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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. Using the Stress Process Model by Pearlin et 

al. (1990) as an organising framework, this study investigated the factors influencing the 

quality of life (QoL) of caregivers of children with CP. The role of social support in 

ameliorating the negative consequences of the stressors on QoL of caregivers of children with 

CP was also assessed. The study employed a cross-sectional survey design. Data was collected 

from 130 caregivers at 37 Military Hospital, Princess Marie-Louis Hospital and two Non-

governmental agencies; Givers Never Lack Foundation and Sharecare Ghana.  Statistical 

Package for Social Sciences (SPSS) version 20.0 was used for data analysis. Descriptive 

statistics, correlation and regression were the statistical tools used for data analysis. The 

findings revealed that caregivers of children with CP had a lower QoL. They also experienced 

higher amount of burden and moderate levels of depression, anxiety and stress. The primary 

and secondary stressors were found to negatively correlate with QoL of caregivers. Secondary 

Stressors were found to partially mediate the relationship between caregiversô burden and 

QoL. There was also a moderating effect of social support on the relationship between the 

primary stressor and QoL with social support accounting for 44.6% of the variance in QoL. 

Demographic characteristics of the caregivers collectively explained an insignificant 3.7% of 

the variance in caregiversô QoL. These findings have implications for nursing practice and 

informal caregiving.  
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CHAPTER ONE 

INTRODUCTION  

1.1Background of the Study 

The cry of a baby often signifies a successful birthing process which brings joy to the 

mother and the family at large. Besides this joy is the inner most desire coupled with 

uncertainties especially on the part of the mother for the child to grow and attain the required 

developmental milestones. However, some children encounter difficulties in the early and 

late stages of development which require substantial health care and resources (Davis, Shelly, 

Waters & Davern, 2009). One of such difficulties is chronic disability. Research has 

demonstrated that one of the commonest causes of chronic disability in children is cerebral 

palsy (CP) (White-Koning et al., 2007; Rosenbaum, Leviton, Goldstein, Bax, Damiano, Dan 

& Jacobsson 2007; Snider, Majnemer, & Darsaklis, 2010). This is supported by statistical 

evidence that the prevalence of CP is 1.5ï2.5 per 1000 live births globally (Blair, 2010; 

Oskoui, Coutinho, Dykeman, Jette & Pringsheim, 2013). According to Cerebral Palsy 

International Foundation (2015), 1 in 500 babies globally is diagnosed with CP. In the United 

States of America, the Center for Disease Control (CDC) report indicates that CP affects 1 in 

every 303 children (CDC, 2011). In Nigeria, CP accounts for 36.0% and 42.4% of cases 

treated at the paediatric neurology clinics in Ibadan and in Kano respectively (Benlonwu, 

Gwarzo & Adeleke, 2009; Lagunju & Okafor, 2009). Reports indicate that about 4 to 5 

children out of every 1000 births suffer from CP in Ghana (Ghana Business News, 2011). 

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 fetal or infant brain (Rosenbaum et al., 

2007). CP is a chronic condition defined as a set of functional limitations due to alterations in 

the development of the central nervous system (Rethlefsen, Ryan & Kay, 2010). Shelly and 
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colleagues (2008) asserted that CP results from mutilation to the fetal or developing brain 

which leads to partial loss of motor and cognitive functioning (Shelly et al., 2008). Reported 

characteristics of CP include impaired motor function, sensory and intellectual impairment, 

as well as complex limitations in self-care functions (Rosenbaum et al. 2007). The disturbing 

fact in this scenario is that there is no definite cure/treatment for the brain injury that leads to 

CP and its subsequent motor dysfunction (Centres for Disease Control and Prevention, 2015). 

What research has succeeded in doing thus far is to provide a variety of therapies which 

enhance a patientôs overall QoL by mitigating musculoskeletal damages and pain (Waters, 

Maher, Salmon, Reddihough & Boyd, 2005). This implies that a child with CP would most 

probably need the assistance of a caregiver to help with activities such as trips to the hospital 

for routine visits and assisting with the childôs daily routine. In view of this, some previous 

studies have given particular attention to caregivers of individuals with CP, especially, the 

informal caregivers (Pousada, Guillamón, Hernández-Encuentra, Muñoz, Redolar, Boixadós 

& Gómez-Zúñiga, 2013; Wippermann, 2013). 

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 (Bruns, 

Moe, Jennings, Ca & Natour, 2008). A caregiver in relation to CP is one with the primary 

responsibility of encouraging a child with CP to become independent in his or her daily 

activities (Mancini, Coster, Trombly & Heeren, 2002). This responsibility is in line with 

Mancini et al, (2002) assertion that children with the most severe motor impairment require 

the greatest level of assistance to perform tasks. Eker and Tuzun (2004) described the work of 

caregivers of CP as sacrificial. According to Eker and Tuzun (2004), it is a requirement for 

caregivers of children with CP to often sacrifice facets of their own well-being so that they 

can have enough time to care for their children. 
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Caring for any child entails huge amount of resources, however the strain for these 

resources is often augmented when caring for a child with CP (Erdoganoglu & Gunel, 2007). 

Previous studies have shown that caregivers of children with CP 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 (Brehaut et al., 2004; Raina et al., 

2005). A child who requires special care such as children with CP may also influence the 

emotional, environmental, and physical aspects of others, especially the main person 

responsible for that child (Greenberg, Seltzer, Krauss, Chou & Hong, 2004). In fact, 

caregivers need ample time because children with CP require continuous special care, 

frequent medical checkups, and physiotherapy management (Erdoganoglu & Gunel, 2007). 

Studies have indicated that mothers are the main caregivers of children with this disability 

and that the disabled child's reliance on others in their everyday activities has a substantial 

effect on the psychological state of the caregiver (Yilmaz, Erkin, & Ezke, 2013). For this 

reason, the provision of a high level of care required by a child with CP can affect and impact 

the QoL of the caregiver. Other studies indicate that caregivers of children with chronic 

conditions such as CP are faced with physical, social and psychological health problems (Al -

Gamal, 2013; Dellve, Samuelsson, Tallborn, Fasth & Hallberg, 2005; Turnbull, Turnbull, 

Brown & Turnbull, 2004). 

The caring responsibility of caregivers in combination with their daily activities can 

be demanding (Prudente, Barbosa & Porto, 2010). The demands associated with caring for 

the CP patient have implications for the psychological and physical health and the QoL of the 

caregiver (Al -Gamal, 2013). The effectiveness of caregivers of children with CP is 

determined by their quality of life (Erdoganoglu & Gunel, 2007). This is because the adverse 

health status of the primary caregiver could interfere with the ability to meet the needs of the 

patient and might thereby affect the patientôs rehabilitation (Burkhard, 2011). 
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According to the World Health Organization (2005), ñhealth is not only the absence 

of disease and infirmity, but also the presence of physical, mental, and social well-beingò 

(Terra, Cysneiros, Schwartzman, Arida, Cavalheiro, Seorza and Albuquerque, 2011). ñQoL is 

an individualôs view of his/her place in life, in the context of the customs and value systems 

in which he/she lives, and also in relation to his goals, potential, standards and concernsò 

(The WHOQOL Group, 1995). Research indicates that caregivers (such as parents) of 

children with CP report with poorer physical, mental, and social well-being than parents of 

children with no CP (Murphy, Christian, Caplin, & Young, 2006; Parkes, Caravale, Marcelli, 

Franco & Colver, 2011; Yilmaz et al., 2013). Taking care of a child with CP 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, (Amendola, 

Oliveira, & Alvarenga, 2011). 

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 

(Dezot, Alexandre, Freire, Mercês & Mazza, 2014). These factors are called stressors in 

caregiving. There are two categories of stressors, mainly primary and secondary stressors 

(Davis, Shelly, Waters, & Davern, 2009). Primary stressors are the magnitude and nature of 

care arising directly from the needs of the patient. Secondary stressors are the problems and 

hardships that stem from the impact of the primary stressor on the caregiver (Tessier, Hefner 

& Newmeyer, 2014). 

One significant primary stressor that influences the QoL of caregivers is the unique 

difficulties that caregivers of children with CP encounter. These unique difficulties are called 

caregiverôs burden. Caregiverôs burden is defined as the extent to which the caregiver 



                                                                         QoL of Caregivers of Children with CP 

5 

 

perceives that the different aspects of his/her life have been affected by the task of giving care 

(Segui, Ortiz-Talo, & de Diego, 2008). A number of factors contribute to the stressors of 

caregivers of CP. Among these factors include the characteristics of the patient, the 

responsibilities performed, time spent in caregiving and the characteristics of the caregivers 

themselves (Erdoganoglu & Gunel, 2007). The limitations of CP patients lead to long-term 

care, which can be overwhelming although the care provided is part of parenting. This 

extreme demand may affect the physical and psychological health of the caregiver negatively 

and also reduce the QoL of the caregiver (Tucker, Butler, Loyuk, Desmond, & Surrency, 

2009). 

To meet the childôs medical, physical and social needs due to CP, caregivers sacrifice 

aspects of their own well-being in order to dedicate unlimited   time to care for the child 

(Klassen, Klassen, Dix, Pritchard, Yanofsky, Oôdonnell, Scott & Sung, 2008). The 

commitment to long-term care and the significant amount of time devoted to the care of the 

child with CP can negatively affect the QoL of the caregiver (Klassen, Klassen, Dix, 

Pritchard, Yanofsky, Oôdonnell, Scott & Sung, 2008). Additionally, caregivers of children 

with CP run the risk of experiencing higher secondary stressors such as emotional distress and 

poor adjustment which are generated by the high level of the primary stressors such as 

caregiverôs burden (Anjos, Boery, Pereira, Pedreira, Vilela, Santos & Rosa-Dde, 2015; Segui, 

Ortiz-Talo, & de Diego, 2008). 

Caregivers of children with CP find it hard to cope when there is higher amount of 

primary and secondary stressors associated with the process of caregiving. Nevertheless, not 

all caregivers of children with CP have difficulty adapting even in the face of highly stressful 

life situations associated with the caregiving (Manuel, Naughton,  Balkrishnan, Smith, &  

Koman, 2012; Thompson & Gustafson, 1996). It is therefore important to discern factors that 

buffer the relationship between the stressors and QoL of the caregiver. Researchers have 

http://jpepsy.oxfordjournals.org/search?author1=Janeen+Manuel&sortspec=date&submit=Submit
http://jpepsy.oxfordjournals.org/search?author1=Michelle+J.+Naughton&sortspec=date&submit=Submit
http://jpepsy.oxfordjournals.org/search?author1=Rajesh+Balkrishnan&sortspec=date&submit=Submit
http://jpepsy.oxfordjournals.org/search?author1=Beth+Paterson+Smith&sortspec=date&submit=Submit
http://jpepsy.oxfordjournals.org/search?author1=L.+Andrew+Koman&sortspec=date&submit=Submit
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indicated that perceived social support buffers the impact of the stressors on the quality of life 

of the caregivers (Anjos, Boery, Pereira, Pedreira, Vilela, Santos & Rosa-Dde, 2015; Burnette, 

Duci & Dhembo (2016). 

Social support is a mutual process regarding any aid offered by people whom the 

caregivers usually have contact with. It deals with having someone to count on in difficult 

situations in order to receive material, emotional or affective help (Burnette, Duci & Dhembo, 

2016; Sit, Wong, Clinton, Li & Fong, 2004). 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. Studies have indicated that in order for the 

caregivers to cope with the high demands associated with the caregiving, there is the need to 

get high support from networks comprising of relatives and friends(Yilmaz, Erkin, & Izki, 

2013; Zanon and Batista ,2012). On the contrary, in most cases the caregivers do not receive 

the support from any of the networks and they have few people to count on (Burnette, Duci & 

Dhembo, 2016). 

On the basis of the above, the present study used the stress process model by Pearlin et 

al (1990) to examine the QoL of caregivers of children with CP.  

 

1.2 Problem statement 

Globally, Cerebral Palsy (CP) is the most common physical disability in children 

characterized by motor impairments and other functional limitations (Aesha, 2012). The 

special needs of such children add to the emotional, physical and financial strain inherent in 

raising them. CP requires long term management. Considering the long period of 

management for children with CP, the presence of caregivers is immensely crucial to these 

children. Some studies (Kakooza-Mwesige, Forssberg, Eliasson & Tumwine, 2015; Tessier, 

Hefner & Newmeyer, 2014) on CP have focused on patients with CP instead of caregivers 

http://www.ncbi.nlm.nih.gov/pubmed/?term=Burnette%20D%5BAuthor%5D&cauthor=true&cauthor_uid=26810582
http://www.ncbi.nlm.nih.gov/pubmed/?term=Burnette%20D%5BAuthor%5D&cauthor=true&cauthor_uid=26810582
http://www.ncbi.nlm.nih.gov/pubmed/?term=Burnette%20D%5BAuthor%5D&cauthor=true&cauthor_uid=26810582


                                                                         QoL of Caregivers of Children with CP 

7 

 

because of the conviction that the patients are the primary target. However, other studies have 

indicated that the long-term care-giving may affect the physical, social and emotional health 

of the caregivers, as well as their financial status and over all well-being (Grootenhuis & 

Bronner, 2009; Olawale, Deih & Yaadar, 2013; Pfeifer, Silva, Lopes, Matsukura, Santos & 

Pinto, 2013). It is therefore necessary to the benefit of the child that the psychological and 

emotional strain among the caregivers be given the needed priority and the appropriate 

support since the strain affects the quality of care rendered (Oh & Lee, 2009). 

Earlier research has demonstrated that excessive responsibility on the part of caregivers 

may adversely affect their physical and psychological health (Brehaut et al., 2009; Tucker et 

al., 2009). According to Grootenhuis and Bronner (2009), the responsibility of caregivers 

may affect their social, cultural and professional lives consequently decreasing their QoL. 

Caring for a child with CP is associated with high financial demands that can adversely 

impact the financial resources which in turn can contribute to the level of stress among the 

caregivers. Studies have indicated that lack of social support due to superstition associated 

with CP, limited financial resources and everyday experiences of caregivers of children with 

CP could possibly impact the QoL of caregivers (Rentinck et al., 2006; Mobarak et al., 2000). 

The psychosocial health and physical effects associated with caring for children with 

CP have attracted a lot of attention with a large body of studies indicating that psychological, 

social, economic, and physical factors affect the QoL of caregivers of children with CP 

(Brehaut et al., 2009; Chen et al., 2014; Fatudimu et al., 2013; Olawale et al., 2013; 

Wippermann, 2013). Though numerous studies have been carried out on the quality of life of 

caregivers of children with CP in the European countries, very little has been conducted in 

other jurisdictions specifically, Ghana (Olawale et al., 2013). In Ghana, because of the belief  

associated  with the cause of the disorder, the children and their caregivers do not get the 
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needed support to improve the QoL of the caregiver which invariably influences the patient 

with CP as well (Olawale et al., 2013). 

CP has also always been poorly understood by some societies and has frequently been 

associated with numerous myths and beliefs as a result of incorrect information regarding the 

etiology of the disorder (Austin, Dunn, Johnson & Perkins, 2004). Cultural beliefs and 

misconceptions about CP influence the attitude towards the caregivers and the patients as 

well. Children with CP and their families are even socially discriminated against on the 

grounds of widespread negative public misconceptions and beliefs (Martiniuk, Speechley, 

Secco, & Campbell, 2007). This phenomenon thus highlights the importance of improvement 

in knowledge of CP in order to improve the care the patients receive. The present study 

examined the QoL of caregivers of children with CP in the Accra Metropolis.  

 

1.3 Purpose 

The purpose of this study was to examine the QoL of caregivers of children with CP in 

the Accra Metropolis.  

 

1.4 Specific objectives: 

The specific objectives are to: 

1. Describe the quality of life and stressors of caregivers of children with CP. 

2. Examine the relationship between the stressors (primary and secondary) and 

QoL of caregivers of children with CP. 

3. Assess the impact of the stressors (primary or secondary) on the quality of life 

of the caregivers of children with CP. 
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4. Investigate the mediating role of secondary stressors on the relationship between 

the primary stressors (caregiverôs burden) and QoL of caregivers of children 

with CP. 

5. Assess the moderating role of social support on the relationship between the 

primary stressors and the QoL of caregivers of children with CP. 

 

1.5 Research Questions 

1. What are the levels of stressors and quality of life of caregivers of children with 

CP? 

2. What is the relationship between stressors (primary and secondary) and QoL of 

caregivers of children with CP? 

3. How does secondary stressor (stress, depression and anxiety) mediate the 

relationship between the primary stressors (caregiverôs burden) and QoL of 

caregivers of children with CP? 

4. How does social support moderate the relationship between the primary 

stressors and the QoL of caregivers of children with CP? 

 

1.6 Statement of Hypotheses 

Based on the aims and specific objectives, the study sought to test the following 

hypotheses:  

1. There will be a significant negative relationship between primary stressors and 

QoL of caregivers of children with CP. 

2. There will be a significant negative relationship between secondary stressors 

and QoL of caregivers of children with CP. 
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3. The relationship between primary stressors (caregiverôs burden) and quality of 

life will be mediated by secondary stressors (depression, anxiety and stress). 

4. Social support will moderate the relationship between the primary stressor 

(burden) and the QoL of caregivers of children with CP. 

 

1.7 Significance of the Study 

The significance of the study can be viewed basically in two facets: research and 

practice. Family centred care is paramount in paediatric practice and the caregiver by 

extension forms part of the family. The paediatric team cannot manage these children without 

the caregiver. This study therefore seeks to enable practitioners to have extensive knowledge 

in their area of practice. One of the key ways to tackle the management of children with CP is 

to focus on the QoL of caregivers. Caregiversô role in this respect cannot be overlooked since 

they are involved in the day- to -day care of the child. Thus, this study highlights the need to 

provide adequate information on caregiversô QoL as a significant part of management in the 

life of a child with CP. In view of this, the findings from this study will bring to the attention 

of the health team and society at large the need to focus on the QoL of caregivers of children 

with CP.  

Additionally, assessing the QoL of caregivers could lead to better identification of the 

burden in care giving, the psychological and socio-economic stressors that affect them as well 

as the family unit in order to promote a productive working relationship. Furthermore, 

findings from this study can guide stakeholders and policy makers to create or shape policies 

through collaborative efforts to positively improve on the QoL of caregivers and children 

with CP in a wider context.  Furthermore, assessing the QoL of these caregivers will reveal 

their challenges which when mitigated can positively impact the children with CP. Finally, 

the outcome of the study would augment the existing store of knowledge on the subject and 
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to serve as a catalyst for future research due to the noticeable lack of research on the QoL of 

caregivers of children with CP in Ghana. 

 

1.8 Definition of Terms 

Caregiver: Anyone who spends most of his/her time on daily basis with the child. Such a 

person ensures the wellbeing of the child. The person performs activities of daily living of 

the child, sends the child for medical reviews and takes care of the child when he/she 

goes on admission. 

Caregiver in the context of this study refers to the informal caregiver. 

QoL: How the caregiver perceives his/herself psychologically, physically, economically, and 

socially with the duty of taking care of a child with CP and his or her total perspective 

on life. 

Caregiver burden: The difficulties and responsibilities associated with taking care of a child 

with CP by the caregiver. 
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CHAPTER TWO  

THEORETICAL MODEL/ LITERATURE REVIEW  

This chapter presents the theoretical model guiding this study and also reviews relevant 

empirical literature on caregivers of children with CP 

 

2.1 The Stress Process Model 

The stress process model by Pearlin et al. (1990) was initially used for caregivers of 

Alzheimerôs disease and has been applied to caregivers of schizophrenia, caregivers of 

persons with cancer and other conditions but not for caregivers of children with CP. 

Pearlin and colleagues (1990) approached the study of caregivers from the viewpoint of 

what has been referred to as the stress process. According to Pearlin, et al, (1990), there are 

processes that force attention on the relationships among many conditions leading to personal 

stress. The relationships leading to stress develop and change over time. The model does not 

simply identify the conditions that are associated with stress but emphasizes how these 

factors are related to each other and the effects on caregiversô psychological wellbeing. Four 

main domains make up the model with each having subcomponents. These domains are: the 

background and context of stress; the stressors (primary and secondary); the mediators of 

stress; and the outcomes which in this study is the QoL of caregivers of children with CP. 

The relationship between these domains results in outcomes as presented in Figure 1. 
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Figure 1: Stress Process Model for Caregivers (Pearlin et al, 1990) 

 

2.1.1 The Background and Context of the Stress Process Model (SPM) 

The background refers to the key characteristics such as age, gender, educational level, 

occupation among others which signify where people fall within stratified orders. This is 

relevant because care giving and its consequences are potentially affected by these 

characteristics (Pearlin, et al, 1990). According to the model, the kinds and magnitude of 

stressors people are exposed to and the ability to deal with them are subject to the effects of 

these key characteristics. For example, highly educated people will have higher knowledge 

on the disorder which will guide them in the extent to which they will deal with the stressor. 

This has the propensity of reducing the intensity of stress they encounter and how they deal 

with it. The association between the social and economic characteristics of caregivers with 

other components of the stress process model is of utmost importance. Caregivers may come 

to feel cut off from the larger society although these kinds of linkages have had some analytic 
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attention in studies of caregiver stress, particularly with regard to gender (Tessier, Hefner & 

Newmeyer 2014). 

The context also refers to the networks (including family) to which caregivers have 

attachments and access to and use of resources and programmes available. There are many 

programmes that are designed to provide specialized services for patients or caregivers. 

However, the availability of such programmes varies considerably from one community to 

another. The extent to which the caregivers have access to these resources indicates the extent 

to which they can escape some of the hardships and stresses of caregiving. 

 

2.1.2 The Stressors (Primary and Secondary Stressors) 

The stressors are the conditions, experiences, and activities that threaten the effort of the 

caregivers in achieving their purpose. Giving care to the seriously impaired patient such as a 

child with CP can produce a variety of stressors. Stressors can be divided into primary and 

secondary stressors. Primary stressors arise from the direct needs of the patient and the 

quantum of the care given. It is the primary stressors that lead to other problems and 

hardships called the secondary stressor.  An example of the primary stressor assessed in this 

study is the caregiverôs burden. The caregiverôs burden can lead to secondary stressors such 

as depression and anxiety. 

The role of both primary and secondary stressors in determining the QoL of caregivers 

has been found in previous studies. A study by Davis et al. (2009) revealed that the wellbeing 

of caregivers was determined by the role they played. The study indicated that caregivers 

who performed roles above their limits experienced lower psychological wellbeing compared 

to those whose roles were not above their limit. Burkhard (2011) also found that the 

psychological wellbeing of caregivers is determined by secondary stressors such as 

depression and anxiety. 
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2.1.3 Mediating and Moderating Factors 

People exposed to seemingly similar stressors are not similarly affected by them in the 

same ways. The variability in outcome when exposed to the same stressors is explained by 

mediators and moderators. Secondary stressors (depression, anxiety and stress) and social 

support are the mediating and moderating variables respectively in this study that explain the 

different variability in outcomes when exposed to the same primary stressors (caregiversô 

burden). 

In the model, the secondary stressor (depression, anxiety and stress) serves as the 

mediator of the relationship between caregiversô burden and QoL of caregivers of children 

with CP. This means that the primary stressors (burden) may first lead to the secondary 

stressors (stress, anxiety and depression). The level of secondary stressors (stress, anxiety and 

depression) produced by the primary stressor (caregivers burden) will determine the 

caregivers QoL. Kato, Jaarsma, Okada, Kagami, Endo, Ono, and Kinugawa (2015) revealed 

that caregiversô burden produces higher level of stress, depression and anxiety that negatively 

affect the quality of life of caregivers of children with CP. 

Social support is the moderator of the present study. It explains the different variability 

in outcomes when exposed to the same stressors. The differences in the amount and quality of 

social support caregivers obtain account for the fact that caregivers confronting equivalent 

li fe problems are unequally affected by the problems. A moderator limits the impact of the 

stressor on the outcome. For example, social support prevents or inhibits the development of 

secondary stressors which in turn decreases the consequences of the primary stressors on the 

QoL of caregivers. 

Stressors have the propensity to lead to lower QoL among caregivers; however, the 

impact of the stressors on the quality of life of the caregivers may be determined by the 

availability of social support that will help in coping with the stressors. The intensity of the 
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impact of the primary stressors on the quality of life will be reduced if the caregiver has a 

high level of social support as means of coping mechanisms. A study by Cheshire, Barlow 

and Powell (2010) supported the moderating role of social support in the relationship 

between caregiverôs stressors and quality of life. 

 

2.1.4 Outcomes 

Outcomes refer to the consequences of the stressors on the lives of the caregivers. The 

outcome of the present study is the QoL of caregivers of children with CP. Emotional distress 

associated with caregiving always surfaces first and if they persist for a long time results in 

lower QoL. 

This model has found evidence from past researchers. There are many factors 

influencing the QoL of both children with CP and their families. Notable among the QoL 

determinants include psychological, socio-economic, social support and demographics. For 

instance, in the study by Wanamaker and Glenwick (2008), it was realized that 

socioeconomic status associated positively with quality of life. The relationship between 

socioeconomic status and quality of life was also moderated by social support. 

 

2.2 Literature Review 

Apart from the model elaborated above, this section discusses various studies and 

findings that best aid the researcher in explaining the possible predictors of QoL of caregivers 

of children with CP and helps to answer the hypothesis formulated  for the study. It further 

reviewed studies on the QoL of caregivers of children with CP, socio-demographic 

characteristics of caregivers of children with CP and the stressors associated with the care 

giving process as well as the role social support plays in determining the QoL of caregivers of 

children with CP. The data sources include CINHL, Google scholar, HINARI, Wiley online 
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library, SAGE, EBSCOS host, Science Direct, Taylor and Francis among others. The key 

words used in the search were; ócaregiver of children with cerebral palsyô, óQuality of life of 

caregiversô, ópsychological outcomes of care givingô, ósocial support in care givingô, and 

óCaregiver burdenô. 

 

2.2.1 Quality of Life of caregivers of children with CP 

One of the complex clinical entities with high severity and complications often needing 

special care is CP (MacDonald & Callery, 2007). Caring for an individual with cerebral palsy 

has a possible direct impact on caregiversô lives; generates overload and changes the 

caregiverôs normal routines. This has the predisposition to influence the QoL of the 

caregivers with researchers indicating negative impact of caregiving on the quality of life of 

the caregiver (MacDonald & Callery, 2007). 

There is evidence to support the fact that the QoL of caregivers of children with CP 

influence the health outcome of the children with CP themselves and thus it is imperative to 

assess the QoL of the caregivers (Ones, Yilmaz, Cetinkaya & Caglar, 2005; Prudente, 

Barbosa & Porto, 2010).  

Studies have found enormous support for both short and long- term impact of 

caregiving on the QoL of caregivers of children with cerebral palsy and other neurological 

diseases. Pavalko and Woodbury (2003) indicated that caregivers consistently experience 

higher rates of depression than non-caregivers. A study was conducted by Al -Gamal (2013) 

with the aim of assessing the QoL of caregivers of children with CP. The study recruited 204 

parents providing comprehensive care to children with cerebral palsy. The findings indicated 

that majority of the parents experienced emotional strain. Most of the caregivers also 

experienced significantly lower level of quality of life. 
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Some studies have also indicated lower QoL among caregivers of children with CP 

compared to those caring for healthy children. The studies also assessed the various 

components of QoL. For example, a study was conducted by Pinquart and Sorensen (2003) 

on the impact of caregiving on the QoL of caregivers of children with CP and those providing 

care for healthy children. The physical well-being component of quality of life was assessed. 

The results of the study revealed higher level of quality of life (physical well-being 

component) among mothers providing care for healthy children compared to mothers 

providing care for children with CP. The study by Pinquart and Sorensen (2003) assessed 

only the physical well-being component of QoL.  

Similarly, Eker and Tuzun (2004) compared the QoL of mothers with children suffering 

from CP to the mothers of children with minor health problems. A total of eighty four (84) 

mothers consisting of 40 mothers with a child suffering from cerebral palsy and 44 mothers 

with a child suffering from minor health problems participated in the study. Data was 

collected using the Medical Outcomes Health Survey. Findings of the study indicated that 

with the exception of the physical functioning subscale, the mean scores on all the subscales 

of the Health Survey Questionnaire were significantly lower in mothers of children with CP 

than those of the comparison group. The study also indicated that most participants were 

informal caregivers and females. Eker and Tuzun (2004) explained that the inability to get 

competent people and the high cost of employing formal caregivers are the reasons for the 

mothers providing care for their children. 

Long-term effects of caring for children with CP have also been well reported in earlier 

studies (Akosile et al, 2011; Chiou et al, 2005). These studies showed that long-term caring 

for children with CP had negative effects on the quality of life of caregiversô wellbeing. 

According to Romeo, Cioni and Distefano (2010), caregivers of children with CP show lower 

scores on physical and psychological domains on the QoL scale.  
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A similar study conducted by Guillamon, Nieto, Pousada, Redolar, Munoz, Hernandex, 

Boixados and Gomez-Zuniga (2013) examined the QoL of caregivers of children with CP. 

Sixty two parents of children with cerebral palsy completed measures to assess the physical, 

environmental and social relationships as components of QoL. The results of the study 

indicated that parents of children with CP had low levels of all the three components of 

quality of life. These studies conducted in different countries (Eker & Tuzun, 2004; 

Guillamon, Nieto, Pousada, Redolar, Munoz, Hernandex, Boixados & Gomez-Zuniga, 2013; 

Romeo, Cioni & Distefano 2010) undeniably reported lower QoL among caregivers of 

children with CP. The studies however, considered aspects of QoL instead of the entire QoL 

domains. 

Some studies have also employed descriptive statistics to investigate the QoL among 

caregivers of children with CP. A descriptive study was conducted by Deepthi and 

Krishnamurthy (2011) with the aim of assessing the mental health status and QoL of 

caregivers of persons with disabilities. The participants of the study consisted of caregivers of 

23 children with cerebral palsy and intellectual disability. Findings of the study revealed that 

56.52% of the primary caregivers had lower QoL. 

Brehaut, Kohen, Garner, Miller, Lach, Klassen and Rosenbaum (2009) conducted a 

population based study which assessed the implications of caregiving on the health of the 

caregiver. Factors such as parenting status, income level, sex and educational background 

were controlled. The study employed 9401 caregivers of children with CP. The findings of 

the study revealed that the chronic conditions of caregivers of children with other health 

related problems were higher than the chronic conditions of caregivers of healthy children. 

A study by Neves, Pietrovski and Claudino (2015) assessed the QoL of caregivers of 

children with CP. The study employed descriptive analysis and the results indicated that 

caregivers of children with CP had a lower level of QoL. Tessier, Hefner and Newmeyer 

http://www.ncbi.nlm.nih.gov/pubmed/?term=Boixad%C3%B3s%20M%5BAuthor%5D&cauthor=true&cauthor_uid=23461414
http://www.ncbi.nlm.nih.gov/pubmed/?term=G%C3%B3mez-Z%C3%BA%C3%B1iga%20B%5BAuthor%5D&cauthor=true&cauthor_uid=23461414
http://www.ncbi.nlm.nih.gov/pubmed/?term=Boixad%C3%B3s%20M%5BAuthor%5D&cauthor=true&cauthor_uid=23461414
http://www.ncbi.nlm.nih.gov/pubmed/?term=G%C3%B3mez-Z%C3%BA%C3%B1iga%20B%5BAuthor%5D&cauthor=true&cauthor_uid=23461414
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(2014) also evaluated whether the severity of physical symptoms correlates with psychosocial 

QoL among caregivers of children with CP. A sample of 53 caregivers of children with CP 

took part in the descriptive study. Results indicated lower level of QoL and its sub-

components among caregivers of children with CP. 

Despite the fact that the results from the studies by Deepthi and Krishnamurthy (2011), 

Brehaut, Kohen, Garner, Miller, Lach, Klassen and Rosenbaum (2009), Tessier, Hefner and 

Newmeyer (2014) and Neves, Pietrovski and Claudino (2015) were consistent with the Stress 

Process Model for Caregivers (Pearlin, et al, 1990), the descriptive statistical design  

employed by the previous researchers did not help draw any conclusion as to whether the 

findings were significant and as such  does not completely rule out alternative explanations. 

Longitudinal studies have also been conducted to assess the QoL of caregivers of 

children with CP. For example, Prudente, Barbosa and Porto (2010) investigated the level of 

QoL of mothers of children with CP. The study was carried out in Brazil among 100 

participants using the Medical Outcomes Health Survey. The results of the study indicated 

that the general health QoL of the participants were low. The QoL of the mothers giving care 

to the CP patients was significantly lower than the QoL of the general population. 

Another longitudinal study was conducted by Strom, Kreuter, and Rosberg (2012) to 

investigate the QoL of caretakers of children with CP in Cambodia. Results indicated that the 

quality of life of the caretakers were significantly low in terms of their health, material and 

emotional well-being. The studies by Prudente, Barbosa and Porto (2010) as well as Strom, 

Kreuter, and Rosberg (2012) were not without limitations. Prudente, Barbosa and Porto 

(2010) as well as Strom, Kreuter, and Rosberg (2012) adopted the longitudinal survey design 

that made way for other confounding variables to influence the results. It could also possible 

that environmental factors influenced the results. The use of a cross-sectional survey could 

possibly have helped overcome this error. 
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Nimbalkar, Raithatha, Shah and Panchal (2014) adopted the qualitative research design, 

using focus group discussions to illuminate the quality of life of parents taking care of 

children with cerebral palsy (CP). Two focus group discussions comprising one at a rural 

tertiary level care hospital and the other at an urban tertiary level care hospital were 

conducted. Thirteen parents participated in the two focus group discussions. The findings 

indicated that the caregiver experienced problems in their social relationships, health 

problems, financial problems, moments of happiness, worries about the future of the child, 

need for more support services, and lack of adequate number of trained physiotherapists 

which determined their lower level of QoL. The researchers concluded that parents of 

children with CP experienced significantly lower QoL. The study of Nimbalkar, Raithatha, 

Shah and Panchal (2014) was qualitatively conducted thus generalizability could be 

questioned.  

In a meta-analytical study, Hamzat and Mordi (2007) found out in Nigeria that the 

general QoL of caregivers of children with CP was low compared with the general population 

using the General Health Questionnaire. The study by Hamzat and Mordi (2007) employed 

the meta-analytical approach which is associated with a lot of criticisms. According to 

Walker, Kattan and Hernandez (2008), several conditions are critical to a sound meta-

analysis and small violations of those conditions can lead to misleading results. This renders 

meta-analytical studies as controversial. Summarizing large amounts of varied information 

using a single number is another controversial aspect of meta-analysis. Under scrutiny, some 

meta-analyses have been inappropriate, and their conclusions not fully justified. There is 

some form of publication bias which affects the reliability of meta-analyses (Walker, Kattan 

& Hernandez, 2008). 

Basaran, Karadavut, Uneri, Balbaloglu and Atasoy (2013) compared the QoL, mental 

health and burnout of caregivers of patients with CP with caregivers of healthy children. Two 

http://www.ncbi.nlm.nih.gov/pubmed/?term=Basaran%20A%5BAuthor%5D&cauthor=true&cauthor_uid=24285025
http://www.ncbi.nlm.nih.gov/pubmed/?term=Karadavut%20KI%5BAuthor%5D&cauthor=true&cauthor_uid=24285025
http://www.ncbi.nlm.nih.gov/pubmed/?term=Uneri%20SO%5BAuthor%5D&cauthor=true&cauthor_uid=24285025
http://www.ncbi.nlm.nih.gov/pubmed/?term=Balbaloglu%20O%5BAuthor%5D&cauthor=true&cauthor_uid=24285025
http://www.ncbi.nlm.nih.gov/pubmed/?term=Atasoy%20N%5BAuthor%5D&cauthor=true&cauthor_uid=24285025
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hundred and three (203) participants consisting of 143 caregivers of children with CP and 60 

caregivers of healthy children were selected for the study. The results of the study indicated 

that caregivers of children with CP had poorer QoL than caregivers of the healthy children. 

Caregivers of children with CP were also found to have poorer mental health and higher 

burnout compared to the caregivers of the healthy controlled children. Though the findings of 

the study being discussed cannot be questioned, the disparity in sample size between the 

caregivers of the children with CP and the healthy control group was too large thus affecting 

the extent to which the two groups can be compared. The caregivers of the healthy children 

(n=60) were not even half the number of the caregivers of the CP patients (n=143). 

A comparative study was conducted by Cheshire, Barlow and Powell (2010) to assess 

the QoL of caregivers of children with CP and caregivers of children without a long-term 

health condition (LTHC) in the UK. The study involved seventy parents of children with CP 

and 70 parents of children without a LTHC. Findings of the study indicated that parents 

whose children have CP had considerably poorer psychosocial wellbeing compared with 

parents of children without a LTHC. Parents of children with CP had lower satisfaction with 

life and higher levels of anxious and depressed mood. 

It is not all the available studies which have revealed lower QoL among caregivers; 

others have indicated higher quality of life among caregivers of children with different 

disorders. A study by Murphy et al. (2006) indicated that there are some positive aspects of 

caring for a child with a disability. According to the researchers, caregivers develop a sense 

of compassion and also feel more confident in their caregiving skills.  Similarly, Tarlow, 

Wisniewski, Belle, Rubert, Ory and Gallagher-Thompson (2004) asserted that the role of 

caregiver makes them feel valuable and needed, increasing their appreciation of life in 

general. 
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2.2.2 Demographic Characteristics of Caregivers of children with CP 

Generally, females have been found to provide care for patients with different disorders 

compared to males. According to the Bureau of Labour Statistics (2014), although men also 

provide assistance, female caregivers may spend as much as 50 % more time providing care 

than male caregivers. Estimates of the percentage of family or informal caregivers who are 

women range from 59% to 75% compared to 25% to 40% by men (Prudente, Barbosa & 

Porto, 2010). The Ghana Statistical Annual Report indicated that caregiving is normally 

provided by reproductive mothers within the age of 25 to 45 years. 

Studies on socio-demographic characteristics of caregivers of children with CP have 

largely reflected similar differences in the general population across different countries. A 

study by Williams and Wilson (2001) assessing the socio-demographic characteristics of 

caregivers also indicated that the majority of caregivers of children with CP were females 

who were also unemployed. The age range of the caregivers was largely teenagers and 

mothers. Among Americans, women were found to take the responsibilities of caregiving 

among people suffering from CP (Correa, Merhi, Fogaca and de Oliveira, 2009). Among 

Africans, a significantly higher number of caregivers of children with cerebral palsy are 

people with lower education and lower income (Family Caregiver Alliance, 2008). 

Pinquart and Sorensen (2005) conducted a study with the aim of assessing the 

differences in caregiver background variables using the meta-analysis to integrate the results 

of 116 empirical studies. The results indicated that the majority of caregivers had a lower 

socioeconomic status, were younger, were less likely to be a spouse, and more likely to 

receive informal support. The study also indicated that the educational status of the caregivers 

were generally low. Similarly in a longitudinal study by Fatudimu, Hannzat and Akinyinka 

(2013) most of the caregivers of children with CP (82.3%) were mothers of the children. 

These caregivers also had lower economic status and lower level of education. 
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Brehaut, Kohen, Raina, Walter, Russell, Swinton, OôDonnell and Rosenbaum (2004) 

also compared the physical and psychological health of caregivers of children with CP with 

that of the general population of caregivers. Data on the physical and psychological health of 

468 caregivers of children with CP were collected using interviews. Demographic 

characteristics such as the sex, age, income, and educational background of the caregiver 

were investigated on QoL. Results of the study indicated that the income level of caregivers 

of children with CP was lower than did the general population of caregivers. Measures of 

psychological health showed greater reported distress, emotional problems, and cognitive 

problems among caregivers of children with CP. 

All the studies reviewed on socio-demographic characteristics (Brehaut, Kohen, Raina, 

Walter, Russell, Swinton, OôDonnell & Rosenbaum, 2004; Pinquart & Sorensen, 2005; 

Williams & Wilson, 2001) only employed descriptive statistics making it difficult to draw 

any conclusion on the significance of the results. 

Adegoke, Adenuga and Akosile (2015) compared the QoL of mothers of children with 

CP and mothers of typically developing children of similar age. Eighty mothers participated 

in this cross-sectional survey. Participants in both groups had their QoL assessed using the 

World Health Organization Quality of Life BREF (WHOQoL-BREF). The results of the 

study revealed that the caregivers were mostly teenagers. Religion, educational status and 

occupational status were found to have no significant influence on the QoL of the caregivers 

of children with CP. The study only employed 40 caregivers of children with CP which is 

relatively small and may affect the external validity of the findings. 

 

http://www.ajns.paans.org/auteur.php3?id_auteur=657
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2.2.3 Impact of stressors (Caregivers burden, Depression, Anxiety and Stress) on QoL 

among caregivers of children with CP 

Giving care to children with CP has been found to be associated with different stressors. 

According to the single-jeopardy hypothesis (Phillips, Ajrouch & Hillcoat-Nallétamby, 

2012), there are higher levels of stressors among caregivers of CP because they are at a 

greater risk for poor health as a result of the cumulative effects of economic disadvantage and 

discrimination. The economic demands and discrimination paves the way for two major types 

of stressors affecting caregivers of children with CP. These are the primary (caregiverôs 

burden) and the secondary stressors (stress, depression and anxiety) (Raina, O'Donnell, 

Rosenbaum, Brehaut, Walter, Russell, Swinton, Zhu & Wood, 2005). 

Owing to the paucity of published research on the relationship between stressors and 

QoL of caregivers of children with CP, this review of relevant literature was drawn from 

general caregiving with different disabilities. Most studies have either assessed the primary 

stressors (caregiverôs burden) or the secondary stressors (stress, depression and anxiety). 

A significant number of studies have shown that the QoL of caregivers is partly 

influenced by their level of burden. A study was conducted by Westphal-Guitti, Alonso, 

Migliorini , da Silva, Azevedo, Caboclo, Sakamoto, and Yacubian (2007) to assess the QoL 

and burden in 100 caregivers of adolescent and adult patients with epilepsy. Among the 

caregivers, 50 were taking care of patients with temporal lobe epilepsy (TLE) whilst the 

remaining 50 were taking care of juvenile myoclonic epilepsy patients (JME). The results of 

the study indicated a mild to moderate burden on caregivers in both groups. The results also 

indicated that caregivers of patients with both epileptic syndromes experience interference in 

their lives. QoL was negatively affected by the burden associated with caregiving. 

Similarly, Morimoto, Schreiner and Asano (2003) conducted a study with the aim of 

examining the characteristics of the caregiving duty which significantly increase their burden 

http://knowledge.sagepub.com/view/contrib/536251
http://knowledge.sagepub.com/view/contrib/536253
http://www.ncbi.nlm.nih.gov/pubmed/?term=Alonso%20NB%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=Migliorini%20RC%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=da%20Silva%20TI%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=Azevedo%20AM%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=Caboclo%20LO%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=Sakamoto%20AC%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=Yacubian%20EM%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
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and to also examine the relationship between caregiver burden and health-related QoL among 

caregivers of stroke patients. One hundred (N=100) caregivers were sampled from seven 

randomly selected neurological hospitals in Japan and interviewed using the Zarit Burden 

Interview, the Modified Barthel Index, the Geriatric Depression Scale and the SF-12 Health 

Survey for health-related quality of life. The results of the study revealed that increased 

caregiver burden was significantly related to lower health-related QoL. Findings indicate that 

about 52% of caregivers had higher levels of depression. There was also a significantly 

negative relationship between caregiverôs burden and health-related quality of life, thus 

increased burden significantly relates to decreased health-related QoL among stroke 

caregivers.  

Despite the fact that the findings and recommendation of the study by Westphal-Guitti, 

Alonso, Migliorini , da Silva, Azevedo, Caboclo, Sakamoto, and Yacubian (2007) as well as 

Morimoto, Schreiner and Asano (2003) are unquestionable, they employed the descriptive 

design which makes it difficult to draw  any conclusion  from their studies. There is the need 

to go further and analyze the data with more inferential statistical techniques such as 

regression analysis and Pearson Product Moment Correlation Coefficient. 

Deniz and Inci (2015) conducted a study to identify the burden of care and quality of 

life of caregivers of leukemia and lymphoma patients. Using a survey method, the researchers 

selected 123 caregivers who completed the caregiverôs burden interview, and the caregiver 

Quality of Life Index. Data was analyzed using non-parametric test such as the Kruskall 

Wallis, and Mann-Whitney U tests. Results of the study indicated that the stressors associated 

with caregiving negatively predicted the quality of life of the caregivers. The study employed 

the non-parametric statistical test in data analysis which has low power. Perhaps using a 

parametric test which has higher statistical power may reveal different results. 

http://www.ncbi.nlm.nih.gov/pubmed/?term=Alonso%20NB%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=Migliorini%20RC%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=da%20Silva%20TI%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=Azevedo%20AM%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=Caboclo%20LO%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=Sakamoto%20AC%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=Yacubian%20EM%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
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Krug, Miksch, Peters-Klimm, Engeser and Szecsenyi (2016) conducted a longitudinal 

study to examine the correlations between QoL and burden of family caregivers. Caregivers 

of Palliative patients with cancer took part in the study. The participants were assessed 

monthly for an interval of 6 months or until death of the patient. One hundred participants 

consisting of 63 males and 37 females took part in the study. The results indicated that 

caregiver burden was moderate and on average did not change over time. Caregiverôs burden 

was negatively correlated with quality of life explaining 19.3% variance. In addition, feelings 

of depression and anxiety among caregivers were found to increase the perceived burden of 

family caregivers. This study, being longitudinal in design could have been influenced by 

environmental factors and maturation could possibly have prejudiced the findings. 

Though the studies reviewed so far assessed the caregivers of patients with different 

disorders, a significant number of studies have also indicated that quality of life of caregivers 

of children with CP is partly influenced by their level of burden. Raina, O'Donnell, 

Rosenbaum, Brehaut, Walter, Russell, Swinton, Zhu and Wood (2005) conducted a study 

with the aim of determining the factors influencing the physical and psychological health of 

adult caregivers of children with CP. The study was based on the stress process model. Four 

hundred and sixty eight (N = 468) caregivers of children with CP took part in the study. Data 

on demographic variables and caregivers' physical and psychological health were assessed 

using standardized questionnaires. The results of the study revealed that child behaviour, 

caregiving demands or burden, and family function were the significant predictors of quality 

of life among caregivers of children with CP. Less caregiving demands were associated with 

better physical and psychological well-being of caregivers. Gross income and social support 

moderated the relationship between the caregiverôs demands and quality of life of the 

caregivers of children with CP. 
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Kato, Jaarsma, Okada, Kagami, Endo, Ono, and Kinugawa (2015) also examined the 

quality of life (QoL) of caregivers of children with CP and identified factors associated with 

caregiversô QoL. Only the physical and mental components of quality of life subscales were 

assessed. Fifty six patients and their caregivers were recruited from a university hospital in 

Japan. Caregiver burden was evaluated using the 8-item Zarit Caregiver Burden Scale. 

Results of the study indicated a negative relationship between caregiverôs burden as measured 

with the 8-item Zarit Caregiver Burden Scale and quality of life. The researchers indicated 

that support and counseling were measures that decreased the impact of caregiversô burden 

on the QoL. The study assessed only the physical and mental components of quality of life. 

It is not only the caregiverôs burden (primary stressors) which influences caregiverôs 

level of quality of life. Researchers have indicated a significant impact of secondary stressors 

such as stress, depression and anxiety on the quality of life of caregivers of children 

diagnosed with different disorders. Hooley, Butler and Howlett (2005) assessed the 

relationship between caregiver burden, depression and quality of life among caregivers of 

congestive heart failure. Fifty participants took part in the study. Findings indicated that 

caregivers of patients with congestive heart failure experience high caregiver burden and 

prevalence of depressive symptoms, which are related to the patient disease burden. There 

was a significant negative relationship between caregiverôs burden and quality of life. There 

was also a negative relationship between depression and quality of life among the caregivers. 

Caregiver burden score correlated with both caregiverôs depression and patient depression. 

The study by Hooley, Butler and Howlett (2005) assessed both primary and psychological 

(secondary) stressors.  Though there are many components of psychological stressors, only 

depression was assessed. The role of stress and anxiety were ignored.  

Grov, Dah, Moum and Fossa (2005) examined the impact of anxiety and depression on 

quality of life of caregivers of patients with cancer. The sample consisted of 49 female 

http://annonc.oxfordjournals.org/search?author1=T.+Moum&sortspec=date&submit=Submit
http://annonc.oxfordjournals.org/search?author1=S.+D.+Foss%C3%A5&sortspec=date&submit=Submit
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caregivers and 47 male caregivers. The Medical Outcome Short Form Scale (SF-36) and the 

Hospital Anxiety and Depression Scale were used to measure quality of life and anxiety and 

depression respectively. Findings of the study indicated that physical and mental QOL were 

significantly higher for female caregivers than male caregivers. There was no significant 

difference between males and female caregivers in level of depression. Lower quality of life 

was found to be associated with higher depression and anxiety. 

Gotze, Brahler, Gansera, Polze and Kohler (2014) conducted a study to assess the role 

of psychological distress in predicting quality of life among caregivers of Palliative patients. 

The study also assessed the role of social support in moderating the impact of psychological 

distress on quality of life. The psychological distress was assessed using the Hospital Anxiety 

and Depression Scale. Data were solicited from 106 participants consisting of 28 palliative 

patients and 78 family caregivers who were all females. The results indicated that 33% of 

caregivers suffered from high anxiety and the remaining 67% exhibited higher level of 

depression. There was a significant positive relationship between patients and caregivers' 

anxiety and depression scores. Psychological distress was found to be predicted by high 

financial burden and low social support. Psychological distress was also found to account for 

higher significant variance in quality of life. However, the prediction was minimal with 

higher social support. This study involved only female caregivers which cannot be 

generalized to all caregivers because caregiving is not only the task of females. 

Middleton, Simpson, De Wolf, Quirk, Descallar and Cameron (2014) examined the 

relationship between psychological distress, caregiversô burden and quality of life (HR-QOL) 

among caregivers of people with traumatic spinal cord injury (SCI). The study adopted the 

longitudinal survey method.  Forty four participants took part in the study. Psychological 

distress, HR-QOL, and caregiverôs burden were assessed using the General Health 

Questionnaire, Medical Outcomes Health Survey and Caregiver Strain Index respectively. 

http://www.ncbi.nlm.nih.gov/pubmed/?term=Middleton%20JW%5BAuthor%5D&cauthor=true&cauthor_uid=24709035
http://www.ncbi.nlm.nih.gov/pubmed/?term=Simpson%20GK%5BAuthor%5D&cauthor=true&cauthor_uid=24709035
http://www.ncbi.nlm.nih.gov/pubmed/?term=De%20Wolf%20A%5BAuthor%5D&cauthor=true&cauthor_uid=24709035
http://www.ncbi.nlm.nih.gov/pubmed/?term=Quirk%20R%5BAuthor%5D&cauthor=true&cauthor_uid=24709035
http://www.ncbi.nlm.nih.gov/pubmed/?term=Descallar%20J%5BAuthor%5D&cauthor=true&cauthor_uid=24709035


                                                                         QoL of Caregivers of Children with CP 

30 

 

Findings of the study indicated a positive relationship between psychological distress and 

caregiver burden. Both caregiverôs burden and psychological distress were negatively 

associated with health related quality of life. There is  a problem with generalization of 

findings of the study by Middleton, Simpson, De Wolf, Quirk, Descallar and Cameron 

(2014). This is because the sample size of 44 caregivers was relatively small to generalize the 

findings. 

Similarly, Yilmaz, Erkin, and Ezke (2013) conducted a study to assess the 

psychological stressors associated with caregiving of children with CP and also determined 

the impact of these stressors on the health-related quality of life (HRQoL) of mothers giving 

care to children with cerebral palsy. Two hundred and seventy seven (277) participants took 

part in the study. The quality of life of the participants was assessed using the Short-Form 

Health Survey (SF-36) and the psychological stressors were assessed using the Beck 

Depression Inventory (BDI) and the Stigmatization inventory. Results of the study revealed 

caregivers burden, depression and stigmatization as significant stressors associated with 

caregiving of children with CP. There was also a significant negative relationship between 

psychological stressors and quality of life of caregivers of children with CP. 

A study by Bemister, Brooks, Dyck and Kirton (2015) found that caregivers of children 

with cerebral palsy have increased risk for psychosocial concerns including depressive 

symptoms and poor family functioning. They conducted a study to assess the impact of the 

psychosocial concerns on quality of life of caregivers of cerebral palsy. Data was analyzed 

using the bivariate analyses. A total of 103 caregivers took part in the study. The results of 

the study indicated a significantly negative relationship between psychosocial concerns such 

as depression and quality of life. Condition severity, anxiety and blame were all found to 

predict lower quality of life among caregivers of children with cerebral palsy.  

http://www.ncbi.nlm.nih.gov/pubmed/?term=Middleton%20JW%5BAuthor%5D&cauthor=true&cauthor_uid=24709035
http://www.ncbi.nlm.nih.gov/pubmed/?term=Simpson%20GK%5BAuthor%5D&cauthor=true&cauthor_uid=24709035
http://www.ncbi.nlm.nih.gov/pubmed/?term=De%20Wolf%20A%5BAuthor%5D&cauthor=true&cauthor_uid=24709035
http://www.ncbi.nlm.nih.gov/pubmed/?term=Quirk%20R%5BAuthor%5D&cauthor=true&cauthor_uid=24709035
http://www.ncbi.nlm.nih.gov/pubmed/?term=Descallar%20J%5BAuthor%5D&cauthor=true&cauthor_uid=24709035
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Zanon and Batista (2012) assessed the level of anxiety and depression and the quality of 

life of caregivers of children with cerebral palsy. A cross-sectional and descriptive design 

was adopted. A total of 82 caregivers were selected for the study. Findings of the study 

revealed that anxiety was detected in 49% of the caregivers, and depression in 31%. 

Depression and anxiety of caregivers of children with CP was found to mostly affect 

emotional state and quality of life of the caregivers. Zanon and Batista (2012) explained that 

depression and anxiety are risk factors and their presence exposes caregivers to have lower 

wellbeing and quality of life. Based on the descriptive statistical design adopted of Zanon and 

Batista (2012), conclusion could not be drawn there is the need to use inferential statistics so 

that conclusions can be drawn on the influence of anxiety and depression on quality of life of 

caregivers of children with CP. 

Marron, Redolar-Ripoll, Boixados, Nieto, Guillamon, Hernande and Gomez (2012) 

assessed the impact of the burden of care-giving on the physical and psychological health of 

primary caregivers of children with cerebral palsy. Sixty two caregivers (89% women and 

11% men) aged between 30 and 54 years took part in the study. Regression analysis indicated 

that the degree of disability, depression and self-efficacy explained 40.9% of the total 

variance of physical and psychological health of caregivers. Caregiversô burden alone 

explained a significant 23% of the variance of physical and psychological health of 

caregivers. It was found that self-efficacy had a negative linear association with the burden of 

care-giving, while the degree of disability and depression showed a positive linear 

association. The most important predictors of caregiver burden were the degree of disability, 

depression and self-efficacy.  

Furthermore, Dambi, Jelsma and Mlambo (2015) assessed the quality of life of 

caregivers of children with CP in Zimbabwe. A pre-test post-test design was adopted where 

forty six caregivers of children with CP were assessed twice, at baseline, and after three 



                                                                         QoL of Caregivers of Children with CP 

32 

 

months, for perceived burden of care and health-related quality of life. Findings of the study 

revealed that caregivers reported a significantly higher level of burden with half (50%) of the 

caregivers reporting a higher level of burden scores. The high level of burden was associated 

with some form of pain, stress and depression. The higher level of burden associated with 

caregiving was found to be negatively associated with lower health-related quality of life. 

 

2.2.4 Role of Social support on the relationship between the stressors and QoL 

Studies have shown that social support may serve as a coping resource in optimizing the 

wellbeing 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 (Barakat & Linney, 1992; 

Kato, et al., 2015). A study conducted by Wang and Zhao (2012) revealed that social support 

ameliorates the negative consequences associated with caregiversô burden. 

A high level of social support has been associated with improved personal wellbeing of 

caregivers (King et al., 1999; Zuurmond, Mahmud, Polack & Evans, 2015). A study was 

conducted by Frey, Greenberg, and Fewell (2009) using 96 caregivers of patients with 

different disabilities to assess the impact of social support on psychological distress. Results 

of the study revealed that higher support was associated with lower psychological distress 

among the caregivers. Zuurmond, Mahmud, Polack and Evans (2015) reported that quality 

social support aids caregivers in coping with their child's needs and reduced disabilityȤrelated 

problems. The study also indicated that perceived social support moderated the relationship 

between the caregiving stressors and psychological wellbeing. 

Phillips, Ajrouch & Hillcoat-Nalletamby (2012) assessed social support and its relation 

to quality of life among caregivers of children with cerebral palsy (CP). Sixty four (64) 

caregivers consisting of 59 Caucasian and 5 African American caregivers of children with 

http://www.tandfonline.com/doi/full/10.1080/10349120902868624#CIT0014
http://knowledge.sagepub.com/view/contrib/536251
http://knowledge.sagepub.com/view/contrib/536253
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mild or severe CP took part in the study. No relation was found between maternal stress and 

partner support. However, social support was found to improve the quality of life among the 

caregivers. Similarly, a study by Rose et al. (2004) indicated that social support decreased the 

negative consequences of caregiving burden on the wellbeing of caregivers. Religion and 

family were some of the sources of social support found to boost the wellbeing of caregivers. 

Anjos, Boery, Pereira. Pedreira, Vilela, Santos and Roda Dde
 
(2015) conducted a study 

to examine the association between social support and quality of life of relative caregivers of 

dependent elderly at home. The study involved 58 relative caregivers of elderly dependent 

people. Data were collected using the Katz social support instrument, Zarit Burden Interview 

and WHOQOL-bref scale. Findings of the study revealed that the majority of caregivers were 

women, who were full-time caregivers and experienced moderate to severe burden. Burden 

and the time of care correlated negatively with quality of life of the caregivers. The 

correlation between caregiverôs burden and quality of life was found to be insignificant when 

social support was fed into the model. This means that social support decreased the negative 

association between caregiverôs burden and quality of life of the caregivers. 

Another study was conducted by Burnette, Duci and Dhembo (2016) to examine the 

relationship between caregiversô stressors and quality of life. The study also assessed the role 

of social support in the relationship between the stressors and quality of life. A sample of 377 

caregivers of parents with children who had CP took part in the study. Findings of the study 

indicated that participants reported high levels of psychological distress, moderate social 

support, and poor quality of life. Compared with men, women had higher levels of distress, 

worse quality of life, and comparable levels of support. Social support moderated a strong 

negative relationship between psychological distress and QoL 

Contrary to the above findings, Oh and Lee (2009) found no significant impact of 

caregiversô burden on quality of life. Oh and Lee (2009) examined caregiver burden and 
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social support perceived by mothers raising children with developmental disabilities in South 

Korea. One hundred and eighty one (181) mothers took part in the study. The results of the 

study indicated that caregivers experience high level of burden. However, there was no 

significant relationship between caregiversô burden and quality of life. Social support also 

increased the level of quality of life among the caregivers. 

 

Summary of the Review 

In summary, a number of studies focused on stressors and how they influence the QoL 

of caregivers of children with CP, some flaws however were identified. To begin with, most 

existing studies are western oriented where people are perceived to be individualistic. 

Ghanaians on the other hand are seen to be collective in nature (Bemister, Brooks, Dyck and 

Kirton, 2015; Gotze, Brahler, Gansera, Polze & Kohler, 2014; Hooley, Butler and Howlett 

(2005). This difference in cultural orientation does not make it appropriate to generalize the 

findings from the western countries to Ghana. There is therefore the need to conduct the 

study among Ghanaians to find out if there are variations. 

Also, there has not been any valid conclusion as to the influence of demographic 

characteristics on QoL of caregivers. Additionally, the previous studies also assessed some 

components of QoL excluding others. Finally, researchers assessed the QoL of patients with 

different disorders with relatively few studies focusing on patients with CP. Those focusing 

on CP used the patients as  participants. Assessing QoL however does not only involve the 

patients but those who provide care as well. Based on this, the study attempts to fill the gap 

by investigating the quality of life as a single entity and throwing light on the different 

dimensions of QoL among caregivers of children with CP in the Accra Metropolis of Ghana. 
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CHAPTER THREE  

METHODOLOGY  

This chapter presents the research methodology that was used to investigate the QoL of 

caregivers of children with CP in Accra Metropolis. The section describes the appropriate 

methods employed to achieve the research objectives. The chapter entails the design, study 

setting, population, sample and sampling technique, the data collection tools, data collection 

procedure and ethical considerations. 

 

3.1 Study Design 

This study employed a quantitative approach using a survey. A cross sectional survey 

was adopted which sought participantsô views using structured questionnaires to assess the 

QoL of caregivers of children with CP. A cross-sectional survey is a type of design which 

collects data to make inferences about a population of interest at one point in time (Dillman, 

2007). The cross-sectional design was appropriate because data was collected at one point in 

time. 

 

3.2 Research Setting  

3.2.1 Accra Metropolis 

The Accra Metropolitan Area is the biggest, most diverse and the second largest 

industrial centre in Ghana. It is made up of 11 sub-metros with an estimated land area of 173 

square kilometres. The southern boundary of the Metropolis is the Gulf of Guinea from 

Gbegbeese to La. It shares boundary with the Ledzokuku-Krowor assembly on the east. On 

the northern and western frontiers there are Ga East, Ga West and the Ga South Districts 

(AMA, 2015). 
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From the 2000 national census, the city had a population of 1,658,937 with a growth 

rate of 3.4 %and currently the most populated and fast growing Metropolis in Africa. Accra is 

expected to grow beyond 4 million by the year 2020. The city of Accra has encountered 

different economic fortunes since the 1970s.  Also, in the 1987 industrial census, Accra had 

32 % of Ghanaôs manufacturing industries situated in the metropolitan Area (Yankson, Kofie 

& Moller-Jensen, 2006). Furthermore, key financial institutions, multinational corporations, 

government ministries and other facilities including hospitals are all concentrated in Accra. In 

terms of employment, the 1984 national census indicated that 26 % of its workforce is in the 

service sector, 24 % in the wholesale/retail trade, 19 % in manufacturing, and only 3 % in 

agriculture (GSS, 2005). 

 

3.3 Study Sites 

The study sites were the 37 Military Hospital, Princess Marie-Louis Hospital (PML), 

Givers Never Lack Foundation and Sharecare Ghana. The 37 Military Hospital is a tertiary 

level referral hospital while Princess Marie-Louis Hospital on the other hand is the only 

childrenôs hospital in Ghana. It serves as a referral facility and also runs clinics for children 

with CP though not a tertiary facility. Commissioned in 1926, PML is a 74 bed, Ghana 

Health Service facility located in Accra within Ashiedu Keteke sub-metro. Within the last 

decade out-patients attendance has increased from 4500 to 7300. PML provides medical care 

services for children, nutrition services and disease control among others. Clinics run in the 

facility include child development, asthma and sickle cell clinics. 

The largest Military hospital in the republic of Ghana is the 37 military hospital 

established in 1941 and located in the Accra metropolis. It was conventionally built to 

provide treatment for troops injured in the Second World War but now provides health care 

for both military and civilians. The hospital has 400 beds with a paediatric department. 
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Services provided at the paediatric department include asthma clinic, sickle cell clinic, neuro 

clinic and daily out-patient clinic just to mention a few. 

Givers Never Lack Foundation is a Non-Governmental Organization (NGO) in Ga 

south District. It was established in 2014 to provide support and cater for children with CP 

and Autism. 

Sharecare Ghana, another NGO was established in 2006 and lunched in 2008. Sharecare 

Ghana is located at Osu ï Anorhor within the Korle Klottey constituency. It provides support 

for children suffering and living with autoimmune diseases and CP, including their families, 

caregivers and friends.  

The support provided by the NGO include physiotherapy services for children with CP. 

Currently, the organization has enrolled 25 children with CP and their caregivers. 

 

3.4 Target Population 

The population for this study was all caregivers (parents, relatives, and other associates) 

of children with CP being managed at the neuro-developmental Clinics (NDC) of the 37 

Military Hospital and the Princess Marie-Louis Hospital as well as some non-governmental 

organizations within Greater Accra that support children with CP. These people were used as 

target population because they served the purpose of the study. 

 

3.5 Sample size and sampling technique 

Quality sampling is characterized by the number of participants and the technique used 

in the study. To avoid wasteful results from undersized sample size, the study employed the 

approaches proposed by Cohen (1992) as well as Cohen (1998) statistical power in selecting 

the sample for the study. According to Cohen (1998) statistical power, the minimum sample 

size for testing a model is 104+M (where M is the number of predictors). In this study there 
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were eight predictors (i.e. caregiverôs burden, stress, depression, anxiety, age, marital status, 

level of education and religion). Drawing from the above, the minimum sample size required 

to meet the requirement for testing a model of an analysis was 112. 

As emphasized by Cohen (1992), the sample size that is required for correlational and 

multiple regression analyses are 85 and 116 respectively. This indicates that the sampling size 

can range from a minimum of 85 for performing correlation and regression analyses to a 

maximum of 116 as recommended by Cohen (1992). To cater for attrition rate or non-

responses, 10% of the sample size of 112 was calculated. A total of one hundred and thirty 

(130) participants were recruited for the study. All one hundred and thirty participants (130) 

recruited completed and returned the questionnaires indicating a 100% response rate. 

 Probability sampling technique could not be used in selecting the participants 

because of how dispersed the caregivers were and the inability to obtain the sample frame. 

Participants for the study were therefore selected using purposive sampling. In using the 

purposive sampling, participation in the study was based on those who met the principle of 

the present study; that is only caregivers of children with CP who have been caregivers to the 

children for at least one year. This sampling technique was used for the study because it was 

very easy to carry out with few rules governing how the sample was selected. 

 

3.5.1 Inclusion Criteria  

The participants (caregivers) had spent one year or more in the care of the children. The 

caregiver was either a blood relation or not. The children being taken care of by the 

caregivers were at least 2 years of age with a confirmed diagnosis of CP by a paediatrician. 

Participants (caregivers) were 18 years and above in age. 
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3.5.2 Exclusion Criteria 

Caregivers who had obvious mental problems were not included in the study. A group 

of caregivers whose children had other neurological conditions as well as any caregiver who 

was a first time attendant in the facility was not included. Caregivers employed and paid to 

render care to a child with CP were also excluded. 

 

3.6 Measures/Data Collection Tools 

All v ariables were measured using a Likert scale questionnaires. The questionnaire for 

this study had four sections. Section A entailed questions about basic demographic 

characteristics. Section B consisted of measures of the caregiver burden (primary stressor). 

Section C contained items that measured Depression, anxiety and stress (secondary stressors). 

Section D measured the dependent variable (QoL). The scales are comprehensively described 

below: 

 

3.7 Demographic Variables 

A self designed questionnaire was used to assess the demographic characteristics. This 

included the caregiverôs sex and age, marital status of the caregiver, employment status, 

educational level and religion. 

 

3.8 Care Giver Burden Scale (Lee & Wu, 1998) 

Caregiverôs burden was the primary stressor assessed in this study. Caregiverôs burden 

was measured using the Caregivers Burden Inventory developed by Lee and Wu (1998). The 

scale measures the burden of caregivers of patients with different disorders. The scale 

consists of 20-items assessed on a four point Likert scale with a range from never (0) to often 
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(3). The scale covers the problems most frequently mentioned with five dimensions including 

physical, emotional, family relationships, financial, and individual time and freedom areas. 

The scale is scored from 0 (never) to 3 (often). Scores ranged from 0ï60 with a higher 

score indicating higher level of perceived caregiverôs burden. The degree of burden can be 

divided into three categories: 0 to 20 (little or no burden), 21 to 40 (mild to moderate burden), 

41 to 60 (severe burden). Lee and Wu (1998) found the Cronbach alpha for internal 

consistency of the total scale to be .91 and the subscales ranged from 0.75 to 0.93. The 

Cronbach alpha for the caregivers burden scale in the present study was 0.82.  

 

3.9 Depression, Anxiety, Stress Scale (DASS-21; Antony, Bieling, Cox, Enns & Swinson, 

1998) 

Depression, anxiety and stress were the secondary stressors assessed in the present 

study. The modified version of the Depression Anxiety Stress Scale (DASS-21; Antony, 

Bieling, Cox, Enns & Swinson, 1998) originally developed by Lovibond and Lovibond 

(1995) was used to measure the secondary stressors (Depression, Stress and Anxiety). DASS-

21 is a short form of DASS which is a self-report 4-point Likert scale and composed of three 

subscales: Depression (DASS-D), Anxiety (DASS-A), and Stress (DASS-S). The DASS-21 

measures each of the three mental health conditions, over the past week with each subscale 

having seven items. 

Responses to each  item ranged from 0 (did not apply to me at all) to 3 (applied to me 

very much). Each item was also scored based on the 4-point Likert scale (0 = did not apply to 

me at all, to 3 = Applied to me very much or most of the time). The intensity of any of the 

three conditions forming the subscales of the DASS is determined by the sum scores of 

responses on the four point likert scale to the 7-items. The total score for the DAS-21 ranged 

from 0 ï 63 with a score ranging from 0- 21 for each component of the DAS-21. Higher 
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scores depict higher psychological distress of the participant. The total scores of the DAS are 

interpreted based on five categories for each component: 0 to 4 (normal), 5 to 6 (mild), 7 to 

10 (moderate), 11 to 13 (severe) and 14 and above (extremely severe) for the depression sub 

component. The scores of the anxiety component was interpreted as follows: 0 to 3 (normal), 

4 to 5 (mild), 6 to 7 (moderate), 8 to 9 (severe) and 10 and above (extremely severe). The 

stress scores were interpreted as follows: 0 to 7 (normal), 8 to 9 (mild), 10 to 12 (moderate), 

13 to 16 (severe) and 17 and above (extremely severe) for the stress components of the DAS 

(Antony, Bieling, Cox, Enns & Swinson, 1998). 

The alpha reliability coefficients for the DASSï21 subscales have been examined in 

clinical and nonclinical samples and reported as 0 .94 for DASS-D, 0.87 for DASS-A, and 

0.91 for DASS ïS (Antony, Bieling, Cox, Enns & Swinson, 1998). The Cronbach alpha of 

the DAS in the present study was 0.89.  

 

3.10 Multidimensional Scale of Perceived Social Support (Zimet, Dahlem, Zimet & 

Farley, 1988) 

The Multidimensional Scale of Perceived Support (MSPS) designed by Zimet, Dahlem, 

Zimet and Farley (1988) was used to measure the level of perceived parental support by the 

adolescents. The Multidimensional Scale of Perceived Support (PSSS) 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. Zimet, Dahlem, Zimet and Farley (1988) reported a Cronbach 

alpha of .79 for the scale. Cronbachôs alpha for the scaleôs score was .93 for the present 

study. High scores will indicate high levels of perceived parental support. The social support 

scale was scored on a five point Likert scale that ranged from 0 ï 4. Since there are 12 items 
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on the scale, scores ranged from 0 ï 48. A score of 0-25 was considered as low parental 

support and a score of 26 ï 48 was considered as high parental support. 

 

3.11 WHO Quality of  Life-BREF (WHOQOL -BREF, 1991) 

Quality of life was measured using the WHO Quality of Life-BREF (WHOQOL-BREF, 

1991). 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 instruments 

were developed collaboratively in a number of centres worldwide, and have been widely 

field-tested. The WHOQOL-BREF instrument is a shorter version of the original instrument 

and comprises 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). Scores ranging from 26 - 130 were awarded with a higher score indicating 

higher QoL. The World Health Quality of Life Scale does not have universal cut off point for 

determining whether individuals experience high, moderate or low quality of life but the 

determination is based on the disorder or group of study. An average score around 70 is 

termed as moderate universally for the total quality of life scale (Gulbrandsen, Hjermstad & 

Wisloff, 2004). The mean moderate score of physical health components is around 20, 18 for 

psychological health, 9 for social relationships and 24 for environmental health.  

Gulbrandsen, Hjermstad and Wisloff (2004) found internal consistency of the scale to range 

from 0.76-0.90 across domains. The present study found a cronbachôs alpha value of 0.88 for 

the WHOQOL-BREF. 
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3.12 Pre-testing the Measures 

Although it is difficult to assess the quality of the data that one collects, it is possible to 

assess the accuracy of the survey tools used to collect data in any investigation and that can 

serve as means of assessing the quality of the data collected (Litwin, 1995). An assessment of 

the data relies upon determining the reliability and validity of the survey instruments. 

According to Churchill (1992), the pretest is the most inexpensive insurance for assessing the 

reliability and validity of the instrument. The scales for this study were pretested with 10 

caregivers of children with CP at Tema General Hospital. 

The pre-testing of the draft questionnaires took place in January, 2015. This was to 

determine whether participants could easily understand and respond to the questionnaire and 

whether the scales measured what they were supposed to measure. The pre-testing was aimed 

at; identifying possible gaps in the questionnaire, determining practical issues in their usage 

and recommend possible changes. The analysis of the pre-tested questionnaires using SPSS 

version 20.0 indicated a good reliability of cronbachôs alpha of .86 for the whole scale. 

Reliability coefficients of the subscales ranged from 0.78 to 0.94. However, based on 

comments from participants of the pilot study, some minor changes were made to arrive at 

the final questionnaire used for the study. Changes to the draft questionnaire comprised 

rewording some of the questions for clarity and comprehension and correcting a few 

typographical errors. 

 

3.13  Procedure for Data Collection 

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. Consent forms were signed by participants who 

expressed the willingness to partake in the study. To gain access to the  facilities,  two letters 
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were written;  an introductory letter   from the School of Nursing, University of Ghana and a 

cover letter by the researcher explaining the purpose of the study and assuring the hospitals, 

Non-Governmental Organizations(NGO) and the participants of absolute confidentiality. 

These letters were sent to the institutions targeted for the study. Questionnaires were then 

sent to the hospitals and NGOs and administered face-to-face to caregivers who were present 

and willing to participate in the study. 

 

3.14 Ethical Considerations 

The Noguchi Memorial Institute for Medical Research at the University of Ghana and 

Ghana Health Service (GHS) were the institutions that ethical standards compliance was 

sought from.  Preceding the study, introductory letters were secured from the School of 

Nursing and the Regional Health Directorate of GHS to grant access to the study sites in 

order to recruit participants for the study. Informed, written consent was obtained from the 

participants. This explained the benefits and possible risks if any, to the participants. 

Furthermore, participantôs respect, privacy and information confidentiality were upheld. 

Participants were told about their right to withdraw from the study at any time on their own 

volition without suffering any consequence. Secrecy and confidentiality were also ensured in 

that names and identifying information were not sought for. Also, data provided by the 

participants were handled and used by only the researcher and the supervisor. The completed 

questionnaires were locked up in a cabinet accessible only to the researcher, supervisor and 

the School of Nursing. 

 

3.15 Data Management and Analysis 

 Statistical Package for Social Sciences (SPSS), version 20.0 was used for 

statistical analysis. To ensure accuracy of the data entered, data cleaning was conducted by 
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computing the frequencies of all variables. Descriptive statistics such as means, frequencies 

and standard deviations were used to summarize the data collected. Correlation analysis was 

conducted to determine the relationship between the QoL and other variables included in the 

study while multiple regression analysis was used to determine predictors of QoL. Data 

analysis was conducted at a significance level (Alpha) of 0.05 and a power of 95%. 
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CHAPTER FOUR 

FINDINGS 

This chapter presents the findings of the study. The findings are presented in six 

sections. The first section reports the demographic characteristics of participants and other 

sections present results according to the objectives of the study. 

 

4.1 Demographic Characteristics of the Participants 

The mean age of the participants was 35.85 years (SD=8.14) with a modal age of 35 

years. The age of the participants ranged from 19 to 65 years. 

Among the caregivers who participated in the study, approximately 91% (N=118) were 

females forming the majority whilst the remaining (9.2%) were males. Approximately 78% 

(N=130) of participants were married, 10.8% were single, 3.1% were divorced and 5.4% 

were separated. 

Most of the participants (90.8%) were Christians, whilst only 9.2% were Muslims. With 

regard to the employment status of the participants, the majority (62.3%) were unemployed 

whilst 37.7% (n=49) were employed. Participantsô educational status ranged from Junior 

High School to PhD with most of them (31.5%) being Junior High School graduates. Details 

of the demographic characteristics are reported in Table 4.1  
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Table 4.1: Demographic Characteristics of the Respondents 

Variable  Frequency Percent 

Sex    

¶ Female 118 90.8 

¶ Male 12 9.2 

Age   

Mean age 35.85 (SD=8.14) years Modal age of 35 years 

 

Marital Status 

  

¶ Married 101 77.7 

¶ Single 14 10.8 

¶ Divorced 4 3.1 

¶ Separated 7 5.4 

¶ Others 4 3.1 

Religion   

¶ Christianity 118 90.8 

¶ Islamic 12 9.2 

Employment Status   

¶ Yes 49 37.7 

¶ No 81 62.3 

Education   

¶ JHS 41 31.5 

¶ SHS 35 26.9 

¶ Degree 10 7.7 

¶ Masters 3 2.3 

¶ PhD 1 .8 

¶ Others 40 30.8 

 

 

4.2 Quality of Life of Caregivers of Children with CP 

One fundamental objective was to describe the QoL of the caregivers of children with 

CP. Assessing the QoL based on the four dimensions (Physical, Psychological, 

Environmental and Social Relationships), the results showed that the mean score for physical 

QoL was 18.84 (SD=3.55) which is moderate and indicate moderate physical health of 

caregivers of children with CP. The mean of psychological health component of QoL was 

16.84 (SD=3.15) which indicates moderate psychological health among caregivers. Similarly, 



                                                                         QoL of Caregivers of Children with CP 

48 

 

the mean score for social relationship QoL was 8.08 (SD=2.54) which also indicates 

moderate social relationship QoL. In addition, the mean score of environmental components 

of QoL was 21.39 (SD=5.04) which indicates moderate environmental health QoL among 

caregivers of children with CP. These indicate moderate scores recorded for all the 

dimensions of QoL. In general, the results suggest that the mean total quality of life of 

caregivers of children with CP was 70.72 (SD=12.70) which indicates moderate level of 

quality of life of caregivers of children with CP. Results on the dimensional quality of life 

suggested that the psychological component of QoL was the most affected by caregiving 

followed by physical component of QoL.  Next in line was the environmental component 

followed by the social relationship component of QoL. When the individual items of the 

physical component of QoL were examined, the results suggested that the mean score for 

satisfaction with sleep was high (mean = 3.17, SD = 1.13), indicating that the caregivers were 

not satisfied with their sleep. With the psychological component of QoL, the mean scores of 

the individual items suggested that the caregivers did not enjoy life as they were supposed to 

and they felt that their lives were not meaningful and they could not concentrate. With regard 

to the social component, the caregivers were neither satisfied with their personal relationships 

nor their sexual life. Details of the QoL of the caregivers of children with CP are presented in 

Table 4.2  
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Table 4.2: Quality of Life of Caregivers of children with CP                                                   

DIMENSION OF QUALITY OF LIFE Min Max Mean SD Standard 

Mean 

PHYSICAL  8 28 18.84 3.55 2.57 

I feel that physical pain prevents me from doing 

what I need to do 
1 5 2.58 1.20  

I function well in my daily life 1 5 2.53 1.12  

I have enough energy for everyday life 1 5 2.98 1.08  

I am able to get around well with others 1 4 2.08 1.01  

I am not satisfied with my sleep*  1 5 3.17 1.13  

I am satisfied with my ability to perform my daily 

living activities 
1 5 2.83 1.07  

I am satisfied with my capacity for work 1 5 2.68 1.07  

      

PSYCHOLOGICAL  9 27 16.84 3.15 2.50 

I do not enjoy life as I am supposed to*  1 5 3.50 1.09  

I feel that my life is meaningful 1 5 3.26 1.24  

I am able to concentrate 1 5 3.16 1.07  

I am able to accept my bodily appearance 1 5 2.55 1.12  

I am satisfied with myself 1 4 2.39 .98  

I often have negative feelings, such as blue mood, 

despair, anxiety, depression* 
1 4 1.98 1.10  

      

SOCIAL RELATIONSHIP  3 15 8.08 2.54 2.69 

I am satisfied with my personal relationships 1 5 3.12 1.05  

I am satisfied with my sex life 1 5 2.72 1.13  

I am satisfied with the support I get from my friends 1 5 2.25 1.18  

      

ENVIRONMENTAL  9 36 21.39 5.04 2.67 

I feel safe in my daily life 1 5 3.44 .95  

I am healthy in my physical environment 1 5 3.30 .99  

I have enough money to meet my needs 1 5 2.42 1.10  

Information that I need in my day-to-day life are 

readily available 
1 5 2.70 1.11  

I have the opportunity for leisure activities 1 5 2.48 .99  

I am satisfied with the conditions of my living place 1 5 2.68 1.11  

I am satisfied with my access to health services 1 4 2.08 1.00  

I am satisfied with my mode of transportation 1 4 2.30 .86  

      

GENERAL QUALITY OF LIFE  2 10 5.55 2.15 2.77 

I rate my quality of life as very good 1 5 2.59 1.18  

I am satisfied with my health 1 5 2.96 1.20  

TOTAL QUALITY OF LIFE  31 98 70.72 12.70 2.72 

* Reversed code Items 

Findings of the components of QoL of participants revealed that, 63.8% (n = 83) of the 

caregivers of children with CP scored below moderate physical quality of life, 71.5% (n = 93) 
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scored below moderate psychological QoL, 70.0% (n = 91) scored below moderate social 

QoL and 73.8% (n = 96) scored below moderate environmental QoL. These findings indicate 

that a higher number of participants had below moderate scores on all the four components of 

QoL. 

Furthermore, the majority of the caregivers 51.5% (n=67) scored below moderate for 

their total QoL. These findings suggest that the QoL of the caregivers of these children 

regardless of the components is below satisfactory. Table 4.3 below shows the details of the 

components of QoL among these caregivers. 

 

Table 4.3: Components of Quality of Life among Caregivers of children with CP 

Dimension of Quality of Life Range Score Frequency Percentage 

PHYSICAL     

  Below Moderate (Low QoL) 7 ï 20 83 63.8 

  Above Moderate  (High QoL) 21 ï 35 47 36.2 

PSYCHOLOGICAL     

   Below Moderate 6 ï 18 93 71.5 

   Above Moderate 19 ï 30 37 28.5 

SOCIAL RELATIONSHIPS     

   Below Moderate 3 ï 9 91 70.0 

   Above Moderate 10 ï 15 39 30.0 

ENVIRONMENTAL     

   Below Moderate 8 ï 24 96 73.8 

   Above Moderate 25 ï 40 34 26.2 

GENERAL     

   Below Moderate 2 ï 6 86 66.2 

   Above Moderate 7 ï 10 44 33.8 

TOTAL QUALITY OF LIFE     

   Below Moderate 26 ï 69 67 51.5 

   Above Moderate 70 ï 130 63 48.5 
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4.3 The Stressors of Caregivers of children with CP 

Another primary objective of the study was to give a vivid description of the stressors 

caregivers of children with CP encounter. Two main stressors were described; primary and 

secondary stressors. 

  

4.3.1 The Primary Stressor (Caregivers Burden) of Caregivers of children with CP 

The primary stressor examined was the caregiver burden. The mean score for total 

burden among the caregivers was 42.11 (SD = 12.46) which is high and indicates that the 

caregivers experienced high level of burden. 

Results on the dimensional caregivers burden indicated that 44.6% (n = 58) had severe 

physical, 

43.8% (n = 57) had moderate family caregivers burden and as much as 56.2% (n = 73) 

had severe caregivers burden at the individual level. In terms of financial burden, 

approximately 54% (n= 70) had severe financial caregivers burden. These findings suggest 

that the caregivers were very much stressed by all the dimensions of caregiverôs burden. In 

general, 53.8% (n = 70) of the caregivers reported severe total primary caregivers burden.  

Furthermore, these findings revealed that with the exception of family burden in which 

the majority of caregivers exhibited a moderate score, higher numbers of the participants 

experienced severe burden in the other components of caregiversô burden. 

Comparing the mean scores of the five components of caregivers burden in ascending 

order, caregivers recorded higher score on emotional burden (Mean = 2.53) compared to the 

other components. Table 4.4 presents the descriptive statistics of the caregiver burden. 
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Table 4.4: Level of Primary Stressors (Caregivers Burden) among Caregivers of 

children with CP 

Dimension of Caregivers 

Burden 

Range Score Frequency Percentage Min Max Mean 

Physical    0 4 2.31 

   Little or No Burden 0-4 17 13.1    

   Moderate 5-6 55 42.3    

   Severe 7-10 58 44.6    

Emotional     1 4 2.53 

   Little or No Burden 0-3 9 6.9    

   Moderate 4-5 42 32.3    

   Severe 6-7 79 60.8    

Family    0 3 1.90 

   Little or No Burden 0-7 43 33.1    

   Moderate 8-9 57 43.8    

   Severe 10-12 30 23.1    

Individual     1 4 2.37 

   Little or No Burden 0-7 24 18.4    

   Moderate 8-9 33 25.4    

   Severe 10-12 73 56.2    

Financial    0 4 2.34 

   Little or No Burden 0-7 25 19.3    

   Moderate 8-9 35 26.9    

   Severe 10-12 70 53.8    

Total Caregivers 

Burden 

   16 67 42.11 

   Little or No Burden 0-20 3 2.4    

   Moderate 21-40 57 43.8    

   Severe 41-60 70 53.8    

 

 

4.3.2 Secondary Stressors of Caregivers of children with  CP 

Three components of secondary stressors (depression, anxiety and stress) were 

examined. 

Depression 

Considering depression among the participants, none of them had normal level of 

depression. The level of depression among the caregivers of children with CP ranged from 
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mild (2.3%, n = 3) to extremely severe depression (47.7%, n = 62). The majority of the 

participants 47.7 %( n = 62) had extremely severe depression. 

 

Anxiety 

The caregiversô levels of anxiety also ranged from normal (0.08%, n = 1) to extremely 

severe anxiety (63.1%, n = 82). Most of the participants (63.1%, n = 82) reported extremely 

severe anxiety levels. 

 

Stress 

The level of stress among the caregivers of children with CP ranged from normal 

(16.9%, n = 22) to extremely severe stress (11.5%, n = 15).The Majority (39.2%, n = 51) of 

the participants reported severe stress. 

 

These descriptions mean that with the exception of stress, most of the participants 

experienced extremely severe levels of depression and anxiety.  

Table 4.5 shows the different levels of stress, depression and anxiety as secondary 

stressors. 
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Table 4.5: Description of Individual level of Secondary Stressors 

Dimension of Quality of Life Range Score Frequency Percentage 

Depression    

   Normal 0-4 0 0 

   Mild  5-6 3 2.3 

   Moderate 7-10 33 25.4 

   Severe 11-13 32 24.6 

   Extremely severe 14+ 62 47.7 

Anxiety     

   Normal 0-3 1 .08 

   Mild  4-5 8 6.2 

   Moderate 6-7 15 11.5 

   Severe 8-9 24 18.5 

   Extremely severe 10+ 82 63.1 

Stress    

   Normal 0-7 22 16.9 

   Mild  8-9 18 13.8 

   Moderate 10-12 24 18.5 

   Severe 13-16 51 39.2 

   Extremely severe 17+ 15 11.5 

 

In assessing the mean scores of the three components of the secondary stressors (stress, 

depression and anxiety), the results show that the mean score for depression was 13.07 

(SD=3.28) which indicates severe level of depression among the caregivers of children with 

CP. The mean score of anxiety among the caregivers of CP was 11.24 (SD=3.98) which 

indicate extremely severe level. Furthermore, the mean score of stress among the caregivers 

of children with CP was 11.78 (SD=3.95) which also indicates moderate stress. 

Comparing the mean scores, depression (M=13.07) was the highest. This was followed 

by the mean score of stress (M=11.78) with the scores of anxiety (M=11.24) being the least. 

This therefore implies that caregivers of children with CP encounter high levels of 

depression, followed by stress and anxiety in that order. Table 4.6 presents the details of these 

secondary stressors. 
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Table 4.6: Mean Scores of Secondary Stressors of Caregivers of children with CP 

COMPONENT OF SECONDARY STRESSOR MIN MAX  MEAN SD 

DEPRESSION 5 21 13.07 3.28 

I felt that life was meaningless  0 4 1.06 1.14 

I felt I wasn't worth much as a person  0 4 1.87 1.14 

I was unable to become enthusiastic about anything 1 4 2.15 .89 

I felt that I had nothing to look forward to 0 4 2.26 1.11 

I felt down-hearted and blue 0 4 1.46 1.03 

I found it difficult to work up the initiative to do things 0 4 1.48 .97 

I couldn't seem to experience any positive feeling at all 0 4 1.42 .98 

 

ANXIETY  

 

2 

 

20 

 

11.24 

 

3.98 

I felt I was close to panic 0 4 1.76 1.06 

I was worried about situations in which I might panic and 

make a fool of myself 
0 4 2.08 1.19 

I was aware of dryness of my mouth 0 4 1.59 1.17 

I was aware of the action of my heart in the absence of 

physical exertion 
0 4 1.42 .85 

I felt scared without any good reason 1 4 1.62 .90 

I experienced breathing difficulty 0 4 .35 .84 

I experienced trembling 0 4 2.72 1.19 

     

STRESS 3 20 11.78 3.95 

I felt that I was rather touchy 0 4 1.47 1.02 

I was intolerant of anything that kept me from getting on 

with what I was doing 
0 4 1.58 1.19 

I found it hard to unwind 0 4 2.44 1.00 

I found it difficult to relax 0 4 2.62 .97 

I found myself getting agitated 0 4 1.60 1.01 

I felt that I was using a lot of nervous energy 0 4 1.36 1.17 

I tended to over-react to situations 0 4 1.78 .93 

 

 

4.4 Relationship between Stressors and Quality of Life 

Another primary objective was to find out the relationship between the stressors and the 

quality of life of caregivers of children with CP. There were two categories of stressors 

(primary and secondary) and the relationship between each of them on the quality of life was 

assessed. 
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4.4.1 Relationship between Primary Stressor (Caregivers Burden) and Quality of Life 

Results of the Pearson Product Moment Correlation Coefficient showed that there was a 

moderate and negative significant relationship between physical burden and QoL of 

caregivers (r =-.398, p < .05). A significant negative relationship was also found between 

emotional burden and QoL (r =-.308, p < .05). Similarly, a negative significant relationship 

was found between family burden and QoL (r =-.477, p < .05). In addition, individual burden 

also correlated negatively and significantly with QoL caregivers (r =-.477, p < .05). Financial 

burden was also found to correlate negatively and significantly with QoL (r =-.486, p < .05). 

The total caregiversô burden was also found to correlate negatively and significantly with 

QoL of caregivers (r =-.504, p < .05). Thus the first hypothesis that there will be a significant 

negative relationship between primary stressors and QoL of caregivers of children with CP 

was supported. This means the higher the level of burden in any of the components of 

caregiverôs burden, the lower the QoL among caregivers. 

Table 4.7 provides details of the correlation between caregiversô burden and quality of 

life. 

 

Table 4.7: Relationship between Primary Stressors and Quality of Life 

VARIABLES  QUALITY OF LIFE OF CAREGIVERS  

 r P-value (one-tailed) 

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 

Criterion level: .05 

A multiple linear regression analysis was performed to determine if demographic 

characteristics (model 1) and caregiversô burden (model 2) significantly account for the level 

of quality of life among the caregivers. 
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In the first model, the demographic characteristics of the caregivers (age, education, 

marital status and religion) jointly accounted for an insignificant 3.7% of the variance in 

caregivers QoL (R
2
 = .037, F(4, 125) = 1.197). When the predictors (family, physical, 

emotional, individual and financial burden) were evaluated for their contributions to the 

model, none of the demographic characteristics were significant predictors of QoL in the 

model. 

However, caregivers burden in general (physical, emotional, family, individual and 

family burden) collectively explained significant variance in caregivers QoL accounting for 

38.4% of the variance in caregivers QoL (R
2
 = .384, F(4, 234) = 6.487, p<.05). The amount of 

variance accounted for caregivers quality of life by financial, physical, emotional, family and 

individual burden were 35.6%, 4.5%, 9.2%, 23.2% and 15.9% respectively. However, only 

financial (p<.05) and family burden (p<.05) were significant predictors of the caregivers 

QoL. Details of these predictors are shown in Table 4.8 
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Table 4.8: Relationship between Caregivers Burden and Quality of Life of Caregivers of children with CP 

Model                      PREDICTORS 

Unstandardized Coefficients 

Standardized 

Coefficients 

t p-value 

Correlation 

(r) B Std. Error Beta 

Model 1 (Constant) 78.594 6.832  11.504 .000  

Age -.017 .139 -.011 -.119 .906 -.030 

Marital -1.750 1.114 -.138 -1.570 .119 -.108 

Education -.621 .544 -.102 -1.142 .255 -.119 

 Religion -2.593 3.849 -.059 -.674 .502 -.066 

Model 1 summary: R
2
=.037, F(4, 125) = 1.197, p=.316  

 

Model 2 

 

(Constant) 

 

100.816 

 

      6.743 
14.952 000  

Age .133 .117 .085 1.137 .258 -.030 

Marital -.982 .940 -.078 -1.045 .298 -.108 

Education -.386 .447 -.064 -.865 .389 -.119 

Religion -1.910 3.173 -.044 -.602 .548 -.066 

Financial -1.987 .447 -.356 -4.445 .000 -.486 

Physical .219 .538 .045 .407 .685 -.398 

Emotional -.459 .444 -.092 -1.033 .304 -.308 

Family -.562 .261 -.232 -2.157 .033 -.477 

 Individual -.506 .311 -.159 -1.627 .106 -.447 

Model 2 summary: R
2
=.384, F(9, 120) = 8.328, p<.001  

Dependent variable: Quality of Life Criterion Level: .05 
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4.4.2 Relationship between Secondary Stressors (DAS) and QoL 

The results of the Pearson Correlation indicated there was a significant negative 

relationship between depression and quality of life among caregivers of children with CP (r 

=-.390, p < .05). The relationship between anxiety and quality of life among caregivers of 

children with CP was also negative and significant (r =-.425, p < .05).  Stress was also found 

to correlate negatively and significantly with quality of life of caregivers of children with CP 

(r =-.413, p < .05). The second hypothesis which also stated that there will be a significant 

negative relationship between secondary stressors and QoL of caregivers of children with CP 

was supported. This implies that when secondary stressors (depression, anxiety and stress) 

increase, the quality of life among caregivers of children with CP decreases. Table 4.9 

provides details of the correlation between caregiversô secondary stressors and quality of life. 

  

Table 4.9: Relationship between Secondary Stressors and Quality of Life 

VARIABLES  QUALITY OF LIFE OF CAREGIVERS  

 r P-value (one-tailed) 

Depression -.390 .001 

Anxiety  -.425 .001 

Stress -.413 .001 

Criterion level: alpha = .05 

 

Multiple linear regression analysis was again performed to determine if demographic 

characteristics (model 1) and secondary stressors (model 2) significantly accounted for higher 

variance in quality of life among the caregivers. 

In the first model, the demographic characteristics were fed into the model. The 

regression results indicated that the demographic characteristics of the caregivers (age, 

education, marital status and religion) collectively explained an insignificant 3.7% variance 
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in caregivers QoL (R
2
 = .037, F(4, 125) = 1.197). When the predictors (depression, anxiety and 

stress) were evaluated for their contributions to the model, none of the demographic 

characteristics were found to significantly predict QoL of caregivers of children with CP. 

In the second model, the secondary stressors (stress, depression and anxiety) jointly 

explained significant variance in caregivers quality of life predicting 25.5% of the variance in 

caregivers quality of life (R
2
=.255, F(7, 122) = 5.978, p<.05). Depression, anxiety and stress 

accounted for 28.1%, 22.3% and 16.0% respectively in caregiversô quality of life. However, 

only depression (p<.05) and anxiety (p<.05) were significant secondary predictors of QoL of 

caregivers of children with CP. Details of the regression analysis are presented in Table 4.10  
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Table 4.10: Relationship between Secondary Stressors and Quality of Life Caregivers of children with  CP  

Model 

Unstandardized 

Coefficients 

Standardized 

Coefficients T p=value r 

 B Std. Error Beta    

Model 1 (Constant) 78.594 6.832  11.504 .000  

Age -.017 .139 -.011 -.119 .906 -.030 

Education -.621 .544 -.102 -1.142 .255 -.108 

Marital -1.750 1.114 -.138 -1.570 .119 -.119 

 RELIGION -2.593 3.849 -.059 -.674 .502 -.066 

Model 1 summary: R
2
=.037, F(4, 125) = 1.197, p=.316  

  

Model 2 (Constant) 102.553 7.460  13.747 .000  

Age -.042 .125 -.027 -.337 .737 -.030 

Education -.437 .487 -.072 -.897 .371 -.108 

Marital -1.596 1.002 -.126 -1.593 .114 -.119 

RELIGION -3.356 3.436 -.077 -.977 .331 -.066 

Depression -.853 .386 -.281 -2.212 .000 -.390 

Anxiety -.649 .378 -.223 -1.718 .038 -.425 

 Stress -.385 .393 -.160 -.980 .079 -.413 

Model 2 summary: R
2
=.255, F(7, 122) = 5.978, p<.001  

Dependent variable: Quality of Life Criterion Level: .05



                                                                         QoL of Caregivers of Children with CP 

67 

 

4.5 Mediating Role of Secondary Stressors (Depression, Anxiety and Stress) on 

Caregiver Burden-QoL Relationship 

 The study was also aimed at assessing whether depression, anxiety and stress mediate 

the relationship between caregivers burden and quality of life among caregivers of children 

with CP. Each of the secondary stressors was evaluated to examine the mediating role on the 

relationship between caregiverôs burden and quality of life. 

 The mediating role was tested using Baron and Kennyôs (1986) four (4) step 

approach in which several regression analyses were conducted and significance of the 

coefficients examined at each step. The steps are as follows: 

Step 1: Simple regression analysis of primary stressor (caregiverôs burden) predicting quality 

of life (Path c) 

Step 2: Simple regression analysis of primary stressor (caregiverôs burden) predicting 

secondary stressors (depression, anxiety and stress) (i.e. Path a) 

Step 3:  Simple regression of secondary stressors (depression, anxiety and stress) predicting 

quality of life (i.e. Path b). 

Step 4: Multiple regression analysis of primary stressor (caregiverôs burden) and secondary 

stressors (depression, anxiety and stress) predicting quality of life. 

This can be illustrated diagrammatically as shown in figure 4.1 below 

 
 

 

 

 

Primary Stressor                                   Secondary Stressor                                      Quality of 

Life 

 

Figure 4.1: Mediating Relationship Diagram 

 

Steps 1, 2 and 3 are to establish that relationships exist among the variables and so are not 

reported as part of findings of the study. In step 4, according to Baron and Kenny (1986) 

a  c  

b  
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some form of mediation is supported if the effect of primary stressor (caregiverôs burden) 

remains significant after controlling for secondary stressor (path b). When primary stressor 

(predictor) is not significant in predicting quality of life after controlling for secondary 

stressors (mediator), then the finding supports full mediation. If primary stressor (caregiverôs 

burden) is still significant (i.e. both primary and secondary stressors significantly predict 

quality of life), the finding supports partial mediation.  

 

4.5.1 Mediation Role of Depression on the Relationship between Caregiver Burden and 

QoL 

 The regression coefficients of the mediation analysis reveal that, there was an initial 

significant relationship between caregiversô burden and quality of life (ɓ = .504, p < .05) in 

the first model with caregiversô burden accounting for 25.4% (R
2
=.254, F(1, 128) = 43.672, 

p<.05) of the variance in quality of life. When depression was controlled in the second model, 

caregiversô burden was still significant (i.e. both caregivers burden and the depression 

significantly predicted quality of life) (R
2
=.341, F(7, 127) = 32.799, p<.05). This finding 

suggests that depression partially mediates the relationship between caregiversô burden and 

QoL. These findings also indicate that depression (p<.05) is a significant partial mediator of 

these caregivers QoL. Details of the mediating effects of depression is shown in Table 4.11  
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Table 4.11: Mediating Effect of Depression on the Ccaregiversô Burden ï QoL 

Relationship 

Model 

Unstandardized 

Coefficients 

Standardized 

Coefficients 

T Sig. R B Std. Error Beta 

Model 1 (Constant) 92.375 3.416  27.043 .000  

 Caregivers 

Burden 
-.514 .078 -.504 -6.609 .000 -.504 

Model 1 summary: R
2
=.254, F(1, 128) = 43.672, p<.001 

 

Model 2 (Constant) 104.912 4.457  23.537 .000  

Caregivers 

Burden 
-.452 .075 -.443 -6.609 .000 -.504 

 Depression -1.160 .285 -.300 -4.075 .000 -.390 

Model 2 summary: R
2
=.341, F(7, 127) = 32.799, p<.001 

Dependent variable: Quality of Life Criterion Level: .05 

 

4.5.2 Mediation Role of Anxiety on the Relationship between Caregivers Burden and 

Quality of Life  

 The regression coefficients of the mediation analysis of anxiety on the relationship 

between caregiversô burden and quality of life indicated an initial significant relationship 

between caregiversô burden and quality of life (ɓ = .504, p < .05) in the first model with 

caregiversô burden accounting for 25.4% (R
2
=.254, F(1, 128) = 43.672, p<.05) of the variance in 

quality of life. When anxiety was controlled in the second model, caregiversô burden was still 

significant (i.e. both caregivers burden and anxiety significantly predicted quality of life) 

(R
2
=.336, F(2, 127) = 32.092, p<.05). This means that anxiety partially mediates the 

relationship between caregiversô burden and quality of life. Results of the analysis are 

presented in Table 4.12. 
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Table 4.12: Mediating role of Anxiety on the Caregiversô Burden ï Quality of Life 

Relationship 

Model 

Unstandardized 

Coefficients 

Standardized 

Coefficients 

t Sig. r B Std. Error Beta 

Model 1 (Constant) 92.375 3.416  27.043 .000  

 Caregivers 

Burden 
-.514 .078 -.504 -6.609 .000 -.504 

Model 1 summary: R
2
=.254, F(1, 128) = 43.672, p<.05 

 

Model 2 (Constant) 99.197 3.670  27.027 .000  

Caregivers 

Burden 
-.421 .077 -.413 -5.441 .000 -.504 

 Anxiety -.955 .242 -.299 -3.943 .000 -.425 

Model 2 summary: R
2
=.336, F(2, 127) = 32.092, p<.05 

Dependent variable: Quality of Life Criterion Level: .05 

 

4.5.3 Mediating Role of Stress on the Relationship between Caregiversô Burden and 

Quality of Life  

 Assessing the regression coefficients of the mediation role of stress on the relationship 

between caregiversô burden and quality of life, the first model indicated a significant 

relationship between caregiversô burden and quality of life (ɓ = .504, p < .05). When 

caregiversô burden was entered first, it accounted for 25.4% (R
2
=.254, F(1, 128) = 43.672, 

p<.05) of the variance in quality of life. When stress was controlled in the second model, 

caregiversô burden was still significant (i.e. both caregiversô burden and stress significantly 

predicted quality of life) (R
2
=.313, F(2, 127) = 28.936, p<.05). This means that stress partially 

mediated the relationship between caregiversô burden and quality of life. Results of the 

analysis are presented in Table 4.13  
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Table 4.13: Mediating role of Stress on the Caregiversô Burden ï Quality of Life 

Relationship 

Model 

Unstandardized 

Coefficients 

Standardized 

Coefficients 

t Sig. r B Std. Error Beta 

Model 1 (Constant) 92.375 3.416  27.043 .000  

 Caregivers Burden -.514 .078 -.504 -6.609 .000 -.504 

Model 2 summary: R
2
=.254, F(1, 128) = 43.672, p<.05 

 

Model 2 (Constant) 98.076 3.719  26.370 .000  

Caregivers Burden -.415 .081 -.407 -5.126 .000 -.504 

 Stress -.840 .255 -.261 -3.293 .001 -.413 

Model 2 summary: R
2
=.313, F(2, 127) = 28.936, p<.05 

Dependent variable: Quality of Life Criterion Level: .05 

 

4.6 Moderating Role of Social Support on the relationship between Caregiversô Burden 

and Quality of Life 

A moderator is a variable that alters the direction or strength of the relationship 

between a predictor and an outcome (Holmbeck, 1997), thus, a moderator effect is nothing 

more than an interaction whereby the effect of one variable depends on the level of another. 

To test this hypothesis, the hierarchical regression in which three distinct steps are stipulated 

was conducted. 

To assess the moderation role of social support on the relationship between caregivers 

burden and quality of life of caregivers, the procedures proposed by Baron and Kenny (1986) 

for testing moderation effect using hierarchical multiple regression was used. Baron and 

Kenny (1986) hierarchical multiple regression for testing moderating effect is called the 

causal path analysis.  The three causal paths proposed by Baron and Kenny (1986) is 

illustrated in figure 4.2 below (a, b, and c). These involved entering into the dependent 

variable (DV), quality of life: the effect of the IV (primary stressor) on the DV (quality of 

life) (path a, model 1), the effect of the moderation variable (social support) on the DV 
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(quality of life) (path b, model 2), and the interaction or product of these two paths on the DV 

(path c, model 3). The moderator hypothesis is supported if the interaction term (path c, 

model 3) is significant (Baron & Kenny, 1986). Details of the regression analysis are 

presented in Table 4.14 on page 74 

 

Predictor (primary stressor, burden) 

          

                                                            a 

Moderator  

(Social Support)          b Criterion (Quality of Life) 

  

                                                                   c 

Predictor X Moderators 

(Burden X Social Support) 

 

Figure 4.2: Path diagram of moderation model (Baron & Kenny, 1986) 

 

Hierarchical linear regression analysis was performed to determine if social support 

moderates the relationship between caregiverôs burden and quality of life of caregivers of 

children with CP. 

In the first model, caregiversô burden was fed into the model. The regression results indicated 

that caregiversô burden explained a significant 25.4% variance in caregiversô quality of life. 

Model 1 summary (R
2
=.254, F(1, 128) = 43.672, p=.000). 

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 caregiversô quality of life; Model 2 summary (R
2
=.330, F(2, 127) = 31.275, p=.000) with 

social support adding 7.6% of the variance in caregiversô quality of life. 

In the third step of the regression analysis indicating whether moderation effect exists, 

the interaction term between caregiversô burden (primary stressor) and social support 
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(moderator) was fed into the model. The results indicated that the interaction term between 

caregiversô burden (primary stressor) and social support (moderator) explained a significant 

increase in variance in quality of life; Model 3 summary: R
2
=.446, F(3, 126) = 22.192, p=.000). 

Thus, social support is a significant moderator of the relationship between primary stressor 

(caregiverôs burden) and quality of life. Results are demonstrated on Table 4.14  
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Table 4.14: Results of Hierarchical Multiple Regression Analyses for the moderation effect of Social Support on the relationship 

between Primar y Stressor and Quality of Life 

Model 

Unstandardized Coefficients Standardized Coefficients 

T r p-value B Std. Error Beta 

Model 1 (Constant) 92.375 3.416  27.043   

 Caregivers Burden -.514 .078 -.504 -6.609 -.482 .000 

Model 1 summary: R
2
=.254, F(1, 128) = 43.672, p=.000   

   

Model 2 (Constant) 78.378 4.923  15.919   

Caregivers Burden -.362 .084 -.355 -4.298 -.482 .000 

 Social Support .383 .101 .313 3.785 -.502 .000 

Model 2 summary: R
2
=.330, F(2, 127) = 31.275, p=.000   

   

Model 3 (Constant) 91.480 8.975  10.193  .000 

Caregivers Burden 

CB) 
-.647 .184 -.634 -3.521 -.482 .001 

Social Support (SS) -.161 .328 -.132 -.492 -.504 .624 

 Interaction (CB X 

SS) 
.938 .539 .416 1.740 -.215 .024 

Model 3 summary: R
2
=.446, F(3, 126) = 22.192, p=.000   

Dependent variable: Quality of Life Criterion Level: .05
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4.7 Summary of Results 

In summary, the mean age of the caregivers was approximately 36 and a modal age of 

35 years. Most of the caregivers were females (90.8%) and the remaining 9.2% were males. 

Approximately 38% (n=49) of the participants were employed whilst the majority of 62.3% 

(n = 81) were not employed due to provision of care to the children with CP.  

The results also showed that caregivers were affected negatively in all the four components of 

QoL (physical health components, psychological health, social relationships and 

environmental health). A higher number of caregivers had below moderate scores on all the 

four components of QoL. However, caregiving severely affected their psychological health 

(Mean = 2.50) and physical health (M=2.57) than their environmental health (M = 2.67) and 

social relationships (Mean = 2.69).  

Caregivers of children with CP also perceived higher levels of burden (M=42.1, SD = 

12.46). More than half (53.8%) of the caregivers of children with CP experienced severe 

burden in caregiving. Among the components of burden, most of the caregivers (43.8%) 

experienced moderate level of family burden. Aside family burden that most obtained 

moderate level, higher numbers of caregivers experienced severe burden in physical (44.6%), 

emotional, (60.8%), individual (56.2%) and financial (53.8%) aspects of the burden. Among 

the five components of caregiversô burden, emotional burden was found to be the highest 

affecting the caregivers. This was followed by the individual, financial, physical and the 

family burdens respectively. In addition, the caregivers were found to experience severe level 

of depression (M=13.07, SD=3.28), extremely severe level of anxiety (M=11.24, SD=3.98) 

but moderate stress (M=11.78, SD=3.95) However, the caregivers of children with CP 

encountered highest level of depression, followed by stress and anxiety. 
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The primary and secondary stressors were found to moderately correlate with QoL of 

caregivers. Caregiversô burden in general (physical, emotional, family, individual and family 

burden) collectively explained 38.4% of the variance in caregiversô QoL. The amount of 

variance accounted for caregivers quality of life by financial, physical, emotional, family and 

individual burden were 35.6%, 4.5%, 9.2%, 23.2% and 15.9% respectively. The three 

components of secondary stressors (stress, depression and anxiety) collectively explained 

25.5% of the variance in caregiversô QoL 

 The findings also indicated a partial mediation of stress, anxiety and depression on 

the relationship between caregiverôs burden and quality of life. When depression, anxiety and 

stress were controlled, caregiversô burden accounted for 34.1%, 33.6% and 33.0% 

respectively indicating partial mediation. There was also a moderating effect of social support 

on the relationship between caregiverôs burden and quality of life with social support 

accounting for 44.6% of the variance in QoL. Meanwhile, demographic characteristics were 

not significant predictors of quality of life of caregivers of CP.  
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CHAPTER FIVE  

DISCUSSION OF FINDINGS 

This chapter presents the discussion of the findings of the study. The demographic 

characteristics of the participants are discussed first followed by other findings.  

 

5.1 Demographic characteristics  

The study assessed the demographic characteristics of the caregivers of children with 

CP which included their age, gender, marital status and educational attainment. The mean age 

of the participants was 35.85 years which is consistent with the average age of reproductive 

mothers in Ghana which has been found to range between 20 to 45 years (GHS annual report, 

2013). The finding also revealed that a significant majority of the participants (78%) were 

married. Caregiving is mostly provided by the mothers of the patients due to lack of 

competent people and high cost of professional caregivers. The ages of the caregivers in this 

study tallies with the ages of the mothers in other related studies (Eker & Tuzun, 2004). 

The findings also indicated that among the caregivers who participated in the study, 

approximately 91% (N=130) forming the majority were females whilst the remaining (9.2%) 

were males. Also, the majority (62.3%) of the caregivers were unemployed whilst 37.7% 

(n=49) were employed. This finding is in consonance with the widely held view that 

caregiving is normally provided by mothers. According to the Bureau of Labour Statistics 

(2014), although men also provide assistance, female caregivers may spend as much as 50 % 

more time providing care than male caregivers. Estimates of the percentage of family or 

informal caregivers who are women range from 59 % to 75 % compared to 25 % to 40% by 

men (Prudente, Barbosa & Porto, 2010).  
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The findings also suggest that the high burden associated with caregiving does not 

allow the caregivers to engage in any productive work. The finding of the present study is in 

line with the findings of the study by Anjos, Boery, Pedreira, Vilela, Santos and Roda Dde
 

(2015) which indicated that the majority of caregivers are women, who were full-time 

caregivers and have limited time to engage in income productive activities. A longitudinal 

study by Fatudimu, Hannzat and Akinyinka (2013) also indicated that most of the caregivers 

of children with CP (82.3%) were mothers of the children. The caregivers were also having 

lower economic status and lower level of education due to the cost of providing care to the 

child and the lack of time to be engage in gainful employment. Even though this finding is 

not conclusive about the distribution pattern of caregivers in Ghana, it further fuels concerns 

that caregivers of children with CP may be experiencing financial problems since most of 

them are not working.  

The current study again found that participantsô educational status ranged from Junior 

High School to Tertiary level with most of them (31.5%) being Junior High School graduates. 

This affirms the assertion that among Africans, a significantly higher number of caregivers of 

children with CP are people with lower education and lower income (Family Caregiver 

Alliance, 2008). Pinquart and Sorensenôs (2005) study also indicated that the educational 

status of the caregivers were generally low which the present studyôs finding supports. 

 The findings indicated that demographic characteristics were not significant 

predictors of quality of life of caregivers of children with CP. Demographic characteristics of 

the caregivers (age, education, marital status and religion) collectively explained an 

insignificant 3.7% of variance in caregiversô quality of life. This means that in determining 

quality of life of caregivers of children with CP, demographic characteristics such as age, 

education, marital status and religion do not perform any major role. 
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The current study discovered that the caregiversô Christian or Muslim affiliation did 

not influence QoL. Being a Christian or Muslim was found to lead to equal level of QoL of 

the caregivers. This finding may be due to the fact that both Muslims and Christians alike 

derive satisfaction in their worship as such one may not have an advantage over the other. 

Both Christianity and Islam are associated with some positive effect. These positive effects 

contribute equally to the sense of psychological wellbeing and serve as coping strategy for 

the Christian and Muslim caregiver equally. Rose et al. (2004) reported that both Islam and 

Christianity serve as social support and coping mechanisms and as a result, may have 

contributed to boost the wellbeing among caregivers.  Both religions perform sacred religious 

practices and these acts could encourage them to view themselves positively no matter the 

condition of their children. This could be the reason why Christian and Muslim caregivers did 

not differ in their in their QoL. 

The QoL of the caregivers of children with CP was also not significantly influenced 

by the marital status, age and level of education of the caregivers in the present study. This 

suggests that marital status, age and level of education of the caregiver have no significant 

impact on their ability to cope with the demands of their roles as caregivers. This is similar to 

earlier findings of no association between the level of education of the caregiver of children 

with CP and the QoL of the caregiver (Correa, et al., 2009). Among Africans, a significantly 

higher number of caregivers of children with CP are people with lower education and lower 

income (Family Caregiver Alliance, 2008). 

 

5.2 Quality of Life of Caregivers of Children with CP 

The caregivers assessed in this study reported very low quality of life. The results 

showed that caregivers were negatively affected in all the four components of quality of life 

(physical health, psychological health, social relationships and environmental health). In 
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addition, caregiving severely affected the psychological health (Mean = 2.50) and physical 

health (M=2.57) than their environmental health (M = 2.67) and social relationships (Mean = 

2.69).  

The lower QoL of caregivers of children with cerebral palsy found in the present 

study is similar to findings of earlier studies  among caregivers of individuals with different 

disorders such as epilepsy, multiple sclerosis, and juvenile idiopathic arthritis (Brehaut, 

Kohen, Garner, Miller, Lach, Klassen & Rosenbaum, 2009; Deepthi & Krishnamurthy, 2011; 

Ones, Yilmaz, Cetinkaya & Caglar, 2005; Prudente, Barbosa & Porto, 2010) which have all 

indicated that the higher burden and emotional torture associated with providing care for 

children with various disorders affect the quality of life of the caregivers both objectively and 

subjectively. To juxtapose the findings of the present study with those for epilepsy, multiple 

sclerosis, and juvenile idiopathic arthritis, it is probably due to the reality that all those 

conditions such as CP require constant care from caregivers, leading to a cumulative daily 

burden that often makes them lose their own self-care perception and wellbeing. 

The lower level of QoL among caregivers of children with CP can be attributed to a 

lot of factors. The undue stress associated with caregiving, the financial difficulties, the high 

level of depression associated with caregiving and the stereotypic attitudes from the 

community collectively contribute to lower level of quality of life among the caregivers of 

children with CP (MacDonald & Callery, 2007). Similarly, caring for an individual with CP 

generates high work overload and changes the caregiverôs normal routines which have the 

propensity to decrease the QoL of the caregiver (MacDonald & Callery, 2007). 

Caregivers of children with CP dedicate most of their time to the care of these 

children. Due to this, they do not have time to satisfy their own social needs, leading to a 

feeling of overload and tension. Besides having an impact on their physical and emotional 

health, it also has a ripple effect on their, marital relations, employment, financial situation 
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and their general well-being (Davis, Shelly, Waters, Boyd, Cook & Davern, 2010; Rocha, 

Afonso & Morais, 2008). Such overloads might have direct influence over the quality of life 

(QoL) of these caregivers, as the World Health Organization (WHO) defines quality of life as 

the perception of the individualôs, position in life, in the context of cultural values in which 

he/she lives. This is related to their goals, objectives, and expectations in life (Rocha, Afonso 

& Morais, 2008). 

The lower physical health found among the caregivers of children with CP in the 

present study supports the study by Pavalko and Woodbury (2003) which indicated lower 

physical health among the caregivers. As explained by Pavalko and Woodbury (2003), 

caregivers of children with cerebral palsy experience reduced physical well-being, with 

backache, migraine, intestinal and stomach ulcers, rheumatism, as well as a higher number of 

chronic physical diseases because of the high demands and burden in caregiving (Pavalko & 

Woodbury, 2003). Furthermore, caregivers of children with CP participate less in social 

activities, have more problems at work if employed, and show higher frequency of family 

conflicts which all do not allow them to enjoy better quality of life. 

Additionally, the present study revealed that although quality of life of caregivers is 

low, its cascading effect manifested in the psychological health and physical components. 

This means that caregivers of children with CP encountered significant levels of 

psychological problems. This finding is similar to a survey conducted by Romeo, Cioni and 

Distefano (2010) to assess the quality of life of caregivers of children with CP using the same 

WHO Quality of Life-BREF (WHOQOL-BREF, 1991) used in the present study. The study 

by Romeo, et al., (2010) found that the domains with worse scores were psychological health, 

with 19.2 points and physical problems with 20.15 points. It is worth noting that the scores 

obtained by the caregivers of children with cerebral palsy in the current study were even 

lower, with 16.84 and 18.84 points respectively for psychological and physical health. 
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5.3 The Stressors of Caregivers of children with CP 

Another objective of the study was to give a vivid description of the stressors 

caregivers of children with CP encounter. Two main stressors were described; primary and 

secondary stressors. The findings of the study suggested that caregivers of children with CP 

had higher burden. This is comparable to the results of the study conducted by Hamzat and 

Mordi (2007). Hamzat and Mordi (2007) found that the magnitude of the burden associated 

with caring for a child with CP is more than thrice that associated with caring for a healthy 

child. Caregiver burden deals with the day-to-day task associated with the upkeep of children 

with CP. This includes mothers' time and energies channeled to the emotional and physical 

care of the children. It is not surprising that the burden associated with caregiving of children 

with CP was very high because a child with CP is incapacitated and so the caregiver provides 

all the needed assistance. The psychological trauma, physical problems, financial difficulties 

and social neglect in the life of the person who is giving care culminates in the higher burden 

of the caregivers. 

According to Williamson and Shaffer (2001), the vast majority of caregivers (87%) of 

children with CP are usually informal caregivers who do not receive any pay and their 

knowledge level with regard to CP is very low. The caregiverôs lack of knowledge about CP, 

and the financial difficulties contribute to the high level of burden for the caregiver of the 

child with CP. Coupled with this, the person giving care experiences social isolation, and 

feels guilty over the decision to institutionalize the child with CP which all add to the high 

burden among the caregivers.  

Again, the results of the study indicated that the caregivers experienced severe levels 

of depression (M=13.07, SD=3.28), and moderate level of stress (M=11.78, SD=3.95) but 

extremely severe levels of anxiety (M=11.24, SD=3.98). These levels of stress, depression 

and anxiety observed among the caregivers of children CP warrant the need for a greater 
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attention to the health of these people. The caregiving routine is exhausting for the caregiver, 

causing different levels of stress, depression, anxiety, insomnia, and physical symptoms like 

muscular pain. 

The stressful routine of the caregiver contributes to the moderate level of anxiety and 

depression in the process. The poor knowledge in caregiving, transportation problems for 

those not having their personal cars and the difficulties in accessibility and affordability of 

wheelchairs contribute to the high level of stress among the caregivers. 

Another important factor for the increase in anxiety is the fact that caregivers usually 

compare the treatment response shown by their children with that of other children. This 

comparison can be a triggering factor for depression, if the caregiver concludes that the 

progress of his/her child was not the same as that shown by the other children who they met 

during the routine management (Family Caregiver Alliance, 2008). The uncertainties 

experienced by caregivers when it comes to not knowing what will happen to the child at any 

moment in time elevates their anxiety levels. The agitations, stress and depression worsen 

when the caregiver notices the poor knowledge exhibited about their children's disease and 

the management they require, especially considering the variability of CP, which presents 

uniquely in each patient (Williams & Wilson, 2001). 

The high level of stressors (caregiverôs burden, stress, depression and anxiety) among 

caregivers of children with CP was highlighted by the single-jeopardy hypothesis (Phillips, 

Ajrouch & Hillcoat-Nalletamby, 2012). As explained by the single-jeopardy hypothesis, there 

are higher levels of stressors among caregivers of CP because of the cumulative effects of 

economic disadvantage and discrimination. The economic demands and discrimination put a 

high toll of burden, depression, anxiety and stress among the caregivers of children with CP. 

 

http://knowledge.sagepub.com/view/contrib/536251
http://knowledge.sagepub.com/view/contrib/536253
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5.4 Relationship between Stressors and Quality of Life 

The two categories of stressors (primary and secondary) and the relationship between 

each of them and the quality of life were assessed. The primary and secondary stressors were 

found to moderately correlate with quality of life of caregivers. Primary stressor (caregiverôs 

burden) explained 38.4% of the variance in caregiverôs quality of life. The amount of 

variance accounted for caregiversô quality of life by financial, physical, emotional, family 

and individual burden were 35.6%, 4.5%, 9.2%, 23.2% and 15.9% respectively. In other 

words, as perceived level of caregiving burden increased, perceived quality of life decreased 

among the caregivers of children with CP. 

The negative relationship between caregiverôs burden and quality of life of caregivers 

of children with CP is consistent with previous studies. In a study conducted by Kato, 

Jaarsma, Okada, Kagami, Endo, Ono, and Kinugawa (2015) on the relationship between 

caregiverôs burden and quality of life, it was found that higher caregiverôs burden was 

associated with lower quality of life among caregivers of children with epilepsy. Similarly, in 

a study of caregivers of children with CP, Westphal-Guitti, Alonso, Migliorini , da Silva, 

Azevedo, Caboclo, Sakamoto, and Yacubian (2007) found that caregiversô burden was 

negatively associated with quality of life among the caregivers of children with CP. These 

studies all underscore the importance of perceived caregiver burden as a factor in lowering 

quality of life. 

Caregiver burden can culminate in acute and chronic physical disorders, resulting in 

isolation and depression, as well as financial disequilibrium, reduction in libido and self-

accusation which all affect the quality of life of the caregiver. In addition to domestic 

responsibilities, the caregivers undertake complex activities which are not part of their 

routine, arising from the care of their children with CP which serves as a burden for them and 

decrease the quality of their life. 

http://www.ncbi.nlm.nih.gov/pubmed/?term=Alonso%20NB%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=Migliorini%20RC%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=da%20Silva%20TI%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=Azevedo%20AM%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=Caboclo%20LO%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=Sakamoto%20AC%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
http://www.ncbi.nlm.nih.gov/pubmed/?term=Yacubian%20EM%5BAuthor%5D&cauthor=true&cauthor_uid=18186420
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The negative relationship between caregiversô burden and quality of life is based on 

the fact that caregiversô burden imposes a high level of stress among the caregivers. 

However, every individual has some amount of stress he or she can endure at every point in 

time. When the level of burden imposes higher amount of stress than the individual can cope 

with it affects the psychological functioning and wellbeing of the person and thus leads to 

lower quality of life.  

The negative relationship between caregiverôs burden and quality of life contradicts 

the findings of the study conducted by Oh and Lee (2009) which indicated no significant 

impact of caregiverôs burden on quality of life. The inconsistencies in the findings between 

the present study and that of Oh and Lee (2009) can be due to two main factors; participants 

and cultural differences. Oh and Lee (2009) recruited caregivers of children with 

developmental disabilities whilst the present study used caregivers of children with CP. The 

two disabilities are not the same and so the level of burden perceived by the two caregivers 

may not be the same. Also, Oh and Lee (2009) conducted their study in South Korea whilst 

the present study was conducted in Ghana. South Koreans are individualistic whilst 

Ghanaians are collective culture. It is worth noting that cultural differences shape peopleôs 

perception of quality of life and wellbeing (Macedo, da Silva, Paiva & Ramos, 2015). 

The study also predicted a negative relationship between secondary stressors and 

quality of life. The findings supported the prediction with the three components of secondary 

stressors (stress, depression and anxiety), which collectively explained 25.5% of the variance 

in caregiversô quality of life. This means that when the levels of secondary stressors (stress, 

depression and anxiety) increase, it decreases the quality of life of the caregivers. 

The negative relationship between depression and quality of life is in agreement with 

the study by Hooley, Butler and Howlett (2005) which assessed the relationship between 

depression and quality of life among caregivers of congestive heart failure patients. Findings 
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indicated a negative relationship between depression and quality of life among the caregivers. 

Similarly, a study by Zanon and Batista (2012) found that stress decreases the quality of life 

of caregivers and negatively affect their psychological functioning. 

 

5.5 Mediating Role of Secondary Stressors (Depression, Anxiety and Stress) on 

Caregiversô Burden ï QoL Relationship 

 The study assessed whether secondary stressors (depression, anxiety and stress) 

mediate the relationship between caregiversô burden and quality of life of caregivers of 

children with CP. The findings indicated a partial mediation of stress, anxiety and depression 

on the relationship between caregiversô burden and quality of life. These findings mean that 

the extent to which the primary stressor (caregiversô burden) can be responsible for lower 

quality of life will depend on the extent of depression, anxiety and stress associated with the 

burden. 

 The finding is in agreement with the findings of the study by Marron, Redolar-Ripoll, 

Boixados, Nieto, Guillamon, Hernande and Gomez (2012) which was aimed at assessing the 

role of depression and stress on the relationship between burden and quality of life. Stress and 

depression were found to mediate the relationship between caregiverôs burden and quality of 

life. The finding also supports the study by Dambi, Jelsma and Mlambo (2015) which found a 

partial mediation role of depression on the relationship between caregiver burden and quality 

of life among caregivers of CP. 

The partial mediation of secondary stressors on the relationship between primary 

stressors and quality of life can be explained using the stress process model by Pearlin et al. 

(1990) which was the guiding framework for the study. According to the stress process 

model, secondary stressors (depression, stress and anxiety) explain the relationship between 

the caregiversô burden and quality of life. According to the model, the variability in quality of 
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life predicted by caregiversô burden depends on the amount of stress depression and anxiety 

associated with that burden. The burden may first lead to higher levels of depression, anxiety 

and stress and the level of stress, anxiety and depression produced by the caregiversô burden 

will determine the quality of life of the caregivers. As found by Walter, et al. (2005), 

caregiverôs burden produces a higher level of stress, depression and anxiety that negatively 

affect the quality of life of caregivers of children with CP. 

 

5.6 Moderating Role of Social Support on the relationship between Caregiver Burden ï 

QoL 

 The present study also predicted that social support will moderate the relationship 

between caregiverôs burden and quality of life. The findings indicated a moderating effect of 

social support on the relationship between caregiverôs 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 with CP. 

This finding supports the results from the study conducted by Anjos, Boery, Pereira. 

Pedreira, Vilela, Santos and Roda Dde
 
(2015) which indicated that social support played 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 there is a higher level of social support from family 

members and other significant others. 
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This finding is in line with the study conducted by Zuurmond, Mahmud, Polack and 

Evans (2015) which reported that social support moderates the relationship between 

caregiverôs burden and quality of life. The result also agrees with the explanation given by 

Burnette, Duci and Dhembo (2016) that the extent to which the burden associated with 

caregiving can affect the wellbeing 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 wellbeing and health outcomes of caregivers. 

The moderating role of social support on the relationship between caregiversô burden 

and quality of life can be due to the fact that the level of available support from family, 

friends and significant others lowers the stress, anxiety and depression associated with 

caregiversô burden. This can in turn lower the negative consequences of the stress, depression 

and anxiety on quality of life (Wang & Zhao, 2012). The overall QoL and domain scores for 

the quality of life may be boosted by the support caregivers receive and thus the negative 

consequences of caregivers burden may not be felt much (Burnette, Duci & Dhembo, 2016). 

In summary, the quality of life of caregivers of children with CP was found to be 

influenced by the primary stressor (caregiverôs burden) and secondary stressors (stress, 

depression and anxiety). This is in line with the stress process model which approached the 

caregiversô stress as a process. This process results from interactions or relationships between 

conditions that develop and generate over time. The stressors are the heart of the process. 

Juxtaposing it to the current study, negative relationships were established between the 

variables (primary stressor, secondary stressors and quality of life) such that as caregiversô 

burden increases, quality of life of the caregiver decreases. Similarly, as depression, anxiety 

and stress of the caregivers of children with CP increase, quality of life decreases. 

Thus if the desired outcome is to increase quality of life, then measures must be 

instituted to decrease caregiversô burden, depression, stress and anxiety. Consistent with the 
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model used (stress process model), the current study has demonstrated that the lower level of 

quality of life of caregivers is due to high levels of caregiver burden. It is the caregiversô 

burden that results in the secondary stressors which also influence the quality of life of the 

caregivers. The model predicts that caregiving and its consequence is potentially influenced 

by key demographic characteristics such as age, gender and educational level. Differing from 

the model, the present study revealed that demographic characteristics did not have any 

significant influence on the quality of life of the caregivers of the children with cerebral 

palsy. Adding up to the stress process model, the findings revealed that social support 

moderate the relationship between the primary stressors and quality of life of the caregivers 

of children with CP.  
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CHAPTER SIX  

SUMMARY, IMPLICATIONS,  LIMITATIONS CONCLUSIONS AND 

RECOMMENDATIONS  

6.1 Summary 

The study examined the QoL of caregivers of children with CP and the factors 

influencing the QoL of caregivers of children with CP. Caregivers (parents, relatives, and 

other associates) of children with cerebral palsy being managed at the Neuro-developmental 

Clinics (NDC) of the 37 Military Hospital and the Princess Marie-Louis Hospital as well as 

some Non-Governmental Organizations within Greater Accra that support children with CP 

were recruited as the participants. 

The stress process model by Pearlin et al., (1990) was the guiding framework for the 

research. A quantitative approach was engaged for the study in order to gather data from 

respondents. In selecting respondents, only caregivers of children with CP who had spent one 

year or more in the care of the child were purposively sampled to participate in the study. A 

total of one hundred and thirty respondents, made up of 12 males and 118 females 

participated in the study. Questionnaires were answered by respondents anonymously. The 

stated objectives were analyzed using descriptive statistics, Pearson Product Moment 

Correlation Coefficients and the hierarchical regression for moderating and mediating effects. 

The results of the study showed that caregivers had lower QoL and were affected 

negatively in all the four components of QoL (physical, psychological, social relationships 

and environmental). A higher number of caregivers had below moderate scores on all the four 

components of QoL. Caregiving severely affected their psychological and physical health 

than their environmental health and social relationships. 
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Caregivers of children with CP also expressed higher amount of burden with a larger 

number of the caregivers (53.8%) experiencing severe burden in caregiving. With the 

exception of family burden in which most of the caregivers (43.8%) experienced moderate 

level, higher number of caregivers experienced severe burden in physical (44.6%), emotional, 

(60.8%), individual (56.2%) and financial (53.8%) aspects of the burden. Among the five 

components of caregiver burden, emotional burden was found to be the most severe. This was 

followed by the individual, financial, physical and the family burdens respectively. The 

caregivers also experienced moderate levels of depression followed by stress and anxiety in 

the given order.  

The primary stressor (caregiverôs burden) and secondary stressors (stress, depression 

and anxiety) were found to moderately correlate with quality of life of caregivers. Caregiverôs 

burden in general collectively explained 38.4% of the variance in caregiverôs quality of life. 

The three components of secondary stressors (stress, depression and anxiety) also collectively 

explained 25.5% of the variance in caregiverôs quality of life. 

 Stress, anxiety and depression were found to partially mediate the relationship 

between caregiver burden and quality of life. There was also a moderating effect of social 

support on the relationship between caregiver burden and quality of life with social support 

accounting for 44.6% of the variance in QoL. However, demographic characteristics of the 

caregivers (age, education, marital status and religion) collectively explained an insignificant 

3.7% of the variance in caregiverôs quality of life. 

 

6.2 Impli cations 

The findings of this study have implications for nursing practice, informal caregiving 

and policy formulation.  
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6.2.1 For Nursing Practice 

Findings of this study showed that a majority of caregivers of children with CP in the Accra 

Metropolis were at risk of developing lower quality of life. Thus there is the need to provide 

adequate support and educate the caregivers of children with CP on how to cope with 

caregiving to increase their quality of life. Healthcare providers and the society at large need 

to be mindful about issues of stigma associated with CP since the consequences of this do not 

affect only the children with CP but the caregivers as well. Nurses need to create awareness 

on CP and intensify education on the causes and management. Healthcare providers and other 

stakeholders involved in providing support for the children with CP need to create a safe 

space for caregivers to acknowledge the negative impact that their lower quality of life have 

on the health of the children. 

Health care workers who have considerable knowledge on the disability must also 

provide individual counseling, parenting therapy, and programmes to assist the family 

members of the caregiver and siblings of the child with cerebral palsy. There is also the need 

for the nurses to be enlightened on the enormous burden that caregivers of children with CP 

encounter and its consequences of high levels of stress, anxiety and depression in order for 

them to provide the caregivers the needed support 

 

6.2.2 For Informal Caregivin g 

Caregivers need the knowledge and skills pertinent to the care they are providing for 

the children with cerebral palsy. To this end, 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. Informal caregivers need to educate themselves about 
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the disability (cerebral palsy), managing stress, coping with depression and anxiety and 

developing proper caregiving techniques. 

The findings of the study revealed that caregivers of children with CP experience 

higher amount of primary stressors (caregiverôs burden) and secondary stressors (stress, 

depression and anxiety). These findings imply that there is the need for informal caregivers to 

seek financial, social and psychological support to ease the burden, stress, depression and 

anxiety they encounter.  

This study particularly demonstrated that social support helps to ameliorate the 

negative impact of caregiverôs burden on quality of life among caregivers of children with 

CP. Intervention aimed at maximizing the social support networks of caregivers can be of 

great assistance to caregivers of children with CP and caregivers of other similar disabilities. 

SelfȤhelp groups for these caregivers can be a culturallyȤappropriate intervention in the world 

and Ghana to be specific. 

 

6.3 Limitations of the Study 

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. 

First and foremost, 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 researcher made sure the respondents remained anonymous 

which reduced the socially desirable responses but could not control for the perceptual bias. 

However, the data collected on quality of life and stressors might not provide a true reflection 

of the actual feelings of the caregivers due to the perceptual nature of the study. 
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Secondly, 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 an 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. The length of the questionnaires 

(79 items) could cause lack of concentration and boredom, which in turn, can impact on the 

results of the study. 

 

6.4 Recommendations 

The following recommendations were made to the Ministry of Health, Ministry of 

Gender, Children and Social Protection and Researchers. 

 

6.4.1 To Ministry of Health  (MOH) 

The Ministry of Health should: 

 Collaborate with the national health insurance scheme to have a policy that allows for 

free physiotherapy sessions for children with CP for as long as required without a 

limit so as to ease the financial burden of paying for physiotherapy sessions by the 

caregiver. 

 Have a policy for mandatory annual health assessment for any caregiver of a child 

with CP. This health assessment must be accessible for any caregiver attending any 

government facility to mitigate the effect of caregiving on their health. 

 Mandate all health facilities managing children with CP to have social support groups 

for the caregivers. The social support group should have a psychologist who will 
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provide free counselling to the caregivers of children with CP to reduce their level of 

stress, depression and anxiety. 

 

6.4.2 To Ministry of Gender, Children and Social Protection (MGCSP) 

The MGCSP should; 

 Include all caregivers of children with CP in the Livelihood Empowerment Against 

Poverty (LEAP) programme so as to benefit from the allowances to reduce the 

financial burden on the caregiver. 

 Waive transportation cost of children with CP and their caregivers as it is being rolled 

out for the elderly (in the EBAN project) to reduce the financial burden of the 

caregiver. 

 Have an avenue to provide wheelchairs and other assistive devices at a subsidized rate 

to the children in order to facilitate their movement and ameliorate the physical 

burden associated with providing care for these children. 

 Provide respite services or facilities where children with CP can be taken care of. This 

could be in the form of a day care where the caregivers or parents can send these 

children during the day so they in turn can secure employment. 

 

6.4.3 To Researchers 

Future research should: 

 Investigate the needs of the caregivers, their satisfaction with their therapy, 

difficulties encountered in accessing the specialized services, and support networks. 

 Compare the burden and quality of life of caregivers of children with cerebral palsy 

and caregivers of other chronic ailments. 
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 Establish the relationship between the quality of life of caregivers and the wellbeing 

of the child so as to enlighten the caregiver and the society at large on the need to 

support the caregiver. 

 Employ either qualitative research approach or mixed methods for a better 

understanding of the interaction effects of all the variables in the study. 

 

6.5 Conclusion 

Over the years, researchers and practitioners have been emphasizing on the wellbeing 

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 of children with CP in the Accra Metropolis expressed higher caregiver burden 

leading to higher levels of anxiety, depression and stress.  

Most of the findings of the study were consistent with the stress process model. For instance, 

primary (caregiverôs burden) and secondary (stress, depression and anxiety) stressors had 

negative impact on the quality of life of the caregivers of children with CP.  

Secondary stressors (stress, depression and anxiety) were also found to mediate the 

relationship between caregiverôs burden and QoL. However, demographic characteristics did 

not have any significant impact on QoL of caregivers of children with CP. Social support 

moderated the relationship between caregiverôs burden and QoL of the caregivers of children 

with CP. Therefore, there is the need to provide adequate support to caregivers to boost their 

quality of life. 
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