  

Method

Methodology
Hermeneutic phenomenology (HP) 

as outlined by Max van Manen (1990) 
was chosen for this study. HP is the 
study of lived experience; it does not 
attempt to generalize or create theory. 
Rather it allows the essence of the ex-
perience to emerge from the data. The 
social sciences adopted phenomenolo-
gy as a method to gain a more compre-
hensive understanding of the human 
experience.  “Phenomenology has been 
used to examine areas that previously 
have not been amenable to traditional 
forms of scientific research…” (Omery, 
1983).  Traditional methods of scientif-
ic research have fallen short in TR (Mo-
bily, 2007) because they cannot grasp 
the subjective nature of leisure.  

Hermeneutic phenomenology is 
grounded in the belief that the 
researcher and the participants 
come to the investigation with 
fore-structures of understanding 

shaped by their respective 
backgrounds, and in the 
process of interaction and 
interpretation, they cogenerate 
an understanding of the 
phenomenon being studied 
(Wojnar & Swanson, 2007, p. 
175).

This concept resonates in TR as 
Mobily (2007) states, “…it is impossible 
to separate the beneficial changes as-
sociated with leisure experiences from 
the experiencing itself” (p. 21).

Ethical Protections
The internal review board (IRB) 

of the university approved this study. 
“Consent to participate” forms were 
emailed to participants. When partici-
pants agreed to participate they were 
emailed an “Informed Consent” docu-
ment. The IRB did not require signa-
tures for either form.  Participants were 
informed that all information was kept 
confidential, participation was volun-
tary, and they could stop their partici-
pation at any time.  The potential risks 
and benefits of the study were also ex-
plained.

Sample and Setting
Purposive sampling was used for 

this study. Information about the study 
was presented in the Alzheimer’s Asso-
ciation newsletter, in the department 
of neurology and in the Noon News of a 
Midwestern university hospital. All par-
ticipants met the following inclusion 
criteria:  a) participant was primary or 
secondary caregiver; b) care-receiver 
had dementia; c) care-receiver was a 
parent or parent-in-law of the care-
giver; d) caregiver assisted with any of 
the following: legal matters (financial 
or health decisions), activities of daily 
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living, instrumental activities of daily 
living, or transporting to and from ap-
pointments; e) the participant lived 
with or near care-receiver or the care-
receiver lived long distance but did not 
have the capacity to make informed 
and appropriate decisions or the care-
receiver was in a formal care facility 
and caregiver had power of attorney; f) 
caregiver had one or more dependent 
children under 18 living in same resi-
dence.

The researcher conducted the inter-
views in Iowa City, Iowa, April through 
August 2009. The semistructured inter-
view promoted a conversation between 
the participant and researcher. For 
the comfort of the participant, he/she 
chose the setting of the interview.  Two 
interviews were conducted in private 
offices where the participants were em-
ployed, one interview was conducted 
in a participant’s kitchen, one inter-
view was conducted on a participant’s 
back porch overlooking her acreage, 
and two interviews were conducted 
over a web camera. No differences were 

noticed in the face-to-face interviews 
and the interviews over the web camera 
as participants chose the venue. Partici-
pants’ ages ranged from 37 to 54 years 
(see Table 1).  Two participants were in 
their thirties, two participants were in 
their forties and two participants were 
in their fifties. All participants lived in 
their own home with spouses and at 
least one dependent child. Three par-
ticipants lived with their dependent 
parent. Two of the participants were 
married to each other.  

Data Collection and Analysis
The open-ended in-depth inter-

views lasted approximately one to two 
hours. Each interview was audiotaped 
and later transcribed for data analysis.   
Initial questions were formulated as a 
guide for the interview rather than as a 
strict structure (see Table 2). The partici-
pants were asked to describe their expe-
rience of time for self while simultane-
ously caring for a parent with dementia 
and a dependent child or children.  The 
choice not to use the word leisure was 

Table 1

Research Participants

Pseudonym Age    Education level Employment   

   Status

Sophie 47 High School diploma Employed

Chloe 54 Bachelor’s degree Employed

Zach 39 Bachelor’s degree Employed

Abby 51 Master’s degree Employed

Ellie 49 Master’s degree Employed

Leah 37 Doctorate Employed
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deliberate, the ethic of care has been 
associated with “women’s constraints 
to leisure” (Bedini & Phoenix, 2004, p. 
3).  According to Henerson and Alien 
(1991), the ethic of care, ‘may also 
preclude one from doing the activities 
truly desired because of the belief that 
to do so would be selfish’ (p. 100). The 
author chose to replace leisure with 
the term “time for self” to pre-empt 
feelings of guilt often associated with 
leisure. The journey perspective was 
not conceptualized at the beginning 
of the study it emerged from the data, 

therefore, the questions to guide the 
interview were not ordered to indicate 
a journey.  The researcher listened to 
all interviews immediately following 
the interview and reflections were re-
corded in a field journal.  A person was 
hired to transcribe the interviews. The 
researcher listened to all interviews and 
read through the transcripts multiple 
times.  Each time new information was 
gleaned and a new interpretation of the 
whole emerged.

The analysis was completed using 
QSR NUD*IST N Vivo 8 (1999) soft-

Table 2

Example of Interview Questions

QUESTIONS TO GUIDE THE INTERVIEW 

Can you please tell me how long you have been a caregiver and how you chose 
to take on that role? 

Is there anything you do to escape the pressure from all of this responsibility? 

What is your experience of time for yourself as you care for a parent with demen-
tia while raising a family? 

If your attitude about time for yourself has changed since you became a care-
giver, please describe the change. 

Please describe your experience when your caregiving obligations and your pa-
rental responsibilities conflict with time you have planned for yourself. 

Please describe how you feel about the control you have over your life as a care-
giver. 

Please describe how you feel about balancing your parent’s needs and your 
child’s needs. 

Please describe how you feel about caring for your own needs. How does your 
body react if you do not? 

Is there any activity you do that allows you to be spontaneous? 

Do you have anyone that you can laugh with? 

Is there anyone in a similar situation that you can talk with? Is there anything I 
have forgotten that you would like other caregivers to know? 



48 Leisure and Sandwich Caregivers 

ware designed for qualitative research. 
The coded phrases were synthesized to 
isolate thematic statements. A member 
of the researcher’s thesis committee re-
viewed the original one hundred and 
fourteen coded phrases and then the 
synthesized thematic statements to en-
sure the investigator’s interpretations 
were true to the text. The references 
in each thematic statement were again 
reread within the context of the whole 
interview to uncover essential themes. 
Six essential themes emerged from the 
data and the researcher “composed lin-
guistic transformations” (van Manen, 
1990) to arrive at a poetic rendering of 
the essential themes.

Results

It was revealed throughout the 
course of each interview that most 
participants did not appreciate how es-
sential leisure was for their own health 
at the beginning stages of their role as 
caregiver. Leisure was recognized as a 
necessary component of stress manage-
ment as the journey continued. A to-
tal of 541 descriptive expressions were 
identified describing the experience of 
leisure for SGC who care for someone 
with ADRD. van Manen’s  (1990) meth-
od guided the process of hermeneutic 
reflection. The 541 descriptive expres-
sions were categorized into 17 the-
matic statements. Six essential themes 
emerged from an analysis of the data 
(Table 3). The essential structure of lei-
sure for SGC of someone with demen-
tia and minor child was defined as:  
reconciling life transitions, succumb-
ing to infinite obligations, time shifts, 
constructing a foundation, revisit con-
trol and freedom to recreate.  The jour-
ney perspective emerged from the data.  

A journey is fluid and in motion, it is 
not a series of discrete points. There are 
components in themes that may seem 
to overlap however, there is some nu-
ance about the way they are experi-
enced that is different in each theme.

Reconciling Life Transitions
Reconciling life transitions was set-

tling into a rhythm of ambiguity.  At 
the beginning of the caregiving journey 
the uncertainty was overwhelming “it 
weighs on you… the stress of what’s the 
next step…” There were four thematic 
statements that composed the essential 
theme “reconciling life transitions”.  
They were 1) discovering memory loss, 
2) integrating parent demands with 
family needs, 3) juggling multiple life 
challenges, 4) balancing guilt and grief. 

Discovering memory loss. Dis-
covering memory loss made the illness 
tangible and portended future chal-
lenges. Leah reflected on a moment 
when she recognized a new challenge 
for her mom.  “The other day she was 
outside … Mom … couldn’t quite look 
at the outside of the house and know 
what room that represented on the in-
side. I was actually surprised that she 
wasn’t able to do that. …” Sometimes 
the caregiver was forced to deal with 
the loss almost immediately. Sophie 
recalled the rapid decline of her mom, 
saying, “Her dementia started more 
with losing words … she couldn’t get 
words out and she was so frustrated 
… so she became noncommunicative 
very, very quickly.”

Integrating parent demands 
with family needs.  Integrating par-
ent demands with family needs merged 
the all-consuming uncertainty of de-
mentia and the all-consuming respon-
sibility of parenting.
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…that was when it was really, 
really stressful …you felt so 
rushed… when you’re taking 
care of people with dementia 
there’s always one extra thing 
that happens. So your best-laid 
plan of I’m going to go and get 
this done and then I’ll be home 
at nine o’clock, just doesn’t hap-
pen… 

For caregivers who lived with the 
care receiver, it altered the family dy-
namic as well. Leah asserted, “by hav-
ing her along we aren’t acting as … a 
regular family… changes … the way 
that my husband and I talk to each 
other…”

Juggling multiple life chal-
lenges.  Juggling multiple life chal-

Table 3

Frequencies and Percentages of Thematic Statements and Essential Themes
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Table 3: Frequencies and Percentages of Thematic Statements and Essential Themes 

Essential 
Themes 

Thematic Statement Number 
of Passages 

Percentage of 
Cases 

Reconciling life 
transitions 

 150 100 

 Discovering memory 
loss 

13 83.33 

 Integrating parent 
demands with family needs 

75 100 

 Juggling multiple life 
challenges 

21 83.33 

 Balancing guilt and 
grief 

41 83.33 

Succumbing to 
infinite obligations 

 101 100 

 Crushing time and 
emotional pressure 

88 100 

 Acknowledging 
inequities 

13 83.33 

Time shifts  94 100 

 Nursing home alters 
time 

14 50 

 Longing for 
spontaneity 

8 66.66 

 Evaluating time for self 
care 

72 100 

Constructing a 
foundation 

 56 100 

 Partners grant a 
reprieve 

9 50 

 Garnering support 47 100 

Revisit control  69 100 

 Positive power 11 100 

 Humor as a stabilizer 20 83.33 

 Balanced perspective 38 100 

Freedom to 
recreate 

 71 100 

 Yearning for old leisure 9 66.66 

 Structured relief 14 100 

 Modifying leisure 47 100 

Total  541  
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lenges illustrated the awareness that life 
continued to present obstacles outside 
the caregiving role and amplified time 
and emotional strain. Abby balanced 
caring for her father with dementia 
when her mother-in-law was diagnosed 
with dementia “… she has more signifi-
cant dementia than my dad. …”  Chloe 
was caring for her mother-in-law when 
her own mom, who lived out of state 
developed health problems.  “…She’s 
had two surgeries and another admis-
sion for a broken shoulder … that ad-
mission she developed pneumonia and 
was in ICU and I was back down there 
again…”

Balancing guilt and grief. 
Balancing guilt and grief revealed the 
incessant efflux of emotions that com-
pounded exhaustion.  Guilt manifested 
itself in many ways—guilt of not being 
there for their children, guilt for the 
type of care they were providing, guilt 
about what they were teaching their 
children, and guilt for failing a spouse.  
Sophie explained the guilt of not be-
ing there for her children, saying, “I 
think that the guilt was that I wasn’t 
here with the girls. That was horrible 
guilt…” Chloe articulated the reason 
she chose nursing home placement 
rather than in-home care, explaining, 
“It’d be way more exhausting than it is 
to feel guilty and worry about her being 
there.”  Ellie contemplated the example 
she is setting for her own children.

… sometimes it’s almost like a 
ball and chain and then I think, 
“What am I teaching my kids. ... 
I want them to have the freedom 
to live their life without. . . feel-
ing obligated to take care of me 
some day. And sometimes I won-
der how . . . strong a message I’m 
sending in that regard.

Chloe said that she felt guilty be-
cause she was failing her husband.  She 
just didn’t have the energy to talk to 
her husband about anything more than 
what needed to be done for the day.

Another harsh component of de-
mentia is the loss of the essence of the 
person, the characteristics that make 
them recognizable to loved ones. So-
phie gave an example of what she and 
her family did so that there was the ap-
pearance that her mom participated in 
her son’s wedding.

…And so for Patrick’s [wedding] 
we did not have her [come] and 
that just about broke my heart.
 But what we did was…the kids 
came and put their tux and dress 
on and we took some pictures. 
And I know that she doesn’t 
know what we know, but we 
have those pictures, so that 
helps.

Succumbing to Infinite 
Obligations

Succumbing to infinite obligations 
was the unwilling acceptance that the 
caregiver’s life had been preempted by 
never ending responsibilities. The par-
ticipants described a feeling of being 
overwhelmed by the constancy of the 
dual roles of caregivng and parenting.

I was a single mom at the time… 
they really needed me here and 
then it would be my night to go 
shower mom and put her to bed. 
… I’d cry sometimes all the way 
there and then I’d get there and 
Mom would be sitting there, fac-
ing the wall … and then on the 
way home you’d cry because
… how could I think that I didn’t 
need to be there.  
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There were two thematic state-
ments that compose the essential 
theme “succumbing to infinite obliga-
tions.”  They were 1) crushing time and 
emotional pressure, and 2) acknowl-
edging inequities.

Crushing time and emotional 
pressure. Crushing time and emo-
tional pressure magnified the punish-
ing reality of losing the parent you 
knew, losing time with your children, 
and losing the energy to care for your-
self. The repetitive nature of dementia 
took its toll on participants and it af-
fected how much time they were able 
to spend with their children and how 
much energy was left for them. Leah 
described herself as an introvert and 
“always being surrounded” was partic-
ularly difficult especially when she had 
to constantly repeat herself.

I get home and I feel bad ’cause 
I know my Mom hasn’t had 
much conversation … she asks 
the same thing over and over 
again and then she’ll tell me the 
same thing over and over and 
over again. …I try not to get 
frustrated with that … on top of 
not wanting to be verbal I have 
to repeat the same thing … come 
on, I didn’t like saying it the first 
time.  

Acknowledging inequities. 
Acknowledging inequities was acqui-
escing to the challenges of the role the 
caregiver accepted while longing for the 
apparent simple life of those around 
him/her. Many participants expressed 
the feeling of “life not being fair.”  

…this was so not fair that her 
whole junior high and high 
school she had a mom that 

was torn taking care of her 
grandma … nobody ever said 
life was fair … I was resentful 
… and I don’t even know who 
at. 

All of the participants had siblings.  
If the caregiver did not feel his/her 
sibling helped enough, it exacerbated 
the sense of unequal burden. Abby re-
flected, “… I’m located here it impacted 
me more than my brothers. So I wish 
they’d have helped out more…”

Time Shifts
Time shifts as caregivers began to 

extricate themselves from unhealthy 
habits and created new opportunities.  
“…I’m not afraid to admit it. I am burnt 
out; I am doing more than I can do, and 
we’ve got to change something.”  There 
were three thematic statements that 
composed the essential theme “time 
shifts.”  They were 1) nursing home al-
ters time, 2) longing for spontaneity, 3) 
evaluating self-care.

Nursing home alters time.  
Nursing home alters time juxtaposed 
the fear of relinquishing control and 
the freedom of relinquishing control.  
Three of the six participants had a par-
ent in a skilled nursing facility. They 
hoped it might relieve some of the care-
giving burden but they feared not being 
in control of their care. “When she got 
to the nursing home, my control to-
tally disappeared.” However, if they be-
came comfortable with the placement, 
it did relieve some of the participant’s 
time and emotional angst.  “…the bet-
ter we feel about her care, the easier it 
is to take that guilt off. …I did notice a 
huge … stress relief that if something 
happened and I couldn’t go today; she 
was going to be OK.”
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Longing for spontaneity. 
Longing for spontaneity revealed a loss 
of control over time and the ability to 
participate in activities of choice.  “… it 
really cuts down on the spontaneity… 
Let’s go for a pizza tonight or a movie 
tonight. Well we can’t, we don’t have 
a sitter for Grandma.” Ellie “stole” 
moments of spontaneity, saying, “It’s a 
spontaneous thing, like I’m driving by, 
there’s a yard sale, I’ll stop for five or 10 
minutes.”

Evaluating self-care. Evaluat-
ing self-care occurred when caregiv-
ers seized a moment for reflection and 
commanded change.  Sophie recounted 
how sometimes you had no choice but 
to take care of yourself.

Well, I was so stressed that some-
times physically you just have 
to, like maybe my taking care of 
myself was going for a walk just 
because you had so much anxi-
ety you had to do something, 
if you didn’t move you would 
jump out of your skin… I just 
had to.

Constructing a foundation.  
Constructing a foundation formed the 
structure necessary for a caregiver to re-
establish control over his/her life. Ellie 
believed she had control over her life 
because she had flexible people that 
provided respite when she needed it.  
“… I feel like I still have pretty good 
control. … I have Helen or Bonnie 
[from church] … that could come …
and they are very flexible…”

There were two thematic state-
ments that compose the essential ele-
ment “constructing a foundation.”  
They were (a) partners grant a reprieve 
and (b) garnering support.

Partners grant a reprieve. 
Partners grant a reprieve illustrated the 
importance of having a companion 
to shoulder a portion of the caregiv-
ing burden to enable self-care. Sophie 
was a single mom at the beginning of 
her caregiving journey, and she leaned 
on her partner a lot, stating, “I don’t 
know why he didn’t run kicking and 
screaming … the man is an angel … 
he was just there to help. … He really 
helped keep our family healthy and 
whole.” The people who had the sup-
port of a spouse or partner noted that 
they would not be able to do it without 
them. Ellie stated, “I really couldn’t do 
it without George, my husband. There 
is no way I could do it without him. 
He’ll take care of Mom on days that I’m 
gone … he cooks, he cleans, he gives 
baths, he reads. …”

Garnering support. Garnering 
support was consciously forming a net-
work that allowed control to emerge.  
As participants yielded to the long-
term nature of the cargiving role, they 
realized they needed to reach out for 
social support.

I have a couple different support 
groups and … keeping those 
friendships strong have been im-
portant to me … as far as being 
able to get through it … they fill 
in for everything … when life 
does get overwhelming, they’re 
the first people that are here to 
pitch in…”

Revisit Control
The ability to revisit control 

evolved as caregivers took inventory 
of internal strength amid challenges.  
Zach compared his current challenges 
with previous challenges and realized 
he had endured something more diffi-
cult and weathered it.  
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“… after a while I really had to 
just pull back and look at the big 
picture … when [my wife] was … 
doing her dissertation and work-
ing at the same time. … I think 
that was more stressful than any-
thing having to do with Mom. 
…”  

There were three thematic state-
ments that compose the essential 
theme “revisit control.” They were (a) 
positive power, (b) humor as a stabiliz-
er, and (c) balanced perspective.

Positive power. Positive power 
created a tether for buoyancy in tur-
bulent times. Chloe explained to her 
daughter how she was able to always 
stay positive, noting, “… If you say 
negatives all the time, you’re going to 
bring yourself down … so I try to … 
think up a positive every day that will 
bring me back up. …”

Humor as a stabilizer. Humor 
as a stabilizer described the ethereal na-
ture of laughter; it diffused angst and 
augmented solace. Zach shared, “…if 
you can’t laugh at it … it would be de-
pressing.” Many participants reflected 
on the most difficult times while care-
giving and expressed that a good sense 
of humor “pulled them through.”  “… 
I’m laughing about it no matter what… 
and that actually is what kept me go-
ing.”

Balanced perspective. Balanced 
perspective emanated from emotional 
distance and inspired contentment.  
Ellie explained, “…when I’m at work 
I love being at work, I love my work 
… when I’m at home … I love being 
home. …”  Sophie described the seren-
ity she experienced from realizing what 
her mother would have chosen if she 
were able, saying, “She’d have told us 
to go home even if she wanted us there 

… so … knowing that, really takes some 
of the pressure off. …”

Freedom to Recreate
The freedom to recreate embraced 

the liberty to reinvent the caregiving 
journey and incorporated time for self.  
Sophie described how taking time for 
herself helped ease the burden of care-
giving.

I was driving a couple weeks ago 
to go feed my mom lunch and 
that same group of friends called 
and said … come on, we are go-
ing to Mt. Vernon. …And I went 
to Mt. Vernon and met them and 
had lunch … then went and saw 
my mom. …It makes a difference 
on burn out. …

There were three thematic state-
ments that compose the essential 
theme “freedom to recreate.” They were 
1) yearning for old leisure, 2) structured 
relief, and 3) modifying leisure.

Yearning for old leisure.  
Yearning for old leisure replayed the 
memory of freedom embedded in lei-
sure. Zach wistfully recalled an old ac-
tivity, saying, “I miss travel; we traveled 
a lot before, and it’s just something that 
we haven’t been able to do. …” Leah 
would like the freedom to just do “ev-
eryday things,” saying,  “…just sitting 
reading books for fun, I really miss that 
… going out with friends or entertain-
ing … or just walking. …”

Structured relief. Structured re-
lief was time taken to generate renewed 
energy. Abby described how she would 
feel if she did not take time for herself.  
“… it would’ve impacted stress level…
then you start feeling a little grudge 
against the time and what you’re los-
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ing ’cause of it … makes it more of a 
burden...”

Modifying leisure. Modifying 
leisure amalgamated the importance 
of the freedom from control and the 
importance of the freedom to control.  
The dual roles of parenting and care-
giving seized a lot of time and energy, 
when participants were able to reclaim 
some portion of their time and control 
they expressed a sense of freedom.  “…. 
it’s planning to put ourselves in the po-
sition where we get to go and be a little 
freer…”

Hermeneutic Summary of the 
Essential Themes

Caregivers in the Sandwich Gen-
eration who care for a parent with de-
mentia and a minor dependent child in 
residence experienced leisure as “recon-
ciling life transitions while succumbing 
to infinite obligations and managing 
time shifts to constructing a founda-
tion that enables you to revisit control 
and embrace the freedom to recreate.”  
The essential themes individually of-
fer a small glimpse into the experience 
of sandwich generation caregiving. To 
comprehend the nuances of the lived 
experience the themes must be inter-
preted together. The phenomenologi-
cal researcher acknowledges that the 
“whole might be quite different than 
the sum of its parts” (Omery, 1983).  

While there is a chronological flow 
in the way the researcher presented the 
essential themes, they are intertwined 
and in motion.  Each theme can be un-
derstood at a moment in the caregiving 
experience and then be brought back 
into the whole as a new development 
or challenge is presented.

Strengths and Limitations

The purpose of this study was to 
gain insight into the experience of lei-
sure for SGC who care for a parent with 
dementia while also caring for a depen-
dent minor in residence. Several limi-
tations should be considered. First, all 
participants were familiar with or had a 
family member who was familiar with 
the health care system, which offered a 
sense of competence not necessarily felt 
by caregivers who are not familiar with 
the health care system.  Second, all par-
ticipants were Caucasian and had post-
secondary education demonstrating a 
lack of racial and educational diversity.  
Third, financial burden was shown to 
have a negative impact on the value 
of leisure (Bedini & Guinan,1996). In 
this study, each participant knew how 
to navigate the social service system 
as a result they did not assume signifi-
cant financial burden. Lastly, only one 
male perspective was offered. As men 
typically assume different caregiving 
tasks (Spillman & Pezzin 2000), more 
research needs to be done to under-
stand how leisure is experienced in the 
context of task delineation. It would be 
beneficial for future studies to address 
these limitations. The greatest strength 
of the current study is that it specifi-
cally addressed SGC, a population that 
is not adequately represented in TR 
literature. Another strength is the ex-
plicit focus on dependent adults with 
dementia.  There are many challenges 
associated with dementia that are not 
present in other caregiving roles.

Discussion

A phenomenological study by Lind-
sey, (1996) suggested feeling healthy is 
promoted by focusing on a person’s 
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capabilities rather than deficits. While 
this research did not investigate the 
same population as the current study, 
the researcher found a structure to 
guide the implications for research and 
practice in TR. TR’s fundamental phi-
losophy is to concentrate on strengths 
instead of weaknesses. Focusing on as-
sets fosters a sense of control,  “…an 
internal locus of control is positively 
related to well-being” (Green, 2004, p. 
24). Aspects of control emerged in all 
themes in the present study. In recon-
ciling life transitions and succumbing 
to infinite obligations the overwhelm-
ing expression was a loss of control. In 
time shifts and constructing a founda-
tion, remnants of personal control sur-
face.  In “revisit control and freedom to 
recreate,” the ability to retrieve control 
helped alleviate pressure in the caregiv-
ing role. Leisure is both a means and 
an end (Mobily, 2007) for achieving a 
sense of control.

Hunnicutt (2007) described leisure 
as a sphere to establish serenity, leisure 
is an “opportunity to escape the mad-
dening crowd, to find tranquility…” (p. 
12). Participants in the current study 
expressed leisure as a method of “es-
cape”, a “way to relieve stress” and a 
“break from responsibility.” Caregivers 
of a person with ADRD defined quality 
of life as being “serene and tranquil,” 
having “freedom” and “general well-
being” and noted that “independence” 
and “more help” would improve qual-
ity of life for them (Vellone, Piras, Ta-
lucci & Cohen, 2008, pp. 225-226).  
This is consistent with the themes that 
emerged in the current study. Serenity 
and tranquility are difficult to grasp in 
“reconciling life transitions” due to the 
adjustment of constant uncertainty.  Se-
renity and tranquility were described in 
contrast to life before caregiving.  Free-

dom in the Vellone, et al. study (2008) 
encompassed more than the freedom 
to do “leisure activities or things for 
themselves” (p. 226), it incorporated 
having a free mind, free from the guilt 
of leaving the care receiver behind.  
The description of freedom as a mea-
sure of quality of life overlaps with the 
thematic statements “balancing guilt 
and grief” and crushing time and emo-
tional pressure” where the freedom to 
take time for self without guilt is im-
peded. 

There are overlapping elements 
from the themes in the Butcher et al. 
(2001) study  and themes in the current 
study. The overwhelming emotional 
expectations, time commitments and 
the constant weighing on the mind 
represented in “Enduring stress and 
frustration” ring in “Reconciling life 
transitions and succumbing to infinite 
obligations.”  “It is hard, working sev-
en days a week, 24 hours around the 
clock for three or four months without 
time off. Just kind of stressed out … it 
is always in the back of your mind…”  
(Butcher et al., 2001, p. 45). “Moving 
with continuous change” also reso-
nates in “reconciling life transitions.”  
“You never know when it’s going to 
happen, when you are going to take the 
next big slide.” (Butcher et al., p. 48).  
“Constructing a foundation” resounds 
in “gathering support.”  “There are a lot 
of people here and they are all willing 
to help” (Butcher et al., p. 48).   

Humor as a stabilizer is supported 
in a study by Miller (2009) it suggests 
laughter is beneficial for heart health.
The research studied the effect of emo-
tions on the endothelium. The endo-
thelium has a primary role in regulat-
ing blood flow, effects blood vessel 
tone, controls coagulation and blood 
thickening and releases chemicals that 
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respond to injuries and infection (Mill-
er, 2009). Compromised endothelium 
impacts the development of cardio-
vascular disease and caregivers are at 
greater risk for cardiovascular disease 
(Lee, Colditz, Berkman, & Kawachi, 
2003). On average, laughter produced 
a 22% increase in blood flow and emo-
tional distress produced a 35% decrease 
in blood flow. Increased blood flow is a 
factor in cardiovascular health.  Miller 
(2009) states, “At the very least, laugh-
ter offsets the impact of mental stress. 
…”

The findings in this study begin 
to uncover the lived experiences of 
leisure for SGC. All participants in this 
study were in the mid to late stages of 
caregiving and the results suggest that 
leisure is discovered as a means of cop-
ing during the journey. As participants 
reflected on their role as caregiver they 
articulated they did not allow time for 
leisure in the beginning because of 
time pressure and guilt. Future research 
is needed to learn how to introduce 
leisure as a coping strategy as caregiv-
ers struggle with the initial adjustment 
of the journey. The Hagan, Green, and 
Starling (1997/98) study discussed lei-
sure education as a strategy to reduce 
caregiver stress and develop coping 
skills. Leisure, historically, was a mo-
dality where people fostered a view of 
how to interpret the world (Hunnicutt, 
2007). Leisure education introduced in 
the early stages can help SGC interpret 
their coping needs along the journey 
and locate resources to satisfy those 
needs.

Research suggests (Bedini & Estes, 
2002; Bedini & Guinan, 1996; Fitzsim-
mons, 2006) caregivers want more lei-
sure, however, they do not self-identify 
and they “try to quietly do what they 
can” (Bedini & Estes, p. 29). A partici-
pant in the current study stated she 
wished there was one “place to go” that 
outlined information and resources like 
the American Academy of Pediatrics 
does for children. She was constantly 
frustrated with the amount of precious 
time she wasted trying to find answers 
to her questions.  “…Caregivers often 
receive little information or support 
at the time of initial diagnosis, either 
about the condition or the resources 
available to them…” (Quinn et al., 
2008,  p. 769). Knowledge about avail-
able resources can have a positive long-
term affect on caregivers’ health and 
well-being (Quinn et al.).

TR professionals must recognize 
the time pressure for this population.  
Bedini and Estes (2002) suggested par-
allel recreation opportunities for care-
givers and care receivers. SGC need rec-
reation opportunities for their children 
as well. The constant uncertainty of 
the disease combined with time pres-
sure inhibited a sense of control for 
caregivers in this study. TR profession-
als should emphasize breaks that help 
establish personal control. The Broaden 
and Build Theory of Positive Emotions 
(Fredrickson, 2000) asserts positive 
emotions can help strengthen personal 
resources and facilitate a sense of con-
trol. Leisure is an avenue for creating 
positive emotions.  
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