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SUMMARY

Demands when caring for a person with disability are far more than in cases of a child of normal
development (Brandon, 2007:668; Brehaut et al., 2014). As a result, these caregiving demands
have negative consequences for the psychological and physical health of a caregiver (Bakker et
al., 2000:885; Brehaut et al., 2014:183; Goodhead & McDonald, 2007:6; Greenlee & Scharlach,
2001:20; Whal & Newmark, 2009:293), such as chronic stress, depression, sedentary
behaviour, poor nutrition, exhaustion and burnout (Vitaliano et al., 2003:957-959). Also, these
demands and heavy workload that caregivers face have substantial impacts on a caregiver’s
life, including their leisure lifestyle (Dupuis, 2000; Hung et al., 2002). Therefore, this study
aimed to explore the leisure needs and the impact that caregiving has on the leisure of the
formal caregivers of disabled people in the North West province.

Limited research exists regarding the influences of formal caregiving for persons with disability
on caregivers’ leisure and the needs they develop for it, especially in a South African context
and under resourced areas. Therefore, this study aimed firstly to explore and describe the
influence of caregiving for individuals with a disability on the leisure of caregivers in the North
West province. Secondly, the study aimed to explore and describe the leisure needs of formal
caregivers of individuals with disabilities in the North West province. This study made use of a
gualitative approach based on an exploratory case study design as explained by Yin (2003:6).
Data was collected through semi-structured one-on-one interviews as recommended by Greeff
(2011:351), and it included 12 formal caregivers. The central theoretical statement of this study
was that the primary caregivers of persons with disabilities experience high levels of unmet
leisure needs and that such caregiving has a negative impact on the leisure of caregivers of

disabled people in the North West province.

From the first article, categories included a) caregiver perceptions of leisure, b) leisure time
influences (constraining factors), and c) caregiving as leisure. The researcher found that
caregiving has a negative influence on the leisure of caregivers and that caregiving acts as a
constraint to leisure. In contrast, it was also found that some caregivers experience leisure in
certain caregiving roles. From the second article, categories that emerged included a) caregiver
perceptions of leisure, and b) leisure needs. It was found that caregivers experience high levels
of unmet needs of which needs for time and money was the highest. This information will be
useful to centre managers or care-institutions caring for people with disability, as well as leisure
service providers to know how to design programmes to address the leisure needs of caregivers

in an under resourced context.

Keywords: Leisure, leisure needs, care giving, disability, constraints, leisure perceptions
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DEFINITION OF TERMS

The following ‘terms used in the study can be clarified as follows:

Caregiving: According to Williams and Crooks (2008:244), caregiving can be formal, in which
case there is paid care provided by practitioners such as social workers or home care workers
who have formal training or a degree like nursing, or it can be informal where family, a parent or
a relative provides unpaid care to a chronically ill or disabled loved one (Bedini, 2002:25;
Buchanan, 2009:1244; Carter, 1994:3-4; Gladwell & Bedini, 2004:686; Schultz & Martire,
2004:240).

Leisure: Leisure can be defined as the percentage of a person’s time that is not devoted
directly to work or to other forms of obligations, self-care or maintenance (Edginton et al.,
2004:6; Mclean et al., 2008:39). It involves freedom and choice to pursue individual interests
like reflection, pleasure, self-enrichment, or relaxation, and also involves some form of
participation in activities, but such activities may also be experienced as a spiritual experience
or a holistic state of being (Edginton et al., 2004.6; Mclean et al., 2008:39).

Leisure needs: Dekker et al. (2014:66), describe a need as an “inherently dynamic factor
developing over time and triggering activity participation”. For example, an individual will
possibly be driven to make the decision to visit the gym, relax on the sofa, or take a walk when
the need for physical exercise is present or absent (Dekker et al., 2014:66). A need can also be
defined as a state of deprivation coming from the instinctive biological characteristics that
human beings have (Fourie, 2006:30). Rossman (1995:137) explains that the need for leisure
is therefore inherent to the human nature, and that it does not have to be created by

programmers through any form of techniques.

Leisure constraints: Constraints can be defined as those elements that limit someone from
participating in leisure activities (Bulent et al., 2010:362), to enjoy their current leisure activities,

or to use leisure services, such as programs and parks (Scott, 2005:280).

Disability: The World Health Organization (2014) describes a disability as “an umbrella term,
covering impairments, activity limitations, and participation restrictions”. When there is a
problem in the functioning or structure of a person’s body, it can be seen as impairment (WHO,
2014). When an individual experiences difficulty in executing an action or task, it can be seen as
an activity limitation, while a restriction in participation is when an individual experiences

problems when involved in situations of life (WHO, 2014).

! References for “Definition Of Terms” and “Summary”: Chapters1 and 2
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CHAPTER 1: INTRODUCTION

1.1 Problem statement

In 2011, 7.5% of the total population of South Africa was reported to be disabled (Stats SA,
2014:152). As a consequence, many individuals find themselves becoming the primary
caregiver for a disabled family member (Aoun et al., 2005:551; Bedini, 2002:25). Unfortunately,
in some cultures, more often rural areas in South Africa, it is common for parents to reject their
mentally disabled child because of embarrassment, being overburdened, or feelings of
disappointment (Govender, 2002:64-67). For those relatives with a more positive attitude
towards their disabled child or sibling, competing employment or familial responsibilities, poor
health, a lack of resources, and geographical distance may limit their ability to provide care for a
family member with disability (Allen & Ciambrone, 2003:207). Furthermore, the resources
needed for informal caregiving (family or relatives) might be untrustworthy or not existent on a
constant basis, and individuals turn to the formal sector for the assistance they need (Allen &
Ciambrone, 2003:207). Bakker et al. (2000:885) mention that formal caregivers providing paid
care (Wiliams & Crooks, 2008:244)) experience many demands when working with patients

with disability.

Accordingly, when caring for a child with a disability, demands are far more than in cases of a
child of normal development (Brandon, 2007:668; Brehaut et al., 2014:183). Hence, Brehaut et
al. (2014:183), Vitaliano et al. (2003:957, 959) and Bakker et al. (2000:885, 888) argue that
caregiving creates demands that have negative consequences for the psychological and
physical health of a caregiver, such as chronic stress, depression, sedentary behaviour, poor
nutrition, exhaustion and burnout. These outcomes are a result of time pressure, difficult
patients, emotional involvement or depersonalisation of individuals, fewer social activities,
limited visits with friends and family, restrictions in daily routines and movement, and difficulties
with going out (Bakker et al., 2000:885; Brattain, 1997:231; Coetzee, 2007:34; Dunn & Strain,
2001:32, 34; Pekkarinen et al., 2004:640-641; Wiles, 2003:1310, 1311). Therefore, various
researchers conclude that caregiving leads to a reduction in leisure participation due to the
demands and responsibilities caregivers face (Bedini, 2002:26; Bedini & Guinan, 1996b:274;
Coetzee, 2007:41; King et al., 2000:361).

Before one can understand why caregiving has such a significant influence on leisure, it is

important to understand the concept of leisure. Leisure can be defined as the percentage of a
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person’s time that is not devoted directly to work or to other forms of obligations, self-care or
maintenance (Edginton et al., 2004:6; Mclean et al., 2008:39). It involves freedom and choice
to pursue individual interests like reflection, pleasure, self-enrichment, or relaxation, and also
involves some form of participation in activities, but such activities may also be experienced as
a spiritual experience or a holistic state of being (Edginton et al., 2004:6; Mclean et al.,
2008:39). Leisure plays a significant role in helping people meet their personal needs. For that
reason, ceasing or reducing leisure participation as a result of care giving, might lead to
negative consequences like increased stress and decreased life satisfaction (Bedini,
2002:25,26; Dunn & Strain, 2001:44,50). Bedini (2002:26), Bedini and Guinan (1996b:278, 281)
as well as Dunn and Strain (2001:43, 44) elaborate by explaining that the reasons why
caregivers cease or reduce their leisure might be due to internal barriers like experiencing
physical and emotional fatigue, feeling too tired, and feeling guilty about taking a break, or
external barriers like a lack of time, lack of outside help, and financial strain. Although,
reductions in leisure time are inescapable in many situations of caregiving, leisure participation

may serve as a vital support for caregivers (Dupuis & Smale, 2000:308).

Various studies argue that leisure protects people from the stress created by life circumstances
as it benefits health (Brattain, 1997:240; Coleman & Iso-Ahola, 1993:114; Ilwasaki & Mannel,
2000:165, 167; Rodriguez & Gamble, 2010:50, 51; Stebbins, 2007:43). Furthermore, research
found that leisure participation may provide people with companionship, which creates the
perception that they will have social support during a serious life crisis; and that certain types of
leisure may foster self-determination (Coleman & Iso-Ahola, 1993:114; Rodriguez & Gamble,
2010:60). Leisure might also help reduce or overcome loneliness and social isolation and
contribute to one’s spiritual life (Caldwell & Smith, 1988:46,47; McLean & Hurd, 2015:94), for

example, walking on the beach might result in creative thought and inner energy.

Apart from understanding the benefits of leisure and the factors that prevent caregivers from
participating in leisure activities, knowledge about caregiving is also essential in the effort to
examine this problem. According to Williams and Crooks (2008:244), caregiving can be formal,
in which case there is paid care provided by practitioners such as social workers or home care
workers who have formal training or a degree like nursing, or it can be informal where family, a
parent or a relative provides unpaid care to a chronically ill or disabled loved one (Bedini,
2002:25; Buchanan et al., 2009:1244; Carter, 1994:3-4; Gladwell & Bedini, 2004:686; Schultz &
Martire, 2004:240). This study will focus only on formal caregivers, but specifically the primary
caregiver who offers the most assistance and support to the individual with a disability (Banes et
al., 2007:400).



In this context, the role of a caregiver could be better understood when one understands the
concept of disability. The World Health Organization (2014) describes a disability as “an
umbrella term, covering impairments, activity limitations, and participation restrictions”. When
there is a problem in the functioning or structure of a person’s body, it can be seen as
impairment (WHO, 2014). When an individual experiences difficulty in executing an action or
task, it can be seen as an activity limitation, while a restriction in participation is when an
individual experiences problem when involved in situations of life (WHO, 2014). Moreover,
according to the WHO (2014) “disability is a complex phenomenon, reflecting an interaction
between features of a person’s body and features of the society in which he or she lives.
Therefore, taking care of a person with a disability involves spending a considerable amount of
time and energy on caregiving activities (Schultz & Martire, 2004:240). The caregiver becomes
responsible for uncomfortable and unpleasant tasks that could be physically exhausting and
stressful to the caregiver, such as cooking, grocery shopping, transportation, changing
dressings, personal care and bathing, shaving, toileting, inserting feeding tubes and giving
shots, emotional support, counselling, and watching over the disabled person (Bedini, 2002:26;
Carter & Golant, 1994:3,4; Elmore, 2014:17; Lo'pez et al., 2005:82; Schultz & Martire,
2004:240; United Nations, 2012:200). Given this context it is understandable that not only the
person with a disability might develop a need to participate in leisure, but also the caregiver of

that person.

Findings by Marchal et al. (2013:4246) in a study on the health-related quality of life in parents
of six- to eight-year-old children with Down syndrome, revealed that parents need a break from
their responsibilities and experience the need for more time for themselves. Accordingly,
Gladwell and Bedini (2004:687) found that caregivers experience the need to participate in
leisure for social interaction, challenge, relaxation, escape from daily stress, education and
learning, stimulation, and visiting friends and relatives. However, most caregivers’ interest in
leisure is the same, but their ability to fulfil them differs (Bedini & Guinan, 1996a:230). Activities
such as reading, exercise classes, music, travel, card games, movies, tennis, golf, eating out,
swimming and socialising are interests that are mentioned in their study (Bedini & Guinan,
1996a:230). Several studies, including the latter, focus on leisure and caregiving by considering
diverse approaches, such as formal and informal caregiving; and different aspects related to
such a situation, such as caregiving burden, changes in leisure participation, impact of
caregiving on leisure travel, family caregiving and leisure; as well as caring for patients with
different conditions like dementia, Down Syndrome, Cerebral Palsy, or elderly people (Bedini,
2002; Brehaut et al., 2014; Del-Pino-Casado et al.,, 2011; Dunn & Strain, 2001; Gladwell &
Bedini, 2004; Green, 2007; Kim & Letho, 2013; Koerner et al., 2009; Marchal et al., 2013;

Schultz & Martire, 2004; Paraponaris et al., 2012). However, not much attention has been
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given to the leisure needs of primary caregivers of disabled people. Furthermore, most of the
literature is from an international perspective, with limited research available on the South
African context. Therefore, this study explored the leisure needs and the impact that caregiving
has on the leisure of the primary caregivers of disabled people in the North West province.
Since this study is based on a case study approach the focus was only on a single centre.

This study’s aim was to provide useful information to leisure service providers and various
health care organisations about the leisure needs of primary caregivers and the consequences
if caregivers have unmet leisure needs. It will also help leisure service providers to know how to
adjust the programmes they offer to address the leisure needs of the caregivers. The study
furthermore examined the impact of care giving on the leisure of primary caregivers. The
information that emanated from the research will enable service providers to provide the
necessary leisure services and opportunities to caregivers and parents. It will also encourage
service providers to identify the caregivers in the community to enable them to increase leisure
awareness and education among caregivers. Little attention has been given to the leisure
experiences of caregivers in South Africa and how they perceive leisure when they find
themselves in that context. Understanding their perception of leisure needs and the impact that
caregiving has on these needs is important to gain a deeper understanding of how to practically
contribute to the situation, and how to address these needs. The study also aims to encourage

further research on this subject.
1.2 Central theoretical statement

The available literature shows that caregiving is stressful to caregivers and that it has various
physical and psychological effects. However, the loss of leisure as a result of caregiving
responsibilities is often overlooked (Bedini, 2002:28; Bedini & Gladwell, 2014:130; Brehaut et
al., 2014:183; Chien & Lee, 20:2013; Dupuis, 2000:259; Geere et al., 2011:390; Kuster &
Merkle, 2004:258). According to Bedini (2002:28) it is evident that leisure participation, as well
as access to leisure is associated with better health and that caregivers find leisure important in
their lives. Bedini (2002:28) also concludes that although caregivers frequently reduce their
leisure, they “generally want it in their lives, miss it when it is gone, and need it for their health”.

Therefore, the central theoretical statement of this study was that:

Primary caregivers of people with disabilities experience high levels of unmet leisure needs and
that such caregiving has a negative impact on the leisure of caregivers of disabled people in the

North West province.



1.3 Objectives
The objectives of this study were:

e To explore and describe the influence of caregiving for disabled persons on the leisure
experience of caregivers in a centre in the North West province.

e To explore and describe the leisure needs of formal caregivers of disabled persons in a

centre in the North West province.
1.4 Structure of dissertation
The structure of the dissertation is as follows:
Chapter 1: Introduction
Chapter 2: Leisure, care giving and disability: A review of literature

Chapter 3: (Article 1): The influence of caregiving for individuals with a disability on the leisure
of caregivers in the North West province: A case study. This study will be published according

to the guidelines of the journal.

Chapter 4: (Article 2): The leisure needs of formal caregivers of individuals with disabilities in
the North West province: A case study. This study will be published according to the guidelines

of the journal.

Chapter 5: Summary, conclusions, limitations and recommendations.
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CHAPTER 2: LEISURE, CARE GIVING AND DISABILITY: A
CRITICAL REVIEW

2.1 Introduction

In rural areas in South Africa, it is often common for parents to reject their mentally disabled
child because of embarrassment, being overburdened, or feelings of disappointment
(Govender, 2002:64-67). For those relatives with a more positive attitude towards their disabled
child or sibling, competing for employment or familial responsibilities, poor health, a lack of
resources, and geographical distance may limit their ability to provide care for a family member
with a disability (Allen & Ciambrone, 2003:207). Furthermore, the resources needed for
informal caregiving, for example by family or relatives, might be untrustworthy or not existent on
a constant basis, and individuals turn to the formal sector for the assistance they need (Allen &
Ciambrone, 2003:207). Bakker et al. (2000:885) mention that formal caregivers experience
many demands when working with patients with disability. Moreover, when caring for a person
with a disability, demands are far more than in cases of a child of normal development
(Brandon, 2007:668; Brehaut et al., 2014:183).

For this reason, it might be that caregiving could influence the leisure of the primarily involved
caregivers negatively due to all their caregiving demands. In fact, available literature shows that
caregiving is stressful to caregivers and that it has various physical and psychological effects on
caregivers (Bakker et al., 2000;885, 888; Brehaut et al., 2014:183; Vitaliano et al., 2003:947,
949). Accordingly, the loss of leisure as a result of caregiving responsibilities is often
overlooked (Bedini, 2002:28; Bedini & Gladwell, 2014:130; Brehaut et al., 2014:183; Chien,
2013:20; Dupuis, 2000:259; Geere et al., 2011:390; Kuster & Merkle, 2004:258), even though it
is evident that leisure participation, as well as access to leisure, is associated with better health

and that caregivers find leisure important in their lives (Bedini, 2002:28).

In this chapter the terms leisure, caregiving and disability will be thoroughly discussed from a
theoretical perspective to understand the effect that it has on one another. Firstly, the term
leisure will be thoroughly described in the context of this study. Secondly, caregiving will be

discussed and also how caregiving for people with disability and leisure affect one another.
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2.2 Leisure concepts
2.2.1 Introduction

As mentioned above, a caregiver’s life, as well as their leisure lifestyle, can be impacted
significantly by their responsibilities (Dupuis, 2000:259). According to Organization for
Economic Cooperation and Development (2009:20) the quality and the amount of time spent on
leisure is essential for the well-being of people because it brings direct satisfaction. Edginton
(2012:2) also explains that leisure is playing a more vital role to assist in identifying an
individual’s sense of self-worth and own identity. Furthermore, people have a concept of the
meaning of leisure and also whether they have enough leisure or not (Henderson, 2012b:531).
Nevertheless, Torkildson (2005:3) also mention that the meaning of leisure and what it is to
people are now more important than ever. However, a lack of participation in leisure is now one
of the major health problems globally, and it affects a lot of older people from developed and
developing countries over the world (Mthembu et al., 2015:215). Its value, interpretations, and
meaning worldwide also differ a lot (Coles et al., 2012:684). Therefore, it is critical to get a
better concept or understanding of leisure, as to understand why caregivers’ responsibilities

have such a great impact on their leisure which will be discussed later in this chapter.
2.2.2 Conceptualizing leisure

Leisure is a powerful force in contemporary society, and its power lies in the benefits it provides
for cultures, communities, groups and individuals (Edginton, 2012:2; Edginton et al., 2004:2).
According to Edginton et al. (2005:2), the contribution of leisure to the quality of our lives is
essential and something that individuals seek continuously. They also mention that people use
their leisure pursuits and interests as a way to define who they are and to enhance, nourish and
enrich their lives (Edginton, 2012:2; Edginton et al., 2005:2). Furthermore, leisure serves to
help increase development, growth, and overall individual well-being, it also provides
opportunities for release, restoration, renewal, relaxation and reflection (Edginton, et al.,
2004:2). Henderson (2012b:532) and Caldwell (2011:170) go further by explaining that learning,
experiencing enjoyment, and expressing oneself are also outcomes of leisure. Nevertheless,
most normal and educated people see a good life as having a healthy body and mind (Rojek,
2010:1-2). In order to achieve that outcome they use leisure as a reward for their work, as the
main element in their work-life balance, to reduce crime, to increase mutual understanding, and

also to serve as an asset for the community (Rojek, 2010:1-2).

Hayward (2000:2), Torkildsen (2005:10-11), as well as McLean and Hurd (2015:3) state that

leisure is not a new development and that our leisure behaviour and culture is partly rooted in
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the past. Accordingly, even though perceptions of leisure around the world differ (Mclean &
Hurd, 2015:1), Henderson (2012bh:532) and Roberts (2006:3) also state that leisure has been
part of all periods of time, societies, and places, and that it has not necessarily been learned but
has been embodied in culture. Furthermore, the philosopher Aristotle described leisure as an
engagement with the highest capacities of the soul and not as rest or recreation (Henderson,
2012h:532; Holba, 2014:182). He believed that, only after the pleasures of recreation have
reached their purpose and have been enjoyed, the role of leisure started entering the scene
fully (Owens, 1981:716). Thus, recreation only counts as a leisure activity if it provides an
individual with pleasure and enjoyment, as well as free will to participate or not. If an individual
does not enjoy a recreation activity, it is not regarded as leisure. According to Owens
(1981:716), Aristotle also explained that leisure provides a panorama more independent and
more positive than entertainment or relaxation or recreation. Although there are many
components to leisure, it can be described as a state, of which the most important and basic
characteristic is the freedom to do what one desires (Ateca-Amestoy et al., 2008:65; Caldwell,
2011:170; Owens, 1981:718).

We live in a time where the value of leisure is increasing (Edginton & Chen, 2008:1), yet it's a
term not easily defined (Cordes, 2013:1; Edginton & Chen, 2008:6). To some people, it may be
related to work life, and to others, it may be perceived as a separate and distinctive cultural
concept (Edginton & Chen, 2008:6). Moreover, leisure can be seen as an expressive activity
that is mainly orientated to the experience which can be found at any place or time (Freysinger
& Kelly, 2004:3; Kelly & Godbey, 1992:6). Therefore, it’s not limited to one place, organisation,
or part of our lives (Godbey, 2008:1), but part of the essential components of work, family,
community, school, religion and the marketplace (Kelly & Godbey, 1992:6). It is interlaced
within the structure of social action and interaction (Kelly & Godbey, 1992:6). It might also be
creativity to some and idleness to others (Kelly & Godbey, 1992:11). Furthermore, Coles et al.
(2012:684), Ministry of social development in New Zealand (2010:92; 2016:189) suggest that it
can also be characterised by the search for discovery, satisfaction and contributing to people’s
quality of life. However, to better understand the meaning of the term leisure, one may ask why
do people participate in leisure? Kraus et al. (2001:2) explain that people will take part in
leisure and recreation pursuits voluntarily for many reasons. For instance, people may be
motivated to participate mainly for the fun or pleasure they gain when watching the arts of a
skilful performer or competing in a sports activity (Kraus et al., 2001:2). Others may desire to
increase their fitness and health, to experience new surroundings, to express themselves
creatively, to enjoy the companionship of others, or just to enjoy a change of pace and to
unwind (Kraus et al., 2001:2).
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However, several researchers indicate that most people pursue leisure activities for pure
enjoyment and fun (Freysinger & Kelly, 2004:3; Kelly and Godbey, 1992:11; Parr & Lashua,
2004:4). In view of that, Stebbins (2004b:8) elaborates that the term “fun” normally means to
find amusement or pleasure in a specific activity, whereas the word “enjoyable” refers to an
activity that brings delight or pleasure. Furthermore, he connects the term “satisfying
experience” as similar meaning to the words “fun” and “enjoyable”; however, in another sense it
refers to a particular want or need that separates it from the words fun and enjoyable (Stebbins,
2004b:8). In other words, the word “satisfying experience” in the second sense can be
described as a “fulfilling experience” that can be a set of sequential experiences that leads an
individual to develop to the fullest of his/her character and gifts, and as a result developing to
the fullest of that individual's potential (Stebbins, 2004b:8). Thus, the fourth term “fulfilling
experience” is more related to serious leisure (satisfying achievement and accomplishment,
personal development and exploiting gifts) whereas the first three terms are more common with
casual leisure (experiencing pleasure through an activity) (Stebbins, 2004a:112; Stebbins,
2004b:9). However, any of these four experiences may be experienced during casual and
serious leisure (Stebbins, 2004b:9). For example, in an interview with skilled and experienced
kayakers, Stebbins (2004b:10) explains that they said it's fun to paddle, thus meaning that it's
gratifying because they have acquired practical qualifications in time which makes it relatively
easy to carry out the activity. He also concludes that these meanings will undergo change over
time and that the researcher’s definitions must continue to be sensitive to this transformation
(Stebbins, 2004b:10). In brief, Dattilo and Schleien (1994:53) state that for someone to partake
in leisure fully is to reveal capabilities, express talents, reach one's potential and experience a
variety of positive emotions. However, for the purpose of this study, it is important to define the
term leisure in order to have a better understanding of its role in the lives of caregivers and how

it can be affected by caregiving.
2.2.3 Definition of leisure

The term leisure is a broad concept that can be defined in a variety of ways. According to
Edginton et al. (2004:6) leisure can be defined from seven main orientations such as a holistic
experience, anti-utilitarian, a symbol of social class, as an action, free time, an activity, and state
of mind. However, literature concludes that the three most important characteristics for which
leisure is known for are free time, activity, and a state of mind (Edginton et al., 2005:26;
Godbey, 2008:3-5; Henderson, 2010:6; OECD, 2009:20; Parr & Lashua, 2005:17). When
defining leisure as free time, leisure is considered as the time when you're free to pursue the
things that you are interested in (Edginton et al., 2005:26). It can be seen as a block of time free

from obligations, discretionary time, time when we do what we choose (Caldwell, 2011:170;
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Edginton et al., 2004:6; Edginton et al., 2005:26; Godbey, 2008:3; Henderson, 2010:6;
Henderson, 2012b:532; Kelly, 1990:16-17; Kelly & Godbey, 1992:17; OECD, 2009:20). For that
reason, free time may have different outcomes for different people, for instance, retirement
differs fundamentally in meaning from a holiday (Godbey, 2008:4). Nevertheless, there are
difficulties when defining leisure as free time, since one can be physically free, politically free,
economically free, socially free, morally free, and ecologically free (Godbey, 2008:6). Also, the
definition does not describe to which extent one is free from their obligation (OECD, 2009:20).

According to Godbey (2008:6), the above-mentioned dominions of freedom are constantly
changing for many people regarding the level of their existence. Sometimes they are seen as
essential preludes to leisure (Godbey, 2008:6; Iso-Ahola, 1999:36). However, leisure may
occur from unfree circumstances like education, work, and other social spheres as well
(Godbey, 2008:6; Iso-Ahola, 1999:36; Leitner & Leitner, 2012:12). For instance, a young boy
may be forced to take trumpet classes by his parents (Godbey, 2008:7). Still, he may
experience leisure when playing the trumpet in the end, or a parent may feel obligated to take
his/her child to the play area but still find leisure there (Godbey, 2008:7). Nevertheless,
caregiving daughters in the study of Dupuis experienced leisure while performing their
caregiving duties (Dupuis, 2000:260). Henderson (2012b:533) also expand by explaining that
many activities are done at work blended with leisure. However, Godbey (2008:7) explains that
our preludes to leisure in many of these domains are not free and that the probability to
experience leisure when the preludes to leisure are relatively free may be higher. Thus, leisure
may occur when we are free from preludes to leisure and also when we are not free from the

preludes to leisure (Godbey, 2008:7). Therefore, leisure cannot be defined by free time only.

Leisure can also be defined as an activity which refers to the activities we engage in during our
free time like running, volunteering, arts, traveling, reading, and other recreation activities
(Edginton et al., 2004:6; Edginton et al., 2005:26; Leitner & Leitner, 2012:11). Nevertheless,
leisure is more than just an activity. According to Godbey (2008:11), it is a process involving a
particular act. It's more about meaning through one’s actions than it is about the activities
(Godbey, 2008:11). Hence, to define leisure only as a cluster of activities, you ignore the
internal world of leisure (as a state of mind) (Godbey, 2008:11). Accordingly, when an individual
experiences leisure in a specific activity, it can no longer be compared or replaced by a similar
variety of alternative activities, since it's more about the love for an inner experience (Godbey,
2008:7, 11). In other words, the action or activity only acts as the context for that experience
(Kelly & Godbey, 1992:19). Thus, Kelly and Godbey (1992:19) describe leisure as an action
that creates and has meaning. According to them, the meaning within an experience as well as

self-determination distinguishes it from other types of action (Edginton et al., 2004:6; Kelly &
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Godbey, 1992:19). Therefore, leisure can be described as an action that is self-determined with
(and /it has) meaning that is primarily confined to the experience (Edginton et al., 2004:6; Kelly
& Godbey, 1992:20).

When we refer to leisure as a state of mind or existence, it can be an attitude or behaviour that
occurs in an activity, and the psychological condition of the individual located in the
consciousness of the individual (caused by intrinsic motivation) (Edginton et al., 2004:6;
Henderson, 2010:6-7; Kelly & Godbey, 1992:18). According to Edginton et al. (2005:26), when
individuals feel or think that they are experiencing leisure, they are in fact experiencing leisure.
Godbey (2008:5) goes further by explaining that a leisure experience is when people are free or
in control of events rather than being controlled by it. For that reason, leisure may occur at
various places and times and a variety of circumstances (Edginton et al.,, 2005:26; Kelly &
Godbey, 1992:18). Lastly, Edginton et al. (2004:8), Edginton et al. (2005:26), and Godbey
(2008:6) conclude that the most important criterion of leisure is perceived freedom, a condition
where any activity is carried out freely without any constraint or force. However, to assume that
leisure is produced by the state of mind alone would lead to the belief that nothing but the self is
real or exists (Godbey, 2008:8). Thus, in leisure, individuals lose themselves during the activity
and surrenders themselves gladly to the experience (Godbey, 2008:8). During this process, the
mind becomes so focused that self-awareness becomes constricted (Godbey, 2008:8). The
relevance of state of mind is therefore inevitable, and two different states of mind can be
identified, namely, a state of which the attention is constricted to a joyous, captivating
experience and a state of wonder and the realization that we are part of something bigger and
that “self” is a made-up boundary (Godbey, 2008:9; OECD, 2009:20).

Although leisure has many definitions and interpretations, none of the previously discussed
definitions provides a complete understanding of leisure. In the context of this study, however,

leisure will be defined as follows:

The percentage of a person’s time that is not devoted directly to work or other forms of
obligations, self-care or maintenance (Edginton et al., 2004:6; Mclean et al., 2008:39). It
involves freedom and choice to pursue individual interests like reflection, pleasure, self-
enrichment, or relaxation, and also involves some form of participation in activities, but such
activities may also be experienced as a spiritual experience or a holistic state of being (Edginton
et al., 2004:6; Mclean et al., 2008:39).

The latter definitions might describe the term leisure and identify the main characteristics of
leisure, however, over the world leisure is valued differently, and different people have different

interpretations and meanings that they attach to it (Coles et al., 2012:684; Edginton et al.,
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2004:6; McClean & Hurd, 2015:1). For instance, Henderson (1996:140) focusing on the leisure
of women, revealed that many meanings of leisure have emerged due to life circumstances in
which many women find themselves but, also because of what different individuals understand
under gender differences and leisure when considering the changing nature of leisure.
Furthermore, Henderson concludes that there are numerous and a variety of definitions that
leisure holds for women when leisure is examined as other- or self-orientated (Henderson,
1996:150). According to Henderson (1996:151), leisure may create a situation where
empowerment is being felt by women, and, in some cases, leisure may also create a situation
where oppression is experienced by women. It can also be an opportunity for resistance or
conformity to social roles (Henderson, 1996:151). Moreover, a study conducted by Parr and
Lashua (2004:7, 8) compared the perceptions of leisure service providers and individuals
outside the field and determined that participants agreed that what one person experience as
leisure, may not necessarily be leisure for another person, that there may be different values
and meanings for leisure, depending on the cultural background someone has, and that it can
be experienced in different spheres of life, for instance, education, religion, work, family, and

more, while leisure is seen as an attitude.

In the case of caregiving, the meaning of leisure changes as the role and context of caregiving
changes according to Dupuis and Smale (2000:309, 334) and Dupuis (2000:260). This study
revealed that informal caregivers’ (adult daughters) roles changed depending on their
relationship to the care receiver, their gender, and the functional health of the care receiver
(Dupuis & Smale, 2000:310). Furthermore, findings revealed that the cause of change in the
informal caregivers’ (daughter) roles and their meaning for leisure might also include factors like
an ethic of care (which entails a complete moral response based on professional caring), it is
based on “decision-making” and “relation based moral reasoning”, it recognizes vulnerability
and dependency of people of everyday life, specifically to people whose wellbeing and lives
depend on specific, continual, and daily attention, if they were comfortable with the facility and
satisfied with the way that the staff provides care, how far the cognitive impairment has
developed and also the amount of loss that is felt by the caregiver (daughter), the level of
connectedness that the caregiver felt to the care receiver (parent), the capability of the
caregiver (daughter) to deal with the situation and the process of grief, and the other healthy
parents’ (partner of care receiver) presence who still lives in the community (Bedini & Guinan,
1996a:234; Dupuis & Smale, 2000:334; Laugier, 2015:219; Wada, 2014:353, 361; Ward,
2011:173; Woods, 2011:272). However, the meanings of leisure in the context of caregiving
have been explored by only a small number of studies (Dupuis & Smale, 2000:309).
Furthermore, these findings are only based on the leisure meanings of informal caregivers, and

may thus differ from what formal caregivers may experience as leisure since their roles would

16



also differ a lot from those of an informal caregiver. Additionally, a study of Bedini and Guinan
(1996a:230) stresses that a caregiver’s participation in leisure determines what their perception
of leisure is, how leisure fit in their caregiving role, how they deal with resolving their need for
leisure, and how they prioritize their personal tasks compared to their leisure. Nevertheless,
many caregivers choose to actively avoid leisure given the problems that leisure might evoke for
them, like feelings of losing control, anxiety, or feelings of betrayal to the care receiver (Dupuis
& Smale, 2000:307). According to Bedini and Guinan (1996a:228, 230) as well as Dupuis and
Smale (2000:308) it is inevitable for caregivers to reduce leisure in many situations, but leisure
participation might serve as a vital support for caregivers. It is, therefore, also important to look
at both active and passive leisure activities and how it is applied in the caregiving context, since

both active and passive leisure have benefits to caregivers.
2.2.3.1 Active and passive leisure

Leisure researchers have lately focused on preventative potentials that leisure offers and the
health benefits it holds when participating in it (Ainsworth et al., 2007:24). Ainsworth et al.
(2007:24) explain that from the perspective of public health, leisure could be seen as beneficial
or problematic because of the opportunities it offers for engaging in behaviour that could be
either healthy or unhealthy. This reflects a dilemma as many people describe leisure as
activities that are sedentary (passive leisure) while it could also be physically active (active
leisure), which is also healthier (Ainsworth et al., 2007:24). However, since leisure provides
freedom of choice, it provides opportunities for personal development and growth, opportunities
to affirmation and formation of positive identity, and opportunities for involvement in activities
that pay off for the needs not met in other areas of life and work (Ainsworth et al., 2007:28).
Nevertheless, the latterly mentioned benefits that leisure provides may come from passive or

active leisure.

Anon (2011:44), Kiernozek (2015:37) and Williams (2013:7) describe passive leisure activities
as activities that do not require a person using vast amounts of physical or mental energy while
engaging in it. It can be done when you're alone, indoors, and it can even be done when there
is just a small amount of free time available (Anon, 2011:44; Kiernozek, 2015:37; Williams,
2013:7). Accordingly, passive leisure may also include recreation activities. Passive recreation
can be described as something people participate in during leisure time, something not bound
to rules, non-competitive, something people do for enjoyment and fun, something that overlap
with areas such as education, arts, and culture (Department of Sport and Recreation, 2012:14;
Majnemer et al., 2015:77). For example, in a study of Kiernozek (2015:37) it's mentioned that
caregivers participate in passive activities such as reading, relaxing, being still, watching
television and movies, sleeping, and being on the computer, while other caregivers/parents
17



preferred creative arts and crafts, like scrapbooking, quilting, cooking, playing the piano,

crocheting, photo journaling, and beading.

Passive leisure often causes concern among experts since many of these activities are believed
to have fewer benefits than active leisure activities could offer (Anon, 2011:44). Furthermore, a
study of Holder et al. (2009:383) also showed that passive leisure is negatively related to well-
being, whereas active leisure has a positive effect on wellbeing. However, many people claim
that they are relaxing the most during passive leisure activities (Anon, 2011:44). Sonnentag
(2001:199) explains that spending time on passive leisure does not mean that it has negative
effects as when not participating in any active activity. Participation in passive leisure may add
to predict well-being beyond the assumption that active leisure activities have a positive effect
on individuals (Sonnentag, 2001:199). Accordingly, Sonnentag (2001:199) is not convinced that
poor well-being is a result of time spent on activities with low effort (passive leisure).
Nevertheless, this study reveals that low effort activities are sometimes essential for a person to
recover and for that reason low effort activities has a positive effect on the well-being of an
individual (Sonnentag, 2001:199). In fact, the study of Sonnetag (2001:205) states that both
active and passive activities positively affect one’s well-being (Sonnentag, 2001:205). This is
also evident when looking at Nash’s pyramid of leisure activities where he refers to several
forms of leisure activities, including several passive activities, that leads to positive effects on
the individual’s life including: (1) creative participation (for example composing a poem), (2)
emotional participation (like watching a play), (3) and entertainment, amusement, escape from
monotony, and killing time (which involve things like watching TV) (Archibald, 2008:3). Nash
argues that these activities, including active leisure activities, could lead to development,
progress, and enrichment of a person’s life (Archibald, 2008:3). Therefore, it is also important to

understand the content of passive and active leisure.

Unlike passive leisure, active leisure can be described as participating in activities involving the
mental and physical exertion of energy which mostly include lower impact physical activity like
walking or yoga (Anon, 2011:44). However it can also include high impact physical activities
like kickboxing and aerobics (Anon, 2011:44). Furthermore, the Department of Sport and
Recreation (2012:14) also talks about active recreation which can be seen as physical activity
and it is characterized as activities with rules (however to some extent flexible). It is also
described as activities that are beneficial for the physical and mental health of a person,
something that people do to compete against nature or themselves, activities pursued for fithess
and the fun of it, and a stepping stone to formal sport (Department of Sport and Recreation,
2012:14). However, since recreation is just one of the things done during leisure time, it might

differ from leisure to some extent. For instance, active leisure activities may not necessarily be
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rule-bound (like running in a park) or be used as a stepping stone to the formal sport
(Department of Sport and Recreation, 2012:14). In the context of this study, it would rather be
pursued for health benefits. Nevertheless, referring back to the study of Kiernozek (2015:37),
caregivers/parents mentioned that they participate in active activities such as running,
swimming, exercising, walking, and biking, while other caregivers/parents enjoyed being able to
participate in outdoor activities like hiking, fishing, shopping, traveling, socialising, camping and
gardening.

Bearing in mind that active leisure activities are mostly done outside, Kiernozek (2015:37, 44)
explains that caregivers face challenges that require caregivers/parents to do additional
planning and scheduling for them to fully participate in the activities they chose (especially when
involving the child with disability), they need to find someone to watch over the child/ren when
they leave home for some time, and there are also extra costs involved when a caregiver/parent
want to participate in that specific activity. Since parents/caregivers cannot participate unless
proper adaptations are made, it can be concluded that caregivers’ choices between active
leisure and passive leisure may be influenced by their circumstances and resources (Kiernozek,
2015:44). A study of Ainsworth et al. (2007:29-30) also support this statement by expanding on
how friends who do not value physical activity and family responsibilities acted as barriers to
being active. On the other hand, active neighbours and friends who find it easy to engage in an
activity can be described as a physical active, friendly neighbourhood (Ainsworth et al.,
2007:29). Also, neighbourhoods in this study were safe from crime, walking distance from
recreation facilities and free from stray dogs, which is seen as an enabling factor for physical
active leisure time (Ainsworth et al., 2007:30). Thus, it is clear that one’s circumstances may

influence their choice of leisure.

In conclusion, the literature reveals that active and passive leisure holds benefits to people,
however concerns regarding passive leisure may arise (Ainsworth et al., 2007:24; Anon, s.a.:44;
Kiernozek, 2015:37; Sonnentag, 2001:199, 205; Williams, 2013:7, 16). Passive leisure seems
to be the more common form of leisure to be pursued, especially by women (Ainsworth,
2007:28; Hickerson & Beggs, 2007), due to limitations of circumstances and recourses
(Kiernozek, 2015:37, 42, 44, 52). Furthermore, findings revealed that parents/caregivers
experienced many challenges to participate in leisure, especially active leisure, due to limited
finances, limited respite care, and physical limitations of the children with disabilities (Bedini &
Guinan, 1996b:280, 282; Kiernozek, 2015:37). As a result, it may be that many caregivers do
not only choose passive activities because of the personal benefits it provides, but also due to
these challenges they face. Hence, to emphasize the importance of leisure for caregivers, it is

necessary to explore the benefits that leisure may offer to caregivers.
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2.2.4 Benefits of leisure

Internationally, leisure is something that is more and more sought after (Coles et al., 2012:684).
If someone is asked why they work hard, they will respond that they do so regularly to gain
leisure as a way of life enrichment, especially their wellbeing and health (Coles et al.,
2012:684). In other words, people seek the benefits that can be derived from leisure
participation (Edginton et al., 2004:14). According to Coles et al. (2012:684), Cosgriff,
(2011:58), as well as OECD (2009:20), they do so in order to often find satisfaction, happiness
(Edginton et al., 2004:15), and joy in their lives (Caldwell & Witt, 2011:22). Furthermore,
Stumbo and Peterson (2004:6) state that there are several benefits of leisure participation
relating to health and wellbeing that can be separated into three categories of human functions:

(a) social, (b) physical, (c) and psychological.
2.2.4.1 Physical Benefits

When participating in leisure, physical activity plays an important role in sustaining the well-
being and physical health of individuals (Stumbo & Peterson, 2004:6). Physical activity also
include physical development which includes physical fithess that leads to higher levels of
energy and strength, improved coordination and balance, as well as self-worth and self-image
(Cosgriff, 2011:57; Crombie et al. 2004:287; Driver & Burns, 1999:352; New Zealand, 2010:92).
Rose and Williams (2015:61) mention in their article that for one of their research participants, a
nurse, physical active leisure was her way to be alone, let go of worries, and to renew. This
helped her to be energetic, productive, refreshed, and efficient at work (Rose & Williams,
2015:61). Her physical active leisure lifestyle also encouraged other nurses to participate in
some form of physically active leisure which helped them lose weight, increased work
attendance, made them feel better in general, and their work performance also increased (Rose
& Williams, 2015:62). Expanding on that, physical activity during leisure may contribute to
decreased fatigue, cardiovascular benefits (like decreased risk of coronary heart disease),
improved responsiveness to health, and enhanced modifications of lifestyle for better health,
like reduced tobacco and alcohol use (Driver and Burns, 1999:352; Rose & Williams, 2015:62;
Stumbo & Peterson, 2004:7). It may also improve self-efficacy, perceived freedom, social
support and intrinsic motivation (Stumbo & Peterson, 2004:8). For example, nurses started to
share stories about weekend adventure activities, do yoga over breaks, and go for walks over
the lunch hour (Rose & Williams, 2015:62).
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2.2.4.2 Psychological benefits

Leisure participation is often used more for the psychological benefits it provides than for its
social or physical benefits (Stumbo & Peterson, 2004:9). Accordingly, Henwood et al.
(2012:1751), agree by mentioning, in their study on nurses, that it is well known that exercise
and physical activity benefits one’s emotional and psychological health. In the above-
mentioned study nurses’ wellbeing increased when they had more than 30 minutes per day of
leisure-time activity (Henwood et al., 2012:1751). Moreover, Rohrer et al. (2005:439-440)
explain how people often pursue a balanced life style to encourage good mental health.
Participation in leisure activities helps individuals to engage in new or creative activities (Creek,
2008:300; Stumbo & Peterson, 2004:9; Whiting & Hannam, 2015:373, 381), to relax, cope with,
or release stress, and associate with other individuals (Stumbo & Peterson, 2004:9-10). This
may have healing or therapeutic outcomes, and in turn contribute to mental health (Driver &
Burns, 1999:352; Iwasaki & Mannell, 2000:164; lwasaki, et al., 2005:90; Trenberth, 2005:1-2).

Through leisure, individuals also have several opportunities to make their own choices and take
responsibility for new experiences and new identities (Driver & Burns, 1999:352; Stumbo &
Peterson, 2004:10). Therefore, people can change their self-perception of their abilities through
leisure because they can control their experiences (Stumbo & Peterson, 2004:10).
Furthermore, leisure activities might provide opportunities for self-expression (Roberson,
2005:209; Whiting & Hannam, 2015:381), and help individuals to define their sense of self-worth
and identity (Edginton, 2012:2; Son et al., 2007:92). This is often done by selecting specific
recreation activities which serve to furnish the identity images associated with the activity
(Stumbo & Peterson, 2004:10).

Leisure involvement may also protect people from stress, which helps individuals to cope better
with the demands and circumstances of daily life (Brattain, 1997:240; Coleman & Iso-Ahola,
1993:114; Ilwasaki & Mannell, 2000:165, 167; Rodriguez & Gamble, 2010:50-51; Stumbo &
Peterson, 2004:10). This was found to be true in different studies, where leisure assisted
caregivers to cope with the stresses of their caregiving role (Dupuis & Smale, 2000:309;
Gahagan et al., 2007:54; Schryer et al., 2016:19). Moreover, Duipuis and Smale (2000:309,
333-334) argue in their study of informal caregivers that leisure pursuits help caregivers to cope
with continued weakening of their relatives in their care, as well as to maintain their individual
identities. In their study, some caregivers did not make time for leisure (Dupuis & Smale,
2000:309). However, those who did, reported that leisure recharged or energised them for their
responsibilities as a caregiver (Dupuis & Smale, 2000:309). Research of Gahagan et al.

(2007:50, 54) mention how leisure provides a personal sense of escape or relaxation, fulfilment,
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and enjoyment to a diversity of unpaid caregivers ranging from caregivers of different ethnicity,

socioeconomic status, rural/urban status and type of caregiving.

Leisure can also be a spiritual or aesthetic experience (Driver & Burns, 1999:352; Heintzman &
Mannell, 2003:207,208; Richards, 2001:70). For example; when someone is experiencing the
magnificence of nature, it can foster feelings of humility, admiration, connectedness, and beauty
(Cosgriff, 2011:57; Driver & Burns, 1999:352; Heintzman & Mannell, 2003:208; Priest & Gass,
2005:13; Richards, 2001:70). It might also cause individuals to relive or recall pleasurable
experiences (Mackellar, 2009:94), as well as reducing tension and confusion (sensory overload)
(Thayer et al., 1994:921).

One of the main benefits that leisure also provide is that individuals experience a sense of
achievement or mastery (Shannon, 2014:148; Caldwell & Witt, 2011:19). For example, when a
person learns a new skill, makes a new friend, or takes part in sport or an exercise program it
nurtures pride in them which increase self-confidence and self-esteem and they feel like they
achieved something (Tiggemann, 2001:139). Also, Stumbo and Peterson (2004:10) explains
that if people experience the same life stressors, the one with more significant leisure

companionship will be able to adapt to and cope with life stress easier.
2.2.4.3 Social benefits

According to Stumbo and Peterson (2004:12), leisure is important for the interplay of social
exchanges and the development of social skills. Leisure might also provide opportunities for
social bonding where individuals can interact with one another by meeting new people and
network with them, supporting and bonding with family and building stronger bonds with friends
and other contacts (Caldwell & Witt, 2011:21-22; Dodd et al., 2009:264; Driver & Burns,
1999:352; Freeman et al., 2006:206; Patterson & Pegg, 2009:397; Poff et al., 2010:367; Shaw
& Dawson, 2001:223; Ministry of social development New Zealand, 2010:92; 2012:92; OECD,
2009:20). For example, a study of Dupuis (2000:267-268) revealed how daughters providing
secondary care to their parents visited their parents at the care facility to bond with their parents
and family members which gave them a sense of joy. Nonetheless, research shows that social
ties as a form of leisure, even in a paid work context, alleviate emotional and physical stress

caused by caregiving responsibilities (Gahagan et al., 2007:55).

Furthermore, the research found that leisure participation may provide people with
companionship, which creates the perception that they will have social support during a serious
life crisis; and that certain types of leisure may foster self-determination (Coleman & Iso-Ahola,

1993:114; Rodriguez & Gamble, 2010:60). Leisure might also help reduce or overcome
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loneliness and social isolation, provide settings more relaxed for social interaction (Stumbo &
Peterson, 2004:13), and contribute to one’s spiritual life (Caldwell & Smith, 1988:46-47; McLean
& Hurd, 2015:94). For example, caregivers in the study of Gahagan et al. (2007:59) revealed
that their spirituality (a form of self-defined leisure) gave them a sense of comfort and a better
understanding of themselves. Moreover, caregivers reported how stressors and negative health
effects that is associated with caregiving where mediated through the support from others which
provided spiritual connections with their communities (Gahagan et al., 2007:58-59). Caregivers
also experienced positive outcomes through self-defined leisure such as a heightened sense of
spirituality, personal enjoyment, and relaxation (Gahagan et al., 2007:59). However, Gahagan
et al. (2007:59) argue that access to leisure may be difficult due to the responsibilities of

caregiving, which on the other hand, may not have such positive effect.

Through leisure, someone can also have the chance to clarify and examine their values
(Caldwell & Witt, 2011:19; Shaw & Dawson, 2001:222, 225), perspectives, and beliefs.
Caldwell and Witt (2011:21) explain that this may enable someone to see new thinking patterns,
different ways to interact with others and new ways to approach problems. Lastly, in the study
of Dupuis and Smale (2000:308) caregivers stated that leisure offered them rewarding
relationships with other people, on improved sense of accomplishment and self-confidence,
assisted them with staying healthy, and helped them to restore physically. In the context of this
study and with the hopes to satisfy the leisure needs of caregivers to derive the benefits from
leisure, it is important to know and understand what hinders or constraints them to participate or

have satisfied leisure experiences.
2.2.5 Leisure constraints

According to Bedini (2002:28) caregivers often reduce or cease their leisure, even though they
find leisure important in their lives and critical for their health. Also, most caregivers have
similar leisure interests, but their ability to fulfil these interests differ (Bedini & Guinan,
1996:230). Moreover, Bedini and Guinan (1996a:227) mentioned that a growing number of the
population of informal caregivers lack perceived entitlement to leisure. For that reason, it is
important to understand the possible reasons why caregivers fail to participate in leisure

activities, but also how to avoid the constraints that are preventing them from participating.

Constraints can be defined as those elements that limit someone from participating in leisure
activities (Bulent et al., 2010:362), to enjoy their current leisure activities, or to use leisure
services, such as programs and parks (Scott, 2005:280). Moreover, it's important to know that
constraints are negotiable, and not a static, impossible obstacle to the enjoyment and
participation of leisure (Burns & Greafe, 2007:158; Hutchinson & Kleiber, 2005:144; Jackson,
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2005:115; Scott, 2005:280). According to Jackson (1999:196) and Samdahl (2007:409) this
means that when people are motivated to engage in a specific leisure activity they tend to reach
their goals for leisure by using a variety of approaches to negotiating around their constraints,
even though their leisure may differ from what it would have been if the constraints had not
been there. The term constraints must, however, not be confused with the term barriers, since
barriers are insurmountable (leading to nonparticipation) and constraints are not (Scott,
2005:280; Tu, 1993:43). Leisure constraints can be further explained by the three main types of
constrains, namely intrapersonal constraints, interpersonal constraints, and structural

constraints.

Intrapersonal constraints are factors internal to a person, a psychological condition, that limits
someone’s activity preference such as attitudes, shyness, perceived lack of skill and ability
(Stanis et al., 2010:274), personality factors, and more momentary conditions, for instance
mood (Chick & Dong, 2003:338; Jackson & Scott, 1999:307; Palen et al., 2010:436; Scott,
2005:281; Son et al., 2008:199; Stuart et al., 2005:301). Interpersonal constraints result due to
social interaction with other people including co-workers, family, neighbours and friends (Chick
& Dong, 2003:317; Hawkins et al., 1999:180; Scott, 2005:281), where one might be constrained
by family obligation, lack of partners, friends and/or family who prefer different activities, or
conflicting schedules (Jackson & Scott, 1999:308; Son et al., 2008:199; Stanis et al., 2010:274;
Stuart et al., 2005:301). Structural constraints are external conditions (environmental
circumstances) which involve factors such as the unaffordable price of activities, absence of
opportunities, time limitations, lack of transport, or inconvenient facilities (Chick & Dong,
2003:317; Hutchinson & Kleiber, 2005:139; Son et al., 2008:199; Stanis et al., 2010:274). It can
also be described as factors that interfere between actual activity participation and the
preferences someone already has for leisure (Hawkins et al., 1999:180; Shaw & Henderson,
2005:24; Jackson & Scott, 1999:307; Scott, 2005:281). When considering the constraints of
leisure, it may cause people to experience many needs and therefore, it is necessary to take a
closer look at the Post Hoc satisfaction approach of Mannel (1999:238) focusing on need
satisfaction. The “Post Hoc Satisfaction Approach” will be applied to this study to see leisure

from the caregiver’s perspective (Mannell, 1999:238).
2.2.6 Post Hoc satisfaction approach

Leisure satisfaction can be defined as “the degree to which one is presently content or pleased

with his/her general leisure experiences and situations” (Tu, 1993:37-38). The Post Hoc

Satisfaction approach focuses on determining how satisfied a person is with his/her leisure after

participating in it. It exists of two constructs, namely needs satisfaction and appraisal

satisfaction (Mannell, 1999:238). According to Mannell (1999:239) the appraisal satisfaction
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approach helps to assess people’s quality of leisure by letting them evaluate it through various
forms of scales and or rating their satisfaction with their leisure style. Furthermore, this
approach evaluates the quality of leisure by how often people participate in leisure (Mannell,
1999:238). In contrast, the need satisfaction approach is focused more on motivations to
leisure which includes psychological outcomes and benefits, preferences, and experience
expectations to leisure (Mannell, 1999:242), and it will be used as a tool on the findings of this
study. Need satisfaction is also concerned with what arouses, activates, or energises leisure
behaviour, thus, the forces in people that drive them to get involved with particular behaviours
(to act) (Guha, 2009:12; Mannell, 1999:242). Also, Mannell (1999:242) explains that people are
attracted to specific leisure activities instead of others because of the interest they have in the
characteristics of leisure settings and leisure activities. Thus, people will not have similar need
satisfying properties due to different activities, experiences and settings (including early
socialization experiences and parental support, or lack of it) and, therefore, people will
experience the attractiveness of an activity and how well it satisfies their needs differently (Iso-
Ahola, 1999:48; Mannell, 1999:242; Ryan et al., 2009:110). Iso-Ahola (1999:46) supports
Mannell’'s theory by explaining that the activities that motivate a person may fluctuate due to
social and personal factors. However, motivational tendencies remain somewhat unchanged
(Iso-Ahola, 1999:46). Furthermore, from a history of people engaging in recreation participation
and therefore undergoing a socialisation process, Mannell (1999:242) came to the knowledge
that when specific needs of people are aroused, these needs can be satisfied through specific

engagements with recreation.

Mannell (1999:143) also refers to a motivational model to explain the process of satisfying a
need. Firstly, a need emerges which leads to a disequilibrium (desire, or lack of something)
within a person, which in turn they will attempt to lessen (Cordes, 2013:4; Fodness, 1994:555;
Guha, 2009:19, 22, 28; Mannell, 1999:243). When a need like that is present, people believe
that the disequilibrium (tension) will be reduced by a certain action (Cordes, 2013:4; Fodness,
1994:555; Guha, 2009:22, 28; Mannell, 1999:243). In other words, when there is a
disequilibrium people reduce this internal state by acting or behaving in certain ways that they
believe will lead to satisfaction. For example, if a caregiver needs to relax and revive she might
act on this need by taking a walk in the park. When participation in this activity fulfils their
specific need, this satisfying experience is interpreted as positive, and that reassures an
individual that the activity or behaviour is appropriate to satisfy that specific need (Mannell,
1999:243). On the other hand, if this behaviour results in negative feedback, people will
terminate or modify their behaviour or activity (Mannell, 1999:243). Reasons for terminating or
modifying behaviour may also be because the person does not feel capable of carrying out the

activity due to possible lack of skills or necessary knowledge to do it, because the desired
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outcome and the action has no connection with the person, or because the person chooses not
to act (Ryan et al.,, 2009:114). For instance, several studies reveal that caregivers reduce
leisure participation due to the demands and responsibilities they face (Bedini, 2002:2; Bedini &
Guinan, 1996b:274; Coetzee, 2007:41; Dun & Strain, 2001:49; King et al., 2000:27). This might
be because of inadequate attention to other responsibilities if they do participate in leisure
activities (act on their need), for instance, caregiving duties, or family responsibilities, and
therefore they would rather reduce or terminate their activity (Dun & Strain, 2001:49).

Lastly, the need satisfaction approach has been successfully used many times by leisure
service practitioners for planning programmes, support, and services for the needs of people
they work with (Mannell, 1999:145). However, this construct also has limitations (Mannell,
1999:145). For instance, a person may have a lot of desires, expectations, and needs at a
given time, but they change over time and may also be in conflict with each other. Due to the
changing and conflicting nature of a person’s specific set of motives, it is particularly difficult to
measure and observe them (Mannell, 1999:146). Also, researchers experience difficulty when
people seek a variety of satisfactions in one activity, for example a person may choose to
pursue exercise activities for identified regulation (like running for health benefits) as well as
intrinsic reasons (like finding it inherently enjoyable) at the same time (Mannell, 1999:146; Ryan
et al.,, 2009:113; Schneider & Kwan, 2013:776; Williams et al., 2014:154). On the other hand,
people may experience similar satisfaction through different activities (Mannell, 1999:146).
However, for this study, the need satisfaction approach will serve its purpose well. This
approach will be further explained and incorporated in the following chapters of this study. It will
be used as a structure and guideline to explore the leisure needs of the caregivers in this study

and also the reasons why they participate or do not participate.
2.3 Caregiving
2.3.1 Introduction (Definition of caregiving)

According to Greenlee and Scharlach (2001:7) caregiving is a term that includes a variety of
situations and experiences. It can be understood as caring for someone in an institutional
setting, in the care recipient’s home, or in the caregiver's home (Greenlee & Scharlach, 2001:7).
It can include providing care to the physical health, or emotional well-being of an individual that
is bedridden or have mental or physical limitations (Greenlee & Scharlach, 2001:7; Lucchetti et
al., 2014:404). In addition, Uren (2009:1) explains that caregiving is mainly the holistic care of a
person that is ill. Furthermore, it can also be caring for a person with a physical disability and/
or chronic illness over the long term, or it can be providing care for someone with an acute

illness or an acute episode of an illness on an irregular base (Greenlee & Scharlach, 2001:7).
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The above-mentioned research of Greenlee and Scharlach is based on informal caregiving,
however it might also be true for formal caregiving. Therefore, to get a clear understanding of
the different forms of caregiving, formal and informal caregiving will be discussed. Accordingly,
Uren (2009:2) explains that what makes formal and informal caregiving most different from each
other is the relationship between client and caregiver as well as the principles regarding the
relationship, especially when it comes to the professional sphere.

2.3.1.1 Formal and informal caregiving

In a study of Uren (2009:1), focusing on the emotional experiences of formal caregivers in
palliative care, he explains that formal caregiving may involve an area where individuals in
various professions are trained to provide diverse services that range from support to medical
treatment. This may also include professionals that provide patients with health service by
giving direct care on a day-to-day basis (Lucchetti et al., 2014:404). Furthermore, Uren
(2009:11) states that caregiving is a form of work, which is regarded as obligatory, in other
words, responsibilities should be performed as commitments to work. Moreover, formal
caregiving is usually a career that an individual chooses to pursue and therefore the contexts,
processes, and concepts of caring will be different from informal caring (Uren, 2009:11). It is
something that requires formal skills and knowledge and does not rely on the basic
characteristics of care (Uren, 2009:11, 59, 65). Uren (2009:14) also reveals that the formal
relationship has multiple dimensions to consider, including the relationship that is nurtured
between patient and caregiver, the relationship between caregivers and their workplace
position, and the relationship as a whole with other caregivers and the community. Williams and
Crooks (2008:244), Du Preez (2010:8) and Escandon (2013:821) go further by explaining that
formal caregiving involves paid care provided by practitioners such as social workers or home
care workers who have formal training or a degree such as nursing. However, it may not
always be the case, for instance in the context of Lucchetti et al. (2014:404) study, licensed
nurses supervised formal caregivers, and these formal caregivers helped residents from long-
term facilities to be connected with the outside world and they were also the first to be in contact

with the residents.

Informal caregiving, on the other hand, differs from formal caregiving in several ways (Riana et
al., 2004:2). Informal caregivers provide unpaid care to a chronically ill or disabled loved one
and can be a family member, parent, relative or neighbour, but mostly an immediate family
member, like a child or spouse (Bedini, 2002:25; Buchanan et al., 2009:1244; Carter & Golant,
1994:3-4; Du Preez, 2010:8; Escandon, 2013:821; Gladwell & Bedini, 2004:686; Peckham,
2009:34; Peckham et al., 2014:123; Schultz & Martire, 2004:240; Uren, 2009:58). According to
Riana et al. (2004:2), informal caregivers do not have all the prerogatives, rights, and privileges
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that formal caregivers mostly have and society do not usually recognise this work (informal
care) as a pursuit that is worthwhile. Furthermore, informal caregiving also differs from the
formal career in that any form of progression taking place is driven by the condition of the
patient and the functional needs it creates, and not by ambition (Riana et al., 2004:2). Thus, the
informal caregiver does not choose to become one, but circumstances have forced them to
become a caregiver. Furthermore, Riana et al. (2004:2) explain that informal caregiving is not
like a formal caregiving career that you can enter and leave at own will but rather depend on the
time it takes to care for the care receiver and if the disability is curable or permanent. It might
be that informal caregivers in many cases would have to take care of the care receiver until the
person goes to a formal care facility or until the person passes away (Peckham et al.,

2014:132), or until someone else takes over the primary caring role.

Nevertheless, it appears that expectancies about the role of formal caregivers differ from
context to context. Findings from the study of Buscher et al. (2011:709-710) revealed that
families expected formal services to be helpful in the following ways; getting the work done, to
have someone at your side, to get a feeling of security, recognizing one’s efforts giving
assertion, to be able to share the care experience with a person with knowledge, and to get
recommendations and hints that are useful. These formal caregivers apply professional and
personal skills to situations in in-home care and their everyday tasks are described as a process
of “shaping different realities” to keep the person they provide care for at home (Buscher et al.,
2011:710).

From the latter literature, it is evident that formal caregiving has specific characteristics that set
it apart from informal caregiving, but their services and roles may vary in many ways. For
instance, some formal caregivers do caregiving for residents in long-term caring facilities (a
more formal role) (Lucchetti et al., 2014:404), whereas other formal caregivers do home care
services which may vary between personal preference of the (family) and more strict care
packages (Buscher et al., 2011:710; Peckham et al., 2014:132). Furthermore, it is not always
evident if these formal caregivers act as a primary or secondary caregiver of the care receiver
since some of them, depending on the formal caregiver’s relationship with the family and/or care
receiver, may spend an equal amount of time with the care receiver. Also, not all formal
caregivers work in a home care context, and not all informal caregivers stay with the care
receiver. Therefore, the roles might differ significantly depending on the context and
agreements between the care receivers and caregivers. Since the participants from this study
are mostly primary caregivers, it is important to discuss the difference between primary and
secondary caregivers. This will give a better understanding of what their role entails and how it

may influence their leisure time.
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2.3.1.2 Primary and secondary caregiving

The primary caregiver is someone who offers the most assistance and support to the individual
with a disability (Blanes et al., 2007:400). It is also the principal person responsible for caring
for an ill person, whereas secondary caregivers are normally family members, neighbours or
friends that provide support to the primary caregivers or undertake caregiving tasks with no
payment (Barbosa et al., 2011:491). Furthermore, research revealed that primary caregivers
are the ones responsible for getting professional help when necessary (Barbosa et al.,
2011:497). According to Barbosa et al. (2011:497) the caring tasks of primary caregivers might
be too strenuous, which makes professional care very useful. Barbosa et al. (2011:497) also
mention that secondary caregivers are not as much involved in giving care, while the provision
of assistance in activities is less and for shorter periods of time compared to primary caregivers
and for that reason they might be less aware of progression on the care receiver’'s disease.
Furthermore, it is important to bear in mind that the caregivers in the study of Barbosa et al.
(2011) were informal caregivers and that the role of a primary and secondary caregiver might
slightly differ when he/she is a formal caregiver. However, the element that mainly defines the
primary caregiver (the person that offer most assistance and the principal person responsible for
caring for an ill person) and secondary caregiver (person, mostly family, that undertake some

caregiving tasks and assists the primary caregiver) would mostly stay the same.

Since there are so many different contexts in which caregiving can take place at so many
different levels, it would be difficult to describe a definite role and definition of primary and
secondary caregivers as well as for formal and informal caregivers. Therefore, even though this
study is focusing on primary formal caregivers, it is hecessary to have a broad outlook on the
many different roles and tasks that caregivers have to perform, keeping in mind that every

primary caregiving context differs.
2.3.2 The caregiver role and disability

Within the caregiving field, individual caregivers have several and different roles (Uren,
2009:14). Accordingly, From (2011:22) explains that different formal caregivers caring for older
people have different roles and their views about relation to their work also differs. Furthermore,
research indicates that as the need for care of care recipients and the caregivers’ role
expectations change, caregiving activities will also change over time (Greenlee & Scharlach,
2001:29). Caregiving activities involve spending a significant amount of money, energy and
time over long time periods, while caregivers’ tasks may also be uncomfortable and unpleasant
as well as physically exhausting and psychologically stressful (Schulz & Martire, 2004:240;
Axelsson, 2015:206, 208). This is supported by Shaddock et al. (1998:315) who found that
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residential workers providing services for people with intellectual disabilities experienced
caregiving as a demanding job that is performed under difficult conditions. However, this might
differ from caregiver to caregiver as well as the context they find themselves in.

Moreover, this study mainly focuses on formal caregiving. Thus, the following literature will be
focusing mostly on the roles of caregivers in the formal sector, however roles of informal
caregivers may also be incorporated since the tasks and roles of formal and informal caregivers
may overlap. Thus, the role description of the formal caregiver may include the tasks of an
informal caregiver and vice versa. To understand the nature of caregivers’ roles and how it may

have an influence on caregivers’ leisure it is important to have a closer look on this matter.

Several studies indicate that caregivers’ roles include responsibilities such as patient and family
advocacy, administrative duties, and monitoring (Kaasalainen et al., 2013:479; Klassen et al.,
2012:74; Morrison & Korol, 2014:3471). Patient advocacy involves protecting and supporting
the well-being, safety, health and rights of vulnerable patients including to counsel, support, or
educate the patients and their family, and also to give advice and consult with other health-care
providers about plans for treatment or the condition of the patient (Kaasalainen et al., 2013:484;
Klassen et al., 2012:74; Morrison & Korol, 2014:3471-3472;). This includes physical care such
as attending to wounds, assisting patients with personal hygiene and administering their
medication (managing symptoms), however their role is not limited to only these tasks, but also
to the patients’ sexual, bio-psycho-social, and spiritual needs (Hanass-Hancock & Casale,
2014:355; Kaasalainen et al., 2013:484; Klassen et al., 2012:74; Morrison & Korol, 2014:3472).
Furthermore, it involves treating patients according to what they can or are not able to
understand, however, being an advocate for a patient also increased criticism from doctors,
family, colleagues and management due to different opinions on what the best might be to the
client (Morrison & Korol, 2014:3472). Monitoring involves checking up on the status of the
patient on a continuous basis, which enables them to recognise subtle changes in the condition
of the patient (Morrison & Korol, 2014:3472). This monitoring role means that caregivers
constantly have to check vital signs or monitor treatment side effects (Klassen et al., 2012:74),
monitor doctors’ orders (making sure if something is safe or not), observe how the patients are
doing (i.e. psychologically), and also checking themselves to make sure they cope under
circumstances (Morrison & Korol, 2014:3472). Thus, their job can be very unpredictable since a
medical or non-medical emergency may occur at any time (Morrison & Korol, 2014:3469).
Lastly, administrative duties include the charting of information and documentation of patients,
which can require a great amount of mental energy due to the pressure of well-organised
documentation, especially with more complex problems leading to added difficulty concerning
documentation (Morrison & Korol, 2014:3472). According to Morrison and Korol (2014:3469)
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nurses’ needs for emotional decompression and self-care increase because they are frequently
exposed to human suffering, but these needs go unmet very frequently as their family and
professional responsibilities increase.

Except for the formal and job-related roles that caregivers have to participate in, formal
caregivers’ role may also expect of them to provide a more informal and personal form of care.
For instance, in a study of Wahl and Newmark (2009:297) formal caregivers at a facility for
adults with intellectual disability were required to care for the clients when they were ill and to
comfort them when they needed it, also to walk with them in the evening and take them to gym
in the mornings before work, which was experienced by the caregivers as something good
(walking were seen as a breakaway from the premise), since some of these caregivers stayed
at the premises of the facility. It was understood that staying there gets to caregivers in a sense
that they never get to switch off, their work hours and pressure are excessive, and it makes
them feel like it is going to drive them to insanity (Wahl & Newmark, 2009:297). A caregiver’s
role is also more than just tasks, their roles include respect, being honest when performing
tasks, concern, sensitivity, and having a mutual relationship with the care receiver (Axelsson,
2015:206, 209; Ford & Honnor, 2000:358; From, 2011:45). Similarly, a study on untrained
formal caregivers caring for developmentally challenged children revealed that caregivers were
committed to increasing the children’s’ physical, emotional and social well-being and as a result
formed close bonds with the children (Du Preez, 2010:50-51). According to several studies on
formal caregivers who performed a role as personal assistant for children with multiple
disabilities, their roles involved: cooking, changing nappies and help with dressing, help with
exercise, making sure the child is safe, giving medicine and perform care in any area the child
needed it, and playing leisure activities for a sense of connectedness with the children
(Axelsson, 2015:204, 206; Du Preez, 2010:47-48, 51). Caregivers from the study of Du Preez
(2010:70) experienced their role as a caregiver as positive because of the deep level of
connectedness and engagement with the children. However, they experienced communication
barriers in their role as caregiver which made it very difficult to meet the children’s needs (Du
Preez, 2010:70). Also, a lack of recourses made it difficult for caregivers to perform their role
(Du Preez, 2010:60).

On the other hand, caregivers from the study of Axelsson (2015:206, 208) experienced different
difficulties since their responsibilities were more enfolding, these non-relative assistants (formal
caregivers) had concerns regarding their roles and overstepping boundaries of the privacy of
the families they worked for. It was also found that external assistants sometimes find it
uncomfortable when families are experiencing very intimate moments (Axelsson, 2015:206,

208). Taking a closer look at their role, it involved helping with basic functions (interpret the
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child’s signals, assist the child with communication (including being a spokesperson), help the
child with physically control and body movements, support in their daily life, to support children
with relationships (supporting the child to have relationship with others and to be part of his/her
family), and also to support them with maturation, which include, assisting the child with
engagement and to support the development of the child for instance building the child’s self-

esteem and getting the child to do practical things for him/herself (Axelsson, 2015:206).

In conclusion, it is clear that a caregiver’'s role can be very complex and also have different
challenges. Depending on the client and role description, formal caregivers’ roles may also
have responsibilities that are similar to informal care, like in the studies of Axelsson (2015:206),
Du Preez (2010:47,48,51), and Wahl and Newmark (2009:297) where caregivers formed close
bonds or relationships with the care receiver due to playing a big role in the development of the
care receiver. Furthermore, Riana et al. (2004:2) mentioned that formal caregivers normally
choose to be a caregiver, whereas informal caregivers usually do not have a choice to be a
caregiver. However, this might not always be that straightforward when looking at caregiving in
a South African context. It might also be that caregivers’ roles and the challenges that come

with it might differ when compared with those of caregivers in other countries.
2.3.3 Caregiving and leisure in SA

Several studies regarding caregiving and disabilities in South Africa have been conducted
(Baloyi et al., 2015; Bingham, 2017; Breen et al., 2007; Capri & Buckle, 2015; Chhagan, et al.,
2014; Gurayah, 2015; McKenzie & McConkey, 2016; Mudzi, 2010; Uren, 2009), however
literature involving leisure of caregivers for persons with disabilities in South Africa is still limited.
Also, the available literature focuses mostly on caregiving for people with HIV/AIDS and old age
care (Akintola, 2008a; Akintola, 2008b; Demmer, 2006; Govender et al., 2012; Hanass-Hancock
& Casale, 2014; Ogunmefun et al., 2011; Shobede, 2011; Simpson, 2006; Uren, 2009; Uren &
Graham, 2012), whereas research on caregiving and disabilities remain limited. Nevertheless,
available literature provide insight into caregiving, focusing on caregivers in general, and reveal

needs and gaps where leisure can be incorporated for the benefit of caregivers in South Africa.

Research on caregiving from a South African context reveals that many caregivers who care for
people with disabilities and HIV/AIDS experience challenges and, therefore, risk burnout and
other negative experiences affecting their mental, physical and social wellbeing. (Akintola,
2008b:129; Baloyi et al., 2015:202; Hanass-Hancock & Casale, 2014:356, 360; Simpson,
2006:46). For example, a study of Mudzi (2010:40) reveals that caregivers find it difficult to get
support making it possible for them to take breaks, which prevents them from opportunities to

leave the house to attend to social events or parties. Other challenges include a lack of finance,
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lack of training, overwhelming responsibility to care for patients, and lack of resources,
knowledge and education (Baloyi et al., 2015:199, 201; Bingham, 2017:178; Breen et al.,
2007:333, 332; Hancock & Casale, 2014:355; Mudzi, 2010:40, 109, 156, 159, 163).
Nevertheless, Mudzi (2010:191, 193) and Gurayah (2015:198) explain that training and
caregiver education will reduce caregiver stress and the risk of death since caregivers will be
able to cope better with caregiving duties and care better for their care receiver.

In addition, challenges that cause burnout, may also include stigmatization among caregivers of
patients with HIV/AIDS and disabilities (Akintola, 2008a:360; Capri & Buckle, 2015:174;
Hanass-Hancock & Casale, 2014:355; McKenzie & McConkey, 2016:353; Ogunmefun et al.,
2011:92,98). It may be that HIV/AIDS creates a stigma for the people who are disabled or
infected with the illness and also for the caregivers associated with them, which might lead to
them being isolated from friends or family due to the fear of getting infected if they get in contact
with them, or due to distrust in people gossiping about them (Akintola, 2008a:360; Akintola,
2008b:134; Demmer, 2006:441, 443; Ogunmefun et al., 2011:92,98). Similarly, in the study of
McKenzie and McConkey (2016:353) caregivers of persons with ‘intellectual disability’
experienced stigma in their community that discouraged them from participating in any leisure
activities, and as a result, isolated them from society like staying away from church gatherings.
Apart from stigmatization, caregivers also experience lack of safety and materials like gloves
and bandages, lack of family support, financial hardship, rejection by patients (denying they are
sick, ignorance to the illness), loss of a patient or loved one, work overload and work problems
(competition, policy limitations, conflict among colleagues and exploitation) (Baloyi et al.,
2015:201-202; Shobede, 2011:44-45). According to Shobede (2011:49-51), in a study of the
perceptions of health and wellbeing among home-based caregivers who lived with their patients
with HIV/AIDS, some caregivers used leisure activities to cope with their caregiving stress such
as doing something for/by themselves, including doing domestic tasks, watching television,
reading (Bible), listening to the radio, sleeping, taking a bath, spending time on their own, or
talking to friends or family. Yet, caregivers in this study still experienced emotional burnout
despite the coping techniques (Shobede, 2011:53). This may be due to some caregivers that
are better trained than others (Shobede, 2011:53), and as a result, the caregivers with less

training may experience more burnout.

Furthermore, Uren (2009:31) explains that healthcare services in disadvantaged areas in South
Africa are under-resourced, limited, and very often overburdened. Despite no resources or
funding, caregivers often make caregiving their livelihood as they have no other alternative
since they need to provide for their family (Uren, 2009:32, 112-113). Also, employment

opportunities in South Africa are limited, and there is a high demand for palliative care services
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which provides the opportunity for unemployed members of the community to be volunteers in
the position of a full-time job, however, they only receive certain compensations and small
payments that normally functions as stipends and not salaries (Uren, 2009:31; Uren & Graham,
2012:62). Consequently, some of them stay with the patient to take on the caring role due to
cultural beliefs and limited finances and/or resources for formal care for the person with the
disability, which brings more stress to their individual life, as well as on their work abilities
(Akintola, 2008b:122, Breen et al., 2007;329, 332-333; Gurayah, 2015:196; Mudzi, 2010;1,2,3;
Ogunmefun et al., 2011:98-99; Shobede, 2011:13; Simpson, 2006:46; Uren, 2009:32; Uren &
Graham, 2012:68). Yet, in low-income countries, including South Africa, it is not known how
many caregivers are prepared for the role of caregiving, and what the level of caregiver strain is

they experience (Mudzi, 2010:3).

Additionally, literature makes it evident that, in South Africa and all over the world, it remains a
challenge on how to utilise caregivers without them being overstrained (Mudzi, 2010:4).
Therefore, it is so critical that more research on caregiving and leisure in South Africa should be
conducted so that the caregivers’ current circumstances (including burdens), as well as their
leisure needs, could become known in order for different authorities to help enhance these
circumstances. It also seems that many of these studies focusing on caregiving, disability and
HIV/AIDS in South Africa are based on low income and low resourced areas (Akintola, 2008a;
Akintola, 2008b; Baloyi et al., 2015; Bingham, 2017; Breen et al., 2007; Capri & Buckle, 2015;
Chhagan, et al., 2014; Demmer, 2006; Govender et al., 2012; Gurayah, 2015; Hanass-Hancock
& Casale, 2014; McKenzie & McConkey, 2016; Mudzi, 2010; Ogunmefun et al., 2011; Shobede,
2011; Simpson, 2006; Uren, 2009; Uren & Graham, 2012), and less in high income areas.
Therefore, more research on caregiving, disabilities and leisure should be conducted in both

urban and rural areas in South Africa.
2.4 Leisure and caregiving
2.4.1 Caregiver burden and leisure needs

Rose and Williams (2015:61), as well as White (2008:97) state that these days formal
caregivers face high workloads, heavy emotional stress, long hours, and staffing shortages as
burdens. Furthermore, caregivers also face variable amounts of physical work depending on
assistance and resources available (Geere et al., 2011:382; Rose & Williams, 2015:61). The
heavy workload that caregivers face lead to health problems (Hung et al., 2002:103). Hence,
caregiving creates demands that have negative consequences for the psychological and
physical health of a caregiver, such as chronic stress, depression, sedentary behaviour, poor
nutrition, exhaustion and burnout (Bakker et al., 2000;885, 888; Brehaut et al., 2014:183;
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Vitaliano et al., 2003:947, 947,949). However, Nikzad-Terhune (2011:123, 124) explains that
the physical health of a caregiver also depends on the severity of the condition of the care
receiver. The following findings reveal a variety of different caregiving roles along with the
burdens that each of these caregivers bare.

Thomas and Greenop (2008:31) explain that formal caregivers caring for, and staying with,
people with disabilities (as a result of having a stroke) associated a sense of burden, loneliness,
and depression, as forms of distress, with a negative adaptation to caregiving as a result of the
caregiver’s roles. These caregivers mentioned that they experienced physical difficulties like
elevated levels of fatigue as a result of caregiving and that they get sick often (Thomas &
Greenop, 2008:35). Some caregivers mentioned that they use antidepressants because they
get lung infections from stress (Thomas & Greenop, 2008:35). They also experienced
emotional distress like burnout; for example, one caregiver had a panic attack because he did
not have enough emotional support (Thomas & Greenop, 2008:36). Moreover, financial strain
was also a cause of stress, while anxiety and frustration emerged as psychological themes
(Thomas & Greenop, 2008:36). In a study that focused on the burden of formal caregivers of
people with dementia, agitation and aggression were also found to be associated with distress

among formal caregivers (Song & Oh, 2014:351).

Additionally, informal caregivers caring for children with moderate-severe motor impairments
reported spinal pain due to their caregiving activities (Geere et al., 2011:386, 390). These
caregivers were from rural areas and they reported that carrying and transferring the children
was some of the biggest causes of their pain, partly because of a lack of equipment like
wheelchairs and callipers (Geere et al.,, 2011:386, 388). Furthermore, a study on informal
caregivers of children with disabilities found that caregivers experienced a lot of stress because
they felt that they lacked control over daily events, they had too little time to complete daily
tasks, and had uncertainty about how well they meet the children’s needs (Murphy et al.,
2006:182). Some caregivers mentioned that the children’s impulsive and occasional violent
behaviours led to direct injuries and that their health suffered from it during later years (Murphy
et al., 2006:183). They explained that their health was worsening because of their caregiver
tasks and that it would jeopardize their ability to meet their children’s long-term needs
continuously. Consequently, many of them experienced anxiety, depression and guilt (Murphy
et al., 2006:183). Furthermore, similar to the study of Geere et al., these caregivers also had to
lift their children regularly, which in turn led to back and shoulder pain (Murphy et al., 2006:183).
As a conclusion, it was also found that caregivers overlooked their personal chronic conditions
(like chronic fatigue and sleep deprivation) and prioritised their own health very low to that of
their children and family (Murphy et al., 2006:184).

35



Likewise, a woman caring for older adult family members also mentioned that helping others
took priority over their own lives, though it compromised their leisure (Bedini & Guinan,
1996a:234). The same findings were also reported by formal caregivers who claim that they
sacrificed their own health by dedicating their energy and time to aid the well-being and health
of others (Rose & Williams, 2015:61). As a result, Bedini and Guinan (1996a:234) explain that
by placing others’ needs above their own, caregivers are not only restricted in their freedom to
perform leisure tasks, but also their state of mind, and/or their cognitive and emotional
perspectives. The study also found that caregivers appreciated and desired leisure in their
lives, however barriers to accessing it were formed by their ethic of care (Bedini & Guinan,
1996a:234). Accordingly, Bedini and Guinan (1996a:235) noted that ethic of care was an
underlying power that influenced the perception of caregivers’ situational demands, apparent
entitlement to leisure, responsibilities of caregiving, and perceived leisure benefits. Some
caregivers suppressed their desire for leisure, some expressed frustration and disappointment
due to their inability to access leisure satisfactorily, others included their care receivers in their
pursuits of their leisure, and lastly there were caregivers who found ways to access leisure
because they felt like it was important for them in fulfilling their caregiver role (Bedini & Guinan,
1996a:234).

Moreover, Geere et al. (2011:389) found that some caregivers denied negative impacts on their
health and that caregiving made them feel good. Similarly, in a study by Dupuis and Smale
(2000:335) one caregiver stated that she does not see caregiving as work, but rather as
something she enjoys as leisure. She also mentioned that it was also a way of returning what
her mother gave to her all her life (Dupuis & Smale, 2000:335). Therefore, Dupuis and Smale
(2000:335) conclude that a caregiving career can be experienced as positive or negative,
pleasurable and painful, satisfying and difficult, depending on the circumstances at a certain
time. Keeping the different caregiving experiences in mind, it's important to know that the roles
of formal and informal caregivers, as well as their forms of support, might differ in different social
contexts and also change over time (Sing Nam, 2004:36). Hence, it might be that these
different caregiver roles, experiences, and social contexts could also have an influence on the
leisure of caregivers, and also lead to different leisure experiences and health outcomes.
Besides, formal caregivers of a primary home care centre reported lower perceived time for
leisure due to more hours dedicated to caring per day, and also care for patients who are more
functionally impaired (Losada et al., 2010:349). Consequently, it was explained that caregivers
with less leisure time had less perceived social support, higher burden and lower mental health
(Losada et al., 2010:349). For this reason, addressing the caregivers’ needs are important in

preventing a reduction in caregivers’ health (Hung et al., 2002:103)
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For caregivers to keep healthy, Rose and Williams (2015:61) explain that it is important for
caregivers to have a good balance between their work and personal lives by incorporating
leisure activities and realising the health benefits leisure provides. However, the physical
demands of a caregiver's work reduce the desire to engage in leisure (Rose & Williams,
2015:61). Research also indicates that nurses who are physically active at work, but do not
participate in physically active leisure away from work, tend to be more depressed, anxious, and
in general not well (Henwood et al., 2012:1751; Rose & Williams, 2015:61). Therefore, leisure
remains important for the overall health and wellbeing of caregivers (Rose & Williams, 2015:61).
Leverson et al. (2012:1596-1597) conclude that leisure activities have proved to be beneficial

for the wellbeing of an individual when their leisure needs are satisfied.

Furthermore, Aslan et al. (2006:2) conclude that if the social, psychological, physical, and
emotional needs of caregivers are well met and defined they may feel more comfortable to carry
out their roles effectively and constantly. Accordingly, Lee et al. (2015b:142) also mention that
responding to caregivers’ needs are important because it may ensure and improve their working
standards and in turn improve their quality of care. Hence, it should be a priority to meet and
define the needs of caregivers (Aslan et al., 2006:2). Dekker et al. (2014:66), describes a need
as an “inherently dynamic factor developing over time and triggering activity participation”. For
example, an individual will possibly be driven to decide to visit the gym, relax on the sofa, or
take a walk when the need for physical exercise is present or absent (Dekker et al., 2014:66). A
need can also be defined as a state of deprivation coming from the instinctive biological
characteristics that human beings have (Fourie, 2006:30). Rossman (1995:137) explains that
the need for leisure is therefore inherent to the human nature and that it does not have to be
created by programmers through any form of techniques. However, in the study of Rose and
Williams (2015:61) tired and stressed nurses only wanted to sleep, do nothing and rest to
prepare for work, which seem to grow into their centre of existence while leisure participation
was almost unthinkable. But, these nurses started to avoid a lifestyle without leisure and
started to spend more time away from work (Rose & Williams, 2015:61). One nurse responded
that she likes to go running, and that it was her way to be alone, to let her concerns and worries
go, to renew and detach from work problems, which helped her to be refreshed at work, to be
productive, energetic, and effective (Rose & Williams, 2015:61). Other caregivers responded to
their needs by cycling, going for walks over the lunch hour, yoga during the break, and rafting
and hiking on weekends (Rose & Williams, 2015:61). Similarly, Barbosa et al. (2011:492, 497)
found that caregivers who care for dependent elderly persons used strategies such as walking,
swimming or other physical exercise to get rid of excess energy, although this was more
common among secondary caregivers as to primary caregivers since secondary caregivers do

not have principal responsibility for the person being cared for. Barbosa et al. (2011:491) state

37



that secondary caregivers were less burdened and distressed than primary caregivers, and
therefore, differences will emerge for effectiveness and use of coping strategies between the
two groups. Therefore, it is also important to develop relaxation and exercise interventions for
primary caregivers that will make it possible for them to engage in these activities at their own
homes (Barbosa et al., 2011:497).

Contrary to the findings of Barbosa et al. (2011), hospice caregivers in South Africa as well as
caregivers in a study of informal caregivers used music to help them get relief from stress
(Kiernozek, 2015:39; Repar & Reid, 2014:951). Caregivers from the study of Repar and Reid,
(2014:951) explained they could not help someone if they have stress and that they use music
and therapy to release stress before they go to work. Caregivers would also compose songs
and sing to have fun, it inspires them and makes them feel better. Other activities that seemed
to encourage intuitive thinking were arts (Repar & Reid, 2014:953). According to the
caregivers, artwork gave them different ways of seeing and being in situations that are complex,
which allow new things that may not have been considered before to happen (Repar & Reid,
2014:953). They also mention it can help people to come up with new ways to work, find new
solutions to and perspectives on old problems, and inspiration even if things may seem difficult
(Repar & Reid, 2014:953). Nevertheless, Repar and Reid, (2014:953) explains that under
conditions where there are limited resources in Africa, the approach of creative arts is just as
effective as in different parts over the world. Lastly, in a different study done by Korpela and
Kinnunen (2010:10), working people had the need for recovery from work stress. Findings
revealed that exercise, relaxation, and being outdoors (an off-the-job time activity) in nature
during free time was effective activities for recovery from work demands (Korpela & Kinnunen,
2010:11).

Although it is evident that formal caregivers, who participate in leisure outside of working
conditions on a regular base, will benefit tremendously from it (Rose & Williams, 2015:61),
Bedini and Gladwell (2014:132, 133) explain that leisure participation does not necessarily
reduce stress or meet caregivers’ needs. They found that leisure experiences will only be
effective in stress reduction and increasing health and quality of life if they are fulfilling and
meaningful for the caregivers (Bedini & Gladwell, 2014:133). Accordingly, caregivers have to be
satisfied with the quality of a leisure experience as well as the time for leisure to gain the
positive effects from it (Bedini & Gladwell, 2014:132). It was found that family caregivers
(informal caregivers) experienced perceived stress and reported that they were only satisfied
with their actual quality of life to some extent (Bedini & Gladwell, 2014:132). In order to,
enhance the leisure experiences and opportunities for caregivers to gain the benefits that

leisure may hold, it is important to identify the constraints that may prevent them from it.
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2.4.2 Leisure constraints of caregivers

Although leisure constraints have been well researched and represent a specific field of study,
limited research has been done on the leisure constraints within a caregiving context. The
following discussion will focus on available literature regarding leisure constraints and how it

relates to caregivers.

In a study on the leisure experiences and perceptions of informal caregivers of older adults,
caregivers experienced several internal constraints (which in this case referred to intrapersonal
constraints namely emotional and physical fatigue, and perceived responsibility for the care of
recipients’ wellbeing and care), and external constraints (which included structural constraints
such as a lack of time, financial strain, and lack of help from outside) (Bedini & Guinan,
1996h:281-282, 284). This caused caregivers to experience lack of health and to be so tired
that they “don’t feel like doing anything” (Bedini & Guinan, 1996b:280-281). From this study it
was found that caregivers were interested in leisure and had an appreciation for the benefits
and value of leisure but as a result of their caregiving responsibilities their leisure were

hampered by internal and external constraints (Bedini & Guinan, 1996b:284).

Dupuis and Smale (2000:330), in a study of leisure meanings in an institution-based caregiving
context, found similar results to that of Bedini and Guinam (1996b). In an institution-based
caregiving context, the women experienced caregiving as a constriction to leisure opportunities
that might have negative implications to the leisure experience itself (Dupuis & Smale,
2000:330). Informal caregivers (who were the daughters of the care receivers) in this study
experienced a perceived sense of responsibility to care (intrapersonal constraint), and access to
free time (structural constraint) as some of the major constraints to their leisure (Dupuis &
Smale, 2000:306, 331). However, in contrast to the study of Bedini and Guinan (1996b), the
caregivers in this study were only daughters of the care receivers, not spouses, and were not
living with their care receivers (Dupuis & Smale, 2000:331). Accordingly, Dupuis and Smale
(2000:331) explain that the impact of the caregivers’ roles on leisure might be described in more
negative ways if the caregiver would have had to live with the care receiver (Dupuis & Smale,
2000:331).

Conversely, findings by Bedini and Guinan (1996a:232) revealed that some caregivers were
able to negotiate constraints of time, responsibilities and energy, but their motivation to pursue
leisure was not mainly for the sense of entitlement, it was rather to recharge for their caregiving
duties. Other caregivers also found a way to participate in leisure; however, they included the
care receivers into their leisure plans and unfortunately it compromised their enjoyment of the

leisure activities (Bedini & Guinan, 1996a:231). It can be concluded that leisure is appreciated
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and desired by these caregivers, but their ethic of care (intrapersonal constraint) created
constraints to access it (Bedini & Guinan, 1996a:231). Although this study does not only focus
on woman caregivers as participants, the larger number of participants are women and
therefore it may be relevant and of major importance to expand on female caregivers also to get
an understanding of the nature of the constraints of caregivers. Also, findings from Shaw and
Henderson (2005:24) reveal that leisure constraints of women are mostly structural interfering
between an individual's need for leisure participation and their actual levels of participation.
Caregivers from their study experienced structural constraints including a lack of financial
resourses and financial independence, and a lack of leisure programmes and opportunities (like
soccer that is more available for men), lack of time for leisure including a lack of time for self-
care and time stress, due to family-related work, housework, and paid work (Shaw &
Henderson, 2005:24,25). These women also experienced intrapersonal constraints, including
ethic of care and a lack of entitlement to leisure, which relate to family roles and the obligation
to put others’ well-being first (Shaw & Henderson, 2005:25).

Furthermore, women from their study also experienced cultural constraints such as social
disapproval of activities that do not seem appropriate to family and friends (Shaw & Henderson,
2005:26). This is also supported by Henderson (2012a:58) who explains that a person’s
cultural meanings and social interactions (for example, family, colleagues, and peers) may
determine what they do. For example, in Japan older family members (grandparents) in the
community expect that Japanese women should take care of their children, stay at home and do
house work (Chick & Dong, 2005a:2). Thus, the leisure activities of Japanese woman are
constricted by their Japanese culture and it causes them to give up their leisure activities (Chick
& Dong, 2005a:2). Accordingly, Chick and Dong (2005a:3) and Chick and Dong (2005b:169)
state that culture both proscribe (people should not do certain things) and prescribe (people
should do certain things) interpersonal and intrapersonal behaviour, including leisure activities,
differently. They go further by explaining that leisure activities are integrated into the culture,
and thus coevolves with other facets of leisure (Chick & Dong, 2005b:169). Lastly, Chick and
Dong (2005b:169) explain that if someone is not enabled by their culture, they are constrained

by their culture.

In conclusion, Godbey et al. (2010:119) mention that not all individuals, in all cultural, social or
historical contexts, experience a similar set of constraints or find it equally important or strong.
Burns and Graefe, (2007:162) also state that leisure is not perceived in the same way by all
caregivers. Therefore, it might also be that formal caregivers will not perceive constraints to
leisure in the same manner, as the experience of constraints could also depend on the context

and the role of the caregiver. However, it is clear that most of the women and caregivers from
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the above-mentioned scenarios experienced similar constraints in certain areas. This included

financial constraints, time constraints, as well as an ethic of care.

From this literature, it is clear that research on formal caregivers is limited, and the constraints
to formal caregivers are even more limited. Although it is beyond the scope of this study to
explore the constraints to leisure of formal caregivers, or the negotiation of leisure constraints by
caregivers, knowledge of these constraints will assist in understanding the caregivers’ leisure,
and secondly, highlight the need for research on leisure constraints among South Africans, as it
is currently somewhat unfamiliar (Palen et al., 2010:437).

2.5 Summary

To understand the influence of caregiving on leisure, as well as the leisure needs that formal
caregivers caring for persons with disability experience, it was important to undertake a
complete literature review. This review provides readers with the literature that is necessary to
understand the concept caregiving and leisure, and how caregiving can influence the leisure

needs of caregivers.

This chapter consists of a thorough review of literature regarding topics that this study was
based on. It also highlights the importance of leisure in the lives of caregivers, as well as the
unigue challenges that caregivers face in terms of their leisure. Throughout, the literature
review provides reasons for care centres, and leisure programmers, to be more aware of the
leisure needs and constraints caregivers face in under resourced areas in South Africa.
Moreover, the literature review highlights areas that care centres, and leisure programmers, can
focus their attention to support caregivers or provide solutions in order for caregivers to meet
their leisure needs and experience fewer constraints. Lastly, the chapter illustrates that diverse
contexts of caregiving exists, and that despite their diversity, caregivers experience similar

challenges reminding them that they are not alone.
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Abstract

The researcher explored and described the impact of caring for persons with disability on the
leisure of formal caregivers. This study made use of a qualitative approach and semi-
structured one-on-one interviews, and included 12 formal caregivers. It was based on an
exploratory case study design. The central theoretical statement of this study was that the
primary caregivers of persons with disabilities will experience caregiving as a negative
impact on their leisure. Themes that emerged included caregiver perceptions of leisure,
leisure time influences (constraining factors), and caregiving as leisure. The researcher found
that caregiving has a negative influence on the leisure of caregivers and that caregiving acts
as a constraint to leisure. Thus, it is critical for centre managers and leisure service providers
to implement programmes and interventions in order to facilitate in satisfying the caregivers’

leisure needs and reduce constraining factors where possible.

Keywords: Leisure, care giving, influence of caregiving on leisure, constraints
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These days, formal caregivers face high workloads, long working hours, staffing
shortages, and emotional stress as burdens (Rose & Williams, 2015; Whal & Newmark, 2009
White, 2008). Limited training and promotion, little resources, and uncertainty of their role
also contribute to caregivers being over worked (Whal & Newmark, 2009). Furthermore, they
also face variable amounts of physical work depending on assistance and resources available,
such as heavy lifting, lack of sleep, and constant monitoring of the care receiver’s condition
(Geere, Gona, Omondi, Kilafu, Newton & Hartley, 2012; Rose & Williams, 2015; Kuster &
Merkle, 2004). As a result, these demands have negative consequences for the psychological
and physical health of a caregiver, such as chronic stress, depression, sedentary behaviour,
poor nutrition, exhaustion and burnout (Bakker et al., 2000; Brehaut et al., 2014; Hung et al.,
2002; Vitaliano et al., 2003; Whal & Newmark, 2009). Due to this demanding work,
caregivers’ desire to take part in active leisure diminishes even though it is essential for their

well-being and overall health (Bendini, 2002; Rose & Williams, 2015).

Moreover, the demands when caring for a person with disability are far more than in cases
of a child of normal development (Brandon, 2007; Brehaut et al., 2014). Also, the study of
Losada et al. (2010) reveal that caregivers experience lower perceived time for leisure due to
more hours dedicated to care per day, and also care for persons who are more functionally
impaired. Caregivers are persons who provide care to individuals in an institutional setting, or
home-based care at the care recipient’s or the caregiver’s home (Greenlee & Scharlach,
2001). In the context of this study, caregivers provide long term care to persons with a
physical disability, however, caregivers may also care for someone with a chronic illness
over the long term, or on an irregular base as in the case of someone with an acute episode of
chronic illness (Greenlee & Scharlach, 2001). They may also provide care to the physical
health, or emotional well-being of an individual that is disabled or have physical or mental

limitations (Greenlee & Scharlach, 2001; Lucchetti et al., 2014). Furthermore, caregiving can
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be formal, in which case there is paid care provided by practitioners such as social workers or
home care workers who have formal training or a degree, such as nursing (Williams &
Crooks, 2008), or it can be informal where family, a parent or a relative provides unpaid care
to a chronically ill or disabled loved one (Bedini, 2002; Buchanan et al., 2009; Carter &
Golant, 1994; Gladwell & Bedini, 2004; Schultz & Martire, 2004). This study will focus only
on formal caregivers, but specifically the primary caregiver who offers the most assistance

and support to the individual with disability (Blanes et al., 2007).

In addition to the support caregivers provide, the roles of formal caregivers may include:
cooking, changing nappies and help with dressing, help with exercise, making sure the child
is safe, giving medicine and perform care in any area needed, and playing leisure activities
for a sense of connectedness with the children (Axelsson, 2015; Du Preez, 2010). It also
involve spending a significant amount of money, energy and time over long time periods,
while caregivers’ tasks may also be uncomfortable and unpleasant as well as physically
exhausting and psychologically stressful (Schulz & Martire, 2004; Axelsson, 2015).
Furthermore, caregivers in a study of Bedini and Guinan (1996b) mentioned that the
caregiving responsibilities they undertake resulted in changes in their leisure and that they
had difficulty accessing leisure. The feelings they experienced involved a loss of freedom,
social contact, spontaneity, and independence (Bedini & Guinan, 1996b). For that reason, it is
important to understand the possible reasons why caregivers fail to participate in leisure
activities, but also how to avoid the influences that are preventing them to participate in
leisure. Accordingly, Bedini and Guinan (1996b) reveals that caregivers are interested in
leisure activities and find leisure valuable, but they feel that certain constraints and barriers

limit them to pursue leisure.

Constraints are as those elements that limit someone from participating in leisure activities

(Bulent et al., 2010), to enjoy their current leisure activities, or to use leisure services, such as
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programmes and parks (Scott, 2005). Constraints and barriers must, however, not be confused
since constraints are negotiable and barriers are insurmountable (leading to nonparticipation)
(Jackson, 2005; Scott, 2005; Tu, 1993). However, in the context of this study the focus will
lay more on how the influence of caregiving can be a constraint to the leisure of caregivers.
Leisure constraints can be further explained through the three main types of constrains,
namely intrapersonal constraints, interpersonal constraints, and structural constraints.
Intrapersonal constraints are factors internal to a person, a psychological condition, such as
emotional and physical fatigue, and perceived responsibility to care, or ethic of care (Bedini
& Guinan, 1996b; Bedini & Guinan, 1996a; Bedini & Guinan, 1996b; Dupuis & Smale,
2000; Stanis et al., 2010). Interpersonal constraints result due to social interaction with other
people, including co-workers, family, neighbours and friends (Chick & Dong, 2003; Hawkins
et al., 1999; Scot, 2005), where one might be constrained by family obligation, lack of
partners, friends and/or family who prefer different activities, or conflicting schedules (Son et
al., 2008; Jackson & Scott, 1999; Stanis et al., 2010; Stuart et al., 2005). Lastly, structural
constraints are external conditions (environmental circumstances) which involve factors such
as the financial strain, lack of help from outside, absence of opportunities, time limitations,
lack of transport, or inconvenient facilities (Bedini & Guinan, 1996b; Chick & Dong, 2003;
Dupuis & Smale, 2000; Hutchinson & Kleiber, 2005; Shaw & Henderson, 2005; Son et al.,
2008; Stanis et al., 2010). It can also be described as reasons that interfere between actual
activity participation and the preferences someone already has for leisure (Hawkins et al.,

1999; Jackson & Scott, 1999; Shaw & Henderson, 2005; Scot, 2005).

In conclusion, Godbey et al. (2010) mention that not all individuals, in all cultural, social
or historical contexts, experience a similar set of constraints or find it equally important or
strong. Burns and Graefe (2007) also state that leisure is not perceived in the same way by all

caregivers. Therefore, it might also be that they will not perceive the influence of constraints
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to leisure in the same manner, as the experience of constraints could also depend on the

context and the role of the caregiver.

From this literature it is clear that research on formal caregivers’ leisure is limited, and the
research on the influences of formal caregiving on the leisure of caregivers is even more
limited. Thus, this study aimed to explore the influence of care giving for persons with
disability on the leisure experience of caregivers in the North West province. Hence, the
research question asked, is “What is the influence of caring for individuals with a disability
on the leisure of caregivers in the North West province? This study will aim to provide useful
information to therapeutic recreation service providers, managers of disability centres, and
various health care organisations about the constraining factors influencing the caregivers’
leisure. The information that emanates from the research will enable centre managers and
service providers to provide the necessary leisure services and opportunities to caregivers. It
will also encourage service providers to identify the caregivers in the community to enable

them to increase leisure awareness and education among caregivers.

Methods

Research design

This study made use of a qualitative approach based on an exploratory case study
design as explained by Yin (2003). Data was collected through semi-structured one-on-one
interviews as recommended by Greeff (2011), since the study aimed to explore the leisure
needs of formal caregivers of persons with disabilities in the North West province. The
central theoretical statement of this study is that the primary caregivers of persons with
disabilities experience high levels of unmet leisure needs and that such caregiving has a

negative impact on the leisure of caregivers of disabled people in the North West province.
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Study population

The study population included formal caregivers employed at a full-time care centre
from an under resourced area in Rustenburg, in the North West province of South Africa. The
centre exists of 25 caregivers and more than half of them reside at the centre permanently.
The other caregivers reside in under resources areas in Rustenburg and work at the centre on
a full time basis. Participants are also the primary caregivers of the persons with disability
and get paid for taking care of the individuals as their full-time job. The time that the
caregivers have been working for the centre varies, with a minimum of one (1) year and a

maximum of 20 years.

Furthermore, caregiving roles are rotated among caregivers, which mean that every
caregiver are continually exposed to different caregiving task. For the caregivers staying at
the care centre, responsibilities are similar to having responsibilities of a normal household,
accept that caregivers have the responsibility to care for 30 children and the children they
care for require much more care than children of normal health. The children with disabilities
stay at the centre on a permanent basis and only visit their relatives or parents during school
holidays, if at all. Room space at the centre is limited and some children sleep on the floor on
matrasses as an alternative sleeping space. Most of the caregivers who stay at the centre share
rooms with the children, since some of the children need 24-hour care, which means that they
have to provide care and watch over the children throughout the night. Their main roles
include, toileting, making food, feeding, bathing, medication, doctor visits, cleaning the
rooms, watching over the children, washing clothes, helping and teaching the children certain
life skills (i.e. toileting and dressing up), play games with them, sport coordination, and

shopping.

The formal caregivers in this study included two male and ten female caregivers older than

18 years (both single and married). Although most of the caregiver’s highest level of
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education is grade 12, a smaller number only went to school up to grade 7. Furthermore, only
a few caregivers have higher education, including first aid, early childhood development level
5, and a diploma for pre-nursing. Two of the caregivers (including the owner of the centre)

has a degree in education and also take on the role of teaching and stimulating the children.

The centre takes care of 30 children with a variety of disabilities, including Down syndrome,
Cerebral Palsy, Epilepsy, Autism, Paraplegia and Mental Disorders. The minimum age of
children at the centre is three years, since many children are not diagnosed before they reach
the age of three years (Kalb, 2005). The level of the children’s disability is of such nature that
it is an additional burden to the caregiver, and included, persons with physical disability"
ranging between “moderately severe” and “extreme vegetative state”, and persons with
mental disability? at a pervasive or extensive level.
Data collection

After permission from the centre manager, and ethical clearance from the university’s
ethics committee were obtained, a purposive sampling technique was used to recruit the
sample of caregivers. A period of five days was used to conduct the interviews at the full-
time care centre in Rustenburg. Considering that, this was a qualitative study, the semi-
structured interview schedule was not subjected to a validated validation process similar to
those of quantitative studies. Rather, the process that was followed in this study adhered to
follow the qualitative epistemiological standards encapsulated by trustworthiness. The semi-

structured interview schedule was reviewed by experts to establish theoretical validity

! physical disability

Physical disability is measured by the Rappaport disability rating scale based on the following levels (CNS, 2014; COMBI, 2000; Dijkers & Greenwald, 2007):
0 (none), 1 (mild), 2-3 (partial), 4-6 (moderate), 7-11 (moderately severe), 12-16 (severe), 17-21 (extremely severe), 22-24 (vegetative state), and 25-29
(extreme vegetative state).

2 Mental disability

Persons with mental disabilities are classified into the four levels of support namely; intermittent (support needed occasionally, not on continuous daily basis),
limited (support during transition from one place to another or in time- limited situations), extensive (assistance needed at home on a daily basis), and pervasive
(support that is constant and may include life sustaining measures) (Pitetti & Fernhall, 2005).
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(content validity), and by gquantitative terms also face validity in the fields of health care and
qualitative research. The researcher also attended workshops presented by an expert who
focuses specifically on qualitative research and how to do interviews in establishing and
maintaining credibility (internal validity) and transferability (external validity), techniques
included, persistent observation, peer debriefing, negative case analysis and referential
adequacy, saturation of data and thick descriptions. A trial run was conducted with experts in
the field of recreation, as well as a caregiver who care for persons with disability
(transferability through purposive sampling, similar quantitative standard of external validity)
to determine if the proposed interview questions were comprehensible and have elicited the
necessary information, establishing credibility through peer debriefing (internal and
measurement validity) and confirmability through an inquiry audit (objectivity). The
information gained from the trial run with the caregiver was also used as part of the findings.
All the steps of the research process that was planned, described and followed was captured
accurately (empirically how they happened) in the research report to give legitimacy and
relevance (inferential validity) not only to the data but also to the manner in how the data was
collected (i.e., the interview schedule).

Voice recordings as well as field notes were made to keep record of information. A
qualified translator was available for clarifying any issues or answering any questions
regarding the research in the participant’s first language. Information was gathered until data
saturation was reached (Dick, 2012). Participants had the right to withdraw from the study at
any stage if they chose to. A minimum number of 12 participants participated in the study

which is in line with recommendations by Dick (2012).

Interviews lasted for 60- 90 minutes, which also included the time before the interview
when the researcher had to make sure that the participants knew all the procedures and the

time after the interview, which are open for discussion about the interview. Semi-structured
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one-on-one interviews were used to gather information from participants and were divided
into four themes. Questions were open-ended with the maximum amount of questions being
six. The four main themes included 1) what the perceptions and experiences of caregivers’
leisure are, 2) what the influence that leisure has on caregivers are, 3) what the leisure needs
of caregivers are, and 4) how caregiving impact the leisure of caregivers. Probes were also

used, but kept to the minimum.

Data analysis

Firstly, interviews were audio taped, then transcribed verbatim. The recordings were
stored safely after it was transcribed. Interviews were then analysed to make changes if
necessary and to see when saturation is taking place, as recommended by Greeff (2011).
Secondly, the researcher applied microscopic examination by going through the raw data to
help with identifying words that might have different meanings to the participants, or to
identify different words that might have the same meaning to them (Henderson, 2006). After
the microscopic examination, the data were analysed by using ATLAS.ti as a computerised
tool, with the researcher using guidelines as proposed by Yin (2014). Information was then
coded and analysed into categories, themes and subthemes, until certain patterns appeared.
Lastly, data were presented in a discussion and integrated with the existing literature.

Anonymity was ensured by using data only for academic purposes and by not
exposing anyone’s identity. Reporting of findings was kept anonymous by replacing names

with numbers. Recordings were stored safely after it was transcribed.

Findings and Discussions
From this study, 13 themes resulted from the caregivers’ quotes and three main
categories emerged, including (a) leisure perceptions of caregivers, (b) constraining factors to

leisure, and c) caregiving as leisure, which is consistent with previous studies associated with
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leisure perceptions (e.g. Bedini & Guinan, 1996a; Bedini & Guinan, 1996b; Dupuis, 2000;
Wood & Tirone, 2013), constraining factors to leisure (Bedini & Guinan, 1996; Dupuis &
Smale, 2000; Schryer et al., 2016; Wood & Tirone, 2013), and caregiving as leisure (Dupuis,

2000).

Leisure perceptions of caregivers

For this study it was important to gain an understanding of the leisure perceptions of
caregivers in order to have a better understanding of how their caregiving roles influence
their leisure and why they develop specific needs for specific leisure pursuits. Therefore, the
researcher firstly explored the perceptions of the formal caregivers who participated in the
study. Eight themes regarding caregivers’ perceptions of leisure emerged, including (a) time
they had free from responsibilities, (b) social interaction, (c) different forms of relaxation, (d)
something they do out of their free will, (e) as something that can take place or can be
experienced anywhere or any time, (f) as personal time or escape, (g) as different forms of

activities they like to participate in, and h) leisure as a positive experience.

Within the theme Time free from responsibility, eleven out of the twelve caregivers who
participated in the study felt that leisure is something they do after their work is completed,
away from responsibilities and that it is something they do voluntary. When asked what their
perception of leisure is, Participant 10 replied: “Free time, is my free time and where I do
things out of my own volition because I’'m away of work”. This perception of leisure is
consistent with literature which describes leisure as time when you are free to pursue the
things you would like to do and time away from responsibilities (Bedini & Guinan, 1996a;
Caldwell, 2011; Edginton et al., 2004; Edginton et al., 2005; Godbey, 2008; Henderson,
2010; Henderson, 2012; Kelly, 1990; Kelly & Godbey, 1992; OECD, 2009). A study of
Bedini and Guinan (1996b) also revealed findings supporting this theme by elaborating that

caregivers’ perceived leisure as freedom from worry and responsibility. However, to
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experience leisure, the condition of freedom alone is not sufficient, a person must also enjoy

their experience in order to have leisure (Dupuis, 2000).

Most of the caregivers also perceived leisure within the theme Social interaction. They
expanded on many different interactions. However, interaction with family was mentioned
the most. All twelve caregivers who participated in the study mainly included family as a way
of social interaction. Also, they valued family time as the most import among the social
interactions they prefer to spend time on during their leisure time. Their perception of social
interaction with family included having conversations, such as sharing dreams and ideas
among each other, bonding with their family, and doing things for each other, and also doing
spiritual activities together. This normally takes place during leave due to limited time their
work provides to have free time. Participant 2 elaborated: “No normally, because you take a
long time before you can actually be with your family. So therefore, during annual leave you
sit with your family, bond with your family, you do everything that isn’t done at home and
sometimes you team together to attend to church together and the other things that you yearn
to do while you ... ja.” One caregiver also mentioned that they cook and eat together, and do
things as a family together to treat themselves. Caregivers found it very important to be able
to bond with their family, especially because spending time with their family happens only
after a long period of time. In the same way, Participant 12 went on to say: “Ja (Yes), sitting
around table like that we will be able to chat and exchange ideas, and it is my wish that every
time, because it does form bonding element or it serves as a bonding element, and then so
that it should be a tradition that whatever, when no one has gone out for work or school we
should always have joined meals, common time together”. Similar to findings from this
study, caregiving daughters in a study of Dupuis (2000) found a sense of connectedness to
their parents or people in their care very rewarding. They identified affiliation and

relationship to others as important descriptions of leisure (Dupuis, 2000).

69



Moreover, among things caregivers perceived as family leisure activities, caregivers
especially expanded a lot on spending time with their own children. Their children are their
first priority and, therefore, it may be that they would rather involve their children during
their limited leisure time, rather than other family or friends. These caregivers felt that their
leisure time is when they can enjoy their time with their own children. Participant 4
answered “Ja (Yes) normally, because leisure is your free time and so forth, | really enjoy it
or experience it when I’m home and in company of my kids”, while Participant 10 described
it as follows: “Well I, when I’'m home and you know, children are there, because ... homely
personality to your kids ... for love, they come and they’re free, they hold you by your nose,
kiss my eh, they ..., they nag you sometimes, but they, because of love, they cover you all
over and sometimes Kiss you all, I mean, in your face all over and you are pleased with them,

you feel relieved as, you just feel relieved.”

Caregivers’ perception of leisure also involves forms of Relaxation as a theme. Most of
the caregivers work very hard at the centre and find it necessary to relax. Participant 6
explained how her way of relaxing involves spending time in the presence of someone they
know when she elaborated: “Ja (Yes), leisure may be just as I explained to you just to be ...
leisure being to relax amongst or with another person where you can enjoy this or that
together”. Findings from Bedini and Guinan (1996a) and Dupuis (2000) were consistent with
the leisure perceptions of caregivers in this study. As caregivers in Dupuis (2000) stated:
“Leisure is fun. Leisure is something you do to relax, take your mind off other problems” (p.
270). Some caregivers also concluded that they have no time for leisure during the week and
that they went to sleep after they finished working for the day, because they are too tired from
the day’s work. In this context caregivers actually perceived resting as a necessity and not as
leisure since their primary need was to get rest to be able to survive or have the strength to

get up the following day to perform their daily tasks. Participant 7 explained: “To be honest,
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during the week there’s nothing that I do. When I knock off from here at work I just get there,

bath and actually, and because I’'m tired I sleep.”

Similar to the theme Time free from responsibility, the theme Free will or freedom of
choice, emerged. All twelve the caregivers who participated in this study perceived leisure as
something they do voluntary or out of free will. However, in this context, the main perception
was not only about free time and being away from responsibilities, but also to do what they
would like to do for leisure. Participants 7 and 2 especially emphasised the importance of
leisure as freedom more than once. In this regard, Participant 7’s point of view is that leisure
is something they are supposed to enjoy if it is done out of free will as s/he elaborated:
“Because anything that you do voluntarily you definitely enjoy, and you do it with love and
passion and so forth.” Therefore, because they are free to choose what they want to do,
Participant 2 believes that a person has the power to determine or create their own
satisfaction from the activities they choose to pursue, saying: “To me leisure would mean,
entails when you are able to generate your own satisfaction and perhaps with your family as
well”. These perceptions of leisure are consistent to the perceptions of caregivers in a study
of Wood and Tirone (2013), as one caregiver stated: “Leisure time is doing what I've want to
do without a man telling me what to do. Or having to put up with their foolishness, their
drinking. It's nice to know I can go out with a friend, go shopping, or spend a day with my

daughters and not have to really answer to anybody for that” (p. 595).

Another theme that emerged was Leisure as an experience. Some caregivers, however, a
smaller number of caregivers, described leisure as something that can take place anywhere.
This perception was also less familiar among previous findings of caregivers’ perceptions.
When asked if they also experienced leisure as something voluntary, Participant 6 replied
with a slightly different answer: “Ja (yes), I think it’s something interesting, you can’t decide

where it is, it just comes automatically that you’re at ease, and it does come or it does not
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come.” Participant 6 also explained how only she can create her own peace of mind and soul
and that no one else can do that for you. This caregiver realised that leisure is something that
happens from within, and that their experience does not necessarily depend on the people or
places they are surrounded with, however she still needed to be away from the work
environment. This may be because of interruptions during their leisure time if they try to do it
at the centre, which might limit or terminate the satisfaction of their experience. This
caregiver went on to say: “Whilst at home or outside this work environment what I do is |
create my own peace. My mind and soul, because there’s no other person who can do that for

2

you.

Many caregivers also mentioned different leisure activities when asked what they
participated in and what their perception of leisure was. As a result, the theme Leisure as an
activity emerged. To have a better understanding of what one of the caregivers’ perception of
leisure was, s/he was asked to name the type of things a person could do as leisure, and
Participant 11 mentioned the following activities as things she perceived as leisure: “Going
out at the mall, watching movies, later going to the clubs, partying ... Going at a park, having
fun, meeting with friends”. When looking at activities they actually participate in, the list of
activities is much shorter, as in the case of Bedini and Guinana (1996b). For example,
Participant 4 mentioned: “Because I am not repeatedly off, when I get home I do the home

chores, I clean, I do the washing and also cook for them”.

Furthermore, time to be alone by themselves and having Time to escape from their normal
routine was another theme that the caregivers revealed. This is also consistent with
caregivers’ leisure perceptions in the study of Dupuis (2000) where caregivers experienced
leisure moments during certain caregiving roles as an escape. Even though the context in
which the caregivers experienced leisure as an escape differs, the definition for leisure is

similar to that of the caregivers in Dupuis’s study. Participant 10 explained that she watches
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television during her leisure time as a mental escape that takes her mind and thoughts away
from the daily worries which made her feel refreshed, and like she was in a different world.
According to her, concentrating on something on the TV helps to take the focus away from
those daily things. This was her response: “But then, when you switch off and you go to a TV
that’s another type of a, let me put it as an escape. Because you’ve got a mental fresh, I mean,
I won’t say revival, you are concentrating on something on TV which may be educative. Or
sometimes it’s informative, that’s in terms of news, but the focus is taken away from all this
and that, the daily things, now you are really ... also it takes away from the harshness of life,
now you are here in another world and you feel refreshed as well, because you are resting
away from the daily yes.” Participant 6 also explained how her leisure time involves being by
herself, she explained: “Now that’s time where I confine myself alone to myself, even telling

my son just please give me peace of mind.”

All twelve caregivers perceived leisure within the theme Leisure as a positive experience
and reveal several benefits it contains. This is consistent with literature regarding leisure
benefits revealing that participation in leisure activities helps individuals to relax, increase
energy and happiness, cope with, or release stress and demands of daily life, and associate
with other individuals (Brattain, 1997; Coleman & Iso-Ahola, 1993; Iwasaki & Mannell,
2000; Rodriguez & Gamble, 2010; Stumbo & Peterson, 2004; Wood & Tirone, 2013).
Similar, but to some extent different from those findings, caregivers from this study were of
the opinion that leisure time is a recuperative, uplifting, and refreshing experience and it
makes them feel like they are in another world. The outcome of having these positive leisure
experiences is that caregivers can come to work without all the negative emotions and with
more energy. Participant 6 elaborated how her alone time helped her to see things clearer and
that she feels lighter. She went on to say: “Ja (yes) during that time of ... or my loneliness,

actually I am going through a lot of things, and that is, it is emotional and psychological
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therapy, because thereafter, after doing all of that and [take deep breath in and out as
demonstration] I have a better heave and a sigh, and I feel lighter again”. Along the same
line, Participant 9 explained that leisure time helps to forget about work, to have better
judgement over things, and that they can come to work without anxiety by stating: “... you’ll
always yearn to get satisfied when you get there then you are lift up and you are able to judge

whether this is good, this is bad, and then when you come back that anxiety is satisfied”.

Furthermore, Heintzman and Mannell (2003) explain that leisure can influence people’s
spirituality, spiritual well-being, and overall health. Caregivers in the study of Gahagan et al.
(2007) also revealed that their spirituality gave them a sense of comfort and a better
understanding of themselves. Moreover, leisure recharges and energises caregivers from their
responsibilities as a caregiver (Dupuis & Smale, 2000). Findings from Dupuis and Smale
(2000) as well as Heintzman and Mannel (2003) are consistent with findings from this study.
Seven caregivers during the interviews specifically expanded on leisure as attending church
and spiritual activities. From those seven caregivers, many also explained the positive
experiences that they gained by going to church and participating in spiritual activities. One
of them, Participant 12, said: “Aaah, I feel so free and so good that it appears I’m in just
another world. Ja (yes), I feel rejuvenated actually, feeling rejuvenated ... that as if ’'m going

to my original self.”
Leisure time influences: Constraining factors

When the researcher explored the influences of caregiving on the leisure of the caregivers
it was found that most of the influences caregiving had on their leisure was experienced
negatively, which is similar to several previous studies (Bedini & Guinan, 1996b; Dupuis &
Smale, 2000; Wood & Tirone, 2013; Wahl and Newmark, 2009). These negative influences
can be described as constraining factors, limiting the caregiver’s ability to participate in

leisure, or to have a satisfying leisure experience. Dupuis and Smale (2000) reveal similar
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findings, explaining that some informal caregivers in their study experienced their caregiving
role “as a constraint to their leisure”. The constraining factors that emerged as themes in this
study included (a) time related factors, (b) organisational factors, (c) physiological factors,

(d) social factors, and (e) psychological factors.

The theme that emerged the most during the interviews was Time related factors as a
constraint to the caregivers’ leisure. All the caregivers mentioned that they have limited time
for leisure, due to their caregiving duties. Caregivers also explained how the intensity of their
work made it very difficult for them to have leisure, and that they would neglect their duties
if they would have to take time for leisure. When asked what makes time for leisure difficult,
Participant 2 responded: “Because of the intensity of the work here, you hardly even have
time for leisure, and if you had wish for certain things and you cannot say I’m going for
leisure now at the expense of suffering of the work for which ..., so you normally have this
and this to do. And then to jump for this or that, to patch up here or there”. Similarly,
Participant 1 also explained: “The very things I like and love most that I like to do, that’s just
to mention them, to ... do this and so forth, in terms of my free time, is that I sacrifice them
because I know if I’'m going to attend to do some of my likes and my free time or my
pleasure, if I do that, neglect it, something else negatively happens there. So that’s why I, it’s
difficult, to really do things that I like here in terms of free or leisure time because of this
commitment”. It also seems that if caregivers had any free time at the centre that they have to
see to their personal responsibilities first before they can think of leisure. They would also
possibly prefer to do something else for leisure instead of doing laundry, if time was more
available. Participant 12 went on to say: “Little free time, when I am able to get it I do my
washing.” Time constraints is quite a major theme emerging from research on caregivers (e.g.
Bedini & Guininan, 1996b; Dupuis & Smale, 2000; Wood & Tirone, 2013). For example,

Bedindi and Guinan (1996b) state that caregiving demands affect caregivers’ accessibility for
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leisure. One of the caregivers in their study explained: “I would like to have time to get my
house clean. | would like to have time to do my own work, I'm kind of letting that go now,
because she is constantly needing to know where | am. If | walk out of the room, she calls
and says, where are you? (Bedini & Guinan, 1996b, p. 282)” According to Bedini and Guinan
(1996b) time demand creates time pressures associated with responsibilities and increased
duties which lead to emotional and physical fatigue. Also, according to Schryer et al. (2016)
more caregiving duties and less time spent on leisure may have a negative influence on the
mental and physical health of caregivers. Thus, it can be concluded that time related factors
in this study can be associated with the themes psychological and physiological factors, since
less time for leisure leads to a negative impact on the physical and mental wellbeing of

caregivers.

Furthermore, many caregivers explained that their leisure time is cut short due to staff
shortage at the centre or assistance with something specific, which fall within the theme
Organisational factors. Caregivers would be away from the centre during their leisure time
when they receive calls from the centre to come and help out with certain situations. They
would have no choice, but to go back to assist where help is needed. Participant 12 stated:
“Seeing that when I shall have left here, time to relax and enjoy my time, I’ll be called again
to come to work for this and that.” Similarly, Participant 11 lamented: “When I’m day off
they’ll call me and say, [manager] will say come, let’s go to town, go with me in town, or
come and help us with this, we don’t know how to switch on the TV, the DSTV is doing like

this.”

It seems that caregivers from different contexts’ experiences of not having enough outside
help (e.g. Bedini & Guinan, 1996b; Wahl & Newmark, 2009) are consistent with findings
from this study. One of the caregivers in the study of Wahl and Newmark (2009) explained

that at the previous facility she worked the care receivers were just as much as where she is
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working now, but the previous facility had almost double the number of caregivers or staff

working there than where she works now.

One of the other major constraints reported in previous research, and also found in this
study, is financial difficulties, which makes it difficult for caregivers to always do what they
like to do during their leisure time (Bedini & Guinan, 1996b; Wood & Tirone, 2013).
Financial difficulty was mainly caused by organisational factors such as lack of structure and
financial management at the centre, which results in caregivers not always receiving their
monthly payments on time. The caregivers explained that they cannot do much without
money. Most of their relatives stay far from the centre and it is difficult to visit their family or
do something during leave when finances are limited. Many caregivers get discouraged by
this issue. This may also be because of no money to pay for transport (Wood & Tirone,
2013). How financial difficulties affect leisure is reflected by the response of Participant 4:
“No normally it’s quite a long time to leave, I mean annual leave is a quite a substance of
time, but because of limitations of fees, I mean of money, wages, because when I’m there for
the month, my pay won’t follow me there. Then you are not able to do all that you wanted to
do because of limitation of the money that you have, but | do go out and meet my... where it
is possible, meet my relatives and visit them. But there is not much you can do outside the

scope of money.”

Within the theme Physiological factors, caregivers elaborated on caregiving-related
factors that influence them physically, which is also consistent with findings from Wahl and
Newmark (2009), as well as Bedini and Guinan (1996b). In the study of Wahl and Newmark
(2009) one caregiver explains that she gets physically ill from the hard work, because she is
an asthmatic. According to caregivers from this study, they have a very physical demanding
work to perform every day, since they need to pick the children up, sometimes carry them,

and do their basic daily responsibilities at the centre. All twelve caregivers in this study
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responded that their work is tiring, as reflected by Participant 9: “Jaa (Yes) ... sometimes
you’ll feel tired and then you maybe said that you want to go see someone or just do
something and then you end up feeling tired and say “nah” I don’t want to go there anymore.
Too tired, ja (yes).” However, some of them went on to explain how it is negatively
impacting their time for leisure or their leisure experience. Some caregivers explained that
caregiving causes their bodies to get exhausted or painful, which is similar to findings by
Bedini and Guinan (1996b), and as a result they rather cancel the plans they had for doing
something in their free time and rest. In terms of physical pain caused by caregiving,
Participant 7 noted: “Hm. Indeed it is so, because our work is really manual, you have to
bend and pick them up sometimes, carry them and cook, you wash. Definitely when, at the
end of the day you are exhausted, you’ve got painful. You’ve got pains here and there, and
that definitely impact on your leisure time, impeding any leisure time. Because you will not
be able to exercise that leisure because of this, the impact that you have, the results of that
type of exercise of work.” When asked with what type of activities caregiving would mostly
impact, Participant 7 responded: “Ja (yes), well firstly and foremost, it is that it will affect

your happiness, because you can’t enjoy anything with pain.”

Furthermore, within the theme Social factors, 10 caregivers revealed that they miss their
family, and friends, however, there are things that keep them from spending time with their
relatives, or influence the time they may have with each other. This included caregivers being
too tired to spend time with their family, or they long for spending time amongst their family
or friends, but distance and available time do not make it possible. It is clear that these
caregivers’ opportunities to interact with the people they love is very limited due to their
caregiving role. The effect of exhaustion on social interaction is reflected in the comment of
Participant 7: “[Short laugh] I hardly even sit to get around with them because by then 'm

dead tired. ... Ja (yes) I’m referring to my two kids and their father”, while Partricipant 6

78



highlights how much s/he longs for interaction with family: “You know sometimes it just
occurs that you really yearn and long for people just to feel I wish | was in company of my
siblings or family members ”. These sentiments are in line with findings from Bedini and
Guinan (1996a), Bedini and Guinan, 1996b), and Wahl and Newmark (2009), who found that
in their studies caregivers also experienced social isolation and could not get out from their
circumstances often enough. They concluded that not having enough social interaction or

getting out enough leads to stress and burnout (Wahl & Newmark, 2009).

Caregivers also experienced constraints within the theme Psychological factors that
influence their levels of leisure satisfaction. Caregivers’ stress and tiredness from work
influenced their quality of time they spent on leisure. They also felt like their minds were
constantly at the centre because they are worried that things would be left unfinished in their
absence. These constraints were of such nature that the caregivers could not really enjoy their
time with their friends and family. Furthermore, negative emotions also affect their leisure
when they are with family since they feel they must pretend that they are happy. Participant
11 clearly describes how caregiving influences leisure satisfaction in the following: “Ah, let
me say like this. No if I leave here tired and have a lot of stress, when | go home there, that
stress, that tiredness, I must leave it there. Because at home they don’t see me most of the
time, they see me once a month, once a year, twice a year. So, | must go there, when | open
up the door I’m like, I’'m angry or I’m sad, or I’m tired, I must go there with a smile, no

matter what. [ pretend.”

The findings in terms of psychological factors are also supported by several studies
including Bedini and Guinan (1996b), as well as Wahl and Newmark (2013). Wahl and
Newmark (2013) found that caregivers have to suppress their feelings when they are around
care receivers. However, different from this study, they also expressed moodiness, and

became depressed due to their working circumstances (Wahl & Newmark, 2013). On the
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other hand, caregivers from the study of Bedini and Guinan (1996b) expressed that they
experience a loss of dependence which make them angry and upset. They also experienced a
loss of mental freedom (Bedini & Guinan, 1996b). This constraint to mental freedom was
more of an emotional experience to caregivers since they felt that they constantly have to
worry and think about the care recipient (Bedini & Guinan, 1996b) which is consistent to the
findings from this study, as in the case of Participant 12: “Ja (yes), it does really definitely
have a type of influence, for instance | was off for two days, that is yesterday and today, but
you know, as | was on off yesterday, being there, | was not actually there, because | was here
in mind, because then the others say “Oooh”, knowing the people that I work with, have they
really checked the hospital dates or the ... of the kids to be taken to hospital? So each time
when I’'m out here you always have these little think-think, you are not really relaxing to an
extent that when you are sitting and enjoying your moments with whoever. They’ll be able to
see ... that you are not concentrating. And often they ask you, “but what are you thinking of
now?” I’m sorry I’m thinking of my job. So that’s how it impacts physically and, no I mean

mentally.”
Caregiving as leisure

Although caregivers have their main perceptions of leisure in general, and most caregivers
see caregiving only as their work and responsibility, there were a few who expressed that
they also experience part of their caregiving work as leisure. Seven of the twelve caregivers
said that they experience some parts of their work at the centre as leisure. About three
caregivers also specifically expanded on playing cricket with the children whereas other
caregivers experienced other forms of responsibilities as leisure. Participant 6 explained how
taking the kids to play cricket is leisure for her by stating: “During my leisure time here I
normally take these kids, because they are cricketers, | take them for training just across

Morocco road where there’s a cricket stadium”. She also went further to say: “The ... to my
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kids really is recreational ... say I’'m a cricket trainer or something, and I accept that ... of all
cricket in my spare time and actual time, I’'m able to teach them traditional dance songs”.
Participant 5 also went on to say: “... the way you use your mind to try to come up with
activities that might benefit malenas (children?) in this case, like we’ll be all cutting paper
and paper drawing somewhere so that it can aid my teaching, | mean teaching me and the
children. Uh, also preparation, I did during my leisure time. Even preparation for lessons and
so forth, I do the preparations during my leisure time”. These findings can be supported by
Dupuis (2000) who argue that a person does not have to be separated from life and daily
obligations to experience leisure. According to Dupuis (2000), a caregiver may also
experience a sense of escape in some obligatory activities, depending on the context.
Therefore, these leisure experiences during work may even act as a facilitator to their

demanding roles, however this is a topic for another study.

Conclusion

Considering the findings from this study it is clear that caregivers perceive their
meanings of leisure and the influence that caregiving has on their leisure in very different
ways. They perceived leisure as time they had free from responsibilities, social interaction,
different forms of relaxation, something they do out of their free will, as something that can
take place or can be experienced anywhere or any time, as personal time or escape, and also
as different forms of activities. These perceptions are consistent with literature revealing that
leisure is time free from responsibilities, an activity which involves a certain action, and a
state of mind which entails an attitude occurring in an activity, or a psychological condition
(Edginton et al., 2005; Godbey, 2008; Henderson, 2010; Kelly & Godbey, 1992; OECD,

2009; Parr & Lashua, 2005).

Constraining factors caregivers experienced included time related factors, organisational

factors, physiological factors, social factors, and psychological factors. These factors were
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not clustered under the three basic constraints that most literature refers to namely,
intrapersonal constraints, interpersonal constraints, and structural constraints, since the
researcher preferred that the unique voices of caregivers in this study should stand out,
instead of trying to fit them into predetermined “compartments” established through research
on other constrained populations. However, intrapersonal constraints involved the themes
psychological factors such as worry over children, tired from work, and having to pretend to
be happy when they are with family, and physiological factors such as physical pains and
tiredness preventing them to enjoy leisure or to participate. Interpersonal constraints included
the theme social interaction where caregivers where too far to interact and bond with family,
but also due to their working schedule that interferes with their family time. Structural
constraints included organisational factors such as staff shortage, financial difficulties and
time related factors. Nevertheless, findings on research of Bedini and Guinana (1996),
Dupuis and Smale (2000) and Rogers (2001) can be compared to caregivers’ experiences in
this study, which is that caregiving acts as a constraining factor to the leisure of caregivers in
this study. The central theoretical statement of this study was that the primary caregivers of
persons with disabilities will experience caregiving as a negative impact on their leisure,
which is supported by the study’s findings, even though some of them also experienced
leisure in certain caregiving activities, such as doing sport activities with the children, which

is similar to Dupuis (2000) who found that caregiving can be a container of leisure.
Limitations

When conducting the study, the sample mainly consisted of black African female
participants and two black African male participants, therefore, failing to reveal the opinions
on different genders or races. Also, limited literature revealing leisure time influences and
leisure constraints to caregivers, such as Bedini and Guinin (1996b) and Whal and Newmark

(2009), hampered the researcher’s ability to integrate and compare the findings with a wide
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range of research. Therefore, future research should attempt to request a more diverse sample
by applying approaches that include recruitment in centres or institutions that have greater
diversity. Furthermore, most of the participants are residing at the care centre, and only a few
of them have their own residence to which they go to after working hours. This should be
taken into consideration when conducting future research since it could influence the level
and type of constraints caregivers experience to their leisure. The study was also limited by
language barriers since the caregivers’ first language are Setswana, in which there are no
exact translations for the term leisure. With the help of a translator, the researcher had to find
other ways to explain the concept of leisure in order to conduct meaningful interviews.
Furthermore, communication difficulties were experienced since both the researcher and
participant had to communicate through a third person in their second language. Lastly, this
study was based on an exploratory case study approach focusing on a specific case which

means that the study findings cannot be generalised.
Recommendations

This study provides information on the leisure perceptions and the negative influences that
caregiving has on the leisure. It was focused on a specific group of formal caregivers who
provided primary care to children with disabilities on a long-term basis in an under-resourced
area. Yet, limited previous research is based on the leisure of formal caregivers in South
Africa, especially in under-recourse areas. Uren and Graham (2012) go on to say, “it is
important to acknowledge the realities of the under-resourced and overburdened healthcare
system in South Africa, in particular in providing palliative medical care in poorer
communities.” In community-based institutions caregivers are often exposed to longer
working hours, less support, limited opportunities for debriefing and also have to deal with
the needs of care receivers (Freeman et al., 1998). Therefore, it may be helpful to conduct

more research on the supporting factors to the leisure of formal caregivers in South Africa, in
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order for centre managers and leisure programmers to be able to provide the necessary leisure
programmes or support interventions. These leisure programmes and support interventions

could assist caregivers, as Uren and Graham (2012) emphasise that caregivers should be able
to access interventions, support groups, and therapeutic assistance to help relieve the severity

and the impact of their own situations.
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Abstract

The researcher explored and described the leisure needs of formal caregivers of persons with
disability. This study made use of a qualitative approach and semi-structured one-on-one
interviews, and included 12 formal caregivers. It was based on an exploratory case study
design. The central theoretical statement of this study was that the primary caregivers of
persons with disabilities will experience high levels of unmet leisure needs. Six themes and
seven sub-themes emerged and where clustered into two categories, namely leisure
perceptions and leisure needs. The categories that emerged included caregiver perceptions of
leisure, and leisure needs. It was found that caregivers experience high levels of unmet needs

of which needs for time and money was the highest.

Keywords: Leisure, leisure needs, caregiving, leisure perception
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Needs of caregivers of persons with disabilities often go unrecognised by
professionals and those dependent on them (Kersten et al., 2001), especially in the South
African context (Greyventstein, 2010; Kreuger, 2007). Caregiving in the context of this study
involves formal care, which is paid care provided by practitioners such as social workers and
home care workers, including people who have formal training such as nursing (Williams &
Crooks, 2008), whereas informal caregiving include family or relatives who provide unpaid
care to a chronically ill or disabled loved one (Bedini, 2002; Buchanan et al., 2009; Carter &
Golant, 1994; Gladwell & Bedini, 2004; Schultz & Martire, 2004). Bingham (2017) states
that caregivers sacrifice their own needs to care for others, and as a result they are
overworked and mostly unappreciated. The responsibilities and heavy workload that
caregivers face may lead to psychologic and physical health problems (like emotional
exhaustion, distress and burnout), and have substantial impacts on a caregiver’s life,
including their leisure lifestyle (Brehaut et al., 2004; Dupuis, 2000; Hung et al., 2002). For
caregivers to keep healthy, Rose and Williams (2015) explain that it is important for
caregivers to have a good balance between their work and personal lives by incorporating

leisure activities and realizing the health benefits leisure provides.

Leisure activities have proved to be beneficial for the wellbeing of an individual,
especially psychologically, when their leisure needs are satisfied (Leverson et al., 2012;
Tinsley & Eldredge, 1995). Rose and Williams (2015) also mention that formal caregivers,
who regularly participate in leisure outside of working conditions, will benefit significantly
from it. However, leisure participation does not necessarily reduce stress or meet caregivers’
needs (Bedini & Gladwell, 2014). Bedini and Gladwell (2014) found that leisure experiences
will only be effective in stress reduction and increasing health and quality of life if they are
fulfilling and meaningful for the caregivers. Thus, in order for caregivers to gain the positive

effects from leisure, caregivers have to be satisfied with the quality of their leisure
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experiences as well as the available time for leisure (Bedini & Gladwell, 2014). Furthermore,
Aslan et al. (2006) concludes that if the social, psychological, physical, and emotional needs
of caregivers are well met and defined, they may feel more comfortable to carry out their
roles effectively and constantly, but, if these needs go unmet or unrecognised, it will have a
negative effect on caregivers’ burden (Akkus, 2011). Lee et al. (2015) also mention that
responding to caregivers’ needs is important because it may ensure and improve their

working standards and in turn improve their quality of care.

A leisure need is something inherent to the human nature, rather than something learned; it
is dynamic and develops over time, it triggers activity participation, and it does not have to be
created by programmers through any form of techniques (Deci et al., 2001; Dekker et al.,
2014; Fourie, 2006; Rossman, 1995). White and Kenneth (1985) goes on to say that an
individual is motivated to participate in leisure when there is a desire to satisfy certain needs.
Furthermore, literature reveals that when psychological needs are satisfied in the domain of
leisure activities, it is positively associated with increased life satisfaction (Leversen et al.,
2012; Tinsley & Eldredge, 1995). These psychological needs include for instance needs for
affiliation, self-expression, enhancement, nurturance, and sensibility (Tinsley & Eldredge,
1995). Several researchers also refer to psychological needs in Ryan and Deci’s theory of
self-determination, which include needs of autonomy, relatedness and competence, which
means that the satisfaction of these needs would promote wellbeing and motivation, in all

cultures (Barkoukis et al., 2010; Deci et al., 2001; Leversen et al., 2012).

However, according to Barkoukis et al. (2010) the influence of need satisfaction on
activity motivation in leisure is limited. More specific, it is unclear what the leisure needs of
formal caregivers in South Africa are. Since leisure plays a significant role in helping people
meet their personal needs, this study aims to explore the leisure needs of formal caregivers in

the North-West Province. This specific focus is important because of the large number of
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people in underresourced areas in South Africa, who are removed from essential services,
including leisure (Singh, 2011:70). It is also critical that leisure programmers and managers
of disability centres understand leisure needs in the context of formal caregiving since the
demands of caring for a child or individual with a disability are far more than in cases of a
child of normal development (Bakker et al., 2000:885; Brandon, 2007:668; Brehaut et al.,

2014:183).

Henceforth, the research question is, “what are the leisure needs of formal caregivers of
individuals with disabilities in the North West province? This study will aim to provide
useful information to leisure service providers and various health care organisations about the
leisure needs of formal caregivers and the consequences if caregivers have unmet leisure
needs. It will also help leisure service providers and centre managers to know how to adjust

the programmes they offer to address the leisure needs of the caregivers.

Methods

Research design

This study made use of a qualitative approach based on an exploratory case study
design as explained by Yin (2003). Data was collected through semi-structured one-on-one
interviews as recommended by Greeff (2011), since the study aimed to explore the leisure
needs of formal caregivers of persons with disabilities in the North West province. The
central theoretical statement of this study is that the primary caregivers of persons with
disabilities experience high levels of unmet leisure needs and that caregiving has a negative

impact on the leisure of caregivers of disabled people in the North West province.
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Study population

The study population included formal caregivers employed at a full-time care centre
from an under resourced area in Rustenburg, in the North West province of South Africa. The
centre exists of 25 caregivers and more than half of the caregivers reside at the centre
permanently. The other caregivers reside in under resources areas in Rustenburg and work on
a full-time basis. Participants are also the primary caregivers of the persons with disability
and get paid for taking care of the individuals as their full-time job. The time that the
caregivers have been working for the centre varies, with a minimum of one (1) year and a

maximum of 20 years.

Furthermore, caregiving roles are rotated among caregivers, which mean that caregivers
frequently perform different caregiving tasks. For the caregivers residing at the care centre,
responsibilities are similar to having responsibilities of a normal household, accept that
caregivers have the responsibility to care for 30 children and the children they care for
require much more attention and care than children of normal health. The children with
disabilities stay at the centre on a permanent basis and only visit their relatives or parents
during school holidays, if at all. Some children at the centre also sleep on the floor on
matrasses as an alternative sleeping space since room space at the centre is limited. Most of
the caregivers who stay at the centre share rooms with the children, since some of the
children need 24-hour care, which means that they have to provide care and watch over the
children throughout the night. . Their main roles include making food, toileting, bathing,
feeding, medication, doctor visits, washing clothes, watching over the children, cleaning the
rooms, helping and teaching the children certain life skills (i.e. toileting and dressing up),

sport coordination, play games with them, and shopping.

The formal caregivers in this study were both single and married, and included two male

and ten female caregivers older than 18 years. Although most of the caregivers’ highest level
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of education is grade 12, a smaller number only went to school up to grade 7. Furthermore,
only a few caregivers have higher education, including early childhood development level 5,
first aid, and a pre-nursing diploma. Two of the caregivers (including the owner of the centre)

has a education degree and take on the role of stimulating and teaching the children.

The centre takes care of 30 children with a variety of disabilities, including Autism, Down
syndrome, Epilepsy, Cerebral Palsy, Paraplegia and Mental Disorders. The minimum age of
children at the centre is three years, since many children can not be diagnosed before they
reach the age of three years (Kalb, 2005). The level of the children’s disability is of such
nature that it is an additional burden to the caregiver, and included, persons with physical
disability’ ranging between “moderately severe” and “extreme vegetative state”, and persons

with mental disability? at a pervasive or extensive level.

Data collection

After ethical clearance from the university’s ethics committee, and permission from
the centre manager were obtained, a purposive sampling technique was used to recruit the
sample of caregivers. A period of five days was used to conduct the interviews at the full-
time care centre in Rustenburg. Since this study is qualitative, the schedule for the semi-
structured interview was not subjected to a validated validation process like those of
quantitative studies. The process that was followed in this study was rather based on the
qualitative epistemological standards encapsulated by trustworthiness. Experts reviewed the

semi-structured interview schedule to establish theoretical validity (content validity), and also

Physical disability

Physical disability is measured by the Rappaport disability rating scale based on the following levels (CNS, 1995; COMBI, 2000; Dijkers & Greenwald,
2007): 0 (none), 1 (mild), 2-3 (partial), 4-6 (moderate), 7-11 (moderately severe), 12-16 (severe), 17-21 (extremely severe), 22-24 (vegetative state), and
25-29 (extreme vegetative state).

2 Mental disability
Persons with mental disabilities are classified into the four levels of support namely; intermittent (support needed occasionally, not on continuous daily
basis), limited (support during transition from one place to another or in time- limited situations), extensive (assistance needed at home on a daily basis),
and pervasive (support that is constant and may include life sustaining measures) (Pitetti & Fernhall, 2005).
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face validity in the fields of qualitative research and health care. The researcher also attended
workshops that were presented by an expert who concentrates on qualitative research and
how to do interviews in establishing and maintaining transferability (external validity) and
credibility (internal validity), techniques included, persistent observation, peer debriefing,
referential adequacy and negative case analysis, data saturation and thick descriptions. A trial
run was conducted with specialists in the field of recreation, as well as a caregiver who care
for persons with disability (transferability through purposive sampling) to determine if the
interview questions that were proposed were comprehensible and have elicited the needed
information, establishing credibility through peer debriefing (internal and measurement
validity) and confirmability through an inquiry audit (objectivity). The information that the
researcher gained from the caregiver during the trial run was also used as part of the findings.
All the steps of the research process that was planned, described and followed was captured
accurately in the research report to give relevance (inferential validity) and legitimacy to the
data, but also to the way in how the data was collected (i.e., the interview schedule).

Voice recordings as well as field notes were made to keep record of information. A
qualified translator was available for clarifying possible issues or answering any questions
regarding the research in the participant’s first language. Information was gathered until data
saturation was reached (Dick, 2012). Participants had the right to withdraw from the study at
any stage if they chose to. A minimum number of 12 participants participated in the study
which is in line with recommendations by Dick (2012).

Interviews lasted for 60- 90 minutes, which also included the time before the interview when
the researcher had to make sure that the participants knew all the procedures and the time
after the interview, which were open for discussion about the interview. Semi-structured one-
on-one interviews were used to gather information from participants and were divided into

four themes. Questions were open-ended with the maximum amount of questions being six.
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The four main themes included 1) what the perceptions and experiences of caregivers’ leisure
are, 2) what the influence that leisure has on caregivers are, 3) what the leisure needs of
caregivers are, and 4) how caregiving impact the leisure of caregivers. Probes were also used,
but kept to the minimum.
Data analysis

Firstly, interviews were audio taped, then transcribed verbatim. The recordings were
stored safely after it was transcribed. Interviews was then analysed to make changes if
necessary and to see when saturation is taking place as recommended by Greeff (2011).
Secondly, the researcher applied microscopic examination by going through the raw data to
help with identifying words that might have different meanings to the participants, or to
identify different words that might have the same meaning to them (Henderson, 2006). After
the microscopic examination, the data were analysed by using ATLAS.ti as a computerised
tool, with the researcher using guidelines as proposed by Yin (2014). Information was then
coded and analysed into themes and subthemes until certain patterns appeared. Lastly, data
were presented in a discussion and integrated with the existing literature.

Anonymity was ensured by not exposing anyone’s identity, and by using data only
for academic purposes. Reporting of findings was kept anonymous by replacing the

participants’ names with numbers. Recordings were stored safely after it was transcribed.

Findings and Discussions
From the findings of this study, six themes and seven sub-themes emerged and where
clustered into two categories, namely leisure perceptions and leisure needs. These categories
are consistent with findings from previous studies that also reflected leisure perceptions
(Bedini & Guinanb, 1996b; Dupuis and Smale, 2000; Dupuis, 2000; Gahagan et al., 2007),

and leisure needs (Aslan et al., 2006; Atkinson, 1992; Bedini 2002; Dupuis & Pedlar, 1995;
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Gahagan et al., 2007; Kim & Letho, 2013; Mactavish et al., 2007; Rogers, 1999), although
most of these findings were based on informal caregiving. To understand the leisure needs of
formal caregivers in this study, their perceptions of leisure will be discussed first. Moreover,
Bedini and Guinan (1996) reveals that understanding the leisure perceptions of caregivers can
provide information to health care providers that are valuable, especially for practitioners in

the field of therapeutic recreation.

Leisure perceptions

Leisure perceptions involved the themes a) leisure activities that caregivers
participate in, b) limited leisure time, and c) leisure experiences.
From the findings that emerged in the theme Leisure activities that caregivers participate in,
many leisure activities were mentioned, of which passive leisure activities were mentioned
slightly more often than active leisure activities. It may be due to the physical tiredness that
many of them experience, and therefore they may choose to rather do something less physical
in order to rest (Rose & Williams, 2015). Passive leisure activities do not require a person
using vast amounts of physical or mental energy while engaging in it (Anon, s.a.; Kiernozek,
2015; Williams, 2013). Therefore, passive leisure is believed to have fewer benefits than
active leisure activities could offer, which often causes unease among researchers (Anon,
s.a.). Yet, many people claim that they are relaxing the most during passive leisure activities
(Anon, s.a.). Hence, Sonnentag (2001) explains that low effort activities are sometimes
essential for a person to recover and for that reason low effort activities have a positive effect
on the well-being of an individual. Within the context of passive leisure, this study revealed
that many caregivers like to watch TV during their leisure. Most of them also preferred to be

in the presence of their family when participating in leisure. Participant 3 mentioned: “I know

103



that a child must never watch TV for more than an hour, so I lay in front of the TV watching

maybe the soapies, after that I just let her watch for fifteen minutes the Popeye’s”.

Active leisure, on the other hand, are those activities involving the mental and physical
exertion of energy, like exercising, walking, gardening, yoga, or aerobics (Anon, s.a.;
Kiernozek, 2015). Among the many physical activities that caregivers perceive as leisure,
doing house chores was one of the most common activities. Eight caregivers felt that house
chores are their way of doing leisure. Since they don’t have many free days or free time,
house chores are a way of spending leisure or free time. Some caregivers specifically
mentioned that it was a way of getting physical exercise, including Participant 10 who said
the following: “Ja, when I’'m there, when you get engaged in cleaning your house that is
manual... Something you use your body to do this and that. And then it also serves as an
exercise, you know, exercising the body ... So, when you exercise you get some fitness of

some sort...”

Caregivers were also asked about the frequency of their leisure participation and a theme
Limited leisure time emerged. Caregivers had one day off per week, one weekend off every
three months, and then they had 30 days leave. Most of them participated in leisure activities
during that time, especially during leave, although a few also participated in leisure activities
at the centre when they had time free from responsibilities during the week. Most of the
caregivers reside at the centre, however a few caregivers go to their own homes after 18:00
on week days. The caregivers reported experiencing leisure at their homes after working
hours as well, but it was limited due to little time and exhaustion from work. One caregiver
explained that he would do something if he had little time at the centre after hours. However,
it seems that there is no definite time set out for caregivers to have time free for themselves.
Participant 9 went on to say: “Ja, if [ have maybe stolen time [laugh] I would play the game. I

just play then. Maybe at night. Something around, because at six we are no longer working
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that much, we are just looking for ...” A bigger group of carers would expand on leisure
during off days or weekends, and during annual leave. However, they went on to say that
they do not get to do it very often due to money and time. Other caregivers felt that time for
certain leisure pursuits, like spending time with family, were only possible during leave,
because weekends are too short and they only get it once a quarter. Participant 9 replied with
the following statements: “Eeh, mostly during maybe weekend offs and on the holidays, but
not all of the holidays, because money “eish”. [Laugh]” Along the same lines Participant 6
said: “Uh, I’m able to see them during my long week, I mean, annual leave because really

weekends are only one day which you could have done more in much...”

Interestingly, some of the caregivers explained how they make it possible to visit more often
by skipping some of their off days to accumulate enough days to go away for longer, as
Participant 5 stated: “So what I do is I accumulate my weekend days ..., | skip them so that
they can grow ... so that there can be more, maybe Saturday I skip, I mean weekend which
I’'m given, so like maybe I can leave them. ... and when I go out I’ll be going for those longer

weekends ....”

Within the theme Leisure experiences, it is important to know the benefits and positive
experiences that leisure provides for the caregivers, as well as the negative experiences they
may have during leisure. The importance of this is reflected by Wood and Tirone (2013) who
explain that a loss of leisure could result in a loss of the associated benefits, such as escape,

relaxation, self-improvement, and skill building.

From what can already be observed regarding the leisure of caregivers in this study is that
it is something they do not have very often. However, in the cases where they did have
leisure they mention the following positive experiences they gained from it. Many caregivers

revealed that the positive experiences they get from participating in leisure were that they get
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rejuvenated at a physical and/or mental level, and it also causes them to have more energy.
They also mentioned that leisure reduces their stress levels, that they feel more refreshed
when participating in leisure, and that it causes them to concentrate better when they are back
at work. Furthermore, many caregivers experienced happiness when at leisure. Participant 9
described his/her experiences as: “I would say maybe physically or mentally it rejuvenate my
mind. Physically I get at least a little bit of energy ja (yes). And happy too.” Additionally,
Participant 10 mentioned: “No as I said, when I come back from there I’'m refreshed and now
less ... stressed, because I have nothing outstanding at my work. So, when I come here I can
concentrate with vigour.” This caregiver also elaborated: “Okay ... briefly, having rested
well, and interacted, the benefit of that is that | come now more refreshed when | come to

work”.

These findings are consistent with Rose and Williams (2015) who, in a study about nurses,
revealed that physical active leisure was a way to be alone, let go of worries, and to renew.
One nurse revealed that leisure helps her to be energetic, productive, refreshed, and efficient
at work (Rose & Williams, 2015). Similarly, Stumbo and Peterson (2004) go further to say
that leisure activities helps individuals to relax, cope with, or release stress, and associate

with other individuals.

On the other hand, caregivers also had negative experiences during their leisure time.
There were different reasons for the negative experiences, but the main reasons for their
negative experiences were caused by work related matters. Some of the experiences involved
caregivers who felt that their leisure time, including their personal time (when they want to be
alone by themselves), are interrupted by other people at the centre and that it influences the
quality or level of satisfaction of their leisure experience. Tu (1993) explains that “the
satisfaction of needs involves the degree to which a person is pleased with their specific

situation or experience” (p. 37,38). In this context, some caregivers felt that their experience
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is spoiled, whereas other caregivers were left with worries about things at the centre while
they are at leisure, thus hampering the degree to which they experience satisfaction. When
these caregivers were asked what makes it difficult for them to enjoy their leisure or to be

able to participate, they replied as follow:

P 6 “So I get one thing, sometimes when you’re engaged with something mentally
somebody keeps on enclosing, you ultimately sometimes get fed up with that person and
become indignant and that’s when you want to avoid ... please. ... because other people will

spoil your loneliness or your comfort zone.”

P 10 “Yes, the work will even impact your free time or leisure time ... you get a call and

they reported serious illness or death case within the centre. It worries you.”

Participant 10 and 6 had similar experiences to that of a caregiver in the study of Bedini
and Guinan (1996) who explained it as a loss of mental freedom, since she could not go on

walks or do anything without worrying about the person she is responsible to care for.
Leisure needs

When implementing research on the leisure needs of caregivers, it was decided to use the
Post Hoc Satisfaction Approach by Mannel (1999) as a guideline in providing more
background and insight on leisure needs, since little research has been completed on this
topic in the field of caregiving. To explain the process of satisfying a need Mannell (1999)
refers to a motivational model. When a need emerges within a person, it leads to a
disequilibrium (desire, or lack of something), which in turn they will attempt to lessen
(Cordes, 2013; Fodness, 1994; Guha, 2009; Mannell, 1999). When someone experience a
need like that, they believe that the disequilibrium (tension) will be reduced by a certain
action (Cordes, 2013; Fodness, 1994; Guha, 2009; Mannell, 1999). Thus, when there is a

disequilibrium people reduce this internal state by acting or behaving in certain ways that
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they believe will lead to satisfaction. For example, if a caregiver needs to relax and revive
s/he might act on this need by taking a walk in the park. The needs mentioned in this study
are not always direct leisure needs, but also needs that can be satisfied through leisure
participation, or they are leisure needs that may be influenced by caregiving. The needs that
emerged from this study included the themes physical needs, psychological needs and social

needs.

The theme Physical needs included the sub-themes need for time and money which had an
influence on their leisure time or leisure experiences. Needs for time was something that all
twelve caregivers felt very strongly about. Although time is influenced by many other factors
at the centre, for instance money and no shifts, all of them explained that free time or leisure
time were something very scarce in their lives and that their caregiving circumstance was one
of the major causes. This need for time is consistent with a study of Gahagan et al. (2007)
where caregivers experienced time poverty and could not take time to care for themselves.
Caregivers explained that if they had to take time away from work that it would leave a gap
for something negative to happen at the centre and therefore they rather sacrifice their own
leisure time, as Participant 1 stated: “As I already explained previously that the impact is
grossly on the free time, because you hardly have it. When you leave, you leave a day at
work, you leave a vacuum for something to happen. Therefore, definitely these, multi-facet

roles that I have, I mean, and broad roles, it has an impact on my leisure needs.”

As one of the other physical needs, eleven caregivers experienced a need for money and
expressed their concern about not having money to do what they would like to do during their
leisure time. These caregivers feel that money would make it easier to buy things for their
children or family during leisure time and that it will enable them to do things that they
would not be able to do without money, for example entertainment. The fact that they cannot

afford to do certain things during leisure is a painful experience for them. Many caregivers
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explained how they would do window shopping instead. These caregivers’ need for money is
to satisfy their personal needs including leisure, however their financial shortcomings are
mostly due to the centre that is unable to support them financially as well as it should.
Participant 8 commented: “Ja (yes), well, when I take them (her/his children) out it will be
painful for me to take them out because we’ll go to shop and then I might not able to meet
that demand of their wishes in terms of buying (power?). So it will pain me to be able to go
out for window shopping with them because I can’t afford buying anything for them.”
Similarly, Participant 10 also explained: “The major driver towards fulfilment of these needs
is the money. Because when you have it you’ll be able to do a, b, ¢, d for satisfaction. You’ll
buy a cold drink for the children and you give them an, you enhance their entertainment and
then they laugh. But you leave the drivers, so there are many other issues that you can satisfy

when you have... To make your family happier you need money to do that.”

Within the theme psychological needs, needs for escape as well as needs for mental and
physical rest emerged. As caregivers are constantly in the presence of the disabled children
and working amongst each other every day, they do not have a lot of time to break away,
therefore have a great need for escape from their busy daily circumstances. The caregivers’
need for escape was mostly driven by a need to be alone by themselves, or just to rest, away
from the normal routine and all their responsibilities; even to be away from their personal
responsibilities. This is their opportunity to refresh and forget about everything so that they
can be emotionally available to the people and children at the centre. Here are their

comments:

Participant 10 “How I wish during those long days that I really had money, and enough
money, so that I could take, leave and go to the coast or just Cape Town and just go there and

relax. To stay and see the sea or whatever ... forget the work and the children way way way
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and going to rest. When I come in from the ... or Cape Town I’'ll be FRESH! Fresh fresh

fresh fresh! I like outing.”

Participant 2 “Well I wish that we would be having some breaks at work, that you
definitely ... to satisfy as a need of lonely, of not loneliness, or being lonely or being
lonesome. I don’t know. Or to, you know, to pull yourself from the madding cloud, we need
this type of work, I wish that we would be having some breaks in between so that one could

definitely be alone by himself.”

When asked how caregiving affects one caregiver’s time with his friends, Participant 9’s
response with regard the need to be alone were: “You start feeling like you could be alone ...
No ... I mean the feeling that you really feel you’d have been left alone, and your friend
begin to realise this, that why is he funny or something like that, and then when he come to
find to say what’s happening ... you just, you know, chop them away”. These findings are
consistent with findings of Gahagan et al. (2007) where caregivers felt the need to get out of
the house as a form of physical removal from their caregiving setting. This concept, however,
was contradicting since the intend of leisure in their study’s context was also to address the
isolated nature of caregiving, since the caregivers in their study were family members staying
in the same house as the care receiver. However, Gahagan et al. (2007) and Bedini and
Guinan (1996) explains that caregivers’ leisure still requires time for oneself and isolation
without worry or attending to any duties which is consistent with caregivers’ needs in the
context of this study. Formal caregivers from this study worked all day a centre in the
presence of the children and co-workers and have a need to escape from people they see

every day and from their responsibilities.

The needs for Physical rest were revealed by almost all the caregivers. They mentioned
getting tired or exhausted from their caregiving job, nevertheless, ten caregivers expanded

that they have a need to rest their bodies and refresh to feel better. Their form of resting
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mostly included sleeping. Some of them said that their tiredness prevented them from doing
leisure, because of their need to sleep or rest, while others did not refer to rest as sleep, but
only mentioned resting their body to be fresh for work again. It can be observed that most
caregivers’ need for sleep overrides their need for leisure and that there is limited or no time
for leisure when the little time they have free is used to sleep. This is also similar with
findings in a study of Rose and Williams (2015) where nurses were tired and stressed and
only wanted to sleep, do nothing and rest to prepare for work, which seem to grow into their
centre of existence while leisure participation was almost unthinkable. Caregivers, therefore,
cannot do what they would like to do normally for leisure since they are too tired and need to
attend to their primary need for sleep and rest first. When asked about their needs and

influences on their leisure, two participants responded:

Participant 7: “Ja indeed it is, you know, ... taxing work, it is in that at the end of the day
wherever I come to for your little leisure time, all that you wish “ooh” this body is tired I
wish I could sleep and rest. So you, there’s nothing you can think about, you are exhausted,
it does impact on yourself because you cannot think properly, you are just tired, you have got
a whole of fatigue. So, you are not able to do that which you’d be doing normally of this

leisure.”

Participant 10: “You know ..., as I said, free time, when you get it, my own, my own free
time, | want to get home, and this body gets exhausted. | want to really rest, body rest so that

when I come back to the job the next day I’'m fresh again”

Except for physical rest caregivers also expressed a need for Mental rest. Mental rest
almost merge with the need for escape, however caregivers with a need for mental rest did
not necessary feel the need to be alone or escape, but for their mind to refresh and rest.
Nevertheless, if the caregivers’ needs for mental rest can be satisfied through leisure, it can

contribute to the mental health of caregivers, such as improved coping, more energy, social
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connection, decreased stress, and increased happiness (Wood & Tirone, 2013). Participant 10
especially spoke a lot about mental rest (at least three times). Her idea of metal rest was to do
house chores and getting mentally engaged with something while cleaning the house as well
as watching TV. She mentioned that it is not always possible for her to do other things in her
free time like visiting friends, and therefore she works her mind through TV watching and
house chores. If she gets a long enough break, however, she would visit far away friends and
family and do things like spoiling themselves with entertainment and going to restaurants for
mental rest. Even though Participant 10 did not directly express mental rest as a need, it is
clear that she values mental rest and see it as something she would like to do more often. She
stated: “Well, as I clean and go on with my cleaning chores, because I’'m involved in my
body and my body parts, I’'m also engaged in my mind and in a way that you relief it, because
you cannot always say now | got free time, we are going to visit there and sit in there all the
time, to say I’m ... So, as you work and you work, and you look at TV and so forth, and you
work the mind also”. Furthermore, she said: “You see, that weekend is just by mere visitation
to really far away friends and so forth, it’s not only physical resting, it’s also mental rest,
because you are there, and then you maybe, you know, spoil ... entertainment, to say let’s go
to a restaurant and there then you maybe, you’ll be entertained and through you know, a host
and so, your host would definitely entertain you this way or the other and that’s also mental

rest.”

Within the theme Social needs, time with family, time with children, and time with friends
and community emerged. According to Rogers (2001) caregivers experience social isolation,
limited visits and contact with friends and family, and missing out on opportunities to
participate in additional social activities. In the context of this study, the most common social
need mentioned by the caregivers was spending time with their family. Most caregivers need

was to be able “to bond” with their family if they had the time. They explained that they long
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for their family and wish that they could only be in their family’s presence some times. Due
to the limited time they have it is something that they get to do very little. Participant 12
elaborated with the following statement: “Ja, during that time I wish the time could be
increased, it’s so little that I think you know one would definitely, if there was enough time,

go and bond with his own child and family.”

As part of the social needs for family, caregivers often referred only to time with their
children since many caregivers are single parents. Caregivers did not have enough
opportunities to spend time with their children, as Participant 8§ stated: “Ja, I’ve got a need, a
dying need to meet my children regularly, not once in a quarter”. Furthermore, some
caregivers mentioned needs to provide love for their kids, and spend time with their kids to
make sure they influence their kids positively and implement discipline. Caregivers also had
a need for authority over their children and reasoned that if they could spend time with their

children their presence would make that difference. This was how they described their needs:

P 8 “Well I'd, I think the main thing that I realise is that meeting my child ..., it’s a need
for, you know, to give love to my kids. And because it’s something that ... lacks, so going

there is a need. I provide love for my kids”

P 5 “Ja, the ... is that when you have interrelating with your kids, that way, it symbolises
morale because they want to see that you are able to, or that it’s some form of organised
energy within the family whilst in opposite yes, energy that is influential to a child as suppose
to others, their children have no guidance, so your being there, it’s because ... guidance and

discipline and authority within the family”

Lastly, caregivers also revealed needs to socially interact with friends and community
members. They were of the opinion that networking would help them to learn what each

other’s needs are and that they are then empowered and informed to provide support where
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possible. Furthermore, caregivers also wish to interact in society, by gaining information so
that they are more informed about things happening around them, and visiting people. From
another perspective, socialising with friends and community members might also help to put
their own needs and problems in perspective since they grow aware of other people’s life
situations, such as struggles they may go through. Nevertheless, this was the comments

caregivers made:

P 1 “It’s to go, it’s to go out and meet other people, and meet people. Because you learn a
lot of things from mixing ... You are also able to learn from other people to see what their

needs are, what your needs are and how we can help and support each other.”

P 10 “Apart from resting you are able to go around, such people like us who have got
ilinesses of this nature and that nature, you really need to rest, and you can do that by visiting
people, interacting in society, and learning and gaining information about this and that,
because you have not been there, but the main thing is to inter-mingle with other people of
society. And to learn from them and what the developments are around you, because you’re

affected by those.”

Participant 10 also expressed her need for acceptance and to feel worthy in the context of
going to parties or gatherings: “Eh, you see that else, or whilst you are helping, give a helping
hand and, you know, time to fill up spaces here and there, as requested, you really feel your
human worth when, you know, you are being appreciated and so forth and I’m a meaningful

person.”

When looking at all the different spectrums in which the theme social needs emerged, in
can be concluded that caregivers experienced a need for bonding, influence and authority
over their family, acceptance, to feel worthy and part of something, to receive and give love,

interaction and networking with family, friends, and community such as sharing advice,
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being updated on things, and support amongst friends and family. These findings are
consistent with literature revealing limited opportunity for interacting with friends, a need to
interact outside the caregiving environment or residence (Bedini & Guinan, 1996), time with
relatives and friends in the same situation as they are, talking and sharing about their

problems (Gahagan, 2007; Fernandes & Angelo, 2016).

To have a better understanding of the nature of leisure needs of the caregivers, a closer
look was taken on the need satisfaction approach, evolving from the Post hoc Satisfaction
approach by Mannel (1999). Need satisfaction is concerned with what arouses, activates, or
energises leisure behaviour, in other words, the forces in people that drive them to get
involved with particular behaviours (to act) (Guha, 2009; Mannell, 1999). When considering
the leisure needs of caregivers in this study, there were many different needs that emerged
which can be explained by Mannell (1999), who argues that people are attracted to specific
leisure activities instead of others because of the interest they have in the characteristics of
leisure settings and leisure activities. 1so-Ahola (1999) goes further to say that the activities
that motivate people may fluctuate due to social and personal factors. In context of this study,
caregiving was the major drive for caregiver’s leisure needs. However, participants in this
study expressed that they are not able to attend to, or satisfy, most of these needs, at least not

as often as they like.
Conclusion

Given the caregiving impact that cause substantial challenges and demands resulting in
mental and physical exhaustion of caregivers (Goodhead & McDonald, 2007; Greenlee &
Scharlach, 2001), there is a great need for available time to pursue activities that would bring
caregivers relief from their current circumstances. The data collected revealed that caregivers
experienced a high need for leisure, which included physical needs (need for time and

money), psychological needs (needs for escape, and mental and physical rest) and social
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needs (with family, children, community and friends). These findings are consistent with
literature regarding financial difficulties (Aslan et al., 2006; Bedini & Guinan,1996; Kersten
et al., 2001), social life, including family interaction (Aslan et al., 2006; Bedini &
Guinan,1996; Kersten et al., 2001), short breaks from work (Kersten et al., 2001), escape
from worry and work circumstances (Bedini & Guinan,1996; Dupuis, 2000), holidays (longer
breaks) (Kersten et al., 2001), and psychological needs (Aslan et al., 2006; Kersten et al.,
2001). From all the needs in this study, needs for time and money were pointed out the most,
which overflowed to the rest of their needs. If these needs are not attended to, caregiving may
cause negative outcomes to the caregiver’s physical and psychological health (Bakker et al.,
2000; Brehaut et al., 2004). However, if their needs can be satisfied, it will surely increase
their well-being and quality of life (Edginton, 2009; Gahagan et al., 2007; Greenlee &
Scharlach, 2001; Henderson, 2008; Leverson et al., 2012; Tinsley & Eldredge, 1995; Wood
& Tirone, 2013). It can even motivate them to engage in future leisure or recreation activities
if they find it satisfying (Mannel, 1999). However, Kersten (2001) explains that it is unknown
if caregivers’ needs are recognised by the people dependent on them and the professionals
involved in caring for them, and the individuals with disability in their care, since it has not
been previously investigated. Therefore, it is critical to explore strategies and programmes for
leisure programmers and service providers to be able to attend to these leisure needs of

caregivers.
Limitations

This study provided information on the leisure needs of formal caregivers taking on a
primary care role for children with disabilities. The aim of this study was to gain
understanding of a specific case, and therefore, the intention is not to generalise the findings.
Also, this study only included mostly black African female caregivers and just two black

African male caregivers. Therefore, further research should aim to focus on a more diverse
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population of gender and race among formal caregivers and their leisure needs, especially in
under resourced areas. It is also recommended that research should be done on the contextual
elements of formal caregiver needs (Greenlee & Scharlach, 2001), for example, in this study
some of the caregiver resided at their own place while the rest of the caregivers resided at the
centre which means that there will be differences in the needs they develop for leisure.
Furthermore, with the help of a translator, the researcher had to find different ways to explain
the concept of leisure to the caregivers since there is no exact translation for the term leisure
in the Setswana language. Furthermore, since both the researcher and participant had to
communicate through a third person in their second language, communication difficulties
caused the researcher and participant to sometimes misunderstand questions or statements

being made.
Recommendations

This study provides useful information to centre managers or care-institutions caring for
people with disability, as well as leisure service providers to know how to design
programmes to address the leisure needs of caregivers in an under resourced context. Mannel
(1999) explains that satisfying activity participation reassures individuals that their behaviour
is appropriate to satisfy that specific need, but also that negative feedback from that
behaviour may cause people to terminate or modify their behaviour or activity. Reasons for
terminating or modifying these behaviours may be due to feeling incapable to carry out the
activity as a result of possible lack of skills or necessary knowledge to do it, because the
desired outcome and the action has no connection with the person, or because the person
chooses not to act (Ryan et al., 2009). Moreover, numerous studies reveal that caregivers
reduce or cease leisure participation due to the demands and responsibilities they face
(Bedini, 2002; Bedini & Guinan, 1996; Coetzee, 2007; Dun & Strain, 2001; King et al.,

2000). Therefore, it is also recommended that further research should be done on how to
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enable, empower, and educate caregivers to be able to satisfy their own leisure needs and also
to be aware of opportunities to access leisure. It is also advised that more research should be
conducted focusing on how centres can enhance their working circumstances and
management to support the caregivers to have a more satisfying leisure lifestyle and also to

have more available time for leisure.
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CHAPTER 5: SUMMARY, CONCLUSION, RECOMMENDATIONS
AND LIMITATIONS

5.1 Introduction

This chapter will firstly provide a summary of all five chapters of the dissertation and what each
chapter entails. Secondly, it will provide a combined conclusion of the two articles and how the
findings merge with each other. Thirdly, the limitations of the study will be discussed, followed
by recommendations for future studies on leisure and caregiving as well as recommendations
for practitioners to take into consideration when considering the leisure needs of caregivers.
This chapter constitutes a base for future studies in the field of leisure science since little
research in South Africa is done on ways to care for the caregiver. Furthermore, it also
encourages managers of care centres, or institutions for disabilities, and leisure experts to be

more responsive to the leisure needs of caregivers.
5.2 Summary

Literature reveals that caregivers may benefit from leisure since leisure may act as a coping or
buffering mechanism against stress associated caregiving demands (Schreyer, 2016:19; Schuz
et al., 2015:241), influence overall health and spiritual wellbeing, and also help caregivers to get
in touch with their true self, and forget about their daily roles (Heintzman & Mannell, 2003:208;
211; 226). Leisure can also provide an escape for caregivers, develop self-determination,
provide social support, empower caregivers, and enhance their mood (Heintzman & Mannell,
2003:212, 226). Yet, many caregivers experience the negative influences of caregiving as
constraining to their leisure and, therefore, developing multiple needs that often goes

unsatisfied.

The focus of this study was to explore and describe the leisure needs of formal caregivers of
individuals with disabilities in a centre in the North West province. For the purpose of this study
needs were conceptualised as a broad term containing the influence of caregiving on leisure of
caregivers, as well as leisure needs they experience. Chapter 1 provided a brief summary of
the problem statement, which serves as a foundation of the research questions and theoretical

statements of this study.
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Chapter 2, a literature review of relevant topics, discussed the main concepts of caregiving,
constraints, and needs in the scope of leisure in order to provide a theoretical perspective on
these concepts. Firstly, a contextual background was provided on different concepts regarding
leisure, including the benefits derived from it as well as the influences that may develop into
constraints and/or needs that are generally experienced. Secondly a discussion on caregiving
and the caregiving role in the context of disabilities was provided, followed by an integration of
the two concepts to have a better understanding of how caregiving for people with disabilities

influences caregivers and their experiences of leisure.

This dissertation was submitted in article format, as approved by the Senate of the North-West

University; thus, two articles (Chapters 3 and 4) were included.
5.3 Conclusion

The first article, namely “The influence of caregiving for individuals with a disability on the
leisure of caregivers in the North West province” revealed that caregivers experienced negative
influences that is constraining their leisure time and experiences. From this study, three main
categories emerged including (a) leisure perceptions of caregivers, (b) constraining factors to
leisure, and c) caregiving as leisure, which is consistent with previous revisions associated with
leisure perceptions (e.g. Bedini & Guinan, 1996a:233-236; Bedini & Guinan, 1996b:275; Dupuis,
2000:270; Wood & Tirone, 2013:589), constraining factors to leisure (Bedini & Guinan,
1996hb:280; Dupuis & Smale, 2000:319,327-328; Schryer et al., 2016:18; Wood & Tirone,
2013:585, 586), and caregiving as leisure (Dupuis, 2000:275). From these categories 13
themes emerged. Eight themes related to caregivers’ perceptions of leisure emerged, including
(a) time they had free from responsibilities, (b) social interaction, (c) different forms of relaxation,
(d) something they do out of their free will, (e) as something that can take place or can be
experienced anywhere or any time, (f) as personal time or escape, (g) and as different forms of
activities they like to participate in. The constraining factors that emerged as themes in this
study included (a) time related factors, (b) organisational factors, (c) physiological factors, (d)
social factors, and (e) psychological factors. Lastly, the category leisure as caregiving was very
small containing no themes, however this category revealed that some caregivers experience
leisure in their caregiving activities as also explained by Dupuis (2000:275) saying that a person
does not have to be separated from their daily tasks to experience leisure. In conclusion, the
central theoretical statement, as revealed in chapter 1, is in line with findings from this article, in
that caregiving has a negative impact on the leisure of caregivers of disabled people in the

North West province.
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The second article titled, “The leisure needs of formal caregivers of individuals with disabilities in
the North West province” revealed that caregivers experience a need for leisure due to their
caregiving responsibilities. Leisure needs included two categories namely leisure perceptions
and leisure needs. From these categories six themes emerged. Leisure perceptions involved
the themes a) leisure activities that caregivers participate in, b) limited leisure time, and c¢) and
leisure experiences. From the category leisure needs, the themes a) physical needs, b)
psychological needs and c) social needs emerged. The theme Physical needs included the
sub-themes, need for time and money, which had an influence on their leisure time or leisure
experiences. Within the theme psychological needs, needs for escape as well as needs for
mental and physical rest emerged. Within the theme Social needs, time with family, time with
children, and time with friends and community emerged. From this article it was stipulated that
caregivers experience a high need for leisure. They found leisure important and necessary, but
were mostly unable to access it. It can be concluded from this article, that the findings are in
line with the central theoretical statement as set out in chapter 1, namely that the primary

caregivers of people with disabilities experience high levels of unmet leisure needs.

From the information gathered from the research, it is evident that the caregiver’s life, including
their leisure lifestyles, are impacted significantly by their care responsibilities, as also mentioned
by Dupuis and Smale (2000:259). Similar to previous studies, this study revealed that
caregivers mostly experience their caregiving responsibilities as a negative influence on their
leisure (Bedini & Guinan, 1996b:275, 280; Dupuis & Smale, 2000:319; Wood & Tirone, 2013:
585,586; Wahl and Newmark, 2009:293, 298, 299), limiting the caregiver’s ability to participate
in leisure, or to have a satisfying leisure experience. In can be concluded that caregiving acts
as a constraint to their leisure (Dupuis &Smale, 2000:319). The caregivers specifically laid
attention on time and financial constraints which mostly resulted into the rest of the constraining

factors to their leisure.

Literature reveals that the quality and the amount of time spent on leisure is important for the
well-being of people since it brings direct satisfaction (OECD, 2009:20). Information obtained
from the research indicated that caregivers sometimes have free time, but are not able to use it
for leisure purposes. Even if they did participate in leisure, it was not completely satisfying due

to their caregiving role interfering, or due to worries over the children during their leisure time.

In conclusion, the constraining factors that caregivers experienced caused caregivers to have

unmet needs and/or unsatisfied leisure experiences. In addition, Mannel (1999:243) explains

unmet needs in the context of the Post Hoc Satisfaction Approach, as a disequilibrium emerging

in an individual, causing them to believe that the tension or disequilibrium will be reduced

through a certain action (Cordes, 2013:4; Fodness, 1994:555; Guha, 2009:22, 28; Mannell,
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1999:243). Mannell (1999:234) goes on to say that if participation in an activity is satisfying, a
person will continue to behave in the same way for that outcome, but if it the experience is
negative, the person will terminate it. Caregivers in this study mostly chose to put their leisure
needs aside or terminate their leisure due to the negative outcomes if they decide to reject their
duties, which are in line with findings of Dun and Strain (2001:49). Thus, considering the
negative effects that caregiving has on caregivers, and the absence of leisure benefits due to
little or no participation in leisure as well as unsatisfied leisure experiences, it is critical for
centre managers and leisure service providers to implement programmes and interventions in
order to facilitate in satisfying the caregivers leisure needs and reduce constraining factors

where possible.
5.4 Limitations

The sample mainly consisted of black African female participants and two black African male
participants, therefore, this study failed to reveal the opinions on different genders or races.
Also, literature involving caregiving for disabilities and leisure in a South African context are
limited, therefore, hampering the researcher’s ability to integrate and compare the findings with
a wide range of research. Limitations were also experienced in the area of language and
communication since the participants’ first language was Setswana and there are no exact
translations for the term leisure in their language. Furthermore, this study was based on an
exploratory case study approach focusing on a specific case population which means that the
study findings cannot be generalised. Lastly, in this study some of the caregivers resided at
their own place while the rest of the caregivers resided at the centre which means that there will
be differences in the needs they develop for leisure. Therefore, research should be done on the

contextual elements of formal caregivers’ needs and constraints.
5.5 Recommendations
5.5.1 Recommendations for future research

Findings of this study provided information on the leisure perceptions and the negative
influences that caregiving have on the leisure. This information will be useful to centre
managers or care-institutions caring for people with disability as well as leisure service providers
to know how to design programmes to address the leisure needs of caregivers in an under

resourced context. It is recommended that future research should focus on:

e How to enable, empower, and educate caregivers to empower caregivers to satisfy their

own leisure needs and also to be aware of opportunities to access leisure.
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How centres can enhance their management and working circumstances to support the
caregivers to have a more satisfying leisure lifestyle and also to have more available time for

leisure.

Conducting more research on facilitating factors that may help caregivers to negotiate
concerning the constraints they face.

How leisure programmers can assist formal caregivers in South Africa through interventions
and leisure programs specifically designed for their personal leisure needs. As Uren and
Graham (2012:69) emphasise, caregivers should be able to access interventions, support
groups, and receive therapeutic assistance to help relieve the severity and the impact of

their personal situations.

It is also recommended that future research should attempt to utilise a more diverse sample of

caregivers in South Africa by applying approaches that include recruitment in centres or

institutions that have greater diversity.

5.5.2 Recommendations for practitioners

Caregivers from this study indicated that there is a great need for leisure time and also that

there are many constraining factors influenceing their leisure or preventing them from

participating in leisure. It is therefore important that centre managers and leisure programmers

focus their attention on the following reccomendations:

Centre managers should focus more on what the leisure needs that caregivers experience
are and also they should determine how they can help the caregivers to satisfy those needs
and overcome the constraining factors preventing or limiting their time for leisure.

There needs to be a system, such as a schedule or time shifts, that provides caregivers the
security to be able to plan for, and experience, leisure on a regular basis and not just
ocassionally. This will help combat burnout and caregivers may lead to increased
motivation and effectiveness among caregivers.

Leisure programmers should take a closer look at institutions for persons with disabilities in
communities, determine what their needs are and try to provide opportunities, facilities and
programmes that will suit their leisure needs.

Since many caregiving contexts limit caregivers to go out of their working environment, and
allow limited time and finances for leisure, it should be the leisure programmer’s priority to
develop context specific programmes and opportunities to enable the caregivers to have
satisfying leisure. These programmes should be cost effective and practical due to financial

and time constraints.
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e Caregivers also need to be educated on the benefits leisure provides and how to manage
their personal and working time to be able to make time for leisure. Caregivers also need to
be made aware of possible facilities and opportunities in the community and they should be
enabled or assisted to have access to it.
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ANNEXURES C:

INTERVIEW SCHEDULE

LEISURE NEEDS OF CAREGIVERS CARING FOR PERSONS WITH DISABILITY IN THE NORTH WEST PROVINCE
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= Background of study
= Permmission to be voice recorded
= Answering of questions or concems

Question series about Literature

Question:
1

Literature states that leisure is something you do in
your free time

Additional questions

1.1

Can you tell me what your perception of the term leisure
is?

1.2

What do you do in your free time or leisure time?

How often do you participate?

13

As a caregiver of a disabled child, how do you
experience your leisure?

Do you consider any aspect of caregiving as leisure?
Answered yes: Do you consider any aspect of caregiving
as work?

14

What factors make it difficult for you to experience
leisure?

What would make it easier for you to expernience leisure?
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Question: | Literature states that there are many consequences | Additional questions
2 of leisure participation
21 What impact does participating in leisure have on you?
Question: | Literature states that caregivers experience the need | Additional questions
3 for leisure
31 What needs do you experience as a careqgiver that can
he satisfied through leisure?
3.2 What would make it possible for you to fulfil these
needs?
Question: | Literature states that caregiving has an impact on Additional questions
4 the leisure of caregivers
41 How does your caregiving role and responsibilities have

an impact on your leisure?

« Closing statemenis
+ Conclusions
+ Answering of questions or concems

End, thank you
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ANNEXURES D: INTERVIEW

Interview 10 / Participant 10

09 September 2016
09:55
Codes/notes
/memo
P: Ke shap. 00:02
R: Ke Shap! Okay.
P: Ke shap.
R: So, / [p] let’s just do this and [recorder sound] there we go.
P: / [Clearing throat]
R: Okay [name].
P: Hhm? [Giving attention]
R: Let’s just put these papers here. [Moving of papers] So we

spoke a lot about the, [p] or not that much but [p] uhm we talked
a little bit about the leisure, free time activities [p] okay. now
uhm [clearing throat] [p] uh the the smart people from the
university, [p] they say that leisure [p] is something that you do
[p] in your free time, the time you have available after your
responsibilities.

RIT: [Explaining in S]

P: Hhm.

R/T: Ehh [explaining in S]

P: Hhhhm. [Listening]

RIT: [Explaining in S]

R: Okay.

RIT: [Explaining more in S]

P: [Responding in S]

T: [Speaking in S] [Laugh]

P/T: Eh free time really [clearing throat] ...
P: Is too short

P/T: Is too short ja.

R: Hhhhhhm.

PIT: Because uhh [p] th- there are many things [p] that one would like

to do, to attend to marriages (xxx), to work with people (xxx)
people, to [p] to attend to death cases, and a lot of those things,
but with the type of work that we have [p] free time really [p] you
can’t use it for the things that you want to do,[p] / or it [p] it's a
very little, for instance i- if (4x) | want to attend to anything [p] I'll
have take [p] to request for leave, for instance if they [p] they
give me leave from [p] ten o’clock am, I've got to be back at
work by ten o’clock there // [p] the next day.

R: / That you want to do? /I Sho. [p]
Okay. Hm, | hear what you're saying. Uhm [name] [p] while we
are just in the beginning of the interview, | forgot to tell you that |
would just like you to know, | think you are comfortable, but |
would just like you to know that the questions I'm asking you is
uhm just like having a normal conversation, and uhm [p] for in
case you were wondering [p] there’s no wrong or right answer to
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the questions. So I'm, like you are already (ex)plaining to me

P: Hm.

R: I’'m just here to come here from you what is your experiences
here at the centre, so | would just like to make sure that you
know that [p],

P: Hm.

R: and u- ja.

RIT: [p] Ja [explaining in S].

P: Hhhm.

R/T: [Explaining in S]

P: [Responding in S] [Loud voice of child screaming and people
speaking]

T: Eh.

P: [Responding in S] [Caregiver speaking loud in background]

T: Hm.

P: [Responding in S]

T: Hm.

P: [Responding in S] [Caregiver speaking loud in background]

T: Ehh. [Listening]

P: Ehh.

P/T: Eeh just I'll regard this, (that?) or this the same as uh something | 04:55
happening about my child. You don’t just take your child and
dump him to school and say it's a matter of school teaching
(xxx), you must also assist the teacher with the education of my
child. It is the same for you [p] that whilst you’re doing your
masters here I’'m going to, I'm prepared to help you, because |
know [p] I'm helping to help so that you can help others.

R: Okay okay. Thank you very much. What is it in English, thank /
you? Ag in tswana?

T: / Eh [p] eh eh “kaleboga”.

P: Eeh. Hm. [Agreeing]

R: Kaleboga. Thank you. / [Laughing]

P: / [Laughing]

R: Okay so [p] let’s get back, you said that the centre you don’t
have time for funerals, for weddings [p] uhm stuff like that y-,
and if you have to go you must take leave neh.

P: Hm.

R: Uhmm [p] are those the type of things that [p] you regard as free
time activities?

RI/T: [Explaining in S]

P: [Responding in S]

T: [Short interruption in S]

PIT: Just to see through during my free time, [p] free time | willgo do | 07:48

certain responsibilities within the family. For instance, | have my
of kids attending school [p] and then uhh i- it's good to be
around them and vigilant [p] uh as they grow sometimes some of
them will go, you know, like (xxx) sneak out at night. | need to
be there to see that so that | can / (reprimand?) them and (bail?)
them, [p] and then uhhh [p], but but because of this type (I
have?) no time towards those things there are other things I've
got to do to mend and tend to the house uhh [p], so during that
[p] free time when you get there y- [p] sometimes you find [p] the
bigger ones have going to work. So you hardly [p interact with
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anybody with that free time // over things that you really have
wanted to do.

R: / Yeeees.

// Hhhhhhhm.
[Wait until T finish speaking] Yeeees. So you have a big need
for interaction with your children? [Confirming/asking]

RIT: [Explaining in S] [People speaking in background]

P: Hhm.

T: Yess? [Giving opportunity for P to speak]

P: [RespondinginS] .../ ......... [p]....

P/T: / Yes it’s [p] it’s it’s important.

P: Hmm.

P/T: During my free time | should be able to [p] to identify the needs
[p] of [p] of the very same chil- children.

R: Okaaay. And then | would also assume if you say that, that you
sometimes sacrifice your own needs to attend to the needs of
your children?

RIT: [p] [Explaining in S] .../ ...

P: / Ehh. [p] [Responding in S] ... // ...

PIT: 1l
Okey. Eh just to (that) (xxx) not the same as [p] us in the past.

R: Just say what is not the same?

P/T: Uh it's modern [p] children [p]

R: Modern children.

PIT: Are not the same as we were / (Xxx) was parent, | mean,
children. Uhh they actually instead of being reprimanded they
rather reprimand YOU [p] as a parent. And as | said there’s just
little time, you know, sometimes you get home, you find the
other one is not there. You cannot th- the (xxx) time.

R: / Hhhhm.

T: But I'd like to redirect this question back to to re-answer it about
(you?) / [p] sacrifice (your?) [p] for. It has not been // answered.

R: / Okay, [p] so ...

// Ja. It was not really a question, it was uh a statement,
something | [p] | picked up through what you said, so it was
more like something | (3x) uhm [p] “opgemerk” [p]

T: Ja.

R: Uhm [p] what is that in English?

T: Uh f- noticed.

R: noticed

T: Hm

R: that you sacrifice your time for the children here, and for your
children at home. So you sacrifice your own needs for the [p], to
that.

RI/T: Ja. [ExplaininginS].../...

R: / Leisure needs. [Wait until T finish
speaking] Hhhm.

P: [Responding in S]

T: | must repeat ag- it again.

RIT: [Start explaining in S]

P: [Short response]

RIT: [Explaining in S]

P: [Responding in S]
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P/T:

Eh [p] the, [p] eh eh uh the (3x) uh the free time what you do
about it, th- uh-ma- uh [p] [researcher] says [p] you've got leisure
t-, free, you've got free time yourself. And that free time that you
have, [p] instead of using it for your own [explaining further in S]

P: Hm.

RIT: [Explaining in S] .../ ... [p]

P: / [Responding in S] =

P/T: = Yes it does // benefit them and not me.

R: /l Hhhm. [Long p] Aaaah. Ookay. Uhh [name],
[p] I would like to know from you [p] what leisure, what free time
activities [p] would you cons- sider as so- u-. or can you give me
examples of activities that one would do in their free time [p] for
themselves [p] that they like.

RIT: [Explaining in S] .../ ...

P: / [Sigh]

R: I’m not speaking about the children, I'm speaking about in
general for people. What activities would you consider as
/ (something?)?

RIT: / [Explaining in S] [Children voices in background]

P: [Responding in S]

T: Eheh.

P: [Responding in S]

P/T: When I'm not at work

R: Yess. [Listening]

T: Eh.

P: [Responding in S] [People speaking loud in outside]

T: [p] Ja.

P: [Responding further in S]

T: Hm. [Listening]

P: [Responding in S] [Laugh]

T: Shap, [speaking in S] when I’'m interrupting you [p]

P: Hm.

T: it's not that I’'m stopping you. I’'m trying to cover [explaining in S]
just for a moment [p] let’s have a breath so that [explaining in S]

e

R: / Just to remember what you want to say.

T: Ja, because otherwise I’'m going to forget many things that you
say and she wants them here.

PIT: Free time, [p] is free time that is [p] my free time and where | do
things out of my own volition / because I'm away of work. But
first thing, for instance if I'm home, because it's my free time, |
like to [p] to mend my vegetable garden for instance.

R: / Ah. [Wait until T finish
speaking] Aahhh to work in your // vegetable garden.

PIT: /I Ja, and the next thing
that comes best to me, to my mind, is a- attending to my own
children.

R: Aaahhh. [Listening]

PIT: And then comes the question of, you get invited in the village
and societal, you know, issues and events, [p] you need to go
there [p] and we so- a social person as well.

R: A social person?

P/T: Ja.
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R: Hhhhm.

T: Yes. =

R: = Okay. Well uhm, [p] do you think uhm [p] that people can
experience leisure [p] in [p] different [p] sph- spheres of work?
Like can they experience it after, during, or before work? What
iS your opinion?

RIT: [Explaining in S] [Children making sounds in back ground]

P: [p] [Responding in S]

P/T: Repeat.

P: [Responding in S]

P/T: Eh okey, she wants me to repeat / what I’'m saying.

R: / Okay.

R/T: [Explaining in S]

P: Eh.

RIT: [Explaining in S]

P: Uhum.

RIT: [Explaining in S]

P: After.

P/T: Uhm [p] after.

P: [Responding in S] come [p] tomorrow morning, (Xxx) going to
work / [responding in S].

R: / Hhhm.

T: Hhhm.

P: Eh.

P/T: You know (xxx), as | as | said free time whe- [p] eh when you get
it, my own, my own free time | want to get [p] home, and this
body gets exhausted, / | want to really rest [p] uh body rest so
that // when | come back to the job the next day [p] I'm I'm fresh
again.

R: / [Laugh] Hhm.

/[ Yeees. [Wait until T finish speaking] Hhhhm. [p]
/Il Okay

T: Il Yess.

R: Now, this free time of you neh, when [p] do you have time to do
that? Like, you said you work twenty four hours, [p] seven days
a week, then you have one day off. Uhm, [p] tell me more about
the different uhm off days [p] or weekends you have. Tell me
about all the the breaks or off times you have, and when your
able to do what [p] things [p] for yourself. [Children making loud
sounds throughout conversation]

R/T: [Explaining in S] | mean that leisure time you speak of, what do
[p] (xxx) speak about the the shift or something like that
[Children making loud sounds throughout conversation]

R: Yes yes.

T: Ja, can we make it clear to her?

R: Yes, you can explain again.

RI/T: [Explaining in S] out of seven days [p] [explaining further in S]

P: Hhm. 20:22

RIT: Out of three months [explaining in S] weekend, (ja?) Friday,
Saturday, Sunday.

P: Ehh.

RIT: [Explaining in S] annual leave [explaining further in S].

P: Hhm.
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R/T: [Explaining in S] one day weekend off [p] [explaining further in S]
[people shouting out loud in background]

P: Hmm.

RIT: [Explaining in S] one by one, because | mean it, let us take it
one by one.

P: Aaah yahh.

R: / Hm.

T: / [Speaking in S] one.

P: Ah one day [p]

T: Yes

P: [Responding further in S]

T: Aah.

P: [Responding in S]

T: Uhum. [Listening]

P: [Responding in §] ... [sigh], weekend off

T: Okay, let’s take (xxx) that one, ja.

P/T: Thi- this one (we are?) one day off.

R: Yes, when / you have one day off?

P/T: / (one of seven?). Yah. [Yes] [p] uh that’s just the
right one for me, [p] because I'll get home and get rested,
because it's only one day, because | cannot go here and there,
but // the main thing is | shall have managed [p] to rest well.

R: /l Hhhhm. [Wait until T finish speaking] Hhhhm. [Listening]

P/T: (After which?) ...

T: Let’s take the second one.

P: [Responding in S] [Children voices in background]

T: [p] Ehh.

P: Eh. [Responding in S]

P/T: W- we (had?) long-, we (had?) three day weekend off

R: Hhhm.

PIT: Eh [p] e- uh uh resting is also part of that

R: Yeeees.

P/T: (xxx) you’ve got enough rest,

R: Hhhm. [Listening]

P/T: and then y-yo- you are able to say for instance, (you?) may have
been invited by mister (Mlovalho?) or something [p] for the
wedding ceremony [p] stuff (that?) we’re able to [p] to honour
such invitations,

R: Okay.

PIT: And then you also have [p] in our, in our society, we have got
weddings, (when you’re?) are invited [p] you definitely wish to
attend [p] / to all those invitations, and then you also have other
societal obligations [p] where you you team up as members of
the community to contribute towards a certain [p] eventuality and
so forth. You need to interact with other people for such.

R: / Hhhhm. [Wait until T finish speaking] Okay.

T: (Alright?)

R: | would like to know [p] if there’s a weekend where there are no

weddings or societal obligations? What on those small
occasions when there’s nothing big going on like a wedding or a
party, what do you like to do in your free time when there’s
nothing of that, on a weekend like that? Something that you do
for yourself for the pleasure of it, [p] something you would like to
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do uhm [p] it, ja, just for / yourself.

RIT: / [Explaining in S]

P: Hm.

RIT: Ehh. [Explaining in S]

P: [Short sentence in S]

RIT: Yehh.

P: [Responding in S]

T: Yeh.

P: [Responding in S]

P/T: Ja on such weekends you say “hoo” well what a bonus, because
in deed you may actually even, | | mean, u- manage [p] to [p] to,
I | mean, to vist- to make long visitation, visitation of of long
(xxx), like for instance faraway places like Mafikeng / where one
would go and visit relatives or friends for one or two days, and
also there is also leisure, part if my leisure time spending for [p]
resting.

R: / Hhhm. [Wait until T finish speaking] For resting? [Laugh] And
what do you do when you visit your friends or relatives like with
Mafikeng? What do you guys like to do together [p] when you
visit each other?

P: [Responding in S] ... /] ....... ... [Child sounds in
background]

T: /I Ja. Il Ja.

PIT: You see uh [clearing throat], that weekend uh is just by mere
visitation to (really?) far away friends and so forth, it’s not only
physical [p] resting, it's also mental rest,

R: Mental // rest?

PIT: // because you are there, and then you maybe [p], you
know, spoil (xxx) entertainment, to say let's go to [p] to a
restaurant and and / there then you [p]

R: / To a restaurant?

PIT: Ja, you maybe, you’ll be entertained (and) through [p] you know, | 27:11
a host and so f-, // your host would definitely entertain you this
way or the other and (3x) that’s /// also mental reach, [p] rest.

R: /I Aaaah. I/l Okay. [long p]
That’s that's good! That’s very good to hear. And uhm, [p]
okay, so [p] when you have that one day off neh, [p] you said
when you have a long weekend off, like three weekends, it's a
mental rest to go visit family. So when you have that one day
off, what do you do for rest on that day? Is it als-, what types of
rest do you do? [Laugh]

RIT: [Explaining in S]

P: [Laugh] [Responding in S]

RIT: Hhhm. [Explaining in S] [High children voices in background]

P: [Responding in S] [High children voices continue]

T: Ja.

P: [Responding in S]

PIT: No indeed when I’'m home you (3x) comprehend that.

P: Hhhhhm.

T: Yes.

R: Okay so what did she say about the house and the cleaning?

P/T: Oooh obviously there you will, now (xxx) | [p] | clean the house.

R: You clean the house [p]
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Yehh. [Yes]

and you watch TV / (xxx)?

/ And | watch TV and uh ...

And the children?

[Responding in S] [Children voices in background]

Jaa

[ Aaah.

/ [Respondingin S]... /[ ........... I’'m already ouma.

/l Hhhm.

[Laughing] Ouma?

Eh ja. [Responding in S].

SIS P bl I Pl bl B e e P
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Ja (xxx) sometimes when | get home they are not e-, they are
not even there because it's one day, they’ve gone to school, / [p]
but they’ll be happy when they come back from school, // they f-
n- [p] and they and I’'m there and I’'m there for them and they,
they are happy, they sit around. =

=/ Aah. // And you're there. [Wait until T finish speaking]
Aaaah. [Laugh] Ookay. So [p] uhm [p] when you have leave [p]
that is normally a long time, normally. So, when you take leave,
those thirty days neh,

Hm.

what do you like to do when you’re on leave? Except for
responsibilities, but like [p] what do you like to do for free time
activities, for fun, for yourself?

R/T:

Hm. [Explaining in S] [Child making very loud sounds]

P:

[Responding in S] [Children making very loud sounds]

[Laughing]

P/T:

How | wish during those long days that | really had money, and
enough money, so that | could take, you know, leave and go to
the coast or just Cape Town and just go there and relax.

Aaaaaah! Lovely, and what would you like to do if you go relax
in Cape Town?

To stay and see [p] the / seeee or whatever [responding further
in S] ... forget the work and // [p] the children way way way [p]
and going to rest.

/ Sight

/l [Laughing]

Yeeeees.

When | came in from the (xxx) or Cape Town I'll be FRESHHH!

You’re refreshed?

Fresshh / [p] fresh fresh fresh!

/ When you come back?

Ja.

Yeh.

D97 R 9D TV DD

Okay, so you said you’'d like to site see, explore? [p] (When
you’re?) there. [Very loud children voices]

['1, I'like, I like outing. [Very loud children voices continue]

Outings, [p] [Very loud children voices]

Hhm. [Yes]

Entertainments? [Very loud children voices]

Entertainments.

ARV

Ookay okay. So [p] [caregivers speaking loud outside] okay, but
when you do not, [p] okay you said money is a problem, /
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because you don’t always have the money for // that.

P: ! (xxX). [p] /[ Hm.

R: So [p] uhm [children making funny sounds] [p] let’s say [p] on an,
[p] okay you don’t, you’re not able to do that, but what do you do
when you have your leave?

R/ Ja, [explaining in S].

P: Hm.

RIT: [Explaining in S] [Caregivers and children voices in background]

P: [Responding in S]

T: Hm.

P: [Responding in S] ..... [loud scream from outside and continues
chats] .... [children voices] ...

P/T: No it’s it’s, no in such days uh (5x) long days it’s [p] apart from
resting you are able to [p] to to go around, such people like us
who have got illnesses of this nature and that nature, you (3x)
really need [p] to rest, and you can do that by visiting people,

R: Hm.

P/T: interacting in society, and learning and gaining information about
this and that, because you have not been there,

R: Hm.

PIT: [p] but the main thing is to inter-mingle with other people of
society

R: Hmmm.

P/T: And to learn from them and what the developments are (around
you?), because you're affected by those. [Child making loud
continuous screaming sounds]

R: Yes. So you want to catch up when you have the free time?
[Child making loud continuous screaming sounds]

P: Yes.

R: Okaaay [p] okay. And you see that as [p] as something you do
out of your own will, because you want to do it and you like to do
it, It's free time activities, leisure for you? [Child making loud
continuous screaming sounds]

P: [Indicating yes through facial expression]

R: Ookay. Okay. So, when you do that [leisure activities], when
you interact with the people, you catch up, you're in the
community, you learn new things, [p] uhm [p] how do you
experience that? [p] How does doing that [p], being busy doing
that make you feel? What experience is it? [Child making loud
continuous screaming sounds]

R/T: [Explaining in S]

P: [p] [Responding in S]

T: [Laughing] Yes!

P: [Responding in S] ... /... [Caregivers speaking loud outside]

T: / [Clearing throat]

P/T: Hm. No uh [wit sigh] when I’'m [p] I'm home [p] on long

weekends and interacting with [p] with people you [3x, p] really
gain a lot of knowledge, because whilst, for instance I'm [p] I'm
married in [p] Rustenburg (xxx), the rural areas away from here,
[p] but most of the time I'm here, [p] so there is a lot that I'm
missing, [p] knowledge [p] that that affects me and other people /
so (so that’s) part of society. So when | go there [p] and meet
here and there i- I'm I'm I'm, | get well informed, // [p] and and
get to know how involved in, in-in things of my own society.
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R: / Hhhm.

// ' You get well informed? [Confirming/listening] [Wait until T
finish speaking] Okay, and how does it make you feel when you
get informed and you gain information? What feeling is, how
does it feel when you know [p] I'm involved, | gain new
information, I'm [p] busy. How, what, how does that make you
feel?

RIT: [Explainingin S] .../ ... [p]

R: / If you could just [p] sorry, [p] if you could
describe it in a few words.

R/T: [Explaining in S]

P: [Responding in S]

P/T: Yes, uh that’s [p] that’s that’s a feeling, when | do that, because |
[p] I've I've lack knowledge before | interacted, and I’'m here, I'm
well informed, I'm becoming part of society, I'm well informed
and | feel I I 'm (xxx) I'm moving the same pace with everybody
else.

R: Hm.

PIT: And and uhhh [p] you get satisfied by that.

R: Is, it brings you satisfaction?

T: Hm.

P: Hhm.

P/T: / Because of knowledge.

R: / Okay. [p] Personal satisfaction. And uhm [clearing throat] [p],
but [p] | would like to know [p] more that the satisfaction. That
feeling you have [p] when you're busy doing it? [p] Neh. When
when I'm with my f- family for instance, [p] and | spend time with
them [p]

P: Hm.

R: | feel energized. Okay. So what type of d- word [p] uhm can
you say, what feeling do you have when you’re doing that?

RIT: [p] [Explaining in S] .../ ...

P: / [Word or short sentence in S] [p] eh.

RIT: Eehh neh. [Explaining in S]

P: [Responding in S] [Child’s voice outside]

T: Hm.

P: [Responding in S]

T: Hm.

P: [Responding in S]

P/T: You see / what

P: / [continue responding in S]

P/T: When (3x) we interact with people, (xxx) explained, people that, | 40:12
who (I have?) not been living with [p] for quite some time, and
when you join them and (xxx) this, and they inform you well, you
you catch up the things that have been outstanding, then you no
longer have a void in your heart, / because you're fulfilled, ja
[p] ja [p] uhh you are no longer empty. [Children voices in
background]

R: / A void? [Wait until T finish speaking] Aaaah.

P/T: So you are // fulfilled, you know, and you don’t go along with

maybe (xxx) [p] fear or or doubts [p] as to how people react and
respond to your [p] predicament, because you are part of them
and you do what the (set?) is doing. [Children voices in
background]
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R: /1 1t fulfils you? [Wait until T finish speaking] Hhhm.
[Listening]

T: Ja.

R: And you said something about free, feeling free, what did she
say, you say about?

P/T: Free [p], you yeh [p] you you, you feel free (xxx) you are free
from guilt (xxx). =

R: = Free from guilt? [Confirming]

PIT: And fear.

R: And fear? [Confirming]

T: Jaa.

R: / Oookay.

P/T: |/ After, and fear [p] for victimisation, because if you don’t comply
in societal norms [p] people (xxx) you.

R: Aaah.

T: Jaaa.

R: Oookay.

PIT: But this time you are part of them and then you feel free and so
on. =

R: = So it's a experience, a a free experience? Uhm, almost a
experience of relief uh rel- [p] release of (xxx) yes. Okay, and
uh you said, okay you have those three days off sometimes
neh?

P: Hhm.

R: Every [p] quarter almost. You said you like to rest in that time,
you like to uhm sometimes watch TV or clean house, or when
you get invited to a wedding uhh you, you would go there. Uhm
[p] let’s start with, with the house. When you like to clean the
house [p] and uhm watch tv, [p] how does that make you feel?
How do you experience it when you busy doing it? [Children
voices in background]

R/T: [p] [Explaining in S]

P: [Responding in S]

T: Hm.

P: [Responding in S]

T: Hmm.

P: [Responding in S]

P/T: Ja [clearing throat] [p] ja when I'm there, when you, when you
get engage in cleaning your house [p]

R: Hhhm.

P/T: yehh, [p] that is manual (xxx).

R: Itis?

P/T: Manual, something you / use work, | mean, you use your body to
do this and that.

R: / Manual? [Wait until T sentence is
finish] Hm.

P/T: And then it also serves as uh, [p] as an exercise, you know,
exercising the [p] the body (xxx).

R: Yeees.

PIT: So, when you exercise you youuu [p] you get some fithess of

some sort, because you also (xxx). But then when you see
switch off and you go to a TV [p] that’s another [p] type of a [p] a
a, let me put it as an escape.
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R: / Escape?

PIT: / Because your, you've got a mental [p] uhh fresh, | mean, a uh
a, | won’t say revival, you are concentrating on something [p] on
tv [p] which may be educative [p]

R: Educative.

P/T: Or sometime it’s informative, that’s in terms of news, but the
focus is taken away from allll this and that, the [p] the // daily
things, now you are really (xxx), also it takes away from the hus,
(harsh?), and uh you know, [p] of life, // now you are here in
another world and you, and you feel refreshed as well, because
you are resting // away [p] from the daily [p] yess.

R: /I All the other things. I (XXX).

/I Yees. So it's a very refreshing
experience and / relieving experience?

PIT: / So [p] ja.

R: And how does it feel when your body get exercise? How do you
feel when you clean the house and you get that exercise, your
body is working? How do you feel when you do it? [p] What
does it make you feel like?

R/T: [Explaining in S] [Many chatting voices outside]

P: [Responding in S] [Many chatting voices continue outside]

P/T: Uhum. / Well [p]

P: / [Responding in S]

T: Hmm.

P: [Responding in S] [Many chatting voices outside]

P/T: Well [p] my my, wh- as (5x) | clean and go on with my cleaning
chores, because I'm involved, I'm involve in my body and my
body parts, I'm also uh uh engaged in my mind and in a way [p]
ehh eh eh th- that eh [p] you you [p] you relief it, because you
cannot always say now | got free time, we are going to (visiting?)
there [p] and sit in there all the time, to say | [p] I'm (xxx). So as
you work and you work, and you look at TV and so forth, and
you work [p] the mind also work and uh...

R: Hhhm.

T: / Hhhm.

R: / It keeps the mind // busy and and of /// [p] from the daily
things? [Confirming] Okaay. Uhm, a- a- and what would you call
that experience of keeping the mind busy? If you could ss- call it
one thing, what would you say is that? What do you call that
when your mind [p] is [p] busy?

T: /l Hhm. /I Hhm.

RIT: [Explaining in S] .../ ... [p]

/ Can you describe it in a word?

R/T: [Explaining in S] =

T: = Can you rephrase the question?

R: Yes, uhm so so when you're busy, [p] and you’re working and
you're mind is also working, it it's keeping your mind busy, it's
thinking of things, it’s taking your mind of uh off from your daily
routines uhm [p] what [p], if you could describe that in a word,
what would it be?

R/T: [Explaining in S] ... / [p]

R: / How would you // describe it?

RI/T: /l [Explaining in S]

P: / [Laughing]
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R: / [Laughing]

RIT: [Explaining in S]

P: [Long p]

R: Just tell her it's not uh uh diffic-, I’'m not trying to make a difficult
question, I'm just asking her what she would personally [p] call
that [p] experience of her mind k- keeping busy.

RIT: [Explaining in S] [Many voices in background]

P: [Speakingin S] .../ ...

T: / [Explaining in S] ja.

P: [Responding in S] ... // ... [Children voices in background]

PIT: /l Eh ja [p] you you [p] you really feel free | 50:04
and light in all respects.

R: Aaaaah. Okay okay okay. And when uhm, when you get invited
to a wedding or a funeral [p] or any sort of a party or a get
together [p] uhm, [p] what type of experience is that for you?
What feeling do you get when you get together with people at a
and, at an occasion like a wedding or a party or a funeral?

RIT: [Explaining in S]

P: Hhm. [Listening]

RIT: [Explaining in S]

P: [Responding in S] [Caregivers speaking loud in background]

PIT: Ja [clearing throat] pe- people of our calibre [p] and (xxx) are
invited to [p] a our ceremony such as (xxx) (wedding?), you don't
just in there and attend to sit. You know you [p] you'll definitely
be giving, you're prepared to give a helping hand.

R: Hhm.

But since there, you may be requested in the family to say, can
you do salad for us, can you make gavy- gravy for us, can you

make me stew meat, so there your involvement / in the whole

scenario are part of it.

R: /
Aaaaah. [long p] And you enjoy to be involved with that party
neh?

P: Yees.

R: Okay, and how does it make you feel when you’re involved?

P: / Ah. [With sigh]

R: / Like | just asked you, you said when you clean the house, you
feel relieved and light, now what do you feel when you’re
involved with the party? [Children voices in background]

P: [Responding in S]

P/T: | feel energetic

P: / [Responding in S] [p]

R: / Energetic?

P: Ja. [Responding in S] [Children voices in background]

P/T: Eh you you see that else, or whilst you are helping, give a
helping hand and uh, you know, uh time to fill up spaces here
and there as requested [p] you really feel [p] your human worth /
when (you know?) you are being appreciated and so forth and
uh [p] I'm a meaningful person.

R: / Aaaaaah. [Wait until T finish speaking] Ookay, you feel
like you [p] add some meaning to something?

P: Hm.

R: Okay. And then, | just want to know one last thing. When you
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spend time with your children neh, / you say you sometimes
spend time with them or you help them with things, [p] | also
want to know from that, what [p] how do you experience that?
What feeling do you have when you do that? How does it make
you feel?

P: / Hm. [Wait until R finish
speaking] [p] [Responding in S] ... // ... [Child moaning in
background]

T: /l [Laughing]

PIT: Well | uh, when I’'m home and you know, [p] children are there,
because eh uh [p] (xxx) uh uh homely personality to your kids
(xxx) for love, they come and they’re free, they hold you by
(nose?), kiss my eh, they (xxx), uh you know they (xxx), they
nag you sometimes, but they [p], because of love, they come / to
uh [p] they cover your, cover you all over and sometimes kiss
you all, | mean, in your // face all over and you are pleased with
them, you feel relieved as [p], you you just feel relieved. /// [p]
Hm. Ja.

R: / Huhm. /I Aaaaaaah.

/Il Ooooh! It’s it’'s so sweet.

T: Hhhhm.

R: [Laughing] Ookay. | want to ask you [name], do you consider
any [p] part [p] of your caregiving role [p], caregiving
responsibilities or job here, [p] as leisure? As something that
you like to do when you and you do it out of your f- uh [p] for for
the pleasure of it? It's not, is there anything about you role here
that’s not work for you?

RIT: [Explaining in S]

R: Any specific thing that you have to do here?

R/T: [Explaining in S]

P: [Responding in S]

P/T: There’s // nothing.

P: // [Responding in S] Eh ja.

P/T: There’s / nothing.

P: / There’s [p] nothing.

P/T: There’s nothing, everything that | do [p] | regard as work.

R: You regard as work. Okay. Now you spoke about a lot of fun
things and free time activities neh.

P: Hm.

R: Let’s start again with that one day when you like to clean the,
maybe rest and you clean house, you spend time with the
children, maybe watch a little TV, [p] is there anything about [p]
your [p] your circumstances here, and your role and
responsibilities as a caregiver that sometimes make it difficult for
you [p] to do those [p] those leisure things, those uh activities on
that off day [p] uhm [p] ja.

R/T: / [Explaining in S] [p]

R: /s [p]

RIT: [Explaining in S]

P: Hm.

R/T: [Explaining in S]

P: [Responding in S] [Loud children voices]

P/T: Ye- yes it does have an impact, sometimes when [p] when you

leave, uh when you go on let leave or whatever, and then
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knowingly [p] that you leave someone here at the centre like
miss m- m- like uh [p] uh uh [Manager] or one of the kids [p] you,
it haunts you there, because you know what [p] what the
progress is or what is been happening [p] with the people,
(being?) ill persons that you left behind.

Hhhhm. [Listening]

Hhhm.

AR

Okay, [p] so you feel guilty about it or it just makes you feel
worried?

Hhm. [Yes]

[Responding in S]

P/T:

Yes, [clearing throat] the work [p] will impact on even in your free
time or leisure time [p] such as it was there[p] or (anywhere?) in
your leisure, time you get a call [p] uhh and they reported uh [p]
serious illness or death case [p] within the the / centre. It (4x)
worries you.

/ Hhhm. [p] Aaah. Okay.

Hm.

DD

Hm. What would make that thing [p] easier for yo-, what would
make it easier [p] for you to enjoy that free time experience
more? [p] So you said [p] uhm the fact that you worry when your
[p] on [p] free time, you worry [p] about the children and
sometimes you get a call about a death or something which is
also not good. What would make it easier for you as a caregiver
[p] to enjoy that free time?

R/T:

[Explaining in S] ... [Papers moving] ....

P:

[Responding in S] [Loud voices and shouting]

Uhum.

[Responding in S]

P/T:

Well [clearing throat] (when [p] one?), [p] to make things better,
what | would do is for instance, when | get such a call or
information it’s for me [p] to keep up, | mean, to pick up the
phone and make a follow up with the [p] centre or institution.

01:01:35

Follow up?

P/T:

Ja, follow up [p] about the [p] fate [p] or the condition of the
person affected.

Hhhhmm.

P/T:

And because at time, and then sometimes you may actually [p]
know, | mean, information as to where [p] he or she is at that
time. Maybe (if it's?) at the hospital [p] you could make a
visitation to the hospital to see / [p] just to say “hi” and g- [p] and
and when [p] when [p] one wishes uhm, [p] that’s what one could
do.

/ Hhhhm. [Wait until T finish
sentence] // Hhhm.

P/T:

// Because after doing that [p] you, when you, you
no longer anxious and fearful, you'll be well informed and uh [p]
you'll be at ease.

Okay. Would that make it easier for you to better experience
and enjoy your free time that you have?

Ja.

Okay. Okay, so uhm [clearing throat], when you participate in
leisure neh, tha- the-the smart people say that caregivers, o- or
let’'s say that uhm [p] when you participate in leisure, [p] free
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time activities, [p] uhm [p] there are specific [p] things that
happened to you. It has specific consequences or effects on
you okay. But that’s just the statement. Uhm, what | want to
know about that is uhm what positive, [p] like benefits, [p] or
negative, disadvantages, things can hap-, does happen to you
when you participate in leisure? [p] So let’s start with uhm [p]
the (3x) [p] uhm [p] the one day off where you clean your house,
you watch TV, you spend time with your children neh, [p] what
positive things, which means [p] almost like benefits, or negative
things like, almost like disadvantages, are there when you
participate in those things?

R/T: [Clearing throat] [Explaining in S]

P: Hm.

RIT: [Explaining in S] [Caregivers speaking in background]

P: [p] [Responding in S]

T: [Explaining in S]

P: [Responding in S]

T: Uhum. [Listening]

P: [p] [Responding in S]

P/T: | don’t grasp it uh quite proper.

R: Okay. Uhm [p] what outcomes do you get from from
participating in leisure? U- [p] it can be positive or negative
neh, so uhm if | can give and example. When | participate in
leisure, [p] free time activities, | like toooo go running in my free
time. When | go running [p] the outcome of running or the effect
that running has on me [p] is it improve my health, it strengthens
me, and [p] it gives me a, maybe for instance a uh better fitness.
Okay. That’s the outcomes, the effect that running has on me.
And it maybe clears my mind. So that is the effect that leisure
has on me. So what is the effect [p] that [p] resting, cleaning
house, watching TV, spending time with your children have on
you?

RIT: [Explainingin S] .../ ...cceiviennnn. ! [p]

P: / Hmm. /[ Hm.

R/T: [Explaining in S] [Loud voices vin background]

P: Hm.

RIT: [Explainingin S] .../ ......... ... [children making loud
sounds outside]

P: /Hm. /[ Hm. [Wait until T finish speaking]
[p, with sigh] [Responding in S]

T: Uhum. [Listening]

P: [Responding in S]

T: Hm.

P: [Responding in S]

P/T: Okey. / No [p] it [p] it (3x) is too (way?), in one day sometimes
[p] you learn [p] at the [p] (married/burried?) family where there’s
death, and there are problems, and there are intricacies and
short comings, [p] that in it's way also [p] you make it, you feel
it and it’s it stresses you.

P: /[Word in S]

R: Okay and that is the negative impact that / leisure have on you?

PIT: / Ja. [p] But at 01:09:05

same time the same scenario whether it's with marriage or [p]
death case where there is happiness and (order?) and
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everything, uh you [p] you feel less stress, you are, you become
less, | mean, stress-free .

R: Hhhhhm.

P/T: Sometimes you (xxx) even near the death case, people is nice,
they’re communicating, there are [p] there are laughter’s here
and there and there’s peace and harmony.

R: Hhm. =

P: = So [p] also uh it’s it’s a two [p] way, two-way house.

R: Okay okay. And uhm when you uhmm [p] like when you hou-
clean house and watch TV, or you spend time with your children,
you do any sort of rest for activity uhm what impact does that
have, or let me state it differently. As a caregiver here [p] is
uhmm [p] how does your free time activities like the watching the
tv and spending time with your children, or uh cleaning the
house, how does that [p] impact you positively or negatively [p]
as a caregiver of the centre?

RIT: [Explaining in S]

P: Hmm.

RIT: [Explaining in S]

P: [Responding in S] .../ ...

T: / Hm.

P/T: Well [p] the work that I'm doing here for instance, du- during my | 01:12:15
free time or leisure time when | [p] when | go [p] home and I'm
trying to [p] to enjoy my free time and my leisure time,

R: Hm?

P/T: The [p] the (3x) uh it doesn’t have a negative impact

R: Uhum. =

PIT: = Except when you have gone home [p] knowingly [p] that you
have left the centre with some things that don’t go right.

R: / Okay.

P/T: / That you have left you know.

R: Okay.

PIT: Hhmm.

R: But | would also like to know it the other way around. When you
participate in leisure neh, [p] when you spend time in your free
time activities, all the fun activities, you go out with family, [p] or
whatever you do in your free time, how does spending [p] uhhm
time on rest and spending time in your free time [p] impact your
caregiving here?

R/T: [Explaining in S]

P: Ehh.

RI/T: [Explaining in S]

P: Ehh.

RIT: [Explaining in S]

P: Boiketlo.

R/T: Eh [Explaining in S]

P: Eehh.

RIT: [Explaining in S]

R: Just, let’s start with positive. / Just [p] positive.

R/T: / [Explaining in S]

P: [Responding in S]

T: Hhm.

P/T: Eh [p] negatively [p] two u- two sided answer from your question.
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When I’'m home with my [p] that little leisure time, and uh having
left here at th- the work s- or the centre [p] some part of the work
completed [p], then I'm there [p] “ooh” | become anxious, it [p]
whilst I’'m there to say “ooh ooh” by the way something’s
outstanding what is my boss going to say, [p] and it it haunts me,
because there’s something during my “tjaila” time when |
knocked off [p]

R: Jaaa.

P/T: my work was not complete when | left here.

R: Hhhmm.

P/T: So it was outstanding.

R: Yeeees.

P/T: And then I've got to account. So when I'm busy with my leisure
time when it goes into my mind that there’s something
outstanding, it begins to haunt me.

R: Hhhm.

T: Hm

R: Okay and the other [p] side of it. when you participate, [p] when
there’s nothing here that haunts you neh, [p] you go home [p]
with a free heart, you go and spend time in the community, with
your children, you clean the house, you go and have some fun
time, free time neh, [p] when you have the opportunity to freely
do that and it makes you feel good and everything, how does it
impact your work here?

R/ [Explaining in S]

P: Hhm.

R/ [Explaining in S]

R: / How [p]

RIT: / [Explaining in S] [p]

R: Ja, how is your leisure time good for your work?

RIT: [Explaining in S]

P: Hhmm.

R/ Eh [Explainingin S] .../ ...

P: / [Response in S] [p] eh [Responding in
S

RIT: Eh.

P: Eh.

R/T: [Explaining in S]

P: [Responding in S]

T: Ehh.

P: [Responding in S] [Children continuously making loud sounds
and caregivers speaking now and then]

P/T: Well when I'm out there and having no, | mean, knowing that
there is nothing outstanding in terms of my task and work, | [p] I |
quite enjoy my work there because there’s nothing that haunts
me.

R: Okay [clearing throat] uhh you [p] enjoy you’re your time in your

leisure [p], because there’s nothing at work that haunts you?
Okay, | would like to know w- uhm how does [p] spending leisure
time [p] benefits [p] your work? [p] Do you understand what |
mean, / | want to know, when | | [p] my work is to do [p] uhmm
[p] interviews today, [p] now if | go running [p] my running
benefit’s the way | uhm influence the way | give interviews,
maybe running gives me some new energy and a refreshed
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mind, now I'm able to do my interview better [p] uhm, [p] but for
you it’s different, how does your leisure time that you do [p]
benefit your way of // working?

T: / Ja.

RIT: 1
[Responding in S]

P: Hm

R/T: [Explaining in S]

P: Hm.

RIT: [Responding in S] [Loud voices in background]

P: [Responding in S]

P/T: Okay, / (xxx) briefly [p] eh having there have rested well, and
interacted, [p] the benefit of that is that | come now more [p]
refreshed when | come to work

P: / [Responding in S] [p]

R: Hhmm. Okay, and when you’re refreshed at work uhm [p] what
uh uh what part of your work do you do then uhm, how does u-
[p] being refreshed help you to [p] uh at work? What makes [p]
when your refreshed, how does it make your work easier?
[Children voices outside]

R/T: [Explaining in S]

P: To concentrate [responding in S]

P/T: No as | said, when | come back from there I'm refreshed and
now less less [p] | mean s-, (xxx) less stressed, because | have
nothing outstanding at my work.

R: / Yess.

P/T: / So when | come here | can concentrate with vigour.

R: You can concentrate, // that's wonderful. Okay. [p] Uhm
[clearing throat] so now you told me the benefit’s and the the
positive things and the negative things that leisure could have [p]
uhm could impact [p] have an impact on you. Now what [p]
something else I'd like to know is, the smart people at the
universities always say that caregivers [p] of children with
disabilities [p] experience a need for leisure. So we spoke a lot
about that and in the beginning you said / [p] you have a need
[p] to interact neh, and you said when you have a need to
interact you get involved in the community [p] uhm you visit
family or you're in- involved at weddings and stuff neh. Uhm, [p]
what other needs do you also have [p] that gets satisfied through
your leisure time?

T: / Hhhm. 01:20:32

P: / [Coughing]

RI/T: [Explaining in S]

P: [Speaking in S]

RI/T: [Explaining in S] not necessarily rest [p] [explaining further in S]

P: [Speaking in S]

RI/T: [Explaining in S]

T: Uh (we have?) made the statement, uh put the direct question
[p] otherwise (xxx) have / (xxx).

R: / Okay, so (3x) uhm the question is
uhm // uhm [clearing throat] that that uh [p] let me just ask again
[p] think again [p] what needs do you experience [p] as a
caregiver [p]

T: /I Yes. [Wait until R p] Ja.
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Hm

R: that can be met through doing those things? [p] Do you know
what | mean?

P: [Loud coughing] [p] / [Loud coughing]

T: / Leisure [p] on leisure. Can you re-
[p]take the original g- // [p] question?

R: /I Okay. [p] So we said that [p] you uh you li- [p]
you had a need for interaction. And by [p] uh with that need you
get involved in the community or you go to parties or whatever
neh.

P: Hm.

R: Now | want to know is there any other needs [p] that you have
that can be seti- satisfied through different sorts of leisure? Like
let’s start with cleaning the house and tv neh.

P: Hm.

R: What needs do you have [p] that makes you, that forces you to
go and clean the house and watch TV?

R/ [Explaining in S]

P: Hm.

R/T: [Explaining in S]

P: Hm.

R/T: [Explaining in S] [Loud voices outside]

P: [Word in S]

T: [Word in S]

P: [Responding in S]

T: Ehh.

P: [Responding in S]

P/T: Ja, rather these these needs that are primary and so forth, so 01:24:04
that they (xxx) accomplished and be fulfilled, the driver is the
money.

R: Ookay, / uhm need [p]

T: / [Laugh]

P/T: Money.

R: for for [p] fulfilment?

P/T: Ja needs, | mean uh money, needs for fulfilment / [p] can only
be attained through money.

R: / Okay.
[long p] Need [p] for [p] money.

T: Hm.

R: Yeees. Okay. And there was something else you said fulfilment
and something else? [p] You said uh you spoke about uhm [p]
it’s fulfilling and something?

PIT: Ja, it's it's through money uh | said (xxx) the [p] the major driver
[p]

R: Is / the ...

PIT: / towards fulfilment [p] of these needssss [p]

R: Ooh.

P/T: Is the // money.

R: // Okay.

P/T: Because when you have it [p] you'll be able to do a, b, c, d [p] for

satisfaction. You’ll buy a cold drink for the children and you give
them an, you enhance their entertainment and then they
(laugh?).
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R: Hhhm.

PIT: But you (leaves?) the drivers, so there are many other issues
that you can satisfy [p] / when you have.

R: / Hhhm. [p] Okay.

P/T: To make your family more happier you need money to do that.

R: Hhhm. / Okay.

T: / Hhm.

R: Uhm [clearing throat] is there anything else as a caregiver of this
centre neh, [p] that uhm [p] sometimes feel that can also [p]
make it more difficult for you to to have your leisure time, [p]
except for money?

RIT: [Explaining in S]

P: Hhhm. [With sigh]

R/T: [Explaining in S]

P: Hm.

RIT: [Explaining in S]

P: [p] [Responding in S]

PIT: You mean [p] something that can uhhh [p] uh uh what do you,
change or better this establishment? This centre?

P: /[Word in S]

R: / Yes in a way, but specifically that can make thing easier for
YOU.

P/T: No, [p] uh yes, yes and no.

RIT: [Explaining in S]

R: So in a sense it’s going to uhm make things in the establishment
better if w-, if things can be made better for you.

R/T: Ja, [Explaining in S].

R: So what would you specifically like [p] uhm [p] that can be made
easier for you too [p] to experience / (leisure?)?

R/T: / [Explaining in
S]

P: [Respondingin S] ... // ... [p]

RIT: /[ [Explaining in S] .... [p] -....

P: [Responding in S]

PIT: [p] Uhm [p] whilst the, the question is being [p] answered or not
answered indirectly, the thing is [p] uhm as a volunteer [p] you
actually have no benefits, [p] (like others, for instance?) have
housing allowance, medical allowance, or (med?) benefit, [p] this
and that, and then uhh [p] / as a volunteer here youu you you
get out here ultimately empty handed.

P: / [Speaking in S].

R: Hhhm.

P/T: But I'll want to redirect the question back to you. =

R: =Hm.

T: Can you we get the direct question so that we get a direct
answer.

R: Ja, so what about the uh uhm the structure here, how things
work, the way things are organised here, can make it easier for
youuu [p] to [p] have that leisure time [p] or to experience your
leisure time?

R/T: [Explaining in S]

T: Can you put it eh directly to us, answer directly as to say, [p]

under these circumstances [p] things should be this way, that’s
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what (we?) asking.

R: And we would mak-, you would have more available, / or you
can enjoy your leisure. //

T: /
Jaa.

/[ Hm.

P: [Long p] [Responding in S]

P/T: I’'m still saying [p] when there is no money / [p] there is nothing
you can do.

R: / Hhhm. [Wait
until T finish sentence] Okaay. And you also said that
sometimes when you go home [p] or on holiday [p] you f-, you
you [p] your, you worry back [p] about the children or you feel
guilty about something. [p] Uhhm, what can be, what changes
can be made so that when you go away you don’t need to worry
about the children even if they are sick?

T: Just ask the same question again.

R: Okay. When [p] you explained that sometimes what it make it
difficult for you to experience your leisure or to fulfil those leisure
needs is when you worry back about a child maybe that is sick
here, or about work or something here. Uhm, [p] what in that
context can [p] uhmm can be changed around here to help you
not to go back and worry about things / (xxx).

RIT: /
[Explaining in S]

P: Hhm.

T: Ehh. [Explaining in S]

P: [Responding in S] [Chatting voices in background]

T: [Question in S]

P: Eeeh. [Yes]

T: Hhm.

P/T: Uhm [p] Ja, | think it's a [p] indirect answer which is good 10:33:35
anyway. That the problem is that you’ll remember or recall that |
work, the type of work [p] | do s- specialised work and I’'m [p] I'm
(the only?) one doing it. And when Bettie sais where are you,
come and collect money s-, there’s no other one as an assistant.

R: Hhhhhm.

P/T: But she then goes on to say [p] if (xxx), because there is no
money enough [p] to hire people [p] for instance if there (were?)
somebody for instance uh wh- where we could be working
together [p], but | think (let’s just say), the answer is in there
(inevitably?).

R: Ja.

P/T: /l You've you've, / if it could be [p] hhm.

R: I/ Ja. / 1 heard what yo- what you’re saying. So

T: Hhm. So l/lltry to

R: /Il Yess. [p] So ca- can | ask you, would the fact
that if there is more people or money to pay more people [p]
make it easier for you [p] for everyone here, to be able to maybe
have more free time [p] or to be able to experience their free
time as fun?

RIT: [Explaining in S]

P: [Responding in S]

P/T: Yes our our burden / [p] or weight of work, spade of work [p]
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would definitely diminish.

R: / Hhhhmm. [Wait until T finish speaking]
Hhhm.

P/T: or decrease.

R: Okay okay. Hum. So uh lastly | would like to know, you said
that uhh you do different things with the children in in (your?)
form about uhm [p] washing the children and doing different
chores here neh. Uhm how does your role as a caregiver,[p]all
these jobs you do with them, washing the children, feeding
them, uhm cleaning them, picking them up and doing different
things neh, [p] uhm [p] what impact does that have on you
physically or mentally?

RIT: [Explaining in S]

P: [Question in S]

T: Eh yeh. [Yes]

R/T: [Explaining in S]

P: [Responding in S] [Shouting in background] [p]

T: [Speaking in S]

P: [Responding in S]

P/T: Yes, (xxx) actually if you’re question perhaps was put differently,
as to the impact on my body / [p] | would say yes here and there
| get tired and whatever pains, [p] but as for mentally and
spiritually, because of the passion | have for this work [p] it's no
impact what so ever on me. =

R: / Hhm. [Wait until
T finish sentence] = Hhhm. Okay, now what | would like to
know from that is [p] uh you said it sometimes gets to you a little
bit physically, but mentally it's actually good for you. How does
that [p] impact your leisure time? Let’s start with the [p]
physically that sometimes influence your body. How does the
effect that it have on your body [p] impact your leisure time
sometimes?

RIT: [Explaining in S] [Many people speaking and children crying in
background]

P: [Responding in S]

P/T: I I don’t know, uh perhaps I'm a, because I'm a different type of
a person [p] exhaustion [p] not when I'm at work. / Uhh maybe
because of our upbringings that we’re use to work a lot, but
really to be honest with you, o- uh o- | | don’t really feel eh uh
exhaustion, [p] | can’t complain that u- I'm exhausted from work.

R: /
Hmm. [Wait until T finish speaking] Okay, but you said
something about uh uh pain, or so-, it might have an influence
you.

P: [Speaking in S]... / ......

R: / The the [p] work. [p] What is that?

PIT: Ag uhm maybe yes indeed it is like another person, just to pick
up and so forth, it will, it will have a slight impact, but because
I’'m aging and // it is just maybe because of aging, but otherwise
[p] | can never // say I'm feeling this fatigue // and what what.

R: // Oooh. I/l Ookay. Il Yes.

[p] So p] you don’t really have any uhm, [p] | | u- just struggle to
remember exactly what you said when | asked you physically [p]
how does it have an impact like certain pains, or wha- how
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specifically?

RIT: [Explainingin S] .../ .......

P: / [Sigh] [Speaking in S] [p] [Wait until T
finish speaking] [Responding further in S]

P/T: No, to be honest with you, maybe because of other factors like
the [p] the chronic ilinesses like sugar and uh and high blood.

R: Ooooh.

PIT: Ehh, but / it does have an impact, but not from the caregiving
exhaustion.

R: / But that’s not from the caregiving? [p] Oookay okay
okay. So the positive things that you say, eh the the work here,
it's actually mentally good for you cause you work with the
children and you love the work. Uhm, [p] that positive way, that
positive thing about your work, [p] does that u- [p] impact your
leisure in any way positively? [Children sounds]

R/T: [Explaining in S] [Children sounds]

P: [p, with papers moving] Ehh. [Responding in S]

P/T: Honestly eh eh uh | always get astonished when even younger
people begin to complain and say “oooh”

R: Hhhm. =

PIT: = at this age what’s going to happen when your of my age then
[p] when you begin to complain? So naturally [p] | I'm not a
person who [p] complains about hard work or something.

R: Okay so so [p] what you would say the positive thing about your
caregiving role here a- and your responsibilities [p] which you
quite experience quite positively is that when you go home, [p]
you are astonished [p] about how other people might complain?
So it makes you feel [p] actually that you appreciate uh [p] is, [p]
would it say that you appreciate more what you have [p] or what
you ca- [p] are able to do?

T: Uhm, can you put your question straight again?

R: Okay. So uhm you said that, that the work is actually mentally a
positive thing for you neh. [Stating and confirming]

P: Hhm. [Yes]

R: Uhm [p] that positive thing, [p] when you go, okay now you work
here and you experience everything here, and mentally it's [p]
good for you, you see things and you help the children. Now
you go home neh, you go have leisure, or you go out in the
community or with family. [p] What you experience here
positively [p] how does that impact your leisure time positively?

RIT: [Explainingin S] .../ ........

P: / Hhum. [Wait until T finish speaking]
[Respondingin S] ... /[ .c.coeveni...

P/T: /I With [long p]. With the same vigour
that I'm off here when | go / on my leisure time at home, | can
tell you just a continue, [p] it’s just continuous, | do [p] | do work
much the same as | do here. I'll get to my yard [p] and my yard
(xxx), spade and mend everything at home.

R: / Hhm. [Listening] [Wait until T
finish speaking] Okay, and you said that uhm sometimes when
you come from here you see that other people complain a lot,
what other people is that? [p] People from outside the centre?

RIT: [Explaining in S]

P: [Responding in S]
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P/ | don’t remember talking about complaining people.

R: Oooh okay no. Then | [p] | wrongly understood you. [Laughing]

T: / [Laughing]

P: / [Laughing] // [Responding in S]

R: // Okay.

P/T: Ja | only spoke about things such as obstacles, how obstacle [p]
would impact on you [p] here at work [p] when I'm at my leisure
time. That’'s what | was saying.

R: Oooh okay. Okay. How the obstacles here impact your leisure
time? And what obstacles are that [p] and how do they impact
your leisure?

RIT: [Explaining in S]

P: [Responding in S]

T: Hm.

P: [Responding in S] [Children laughing in background]

T: Hm.

P: Eehh.

PIT: Uh for instance eh whether | actually want to s- uh to to 01:46:29
(xxx),when I'm at home or at my leisure time,

R: Hmm.

P/T: and I'm there and then something [p] nasty for instance having
happened here at work [p] (par?) an individual, [p]

R: Hm.

P/T: then I'll [p] apply my (xxx), but when when so and so did this,
what did actually go [p] in this persons mind, because (it's
cause?) something of a (havoc?) or something un- distasteful.

R: Hm.

P/R: So that type of a thing / [p] is the thing that (you’d?) // [p] that I'm
referring to.

R: / Okay. [p] Il So
what your saying is [p] is if you have a bad experience with
someone specific here and you go home, it would make you
wonder about [p] why did this happen or why, what was this
person /// feeling or thinking?

P: //l Hhhhhm.

R: Okay, and then you you cannot enjoy that time at home [p] / sso
much that you [p] (want t0?).

P: / [Responding in S]

P/T: Yes you, you [p] you you do actually try to interrogate to say but
how come that [p] such a normal person, what really co-, what
what was going in his mind or // [p] what can be in mind that a
person should be able to do such a thing.

R: /[ In his mind? [Wait
until T finish sentence] Okay okay. And that makes it difficult for
you too? Okay, well | think you told me a lot of things today
[name], it was really interesting to hear from you. It was, it was
really a pleasure to talk to you. It, | enjoyed it and you gave me
so much information. Thank you very much for that.

P: / Hm.

R: / Uhm, do you have any questions? [p]

RIT: [p] [Explainingin S] .../ ...

P: / [Responding in S]

T: [Laughing]
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P: [Responding in S] [p] you must come and tell me [p] this is my
(certificate?).

R: I [p] will I / will | will, 'm going to be so happy that day!

T: / [Laughing out loud] You [p] you had it all, you had it
alll’ It was pleased to work with you.

P: Hhm.

R: Jaaaa.

PIT: But please | wish you well, go there, you must come back here
and say [p] | did get my masters and / (xxx).

R: / Oh | will really [p] try
to remember and do that, because that day is going to be a
glorious day.

T: Ja, you (are/aren’t?) going to forget.

R: Nooo.

P: [Speakingin S] .../ ...

T: / Standard.

R: Hhhmm.

P: Yes, [Speaking in S]. 01:49:22
Pause [next recording of participant ten] 00:00

P: [Speaking in S] [Child moaning or screaming in background]

P/T: You see, | I'll say [p] I'm not [p] I'm not literate, [p] | went to up to
standard eight, [p] because of the difficult, you know, times [p]
for person who could (take?), [p] but other challenging (thing?) is
[p] the children of today don’t like school, [p] schooling

R: Hhhhhmm.

PIT: so when a person young, or from the youth like you [p] a- are
interested [p] in education [p] uhh | feel [p] to be, to do, to
encourage [p] / that person, because most of them go for, you
know, what they call joy and drinks and drugs.

R: / Hhhhm. [Wait until T finish sentence] Ja.

P/T: So It's encouraging that people of that age [p]

R: Okay.

P/T:: are keen for education.

R: Okay.

T: / Hhm.

P: / Hhm.

R: That’s very good to hear.

T: So she speaks to (now?) as a mother now. [Laughing]

P: Hhm.

R: Aaahhhh! [Laugh]

P: [Responding in S] 0:55
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