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ABSTRACT

The consequences of living with a chronic condition such as Cerebral Palsy (CP) do not only affect
the child but other members of the family. However, researchers have neglected the caregivers in
their quest for the consequences of the disorder. The present study investigated the impact of
caregiver’'s burden on quality of life (QoL) of caregivers. The role of social support in ameliorating
the negative consequences of the caregiver’s burden on QoL of the caregivers was also assessed.
One hundred and thirty (130) caregivers in two government hospitals and two Non-governmental
agencies were conveniently selected to complete the Caregivers Burden Inventory (CBS), the
Multidimensional Scale of Perceived Support (MSPS) and the WHO Quality of Life-BREF
(WHOQOL-BREF). Pearson correlation and regression analysis were the statistical tools used for
data analysis. The findings revealed that caregiver burden has a significant negative correlation
with QoL of caregivers. Social support moderated the relationship between caregiver’s burden and
QolL. The implication of the findings for nursing practice and informal caregiving are discussed.
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1. INTRODUCTION

One of the most frequent causes of chronic
disability in children is cerebral palsy (CP) [1,2].
Globally, the prevalence of CP is 1.5 — 2.5 per
1000 live births [1]. Reports in Ghana indicate
that about 4 to 5 children out of every 1000 births
suffer from CP [3]. The special needs of such
children add to the emotional, physical and
financial strain inherent in raising them [4]. CP
requires long-term management and as such, the
presence of caregivers is immensely crucial to
these children. However, studies [e.g., 2,3]
on CP have focused on patients with CP
neglecting the caregivers. In Ghana, CP has
been associated with numerous myths and
beliefs as a result of incorrect information
regarding the etiology of the disorder [4]. The
myths and beliefs about the causes of the
disease also prevent others from providing the
needed support to the patients and their
caregivers. It is therefore essential to assess how
social support enhances the impact of
caregiver's burden on quality of life of caregivers
in Ghana.

The term CP refers to a group of permanent
disorders associated with the development of
movement and posture which has been
attributed to non-progressive disturbances that
occur during the development of the foetal or
infant brain [5]. Reported characteristics of CP
include impaired motor function, sensory and
intellectual impairment, as well as complex
limitations in self-care functions [5]. In the
absence of a cure for CP Patients arise the need
to enhance the quality of life of a child. Activities
such as trips to the hospital for routine visits,
physiotherapy sessions and assisting with the
child’s daily routine aid to enhance the QoL of
these children. The success of these activities
may depend on the caregiver [1].

The enormous effects of living with a chronic
condition such as CP affects both the child and
especially the caregiver, who often spends much
time with the CP patient [6]. It is therefore
prudent to assess the consequences of the
disorder on the caregiver. A caregiver concerning
CP is one with the primary responsibility of
encouraging a child to become independent in
his or her daily activities [7]. According to [8], it is
a requirement for caregivers to sacrifice facets of
their well-being often so that they can have

enough time to care for the patient. Caregivers
do compromise their physical health and
psychological well-being because they
continually have to juggle between the needs of
their children and their own needs [9,10]. In fact,
caregivers need ample time because children
with CP require continuous special care, frequent
medical check-ups, and physiotherapy
management [11].

The provision of a high level of care required by
a child can affect and impact the quality of life
(QoL) of the caregiver. QoL is an individual's
view of his/her place in life, in the context of the
customs and value systems in which he/she
lives, and also concerning his goals, potential,
standards and concerns [12]. Taking care of a
child is connected with different physical,
psychological and social changes for the
caregivers. One of the most affected physical,
psychological and social changes is the social
network of the caregiver which results in lower
QoL. This is due to the lack of opportunities for
leisure activities, impossibility to go out and
associate with friends and changes in family
routines [13].

The QoL of the caregiver of a CP patient may be
dependent on certain conditions, experiences,
and activities that threaten the effort of the
caregivers in achieving their purpose [14]. These
factors are called caregivers burden. Caregivers
burden are the unique difficulties that caregivers
encounter [15]. Many factors contribute to the
burden of the caregivers. Among these factors
include the characteristics of the patient, the
responsibilities performed, time spent in
caregiving and the characteristics of the
caregivers themselves [11]. The commitment to
long-term care and the significant amount of time
devoted to the care of the child can negatively
affect the QoL of the caregiver [16].

Researchers have indicated that perceived social
support buffers the impact of the caregivers'
burden on the quality of life of the caregivers
[17,18]. Social support deals with having
someone to count on in difficult situations to
receive the material, emotional or effective help
[17,19]. When caregivers do not have people to
depend on for their material, emotional or
sentimental help, it increases their level of
psychological distress and thus affects their
quality of life.



According to the Risk and Protective Factor
Model [20], there are some factors which can
either increase or decrease the well-being and
quality of life of caregivers. The presence of
protective factors boosts the well-being of
individuals, and that of risk factor diminishes the
well-being of individuals. The Risk and Protective
Factor Model view caregiver's burden as a risk
factor which lowers the QoL of caregivers [21,
22]. The Risk also predicts social support, and
Protective Model as a protective factor that helps
improves the QoL of caregivers. A study by [22]
indicated that the burden associated with
caregiving negatively predicted the quality of life
of the caregivers.

There is evidence to support the fact that the
level of caregiver's burden determines their QoL
[23]. However, most of them focus on general
caregiving with different disabilities. For example,
a study conducted by [23] indicated that
caregivers burden negatively affect the QoL of
caregivers of epileptic children. Similarly, (12)
revealed that increased caregiver burden was
significantly related to lower health-related QoL
among caregivers of stroke patients. Few studies
have concentrated on caregivers. For example,
[9] study revealed that child behaviour,
caregiving demands or burden, and family
function were the significant predictors of quality
of life among caregivers. [24] study also revealed
that increased in caregiver's burden leads to
decrease in quality of life of CP caregivers.

Studies [25,26] have also shown that social
support may serve as a coping resource in
optimising the well-being and health outcomes of
caregivers. The level of available support from
family, friends and significant others has
consistently been shown to be associated with
fewer reports of stress, anxiety, depression and
better quality of life of caregivers [6,24]. [27]
revealed that higher support was associated with
lower psychological distress among the
caregivers.

Most existing studies thus far reviewed are
western oriented where people are perceived to
be individualistic. Ghanaians, on the other hand,
are seen to be collective [28,29]. This difference
in cultural orientation does not make it
appropriate to generalise the findings from the
western countries to Ghana. The lack of studies
in Ghana failed to examine the factors that can
improve the relationship between caregiver’s
burden and quality of life of the caregivers. It is
based on this that the present study was
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conducted in Ghana to assess the influence of
caregiver’s burden on quality of life of caregivers.
The study also sought to evaluate whether social
support moderates the relationship between
caregivers burden and quality of life of children
with CP. Accordingly, the study aimed to test the
following predictions:

1. There will be a significant negative
relationship between caregiver's burden
and quality of life of caregivers.

2. Social support will moderate the
relationship between the caregiver's
burden and the QoL of caregivers.

2. METHODS
2.1 Design

This study employed a quantitative approach
using a survey. A cross sectional survey was
adopted which sought participants’ views using
structured questionnaires to assess the QoL of
caregivers. The cross-sectional design was
appropriate because data was collected at one
point in time.

2.2 Population

All caregivers (parents, relatives, and other
associates) of children with CP being managed
at the neuro-developmental Clinics (NDC) in two
government and two  Non-governmental
institutions within Greater Accra that support
children with CP served as the population. These
people were used as target population because
they served the purpose of the study.

2.3 Participants

Respondents for the study were recruited
through the purposive sampling technique. The
purposive sampling was done by utilizing only
caregiver of children who have been diagnosed
with CP. All the 130 questionnaires distributed
were returned and wused for the study
representing a response rate of 100%. The
selection of 130 respondents was based on [30]
proposed criteria for selecting sample size n >
50+8M where n = sample size, M = number of
independent variables. In this study, there were
two independent variables (caregiver's burden
and social support) in the study. Base on this, the
sample size is estimated to be more than 66 (n >
66). The 130 sample size is large enough to
cater for non-response rate and achieve
higher external validity. Among the respondents,



majority of them (90.8%) were females and
77.7% were married. The mean age of the 130
respondents is 35.85 (SD = 8.14) years with a
modal age of 35 years. Majority of the
respondents (90.8%) were Christians. (See
Table 1 for description of the demographic
characteristics).

Table 1. Demographic characteristics of the

respondents
Variable Frequency Percent
Sex
e Female 118 90.8
e Male 12 9.2
Age
Mean age 35.85 (SD=8.14) years Modal age
of 35 years
Marital status
e Married 101 77.7
e Single 14 10.8
¢ Divorced 4 3.1
e Separated 7 5.4
e Others 4 3.1
Religion
e Christianity 118 90.8
e Islam 12 9.2

2.4 Measures

Three scales were used in measuring the
variables of interest. They included measures of
caregiver’'s burden, social support and quality of
life among the caregivers. Measures were
developed to assess demographic characteristics
of the respondents including gender, age,
religion and marital status. The scales used are
described below.

2.4.1 Caregiver’s burden

Caregiver's burden was measured using the
Caregivers Burden Inventory [31]. The
Caregivers Burden Inventory (CBI) measures the
burden of caregivers of patients with different
disorders. The CBI consists of 20-items
assessed on a four point Likert scale with a
range from never (0) to often (3). [31] found the
Cronbach alpha for internal consistency of the
scale to be .91. Scores ranged from 0-60 with a
higher score indicating higher level of perceived
caregiver’s burden.

2.4.2 Social support

Caregivers social support was measured using
the Multidimensional Scale of Perceived Support
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(MSPS) designed by [32]. The MSPS is a
validated 12-item instrument designed to assess
perceptions about support from family, friends
and others. Participants responded to the items
using a five point Likert scale that ranged from
strongly agree to strongly disagree. [32] reported
a Cronbach alpha of .79 for the scale. The social
support scale was scored on a five point Likert
scale that ranged from O — 4. Scores ranged from
0 — 48 with higher scores indicating higher levels
of perceived parental support.

2.4.3 Quality of life

Quality of life was measured using the WHO
Quality of Life-BREF [12]. The WHOQOL
assesses the individual's perceptions in the
context of their culture and value systems, and
their personal goals, standards and concerns.
The WHOQOL-BREF consists of 26 items which
measure four broad domains including the
physical health, psychological health, social
relationships, and environment. The scale is
measured on a five point Likert scale ranging
from strongly disagree (1) to strongly agree (5).
[33] found internal consistency of the scale to
range from .76 — .90 across domains. Scores
ranging from 26 - 130 were awarded with a
higher score indicating higher QoL.

2.5 Procedure

Ethical approval was sought from the Noguchi
Memorial Institute for Medical Research and
clearance from the Ghana Health Service
Regional Health Directorate (Greater Accra)
before the commencement of the research.
Institutional approval was sought before data
collection. Questionnaires were then sent to the
facilities and administered face-to-face to
caregivers who were present and willing to
participate in the study. Consent forms were
signed by participants who expressed the
wilingness to partake in the study. The
caregivers completed the questionnaires
themselves. In some cases, the questionnaires
were read to the caregivers by some research
assistants who were trained to help in data
collection.

3. DATA ANALYSIS

Statistical Package for Social Sciences (SPSS),
version 20.0 was used for statistical analysis.
Two hypotheses were tested. Hypothesis 1 was
analyzed using the Pearson r because the
relationship between the components of



caregiver's burden and quality of life was
established (see Table 2). Hierarchical multiple
regression analysis was used to determine the
moderating role of social support on the
relationship between caregiver’s burden and QoL
as proposed in hypothesis 2 (see Table 3).

4. RESULTS
The results obtained from the analysis of data
collected from the 130 caregivers are

summarized in the Tables below.

Table 2. Relationship between caregivers
burden and quality of life

Variables Quality of life of
caregivers
r P
Physical Burden -.398 .001**
Emotional Burden -.308 .001**
Family Burden -477 .001**
Individual Burden -447 .001*
Financial Burden -486 .001**
Total Caregivers Burden  -.504 .001**

**p< 0.01

Table 2 shows that all the component of
caregiver’'s burden was negatively correlated with
QoL. QoL had a significantly negative
relationship with physical burden (r =-.398, p <
.05), emotional burden (r =-.308, p < .05), family
burden (r =-.477, p < .05), individual burden (r =-
477, p < .05) and financial burden (r =-.486, p <
.05). Overall, caregivers’ burden was found to
correlate negatively and significantly with QoL of
caregivers (r =-.504, p < .05). This supported the
first hypothesis which stated that “there will be a
significant negative relationship between primary
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The regression results (Table 3, Model 1)
indicated that caregivers’ burden explained a
significant 25.4% variance in caregivers’ quality
of life. When the moderator (social support) was
fed into the model in the second step, the two
variables (social support and caregivers burden)
jointly explained a significant variance in
caregivers’ quality of life (R2=.33O, Feo, 127y =
31.275, p=.000) with social support adding 7.6%
of the variance in caregivers’ quality of life. In the
third step of the regression analysis indicating
whether moderation effect exists, the interaction
term between caregivers’ burden (predictor) and
social support (moderator) was fed into the
model. The results indicated that the interaction
term between caregivers’ burden (predictor) and
social support (moderator) explained a significant
increase in variance in quality of life (R?=.446,
Fs, 126) = 22.192, p=.000). Thus, social support is
a significant moderator of the relationship
between caregiver's burden and quality of life
which supports the second hypothesis.

5. DISCUSSION

The study was first aimed at assessing the
influence of caregiver’'s burden on quality of life
of caregivers. The results of the study indicated
that caregivers burden have a significant
negative correlation with QoL among caregivers.
This means that an increase in the burden of
caregivers is associated with a decrease in their
QoL. This finding is congruent with previous
findings revealed by [24] which found that higher
caregiver's burden was associated with lower
quality of life among caregivers. Similarly, the
negative relationship between caregiver’s burden
and QoL agrees with the study by [23]. According
to [18], caregiver burden can culminate in acute

stressors and QoL of caregivers”.

and chronic physical

disorders,

resulting in

Table 3. Results of hierarchical multiple regression analyses for the moderation effect of social
support on the relationship between caregivers burden and quality of life

B SEB B T P

Model 1 (Constant) 92.375 3.416 27.043
Caregivers Burden -.514 .078 -.504 -6.609 .000

Model 1 summary: R°=.254, F1. 128y = 43.672, p=.000

Model 2 (Constant) 78.378 4.923 15.919
Caregivers Burden -.362 .084 -.355 -4.298 .000
Social Support .383 101 313 3.785 .000

Model 2 summary: R°=.330, F. 121 = 31.275, p=.000

Model 3 (Constant) 91.480 8.975 10.193 .000
Caregivers Burden CB) -.647 184 -.634 -3.521 .001
Social Support (SS) -.161 .328 -.132 -.492 .624
Interaction (CB X SS) .938 539 416 1.740 .024

Model 3 summary: R°=.446, F.126) = 22.192, p=.000




isolation and depression, as well as financial
disequilibrium, reduction in libido and self-
accusation which all affect the quality of life of
the caregiver. Also, caregivers’ burden imposes
a high level of stress among the caregivers. A
heightened level of stress due to the caregiver’s
burden affects the psychological functioning and
well-being of the person and thus leads to lower
quality of life.

The study also predicted that social support will
moderate the relationship between caregiver’s
burden and quality of life. The findings indicated
a moderating effect of social support on the
relationship between caregiver's burden and
quality of life with social support accounting for
44.6% of the variance in QoL. This means that a
caregiver with higher caregiving burden when
exposed to social support will exhibit a better
quality of life compared to a caregiver without
social support. Thus, social support contributes
to alleviating the negative consequences of
stress and burden of the caregiver in caring for a
child. This finding supports the results from the
study conducted by [18] which indicated that
social support play a partial role as a moderator
in the relationship between burden and quality of
life. Social support for caregivers is important to
prevent health complications such as bio-
psychosocial stress, and provides favourable
conditions for quality of life, by allowing greater
freedom to develop in daily activities. Based on
this, the negative consequences associated with
higher burden may not be felt much when the
level of social support enjoyed by the caregiver is
qualitatively and quantitatively higher. Social
support received from friends, family members
and other members of the society in the form of
money, encouragement, counselling etc. can
serve as catalyst for boasting the wellbeing of the
caregivers. As explained by [17], the extent to
which the burden associated with caregiving can
affect the well-being of an individual will depend
on the quality of support they receive from the
family and significant others. Invariably, social
support serves as a coping tool in optimizing the
well-being and health outcomes of caregivers.

Though the present study took all possible steps
to provide the findings in a holistic way, the study
had some limitations. The findings of this study
should be interpreted in light of its limitations.

This study relied on self-report measures which
are subject to social desirable effects. Due to the
perceptual nature of the data, there is the
possibility of a perceptual bias. Nevertheless, the
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researcher made sure the respondents remained
anonymous which reduced the socially desirable
responses but could not control for the
perceptual bias.

Also, this empirical study confines itself to a
correlational survey method, which leaves room
for speculation with regard to causality among
the variables. The researcher used purposive
sampling technique instead of random sampling.
By that, not all the caregivers of children with
cerebral palsy had equal chance of participating
in the study. The purposive sampling however
became appropriate because there was no up-
dated and current sample frame from which
respondents could be randomly selected. Using
longitudinal approach will help in inferring
causality.

In spite of the limitations, there are a number of
implications that can be inferred from the study.
The findings of this study have implications for
nursing practice, informal caregiving and policy
formulation.

For nursing practice, findings of this study
showed that burden associated with caring for
CP patients negatively affect the QoL of
caregivers. It also shows that adequate social
support can ameliorate the negative
consequences of burden on QoL of caregivers.
There is the need for nurses to be enlightened on
the enormous burden that caregivers encounter
and its consequences on reducing the QoL of
caregivers in order for them to provide the
caregivers with the needed support.

Caregivers need the knowledge and skills
pertinent to the care they are providing for the
children with cerebral palsy. Informal caregivers
need to educate themselves about the disability
(cerebral palsy), managing stress, coping with
depression and anxiety and developing proper
caregiving techniques. There is also the need for
informal caregivers to seek financial, social and
psychological support to ease the burden, stress,
depression and anxiety they encounter. Health
institutions and other facilities that deal with
disabilities in Ghana can develop educational
programmes in which children with cerebral palsy
and their families, especially caregivers can
participate in order to learn new independent
living and coping skills.

6. CONCLUSION

Over the years, researchers and practitioners
have been emphasising on the well-being and



health of the children with disabilities. The health
of the caregiver, however, is both a cause and a
consequence of the health of the child. The study
in its entirety has revealed that caregivers burden
contribute negatively to the QoL of caregivers.
Social support moderated the relationship
between caregiver's burden and QoL of the
caregivers. Therefore, there is the need to
provide adequate support to caregivers to boost
their quality of life. There is also the need for
mass education on the causes of CP as means
of controlling the myths and legends about the
origins of CP.
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