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Cancer family caregivers’ quality of life and the meaning of leisure 

This study examined cancer family caregivers’ life experience and the meaning of 

leisure, focusing on their difficulties and the role of leisure. We found four main 

themes related to cancer family caregivers’ life and leisure experiences: stressors, 

adapting, the need of leisure, and leisure experiences. The results showed that the 

caregivers experienced high levels of psychological and physical stress and 

conflicts while caring for cancer patients, resulting in a poor quality of life. They 

believed that leisure activity is necessary and can improve their quality of life; 

however, they felt a sense of guilt while engaging in personal activities.  

Keywords: cancer family caregiver; leisure experience; quality of life; cancer 

patient 

With an increase in cancer diagnoses, there has been a concurrent rise in the need for family 

members to take care of their family members – what is known as a family caregiver, which 

refers to spouses, children, parents, or other relatives thrust into the role of caring for a loved one 

(Bedini, 2002). In South Korea, for example, the number of cancer patients substantially 

increased from 216,542 in 2015 to 229,180 in 2016 (National Cancer Center, 2019). Moreover, 

Reinhard, Feinberg, Choula, and Houser (2015) noted that there were 40 million family 

caregivers in the United States who contributed approximately 37 billion hours of care. These 

statistics point to the importance of the caregivers’ role. Researchers also note that family 

caregivers play a vital role in supporting cancer patients (Carstairs, 2000). 

However, less is known about the stressors placed on caregivers and how to cope with 

these stressors. Unlike professionals, such as doctors and nurses who know how to handle cancer 

patients, family caregivers need to learn how to educate themselves, schedule their day, and care 

for their loved ones (Bevans & Sternberg, 2012). Previous researchers showed that caregivers 
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often endure potential threats to their physical and mental health and suffer from diverse 

stressors, such as the relationship with the care receiver, the length of the patient’s treatment, the 

type of cancer, treatment fees, and the methods of treatment (Ryn et al., 2011; Sörensen & 

Pinquart, 2005). These stressors have negative effects on caregivers’ quality of life, as well as 

that of the patient and can result in anxiety and depression for both parties (Burnette, Duci, & 

Dhembo, 2017; Kitrungrote & Cohen, 2006). Also, caregiving can be detrimental to the health of 

the caregiver, hence more attention should be given to the well-being of caregivers (Bevans & 

Sternberg, 2012). In other words, it is necessary to minimize the family caregivers’ stress to 

improve their relationship with the patient and to enrich the lives of caregivers and patients. 

One solution for coping with stress is participating in leisure activities. Leisure has a 

therapeutic function, and participating in leisure activities can be a method of psychological 

therapy (García-Villamisar, & Dattilo, 2010; Kelly, 1996). Moreover, Bandura (1997) mentioned 

that participation in leisure activities can protect individuals from stress and help them cope with 

stress more efficiently. Consistent with this, Iwasaki (2003) found that participating in such 

activities facilitate individuals to cope with stress better and stay healthier. In other words, it 

appears that participating in leisure activities is beneficial for the health and quality of life for 

both cancer patient and caregivers.  

Losada et al. (2010) noted the importance of leisure on family caregivers, stressing that 

time allocated for leisure buffers caregivers’ distress. In a similar vein, other researchers have 

focused their attention on different aspects of leisure, such as leisure travel and the challenges 

faced by caregivers in wanting to do so (Bedini & Gladwell, 2006). Bedini and Guinan (1996) 

highlighted that caregivers, specifically female caregivers, expressed no form of entitlement 

towards leisure, and they felt that their responsibility towards their loved ones was more 
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important than the responsibility of taking care of their own health. While these studies 

successfully established the importance of leisure and issues faced by caregivers in carrying out 

leisure, little is known about the role of leisure activity for the family caregiver of cancer 

patients.  

Family caregivers of cancer patients are unique because they are expected to be educated 

and equipped with the right set of skills to care for someone who has the fatal condition (Bevans 

& Sternberg, 2012; Cameron, Franche, Cheung, & Stewart, 2002; Grunfeld et al., 2004). On top 

of this, they also grieve together with their loved ones sometimes struggling to accept the illness 

and going through intensive treatments that drain them emotionally and physically (Stajduhar, 

Martin, & Cairns, 2010). In an effort to attend to the dearth of research on caregivers’ leisure 

activities, the purpose of this study was to identify the meaning of leisure in cancer patients’ 

family caregivers’ lives by examining their daily struggles, leisure activities, and quality of life. 

We sought to understand how the caregivers perceived leisure time, how they integrated it into 

their lives, and the amount of time that they considered to be sufficient engagement in leisure 

activities.  

Background 

Researchers have found that family caregivers experience difficulty in grasping the realities of 

cancer diagnoses of a family member. For example, Given, Given, and Kozachik (2001) found 

that the diagnosis itself adds stress and decreases the quality of life for family caregivers. 

Kitrungrote and Cohen (2006) reviewed and synthesized 28 studies related to family caregivers’ 

quality of life, finding a relationship between their psychological state and quality of life. In 

addition, Kershaw, Northouse, Kritpracha, Schafenacker and Mood (2004) found that a 
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caregiver’s mental state affects his/her quality of life, and as a result, could directly impact the 

quality of care given to the cancer patient. Thus, it appears that improving the quality of life of 

caregivers also has the potential to improve the patients’ quality of life.  

Weitzner, Haley, and Chen (2000) built upon Lazarus and Folkman’s (1984) model of 

stress, appraisal, and coping and Pearlin, Mullan, Semple, and Skaff’s (1990) stress process 

model to develop a conceptual model that more accurately analyzed the stressors impacting 

cancer family caregiver behavior, suggesting various concepts and variables. In this model, the 

researchers sought to understand caregiver well-being by first examining the primary stressor 

object (i.e., patient-related illness) and secondary stressors (i.e. spillover effects), and analyzed: 

(1) the caregiver’s subjective responses to stressors (stress appraisal); (2) coping mechanisms; 

(3) social support and activity; (4) distress appraisal; (5) personality variables (optimism); (6) 

relationship variables (relationship quality). More recently, Fletcher, Miaskowski, Given, and 

Schumacher (2012) provided an improved comprehensive model of the cancer family caregiving 

experience based on previous research. Fletcher et al. (2012) proposed three primary 

components: the stress process, contextual factors, and the cancer trajectory. To conceptualize 

family caregiving behavior, they explored the relationship between the concepts by synthesizing 

the conceptual implications of past research.  

Cancer family caregivers have the primary responsibility for the safe care of their patient, 

while at the same time coping with their own stress and considering their own well-being 

(Fletcher et al., 2012). However, sometimes these caregivers do not receive enough information 

about the treatment or an effective plan for dealing with the patient, resulting in high levels of 

anxiety and stress. Likewise, other researchers have also demonstrated the importance of 

providing adequate information not only for the patient but also for the well-being of family 
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caregivers (Andreassen, Randers, N�̈�slund, Stockeld, & Mattiasson, 2007). Therefore, 

researchers’ findings have prompted the need to explore and understand the physical and mental 

well-being of the caregiver (Fletcher et al., 2012; Weitzner et al., 2000). In particular, Fletcher et 

al.’s (2012) model was identified as an appropriate model to explain the relationship between 

leisure and family caregivers in this study as it emphasizes the necessity of improving 

caregivers’ overall well-being that includes quality of life, physical and mental health. The 

model identified the primary and secondary stressors and contextual factors, such as coping and 

its influence on the caregivers’ well-being. In the present study, we distinguished leisure as a 

contextual factor that combats different stressors faced by caregivers, enhancing the quality of 

life.  

Family caregivers’ leisure experiences 

Leisure activity enhances well-being and quality of life (Adams, Leibbrandt, & Moon, 2011). 

Participation in leisure activities functions as a buffering effect for managing stress – playing a 

positive role in a healthy, well-balanced life. It also improves self-efficacy, mental and physical 

health, reduces loneliness, and helps manage depressing thoughts (Coleman & Iso-Ahola, 1993; 

Iso-Ahola & Park, 1996). The relationship between health and leisure is well explained by 

Coleman and Iso-Ahola’s theoretical model. According to this model, leisure activity, which acts 

as a buffer, is aided by self-determination and social support, suggesting both to play a critical 

role in coping with stress and maintaining health.   

Individuals have different degrees of satisfaction in relation to the same leisure 

experiences (Bedini & Guinan, 1996), suggesting that individual differences should be 

considered. As Neulinger (1974) contended, cognitive factors, such as the perception of freedom, 
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intrinsic motivation, and non-instrumentality, motivate people differently to participate in leisure 

activities depending on their characteristics. According to Dunn and Strain (2001), caregivers 

also have different levels of preference regarding leisure activities. Thus, it is critical to 

determine which leisure activities may benefit the caregivers based on individual personality and 

current circumstances. 

The health of family caregivers is another concerning factor that influences the recovery 

of cancer patients (Given, Given, & Kozachik, 2001). In addition, caregivers’ quality of life 

should be enhanced to provide better support to cancer patients. According to Fletcher et al.’s 

(2012) model, caregivers’ quality of life is a crucial factor that can lead to better health and well-

being for both caregivers and patients. Thus, enhancing the family caregivers’ quality of life is of 

great importance. In this study, we view leisure as an essential antecedent that heightens the 

quality of life, investigating its correlation with the ability to cope with stress. In addition, we 

investigated the significance of leisure activity to family caregivers, focusing on their leisure 

activities, coping, and quality of life. The specific research questions for this study are: 

(1) What conditions/situations do family caregivers encounter? 

(2) What is the meaning of leisure experience to family caregivers of cancer patients? 

(3) How is leisure experience related to the quality of life of family caregivers? 

Method 

The context of the study 

In South Korea, the current health and medical system is mainly patient-oriented. This implies 

that facilities or programs designed to specifically focus on the care of family caregivers are 

extremely rare. Most education programs offered from hospitals are for patients in the course of 
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their hospitalization, often overlooking the incorporation of the welfare assistance needed for 

family caregivers of patients. Without a paid caregiver, the burden largely falls on the family. 

This is strongly influenced by the historical background of Korea, also known as “the country of 

courteous people in the East,” which values loyalty, filial duty, and courtesy. Therefore, though 

deemed respectful, this structure could produce negative effects to people’s daily lives. The 

researchers obtained ethics approval from the ‘S’ hospital organization and university to which 

one of the authors was affiliated. 

Participants 

The researchers used the snowball sampling strategy to recruit research participants. First, nurses 

who are acquainted with one of the research members introduced the research participants to the 

research team. Next, the researchers directly communicated with caregivers. At this point, 

instead of conducting formal interviews first, we focused on building a rapport with the 

caregivers, which was greatly aided by the nurses’ support. Establishing a rapport is important as 

this relationship prior to interviewing participants can lead to richer findings (Gill, Stewart, 

Treasure, & Chadwick, 2008). After reaching out and building a rapport with caregivers of 

cancer patients hospitalized in ‘S’ hospital, we interviewed them. The first author terminated 

recruiting new interviewees when data saturation was shown, indicating there was no new 

information (Lincoln & Guba, 1985). The first author interviewed a total of 10 caregivers, caring 

for patients suffering from different types of cancer, such as colon cancer, tongue cancer, 

leukemia, stomach cancer, and bone cancer, and most of them were in serious conditions (Table 

1). The participants’ age range was from 26 to 52, and the average age of the participants was 

44.7. The caregivers’ care period was from three months to two years and two months. Out of 10 
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participants, nine were female and one was male, and the relationships to the patients were 

comprised of mother, daughter, sister, and husband (Table 1). That is, most participants of this 

study were female as male family members were difficult to take care of patients due to their 

work. In addition, women often feel obligated to take care for others before addressing their own 

needs (Gilligan, 1982).  

[Insert Table 1 about here] 

Data collection 

The data were collected through semi-structured in-depth interviews. The participants chose their 

convenient time, date, and place for the interviews. Each interview lasted approximately 30 to 90 

minutes. Example questions include: ‘What did you feel when you first heard that your family 

member got cancer?’; ‘How long have you taken care of a family member with cancer?’; ‘Would 

you tell me any difficulties you experienced during care?’; ‘What is the most serious problem 

during care?’; ‘Are there any conflicts with others (e.g., a family member with cancer, family 

members, medical teams, other patients, etc.) during care? If yes, what caused the conflicts?’; 

‘What have you tried to resolve the problems?’; ‘What is the most important thing in your life?’; 

‘Have you participated in any leisure activities during care?’; ‘What is the meaning of leisure to 

you?’; ‘How do you perceive your leisure time?’; ‘Do you think participating in leisure is 

important to you? If yes, would you explain the reasons and what kind of leisure activities do 

you want to participate in?’; and ‘Do you intend to participate in the program if the hospital 

offers leisure programs for the caregivers?’ The responses were audio-recorded and then 

transcribed by one of the authors and saved as Word documents, after which the recorded files 

were deleted. Each participant completed a consent form before the interview process began and 

was offered the opportunity to review all interview transcripts.   
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Data analysis 

We employed interpretive analysis (Markula & Silk, 2011) of the semi-structured interviews. 

Procedurally, the act of interpretive data analysis requires the researchers to critically interpret 

the narratives constructed by the study participants (Smith & Sparkes, 2009). Further, this 

approach requires the researchers conducting the study to acknowledge that, “the interview 

functions as a narrative device which allows persons who are so inclined to tell stories about 

themselves. In the moment of storytelling, teller and listener, performer and audience, share the 

goal of participating in an experience which reveals their shared same-ness” (Porter, 2000 as 

cited in Denzin, 2003, p. 80). Therefore, given the nature of the present investigation, the first 

author acknowledged that he was present both in the interview act and the performative act of 

research (Brinkmann, 2011). 

As part of the interpretive analysis (Smith & Sparkes, 2009), the thematic breakdown and 

coding of the qualitative data were grounded in Fletcher et al.’s (2012) model explained above. 

While we relied on Fletcher et al.’s model to help develop themes, we also allowed themes to 

emerge organically from the participants, because there is such a dearth in the literature on 

family caregivers’ leisure activities. To analyze the data, this study followed Colaizzi’s (1978) 

five-step method. First, the researchers read all interview transcripts many times to identify the 

contents of data in the transcripts. Next, we extracted important statements from the interview 

transcripts. Third, we coded meanings which are embedded in the important statements. 

Thereafter, themes were emerged as a result of the processes, including coding the interviews 

separately, meeting about each researcher’s interpretation, recoding separately again, and 

collectively agreeing on the themes. Lastly, we integrated the developed themes into an 

exhaustive description of the phenomenon.  
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Results 

The purpose of this study was to explore the role of leisure activities in connection with family 

caregivers to see if such activities enhanced their quality of life. Therefore, we used interviews to 

discover if these caregivers experience stress, how necessary leisure time is, when it is needed, 

and what kind of activity is most beneficial. We found the family member of a cancer patient 

typically experiences such negative feelings as depression, sadness, conflict, and stress before 

they adapt to the situation. Eventually, caregivers become tired of and frustrated with the nursing 

care required of them and begin to realize the necessity of leisure time away from their duties. 

Even though the opportunities are limited, family caregivers then take steps to ensure time for 

leisure activity. The researchers analyzed the in-depth interviews, finding four main themes and 

six subthemes.  

Stressors 

As Fletcher et al. (2012) suggested, stressors are the first component of the stress process. In this 

study, we found that there are underlying issues that cause caregivers stress. Family caregivers 

feel sadness and agony as the patients suffer from cancer due to the given difficult nature of 

watching the pain and side effects of the disease. Caregivers felt a complex set of emotions, 

including frustration when the diagnosis was confirmed and hope that the patient’s condition 

could change for the better. This situational theme that emerged was divided into two clearly 

delineated subthemes: frustration and sadness. 

Frustration. Frustration is the first emotion felt at the discovery of cancer because it 

confirmed and signalled the suffering that has been and will be felt by the patient. In addition, 

frustration is felt at different stages of the process, including the time when they are made aware 
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of the diagnosis, the learning of problems during treatment, and when finding that the initial 

diagnosis was wrong. Below are examples of each of these from respondents: 

There were two big lumps in the pelvic area, visible from the CT. It was too hard for 

our family and the patient to accept. I would rather have been to hell (Gabriella).  

We tried to schedule an operation here after the diagnosis, but even that did not go 

smoothly (Eva).  

In addition, frustration includes the situations of patients’ inability to eat and the need to 

stop treatment, which both adds stress to the caregiver because these issues limit them from 

providing optimal care for the patients. Often, these feelings are incongruent with one another as 

the patient might be apathetic toward eating and the caregiver knows the importance of nutrition 

(Hopkinson & Corner, 2006). Contrarily, our study found that family members feel a sense of 

devastation.   

He makes himself puke by putting his finger in his mouth. How hard it must be for 

him. He cannot even sleep without the stabilizers given to him around 9 p. m. (Eva). 

While there can be many diverse conflicts in this situation that cause frustration, one 

prevalent issue is medical conflict due to a difference in opinion between the family caregiver 

and the medical team; sometimes this situation is a result of poor communication: what the team 

expects is not clearly communicated to the family. As Zhang and Siminoff (2003) found, 

sometimes these conflicts result in the caregiver trying to influence the patient to seek another 

doctor. In addition, at times caregivers may not get along with the doctors or medical team 

because they do not respect each other’s position: 

Sometimes it is hard to understand what the nurses are explaining to us with all the 

medical terms that are unfamiliar. We would vaguely make out what they were 
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explaining in a short time, and the doctor is even busier and would only explain in the 

simplest terms (Ethan). 

Finally, the family caregivers experience discomfort and frustration because of the space 

constraint in a hospital setting that requires room sharing with other patients, resulting in a fear 

of infection. Sadala, Stolf, Bocchi, and Bicudo (2013) found similar frustrations in caregivers 

who believed their family member needed his/her own space to occupy and live in during 

recovery. We found this situation is especially evident when one patient’s nursing needs conflict 

with, for example, the sleep of another. This is a significant factor that needs improvement: 

One public room accommodates six to eight patients, and the space is too small. So, when 

a nurse comes around to check other patients in the middle of the night, I wake up. It is one 

of the most difficult parts (Sophia). 

Sadness. As cancer progresses in the patient, caregivers reported a sense of 

tremendous sadness. As the responses from the participants below show, many cry or seek 

comfort by hugging or holding hands with their loved ones.  

First a simple biopsy, then he could not even take one step. It was too hard to accept 

the truth. My legs would not allow me to walk out of the hospital. I do not know how 

often we cried in each other’s arms (Emma).  

Waldrop et al. (2012) showed that family caregivers encounter a tremendous amount of 

grief during end-stage care. At this stage, the caregivers reported feeling sadness as they watched 

the patient’s health decline. Particularly, Brooklyn (52, female) said it was difficult for her to see 

physical abilities loss of her mother, including the loss of weight and muscle, and the 

development of bedsores: For family members of cancer patient, the fact that their loved one has 

cancer brings about the thought of parting with the patient, causing a strong emotion of sorrow. 
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This is especially true in the Korean society, where a diagnosis of cancer is interpreted in the 

same context as receiving a death sentence. Family caregivers share the exact pain and sorrow 

felt by the patient. 

Adapting 

Caregivers invest a high level of effort in adapting to their situations. In the process, a 

compassionate caregiver will bond with the patient, feeling not only sympathy but also empathy 

and understanding (Schulz et al., 2007). Developing a consistent, compassionate approach to 

caregiving is important as failing to adapt can lead to compassion fatigue, wherein the caregiver 

is unable to deal with stress and avoid physical, psychological, spiritual, or social exhaustion 

(Lynch & Lobo, 2012). Furthermore, adapting to the situation can create a calm atmosphere 

without stress for the cancer patient (Rose, Mallison, & Moss, 2002).  

Positivity compassionate care. Positivity has the potential to improve the psychological 

well-being of the patient (Scheier, Carver, & Bridges, 2001). Eva (45, female) said religion 

helped her achieve a positive attitude and cope with stress. Furthermore, while Sophia (48, 

female) described herself as sensitive and compulsive, she was attempting to be less sensitive 

and more positive. The family caregivers try to maintain a positive attitude in the process of 

caring for their family member. Since the mood of an individual has the potential to rub off on 

others, caregivers try to change themselves to keep their thoughts or moods in a positive manner. 

This implies that maintaining a positive attitude is important not only for patients but also for 

family caregivers. 

Memory of meaningful times. While the difficult situation of cancer patients puts stress on 

family caregivers, it does not come without a positive side. Caregivers spend much time with 

patients as they nurse them, creating and sharing meaningful memories. The sharing of memories 
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can be both positive and negative (Baider & Surbone, 2014). Negatively, sharing memories and 

developing new memories can increase caregivers’ psychological and physical exhaustion 

(Marks, Lambert, & Choi, 2004). However, in our study, we found mostly positive attitudes 

toward memories shared and gained. This positive attitude helped caregivers to see their 

caregiving situation as being precious time spent together for both the patients and family 

caregivers.  

My father and I are spending time together. Having someone to be with during times 

of distress is a comfort although my father is sick. We take a short walk around the 

hospital, from this ward to that; I push his wheelchair. Then we also get to talk to each 

other catching up on stories. I guess you would not understand unless you experience 

this first-hand. It is a natural healing feeling: knowing that my father will pass away, 

which is hard, but I am having a great time with my father. It is comforting that I am 

by his side during his last moments of life (Sophia).  

Although caring for a family patient is a tiring and stressful process, it can also become a 

time of communicating with one another and understanding each other. Respondents reported 

that prior to the cancer diagnosis, family members lacked communication among one another 

due to busy schedules and having a lack of opportunity to have true and sincere conversations. 

While they shared grief, through coping against cancer in and out of the hospital, the patient and 

the family caregiver could have an unforgettable time through conversations they did not make 

the time to have previously. 

The Need of Leisure 

For respondents, the regular routine of caring for a family member often led to them seeking a 

form of escape. Underlying this need for escape was an overwhelming sense of boredom. In 
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addition, respondents indicated that stress, due to the amount of time spent caring for a cancer 

patient, contributed to their boredom. Needing an outlet, they come to realize the necessity of 

leisure activities to help cope with their situations. We found that leisure activities can be an 

important factor for caregivers to improve their physical and mental health, even though the 

situation makes such participation difficult.  

Boredom. Boredom results from being in a tedious, uninteresting situation. 

Greenson (1953) suggested that boredom can be, “a state of dissatisfaction and a 

disinclination to action; a state of longing and an inability to designate what is longed for; a 

sense of emptiness; a passive, expectant attitude with the hope that the external world will 

supply the satisfaction; a distorted sense of time in which time seems to stand still” (p. 1). 

Importantly, in the case of caregivers, boredom is associated with fatigue (Jensen & Given, 

1993). Family caregivers experience boredom and are physically and mentally exhausted. 

Sophia (48, female) spent most of the time to take care of her father and feel bored and 

stressed due to the restrictive environment of the hospital. This boredom is compounded 

when problems the family caregivers encounter are difficult to resolve.  

I always take care of him by myself because my sons live in a city far from here. So, 

there is no one to help me out. It is not easy for me to do everything alone. I am tired 

and feel bored (Isabella).  

In the process of caring for their patient, the family caregivers feel boredom and fatigue 

while accommodating their life to the patient’s living pattern. Klapp (1986) suggested that the 

overload of information that is present in society could lead to boredom. Relating it to the current 

study, we heard caregivers describe their daily lives as stressful, led by an overload of 

information from doctors and, at times, media, such as websites wherein they would seek 
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secondary opinions. In the face of this overload of information and stress, caregivers reported 

being “bored.”  

Hunger for leisure. Family caregivers reported believing that they could not afford 

to think of leisure early after cancer was detected; however, as time passed, they adapted to 

the situation and became bored during the convalescent stage, realizing the necessity of 

leisure. For example, Sophia (48, female), having an outgoing personality and a strong 

commitment to physical exercise, desired to actively engage in a leisure activity and to 

socialize with others. Sophia’s discussion on her lack of leisure activity is consistent with 

King et al.’s (2000) finding that caregiving duties left family caregivers without the 

opportunity for recreation. Even though there are limitations, family caregivers reported 

wanting to have time and space for leisure, believing that such activities may even improve 

the quality of care they give to their family members. Bedini (2002) suggested that 

participating in leisure activities and moderate exercise could relieve stress and refresh 

caregivers, giving them the strength to continue caring for the patient. This belief was 

echoed by the research participants.  

If there was some leisure activity supported by the hospital, people here would take 

time to participate. I mean if the hospital really cares for patients and their families, 

we would really have a better life here. That kind of activity would lessen the stress 

level (Emma).  

The duty of caring for their patient restricted the lives of family caregivers overall. Even 

among the restrictive lives, however, family caregivers were yearning to have leisure activities. 

They wanted to see support or official programs related to leisure activities from the hospital as 

blatant engagement in leisure activities would be undesirable from others’ perspective.  
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Leisure Experiences 

The participants responded to questions about the leisure activities they are currently involved in 

and the restricted situation they are experiencing. Not all family caregivers were participating in 

leisure activities. However, most of those who participated did so in places close by the patients 

or in places that were easily accessible. For instance, Gabriella (female, 42) said that she did not 

have any spare time because they had to take care of the patients. The leisure experiences the 

research participants participated in included a conversation with family, a cultural art activity, 

meeting a friend, limited exercise, hiking close by, taking sport-related classes, trying to forget 

momentarily about being absorbed in work, and a religious activity or rest. For instance, one of 

the most effective strategies to participate in leisure activities is exemplified by Evelyn who 

improved her physical and mental state through a morning walk while her daughter slept. 

Similarly, Nora, who was physically exhausted, found that her mental state improved through 

self-reflection while she walked. 

Meanwhile, not all participants had a positive attitude on leisure activities in the 

beginning. In fact, most were skeptical of the reason that they needed leisure activities. However, 

during the process of conducting the interview, they were reflecting, “Do I need leisure 

activities?” and were showing internal movement that they might need leisure activities. Also, as 

they participated in leisure activities, they came to think “Why did I not know that I needed 

leisure activities?” In other words, participation in leisure activities helped them to reduce stress 

and to become aware voluntarily that they need to become healthier. 

Family caregivers gave two main reasons for not participating in leisure activities. First, a 

cancer patient constantly needs the caregiver’s support, making it difficult to step away for an 

hour or so. This situation is referred to as a temporal constraint, which involves situational 
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characteristics. For example, Sophia (48, female) commented that participating in leisure 

programs is not applicable to her because she has to take care of her father. The second reason is 

the internal constraint. Nora (44, female) said she felt guilty when participating in the leisure 

activity. This phenomenon has a significant impact because a family member’s struggle against 

cancer is agonizing and is connected with death.  

I cannot even think of the word ‘leisure’. I hardly get any sleep. It all depends on the 

condition of the patient. I guess it would be okay if the patient is fully conscious and 

has no problem with movement, but in my case, he can barely move, so I have to stay 

right by him in case he needs anything, so I do not have much time or any spare space 

in my mind for leisure at all. I would also feel guilty and sorry if I would take the time 

for leisure (Nora).  

It has been shown that some family caregivers of cancer patients feel guilty about 

participating in leisure activities. Family members of cancer patients believe that it is their 

minimum responsibilities to take care for the patient and to stay where they are.  

Discussion 

In this study, we focused on the quality of life of family caregivers and found there is a need for 

caregivers to participate in leisure activities. We found four main themes with six subthemes 

focused on family caregivers’ difficulties and the role and importance of leisure experience in 

their lives. We demonstrated that the caregivers initially experienced psychological stress, 

physical stress, and conflict while caring for cancer patients. Finally, they realized the need for 

leisure, exhibiting strong intentions to participate in such activities to mitigate their problems, 

thereby improving their quality of life and their care of their family members. 

An in-depth investigation of the stress experienced by family caregivers revealed the 
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theme of the stressors, referring to the various forms or categories of stress that they experience 

due to the cancer diagnosis. Given the recurring appearance of the term, “frustration”, we agreed 

upon categorizing it into a subtheme. This aligned closely with the findings of Grant, Glandon, 

Elliott, Giger, and Weaver (2004) who discovered family caregivers of stroke victims were often 

hesitant to accept suggestions from nurses in the first week of diagnosis due to largely feeling 

loss of control in their own lives. The caregivers are exposed to conditions causing them stress 

and pain that increase through interaction with the patients. According to Fletcher et al. (2012), 

the primary source of stress experienced by caregivers comes from witnessing the pain of the 

patients as well as from the demands placed upon them in taking care of their family members. A 

secondary source of stress comes from the spillover effect caused by the accumulation of stress. 

As Fletcher et al.’s (2012) study showed, hearing the cancer diagnosis is incredibly shocking for 

both the patient and the caregiver, a moment which is inevitably accompanied by intense sorrow 

and a feeling of hopelessness. Such a phenomenon is not limited to the initial stage when the 

patient first receives the diagnosis. Instead, the stress continues for the caregiver largely as a 

result of having to stay with the patient while waiting for the results of the treatment or the 

situations when care is required due to the declining health of the family member. 

In Cotrim and Pereira’s (2008) research on colorectal cancer patients and their caregivers, 

they found that both experienced high anxiety and deep depression in addition to conflicts among 

patients, their family caregivers, the caregivers of other patients, and/or their medical teams. We 

found conflicts arose due to the lack of space between the hospital beds, a condition which 

created hygiene issues. Other issues were related to long waiting periods before receiving 

medical attention due to the high volume of patients. These issues cause patients to feel as 

though the medical staff was detached and apathetic concerning their care.  When conflict arose 
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with medical staff, the patient was often calmed by the caregivers. Through their efforts, patients 

were given more stable care, mitigating their stress and depression, thereby improving their 

physical and mental health. The empathy felt between parents and children and between husband 

and wife went beyond simply helping someone. In the case of Isabella, she came to understand 

the situation from the standpoint of her husband. Remembering their married life, she valued him 

as a person and as her husband. Sophia, who spent a lot of time with her father, found meaning 

and value in the experience because of the memories shared with her father. These examples 

show the power of love in a family, a strong feeling of caring and compassion that helps the 

caregiver develop his/her inner-self through the experience of caring for the cancer patient.  

Yun and colleagues (2005) found that prolonged and expensive care has a significant 

impact on the caregiver’s quality of life. In addition, the caregivers’ sadness can lead to 

depression for the primary caregiver, and it is important for the caregiver to interact with family 

and patient to resolve this very important problem (Shields, 1992). In fact, depression in 

caregivers is higher than the normal population (George, 1983). However, as Axelsson and 

Sjoden (1998) found, the quality of the caregivers’ life could be improved if they had some time 

away from the patient and the stress and conflicts connected with a cancer diagnosis and the 

subsequent treatment and care required. Leisure activities could play an important role in this 

situation, relieving the anxiety and boredom of the caregivers, thereby improving their physical 

and mental health (Coleman & Iso-Ahola, 1993).  

We approached the question of whether participating in leisure activities was appropriate 

for the situations that family caregivers of cancer patients encountered. Our interpretation of the 

findings indicated that the participants in the initial stage of cancer have a negative view of 

leisure activities. This result was expected, as it is unrealistic to think of leisure activities during 



Running Head: The role of leisure in cancer caregivers’ life 

  

 

 

 
21 / 31  

this confusing and critical stage. However, in the process of adjusting the patient’s condition to 

be stable, these caregivers subsequently experience long stretches of tedium and boredom over 

time. The long periods of care required of the caregivers force them into a fairly inactive 

lifestyle, a situation that makes leisure activities necessary. 

Throughout the caregiving process, family caregivers face a multitude of psychological 

experiences. Undoubtedly, when family caregivers decide to care for their loved ones who have 

cancer, their priorities shift towards the needs of their loved ones; this sudden shift to providing 

one-way assistance that causes stress among family caregivers (Pearlin et al., 1990).  In addition, 

other researchers highlighted that family caregivers who do not take a break from their 

responsibilities feel extra pressure on themselves and had difficulty managing their health 

(Teitelman & Watts, 2004). On the other hand, when family caregivers do take a break from 

their responsibilities, they end up feeling a sense of guilt towards their cancer-suffering loved 

ones (Spillers, Wellisch, Kim, Matthews, & Baker, 2008). That is, they believe that their time 

should be spent providing better care for the patients than investing time on themselves. Such 

feelings cause family caregivers to withdraw from any form of social experience leading to a 

vicious cycle of experiencing guilt (DesRosier, Catanzaro, & Piller, 1992). Thus, for family 

members of cancer patients to maintain a positive attitude in the process of caring, hospitals may 

need to provide leisure activities or at least some level of education that can help develop such 

awareness. 

We found that the desire to participate in leisure activity varied depending on the 

individual. The participants with an outgoing personality tended to actively engage in leisure 

activities and were interested in sports. However, they seemed to become lethargic when their 

circumstances did not allow them to participate in such activities. On the other hand, caregivers 
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who prefer to relax rather than engage in activities tend to improve their mental state by doing 

yoga or engaging in musical performance. More importantly, as Fletcher et al. (2012) found, the 

well-being of the caregiver is an essential factor as it also has positive effects on a patient’s 

health. In other words, leisure activity is a crucial factor for improving the quality of life of both 

the caregiver and the patient.  

As confirmed in the interviews conducted for this study, the caregivers realized the 

importance and necessity of leisure time and activity. Caring for patients require much physical 

energy and causes stress, consequently facing a decline in mental health. Despite being aware of 

leisure activity have an significant influence on the quality of life, most of them were not 

actively participating in such activities and hesitated to do so because the need to fulfil their 

responsibility towards the cancer patients were overpowering. To address this issue, their 

perceptions of leisure activity need to change through leisure education, defined by Ruskin and 

Sivan (1995) as “a conscious and systematic education for and/or in leisure which aims to bring 

certain desirable changes in the use of leisure” (p. 147). Through leisure education, individuals 

could improve their leisure knowledge, attitudes, skills, and abilities (Stumbo & Peterson, 2009). 

In addition, leisure education enables an individual to increase his/her quality of life (Mundy, 

1998). For caregivers and patients, this education could be incorporated into the cancer-related 

education offered in hospitals and through other organizations.  

The results of this study support Fletcher et al.’s (2012) model of the cancer family 

caregiving experience and Coleman and Iso-Ahola’s (1993) theoretical model of the relationship 

between leisure and health. Similar to their research, we found that leisure experiences could 

buffer increasing stress and promote improved physical and mental health. In addition, cancer 

family caregivers suffered from many sources of stress and need strategies to cope with it. As the 
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results found here suggest, leisure even in its least intense form is important for caregivers’ 

quality of life and, thus, should be promoted and encouraged.  

 

Conclusion 

The increasing number of cancer patients is a critical social issue today as their life expectancy is 

becoming longer due to improving medicines and treatments. This means family caregivers’ 

physical and psychological stress may increase as a result. Thus, we examined how cancer family 

caregivers cope with their responsibilities, analyzing their situations from a theoretical basis. The 

findings of this research indicated that these caregivers experienced psychological and physical 

problems because of the desperate situation they find themselves in. As time passed, they adjusted 

to the situation, becoming aware that they needed ways to refresh themselves and relieve their 

stress. Some caregivers were already participating in leisure activities, but most were not actively 

engaged in any such activity, although they realized leisure activities are one of the most effective 

ways to recharge themselves. The quality of life of these caregivers is an important issue. However, 

there is limited research focusing on them and their situations. Therefore, more research in this 

area is needed to address these social problems and the quality of life of patients and caregivers.  

One suggestion for future research is to consider the concept of nostalgia which is an emotional 

factor derived from individuals’ past experiences and memories (Cho, Joo, & Chi, 2019; Cho, 

Pyun, & Lim, 2020; Cho, Pyun, & Wang, 2019; Cho, Ramshaw, & Norman, 2014), as it is a critical 

factor affecting individuals’ psychological responses and future behavioral intentions (Cho, 2020; 

Cho, Joo, Moore, & Norman, 2019; Cho, Joo, & Woosnam, 2020; Cho, Khoo, & Lee, 2019). 
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Table 1. Participants’ information 

Name Age Stage of cancer Type of cancer 

Relationship 

to patient Period of care 

Sophia 48 4 Tongue Cancer Daughter 7 months 

Emma 46 3 Bone Cancer Wife 6 months 

Isabella 51 3 Colon Cancer Wife 8 months 

Lily 26 3 Colon Cancer Daughter 1 year 

Evelyn 50 3 Leukemia Mother 1 year and 1 month 

Brooklyn 52 4 Colon Cancer Daughter 1 year and 11 months 

Nora 44 4 Colon Cancer Daughter 5 months 

Gabriella 42 4 Bone Cancer Sister 10 months 

Eva 45 4 Colon Cancer Sister 2 years and 2 months 

Ethan 43 3 Stomach Cancer Husband 3 months 
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