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ABSTRACT
The consequences of living with a chronic condition such as Cerebral Palsy (@B) doly

affect the child but othanembers othe family. Using theStress Process Model bg#&tlin et

al. (1990) as an organising framework, this study investigated the factors influencing the
quality of life (QoL) of caregivers of children with CHhe role of social support in
ameliorating the negative consequences of the stressors on Qalkegifees of children with
CPwas also assessethe study employed a cressctional survey desigibata was collected

from 130 caregiversat 37 Military Hospital, Princess Markeouis Hospital and two Non
governmental agencies; Givers Never Lack Foundatind Sharecare Ghana. Statistical
Package for Social Sciences (SPSS) version 2@$ used for data analysiBescriptive
statistics, correlation and regression were the statistical tools used for data analysis. The
findings revealed thataregivers of kildren with CP had a lower Qollhey 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 careggamsdary
Stressorsvere faind to partially mediate the el at i ons hi p bbardememdn car
QoL. There was also a moderating effect of social support on the relationship b#teeen
primary stressoand QoL with social support accounting for 44.6% of the variance in QoL.
Demographic characteristics of the caregivers collectively explained an insignificéata3.7

t he wvar i anc é&oli These fmdingghawe emplgcadtiohor nursing practice and

informal caregiving.

Xi
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CHAPTER ONE
INTRODUCTION
1.1Background of the Stuly

The cry of a baby often signifies a successful birthing process which brings joy to the
mother andthe 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 growttand the required
developmental milestones. However, some child#roounterdifficulties in the early and
late stages of development which requsabstantiahealthcare and resources (Davis, Shelly,
Waters & Davern, 2009)One of such difficulties is hwonic disability. Research has
demonstrated that one of the commonest causes of chronic disability in children is cerebral
palsy (CP) (WhiteKoning et al., 2007; Rosenbaum, Leviton, Goldstein, Bax, Damiano, Dan
& Jacobsson 2007; Snider, Majnemer, & Dahsak?010). This is supported by statistical
evidence that the prevalence of CP isi2.5 per 1000 live births globally (Blair, 2010;
Oskoui, Coutinho, Dykeman, Jette & Pringsheim, 2013). According to Cerebral Palsy
International Foundation (2015), 1 i0®babies globally is diagnosed with CP. In the United
States of America, the Center disease Control (CDC) report indicates that CP affects 1 in
every 303 children (CDC, 2011). In Nigeri@P accounts for 36.0% andl2.4% of cases
treated at thepaaliatric 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 (GBaistness News, 2011).

The term CP refer to a group of permanent disorders associated with the
development of movement and posture which has been attributed tprogyessive
disturbances that occur during the development of thedetafant brain (Rosenbaum et al.,
2007). CP is a chronimadition defined as a set of functional limitations due to alterations in

the development of the central nervous system (Rethlefsen, Ryan & Kay, 2010). Shelly and

1
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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 sedére functiongRosenbaum et a2007) The disturbing
fact in this scenario is that there is no definite cure/treatment fdaréne injury that leads to
CP and its subsequent motor dysfunctiGerftredor Disease Control and Prevention, 2015)
What research has succeeded in doings tfar is to provide a viety of therapies which
enhanceap at i e nt QaL byomtigatiray Imusculoskeletalamages and pain (Waters,
Maher, Salmon, Reddihough & Boy®005). This implies that a child with CP would most
probably need the assistanceaataregiver to help with activities such as trips to the hospital
for routine visits and assistingi t h t h e ioultinel lavigw of thig, isdmg previous
studies have given particular attention to caregivers of individuals with CP, especially, the
informal caregivers (Pousada, Guillamon, Hernarieleeuentra, Mufioz, Redolar, Boixadds
& GomezZuiiga, 2013; Wippermann, 2013).

The enormous effects olving with a chronic condition such as Gifects both the
child and especiallyhe caregiver, who oftespendsnuch time with the CP patient (Bruns,
Moe, Jennings, Ca & Natour, 200&).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 (Manmi, Coster, Tronbly & Heeren, 200R This responbility 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) dekeriverk of
caregiverof CP as sacrificial. According to Eker and Tuzun (2004), it is a requirement for
caregivers othildren withCP to often saciie facets of theiown welkbeing so that they

can have enough time to care for their children.
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Caring for any child entails Ige amount ofesourceshoweverthe strain for these
resources isftenaugmentedvhencaring for a bild with CP Erdoganoglu & Gunel, 2007)
Previous studiediave shown that caregivers of children with CP do compromise their
physical health and psycholcgl well-being because thegontinually have to juggle
between the needs of their children and their own né&ahaut et al., 200&Raina et al.,
2005). A child who requires special care such as childsth CP may also influence the
emotional, enviromental, 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 leeckups, and physiotherapyanagemen{Erdoganoglu &Gunel, 2007).
Studies have indicated thatothersare themain 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 staté the caregiverYilmaz, 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 caregivershiddren with chronic
conditiors such as CP are faced with physical, social and psychological health proBlems (
Gamal, 2013Dellve, Samuelsson, Tallborn, FasthHallberg, 2005; Turnbull, Tbull,

Brown & Turnbull, 2003.

The caring responsibility of cagivers in combination ih their daily activities can
be demandingRrudente, Barbosa & Porto, 2010he demands associated with caring for
the CP patient have implications for the psychological and physical health aQdlitod the
caregiver Al-Gamal 2013) The effectivenessof caregivers ofchildren with CP is
determined by their quality of lifEErdoganoglu & Gunel, 2007This is becausthe adverse

health status of the primaocaregiver could interfere with the ability to meet the needs of the

pa i ent and might thereby affect the patientod

3
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According to the World Health Orgaation (2005)ji h e aslnotdnly theabsence
of disease and infirmity, but also tieesence of physicamental, and social welieingd
(Terra, Cysneiros, Schwartzman, Arida, Clévegro, Seorza and Albuquergu#01]). AQoL is
an indv i d uveew @ Bis/herplacein life, in the context of theustomsand value systems
in which he/she lives, and also in relation to his ggaddentia) stardards and conceras
(The WHOQOL Group, 1995 Research indicates that caregivers (such as parents) of
children with CP reponith poorerphysical, mental, and social wdlkingthan parents of
children with no CP (Murphy, Christian, Caplin, & Young, 20Pérkes, Caravale, Marcelli,
Franco & Colver, 2011; Yilmaz et al., 2013). Taking care of a child with Gfnsected
with different physical, psychological and social changes for the caregivers. One of the most
affected physical, psychological and soaihbnges is the sotiaetwork of the caregiver
which results in loweQoL. This is due to the lack of opportunities for leisure activities,
impossibility to go out and associate with friends and changes in family routkmesndola,
Oliveira, & Alvarenga2011)

The QoL of the caregiver o 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, Mercés & Mazza, 2014). These factorsadlesl stressors in
caregiving. There are two tegyories of stressors, mainprimary and secondary stressors
(Davis, Shelly, Waters, & Davern, 200®rimarystressors are the magnitude and nature of
care arising directly from the needs of the patiSetondary stressors are tpeoblems and
hardshi that stemfrom the impact of the primary stressor on the caregivers{@edHefner
& Newmeyer, 2014).

One significant primary stressor thafluences the Qolof caregivers is the unique

difficulties that caegivers of children with CP encounter. These uniqtfecdities are called

caregbuedén. Caregi ver 0s exantrtodwhith thescaregieef i n e d

4
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perceives that the differeaspect®f his/her life have been affected by the task of gji\dare
(Sequi, OrtizTalo, & de Diego, 2008)A number of factors contribute to the stressors of
caregivers of CP. Among these factors inclutie characteristics of the patienthe
responsibilities performed, time spent in caregiving and the charactens$tthe caregivers
themselvegErdoganoglu & Gunel, 2007 he limitations of CP patients leaid long-term
care, which carbe overwhelming although the care provided is part of parentihis
extremedemand may affect the physical and psychologicalthefthe caregiver negatively
and also reduce the Qobf the caregiver (Tucker, Butler, Lok, Desmond, & Surrency,
2009).

To meet the childdés medical, physical and
aspects of theiown wellbeing in order tadedicateunlimited time to care for thehild
(Kl assen, Kl assen, Di x, Pritchard, Yreenof sky
commitment to longerm care and the significant amount of time devoted to the care of the
child with CP can negatively affedhe QoL of the caregiver (Klassen, Klassen, Dix,
Pritchard, Yanof sky, O 0 Additromaky) daregive8scob ¢hitdren& S u n
with CP run the risk of experiencing higher secondary stressors such as emotional distress and
poor adjustment whiclare generated by the high level of the primary stressors such as
car egi v e Agos, BhewyrPéreim, Pédreira, Vilela, Santos & Rioda, 2015;Sequi,
Ortiz-Talo, & de Diego, 2008)

Caregivers of children with CP find fitardto cope when there isigher amounbf
primary and secondary stressors associated tiwtprocess of caregivinleverthelessnot
all caregivers of children with CP have difficulty adapting even in the face of highly stressful
life situations associated with the caregivildafuel Naughton Balkrishnan Smith, &
Koman 2012;Thompson & Gustafson, 1996). It is therefore important to discern factors that

buffer the relationship betweehet stressors and Qodf the caregiver. Researcheravh
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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 & Risa201% Burnette
Duci & Dhembo(2016.

Social support is a mutual process regarding adyoffered by people whom the
caregives usually have contact with. It deals with having someone to count on in difficult
situations in order to receive material, emotional or affective (Blpnette Duci & Dhembo
2016; Sit, Wong, Clinton, Li & Fong, 2004). Wheraregivers do not have people to depend
on for their material, emotional @entimentahelp, it increases their level of psychological
distress and thus affectheir quality of life. Studies have indicated that in order tbe
caregives to cope with te high demands associated with the caregiving, there is the need to
get high suport from networks comprisingf relatives and frienq¥ilmaz, Erkin, & lzki,
2013;Zanon and Batista ,2012pn the contrary, in most caste caregivers do not receive
the support from any of the networks arkdey have few people to count (Burnette Duci &
Dhembg 20189.

On the basis of the above, the presgatly usd the stress process model by Pearlin et

al (1990)to examine th&oL of caregivers of children with CP.

1.2 Problem statement

Globally, Cerebral Palsy @) is the most common physical disability in children
characterized bynotor impairments ad 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 manageménsidering the longperiod of
management for children with CEhe presence of caregivers is immenselciel to these
children. Somestudies(KakoozaMwesige, Forssberg, Eliasson & Tumwine, 20IBssier,

Hefner & Newmeyer, 2004on CP have focused on patients with CP instead of caregivers
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because of the convictidhat the patients are the primary target. Howeséer studies have
indicated that the lonterm caregiving may affecthe physical, social and emotional health
of the caregiversas well astheir financial status and over all wddking (Grootenhuis&
Bronner, 2009; Olawale, Deih & Yaadar, 2013; Pfeifer, Silva, Lopes, Matsukura, Santos &
Pinto, 2013. It is thereforenecessary to the benetit the child that the psychological and
emotional strain among the caregivers be given the needed pamatyhe appropriate
support sincehe strain affectthe quality of care rendered (Oh & Lee, 2009).

Earlierresearch has demonstrated that excessive responsibility on the part of caregivers
may adversely affect their physical and psychological health (Brehalt 2009; Tucker et
al., 2009). According to Grootenhuis and Bronner (2009), the responsibility of caregivers
may affect their social, cultal and professional lives consequently decreatieg QoL
Caring for a child wh CP is associated with higinancial demandsthat can adversely
impact the financial resources which in twan contributeto the level of stress among the
caregivers Studies have indicatatiat lack of social support due to superstition associated
with CP,limited financial resarces and everyday experiences of caregivers of children with
CP could possibly impact the QoL of caregivers (Rentinck g2@06; Mobarak et al., 2000).

The psychosociahealth and physical effects associated with caring for children with
CP have attrded a lot of attention with large body of studies indicating that psychological,
social, economic, and physical factors affect @eL of caregivers of children witicP
(Brehaut et al., 2009; Chen et al., 2014; Fatudimu et28l13; 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
otherjurisdictions specifically, Ghan@lawale et al., 2013). In Ghanbecause of the belief

associatedwith the cause of the disorder, the children and their caregiveretget the
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needed suppobto improve the Qolof the caregiver which invariably influersthe patient
with CP as well (Olawale et al., 2013).

CP hasalso 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 behefs a
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 (Matii8peechley,

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 prsgnt

examinedhe QoL of caregivers of children with CP in the Accratidpolis.

1.3Purpose

The purpose of this study wesexaminethe QoL of caregivers of children with G

the Accra Metropolis

1.4 Specific objectives:

The specific objectives are to:
1. Describe the quality of lifand stressors of caregivers of chéld with CP.
2. Examine the relationship between the stressors (primary and secondary) and
QoL of caregivers of children with CP.
3. Assess the impadf the stressors (primary or secondary) on the quality of life

of the caregivers of children with CP.
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4. Investigde the mediating role of secondary stressors on the relationship between
the primary stressors (a r e g lbukden)y and QoL of caregivers of children
with CP.

5. Assess the oderatingrole of social support on the relationship between the

primary stressors arthe QoL of caregivers of children with CP.

1.5Research Questions

1. What are the levels aftressorand quality of lifeof caregivers of children with
CcpP?

2. What is the relationship betwestressors (primary and secondary) and QoL of
caregivers of childmewith CP?

3. How does secondary stressor (stress, depression and anxietiyate the
relationshipbetween the primary stressors 4 r e g burden)j @nd QoL of
caregivers of children with CP

4. How does social supponnoderag¢ the relationship between the mary

stressors and the QoL oéregivers 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 significanhegativerelationship between primary sésors and
QoL of caregivers of children with CP.
2. There will be a significanhegativerelationship between secondary stressors

and QoL of caregivers of children with CP.
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3. The relationship between p)randmgaalityof st r es
life will be mediatedy secondary stressors (depression, anxiety and stress).
4. Social support will moderate the relationship vestn the primary stressor

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

1.7 Significance of the Study

The significance of t study can be viewed basically in two facets: neteand
practice. Familycentrael care is paramounin paediatric practice and the caregiver by
extension forms part of the family. Thegaliatric team cannot manage these children without
the caregiver. his study therefore seeks to enable practitioners to have extensive knowledge
in their area of practice. One of theykways taacklethe managemermif children with CP is
to focus on the QoL of <caregiver sooke€sincee gi ver
they are involved in the dayo -day care of the child. Thus, this study highlights the need to
provide adequate information on caregivers®o
life of a child with CP. In view of this, the findingeoim this study will bring to the attention
of thehealth teanand socaety at large the need to focus thie QoL of caregivers of children
with CP.

Additionally, assessing the QoL of caregivers could lead to better identification of the
burden in care givig, the psychological and soeconomicstressors 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 contextFurthermore assessing the QoL tiiese caregivers will reveal
their challeges which when mitigatedan positively impact thehildrenwith 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 researcQalndhe

caregivers of children wit€Pin 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 afatiee child when he/she

goes on admission.

Caregiver in the context of thstudy refers to the informadiegiver

QoL: How the caregiver peetves higherself psychologically, physically, economically, and
socially with the duty of takig care of a chal with CP anchis or her total perspective
on life.

Caregiver burden: The difficulties and responsibilitiessociated witlaking care of a child

with CPby the cargiver.

11
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CHAPTER TWO
THEORETICAL MODEL/ LITERATURE REVIEW
This chapter presents the thetical model guiding this study and also reviews relevant

empirical literature oraregivers bchildren withCP

2.1 The Stress Process Model

The stress process model by Pearlin gt1890) was initially used for caregivers of
Al z h e idisease é@nd kebeen applied toaregivers of schizophrenia, caregivers of
persons with cancer and other conditibns not for caregivers of children with CP

Pearlin and colleagues (1990) approached the study of caregivers from the viewpoint of
what has been referred as the stress proceggcording 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 maa® does
simply identify the conditions that are assoethtwith stress but emphasizes htvese
factors are related to each other and the effects on cardégggchological wellbeing-our
main domains make upe model with each having subcomponeiitsesedomains are: the
background and context of stress; the stressors (primary and secondary); the mediators of
stress; and the outcomes which in this study isQbk of caregiversof childrenwith CP.

The relationship between these domains results in outcasna®sented in Figure 1

12
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Figure 1: Stress Process Model for Caregivers @arlin et al, 1990)

Background & Context

¢ ¢ l

Primary Secondary
Stressors > Stressors |~ Outcomes
|
>

Mediators

2.1.1The Background and Contextof the Stress Processodel (SPM)

The background refers to the kdyatacteristics such as age, gender, educational level,
occupation among others which signifhere people fallithin stratified orders. This is
relevant because care giving and its consequences are potentially affected by these
characteristics (Pearlin,tal, 1990). According to the model, the kinds amagnitudeof
stressors peoplae@exposed to and the ability to deal with thara subject to the effects of
these key characteristics. For example, highly educated people will have higher knowledge
on thedisorder which will guide them in the extent to which they will deal with the stressor.
This has the propensity ofdecing the intensity of streskey encounter and how they deal
with it. The association betweehe social and economic characteristidscaregiverswith
othercomponents of the stress processdelis 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, partityilaith regard to gende(Tessier Hefner &
Newmeyer 2014).

The contextalso refersto the networks (including family) to which emjivers have
attachments andccess to and use of resources and programmes available. There are many
progranmes that are deghed to provide specialized services for patients or caregivers.
However, the availability of such programmes varies considerably from anmugnity to
another. The extemd which the caregivers have access to these resources istheagxtent

to whichthey can escape some of the hardships and stresses of caregiving.

2.1.2The Stressors (Primary and Secondary Stressors)

The stressors are the conditions, experiences, and activities that threaten the effort of the
caregivers in achieving their purposaviBg care to the seriously impaired patient such as a
child with CP can produce a variety of stressors. Stressors can be dividegrimiary and
secondary stressorPrimary stressors arise frothe directneeds of the patient arttie
guantumof the caregiven It is the primary stressors that lead to other problems and
hardships called the secondatyessor An example of the primary stressor assessed in this
study is the caregivero6s burden. The caregi
as depression and anxiety.

The role of both primary and secondary stressors in determiningahef 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 theyquaThe study idicated that caregivers
who perfornedroles 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 wetermined by secondary stressors such as

depression and anxiety.
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2.1.3Mediating 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 stiessors is explained by
mediators and moderatorSecondary stressors (depression, anxiety and stress) and social
supportare the mediating and moderating variables respectively in this study that explain the
different variability in outcomes when exgeExd to the sae primary stressors (caregis@r
burden).

In the model,the secondary stressor (depression, anxiety and stress)s ssvihe
mediator of the relationship betweena r e g burdenrasdolL of caregivers of children
with CP. This means thahe primary stressors (burden) may filsad to the secondary
stressorsgtressanxiety and depression). The levelsetondary stressors (streasxiety and
depression) produced by the primary stressor (caregivers burden) et@inune the
caregiverQoL. Kato, Jaarsma, Okada, Kagami, Endo, Ono, and Kinugawa )(28\Méaled
thatcaregivesdburden produces higher level of stress, depression and anxiety that negatively
affect the quality of life of caregivers of children with CP.

Social supports the malerator of the present study 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
life 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 tutecreases the consequences of the pyistaessors on the
QoL of caregivers.

Stressors have the propensity to lead to lo@et. 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 helip 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
high level of social support as means of coping mechanisms. A study by Cheshire, Barlow
and Powell (2010) supped the moderating role of social support in the relationship

bet ween caregiverods stressors and quality of

2.1.40utcomes

Outcomes refer to the consequences of the stressors on the lives of the caregivers. The
outcome of the present study is t@eL of caregiverf children with CP Emotional distress
associated with caregiving always surfafiest 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 @QL of both children with CP and their families. Notable among the QoL
determinarg include psychological, socieconome, social support and demographi€sr
instance, in the study by Wanamaker and Glenwick (2008), it was realized that
socioeconomic stasuassociated positively with quality of life. The relationship between

socioeconomic status and quality of life was alsmleratedy 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 predicf@ok of caregivers
of children withCP and helg toanswer the hypothesis formulatddr the study. It further
reviewed studies on the QoL ofaregivers of children with CP, soeitemographic
characteristics ofaregives of children with CP and thdressors associated withe care
giving processs well aghe role social support playn determining th&oL of caregivers of

children with CP The data sources include CINHGoode scholar, HINARI, Wiley online
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library, SAGE, EBSCOS host, Science Ditetaylor and Francismong othersThe key
words used in the search were; O0caregiver of
caregiver so, O0psycrheol ggvicagd oubsomeal o$upgmo

6Caregiver burdeno.

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 i€P (MacDonald & Callery, 207). Garing for an individualith cerebral palsy
has a possible dirc t I mpact 0 n genarate ayerlvad rared icharigesvtte s
caregiver o0s nor mal routines. Thi@Ldhthe t he
caregivers with researchers indiog negative impact of caregiving ohe quality of life of
the caregiver (MacDonald & Callery, 2007).

There isevidence tosupport the fact that th@oL of caregivers of children witlicP
influence the health outcome of the children with tB@mselves anthus it is imperativeo
assess th&olL of the caregivers (Ones, Yilmaz, Cetinkaya & Caglar, 2005; Prudente,
Barbosa & Porto, 2010).

Studies have found enormous support for both short and- lergy impact of
caregiving on the&oL of caregivers of chilen with cerebral palsy and other neurological
diseases. Pavalko and Woodbury (2003) indicated that caregivers consistently experience
higher rates of depression than raaregivers. A study was conducted AlyGamal (2013)
with the aim of assessirtge QoL of caregivers othildren withCP. The study recruited 204
parents providing comprehensive care to children with cerebral palsy. The éndingaed
that majority of the parentexperienced emotional strain. Most of the caregivers also

experienced sigficantly lower level of quality of life.
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Somestudies have also indicated low@oL among caregivers of children witGP
compared to those caring for healthy childrdihe studiesalso assessed the various
components ofQoL. For example, a study was camted byPinquart and Sorensen (2003
on the impact of caregiving dhe QoL of caregivers of children wit&@P and hose providing
care for healthy childrenThe physical welbeing component of quality of life was assessed.
The results of the study revedl higher level of quality of life (physical wedkeing
component) awng mothers providing carér healthy children compared to mothers
providing care for children with CP. The study Bynquart and Sorensen (2Q0&ssessed
only the physical welbeing canponent of QoL

Similarly, Eker and Tuzun (2004) compared el of mothers with children suffering
from CP to the mothers of children with minor health problesgotal of eighty four (84)
mothers consisting of 40 mothers with a child suffering fronelo@l 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 sulbscthe 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 grodpe study also indicated that mgsrticipantswere
informal caregivers andemales Eker and Tuzun (2004) explained that the inability to get
competent people and the high cokemploying formal caregivers are the reastor the
mothers providingare for their children.

Long-term effects of caring fochildrenwith CP have also been wealeported inearlier
studies (Akosile et al, 2011; Chiou et al, 2005). These studies showed th&trongaring
for children with CP had negative effects ongh qual i ty of Wellbéimg. of
According to Romeo, Cioni and Distefano (2010yegavers of children witlCP show lower

scores on physical and psychological domainthe®oL scale.
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A similar studyconducted by Guillamon, Nieto, Pousada, Redolar, Munoz, Hernandex,
Boixadosand GomezZuniga (2013) examined th@oL of caregivers of dldren with CP.
Sixty two parents of children with cerebral palsy completed measures to assess the physical,
environmental and social relationships as component®adf The results of the study
indicated that parents of children with CP had low levelslbthe three components of
quality of life. These studies conducted in different countriéSker & Tuzun, 2004;
Guillamon, Nieto, Pousada, Redolar, Munoz, HernanBexkados& GomezZunigg 2013;
Romeo, Cioni & Distefano 2010) undeniably reported lo@al among caregivers of
children with CP.The studiehowever, considered aspects of QoL instead of the entire QoL

domains.

Some studies have also employed descriptive statistics to inveshga@®L among
caregivers of children with CPA de<riptive stuly was conducted byDeepthi and
Krishnamurthy (2011)with the aim of assessing the mental health status Qoid of
caregivers of persons with disabilities. The participants of the study consisted of caregivers of
23 children with cerebral palsy and intelieal disability. Findings of the study revealed that
56.52% of the primary caregivers had lov@eL.

Brehaut, KohenGarner, Miller, Lach, Klasseand Rosenbaum (200@pnducted a
population based study which assessed the implications of caregiving bediltie of the
caregiver Factors such aparening status,income level, sex and educational background
were controlled. The study employed 9401 caregivers of children W@ The findings of
the study revealed that the chronic conditions of caregiviehitren with otherhealth
relatedproblemswere higher than the chronic conditions of caregivers of healthy children.

A study by Neves, Pietrovski and Claudino (2015) assesseQdheof caregivers of
children with CP. The study employedescriptive angsis and the results indicated that

caregivers of children with CP had a lower levelQdL. Tessier, Hefner and Newmeyer
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(2014) also evaluateghetherthe severity of physical symptoms correlates with psychosocial
QoL among caregivers of children with CR sample of 53 caregive of children with CP
took partin the descriptive study. Results indicated lower levelQufL and its sub
components among caregivers of children with CP.

Despte the fact that the results frothne studies bypeepthi and Krishnaarthy (2011),
Brehaut, Kohen, Garner, Miller, Lach, Klassen and Rosenbaum (2009), Tessier, Hefner and
Newmeyer (2014) andNeves, Pietrovski and Claudino (201#re consistent witthe Stress
Process Model for Caregivers (Pearlin, et al, 1998 descrifive statistical design
employed by the previous researchédid not help drawany conclusion as to whether the
findings were significant anals suchdoes notompletely rule out alternative explanations.

Longitudinal studies have also been conducteddsess th&olL of caregivers of
children with CP For example, Prudente, Barbosa and P(@10) investigated the level of
QoL of mothers of children withCP. The study was carried out in Brazil among 100
participants using the Medical Outcomes Healthv8wur The results of the study indicated
that the general healt@oL of the participants were low. Ti@oL of the mothes giving care
to theCP patients was significantly lower than tQeL of the general population.

Another longitudinal study was conductbyg Strom, Kreuterand Rosberg (2012jo
investigatethe QoL of caretakers of children witBPin Cambodia. Results indicated that the
guality of life of the caretakers were significantly low in terafigheir health, materiaand
emotional wellbeing. Tle studies by Prudente, Barbosa and PE@10) as well asStrom,
Kreuter, and Rosberg (2012) weraot without limitations. Prudente, Barbosa and Porto
(2010) as well aStrom, KreuterandRosberg (2012adopted the logitudinalsurveydesign
thatmadeway for other confounding variables to influence the resiiitcouldalso possible
that environmental factorgfluenced the results. The use atrosssectional survegould

possibly havdnelped overcomthis error.
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Nimbalkar, Raithatha, Shah and PandR8al14) adopted theuglitative research design
using focus group discussions ittuminate the quality of life of parents taking care of
children with cerebral palsy (CPJwo focus group discussions comprising one at a rural
tertiary level care hospitahnd the other at an urban tertiary level care hospital were
conducted.Thirteen parents participated in the two focus group discussidhs. findings
indicated thatthe caregiver experienced problems in their social relationships, health
problems, finanal problems, moments of happiness, worries alfoeifuture of the child,
need for more support services, and lack of adequate number of trained physiotherapists
which determined their lower level d@oL. The researchers concluded that parents of
childrenwith CP experienagsignificantly lowerQoL. The study ofNimbalkar, Raithatha,

Shah and Panchal (2014)asv qualitatively conducted thugeneralizability couldbe
guestioned.

In a metaanalytical study, Hamzat and Mordi (2007) found out in Nigeria that th
generalQoL of caregives of children with CP was loaompared with the general population
using the General Health Questionnaire. The study by Hamzat and Mordi (2007) employed
the metaanalytical approach which is associated with a lot of criticismso/ling to
Walker, Kattan and Hernandez (2008%everal conditions are critical to a sound meta
analysis and small violations of those conditions can lead to misleading results. This renders
metaanalytical studies as controversial. Summarizing large ateaefinvaried information
using a single number is another controversial aspect ofanetgsis. Under scrutiny, some
metaanalyses have been inappropriate, and their conclusions not fully justified. There is
some form of publication bias which affects tiediability of metaanalyses\(alker, Kattan
& Hernandez, 2008)

Basaran Karadavut Uneri, Balbalogluand Atasoy (2013) compareé the QoL, mental

health and burnout of caregivers of patsewith CP with caregivers of healthy children. Two
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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 caregiver®sf children with CP had pooré€pol 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 childnengh the findings of

the study being discussedannot be questionethe 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 caregivees fedalthy 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 childremauit a longterm
health condition (LTHC) in the UKThe study involvedeventy parents of children with CP
and 70 parents of children without a LTHC. Findings of the study indicated that parents
whose children hav€P had considerablypoorer psychosocial @being compared with
parents of children without a LTH@arentsof 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 lo@@l among caregivers;
others have indicated higher quality of life among caregivers of childngém 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, carsgilemelop a sense
of compassion and aldeel more confident in their caregiving skills. Similarly, Tarlow,
Wisniewski, Belle, Rubert, Ory and GallaghEtompson (2004) asserted that the role of
caregiver makes them feel valuable and needed, increaseigagbpreciation of life in

general.
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2.2.2Demographic 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 at®iatistcs (2014), although men also
provide assistance, female caregivei@dy spend as much as 50rf6re time providing care
than male caregivers. Estimates of the percentage of family or informal caregivessevho
women range from 59% to 75%ompared ta25% to 40% by men Prudente, Barbosa &
Porto, 2019 The Ghana Statistical Annual Report indicated that caregiving is normally
provided by reproductive mothers within thge of 250 45 years.

Studies on socidemographic characteristics of caregivefschildren with CP have
largely reflected similar differences in the general population across different countries. A
study by Williams and Wilson (2001) assessing the sdemographic characteristics of
caregivers also indicated théite majority of caregiverf children with CPwere females
who were alsounemployed. Theage range of the caregivers wdaargely teenagers and
mothers. Among Americans, women were found to take the responsibilities of caregiving
among people suffering frol@P (Correa, Merhi, Fogacand 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 itheo& assessing the
differences in caregiver background variables using the-arehysis to integrate the results
of 116 empirical studies. The results indicated that the majority of caregivers had a lower
socioeconomic status, were younger, were lesdyliko be a spouse, and more likely to
receive informal support. The study also indicated that the educational status of the caregivers
were generally lowSimilarly in alongitudinal study byFatudimu, Hanzat and Akinyinka
(2013) most of the caregiversf ahildren with CP (82.3%9 were mothers of the children.
Thesecaregivers alshadlower economic status and lower level of education.
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Brehaut, Kohen, Rai na, Wal ter, Russell, S
alsocompared the physical apsychologcal health of caregivers of children withP with
that of the general population of caregivers. Data on the physical and psychidiegith of
468 caregivers of children with CP were collected using interviesmographic
characteristics such as tlsex, age, income, and educational background of the caregiver
were investigated o@oL. Results of the study indicated thihe income level o€aregivers
of children with CPwas lower han did the general population of caregivers. Measures of
psychologial health showed greater reported distress, emotional problems, and cognitive
problems among caregivers of children with CP.

All the studies reviewed on soettemographic characteristicBrehaut, Kohen, Raina,
Wal ter, Russel |, Swi nt 2004; PiGquddto&nSomenseén, 2805, R0 s e 1
Williams & Wilson, 2001)only employed descriptive statistics making it difficult to draw
anyconclusion on the significance of the results.

Adegoke Adenuga andikosile (2015) comparedhe QoL of mothers of children with
CP and mothers of typically developing childrehsimilar age Eighty mothers participated
in this crosssectional survey. Participants in both groups had fQeir assessed using the
World Health Organization Quality of Life BREF (WHOQ@®REF). 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 theweareg
of children withCP. The study only employed 40 caregivers of children with CP which is

relatively small and may affect the external validity of the findings.
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2.2.3 Impact ofstressors (Caregivers burdenDepression Anxiety and Stress) on QoL
amongcaregiversof children with CP

Giving care to children witlP has been found to be associated with different stressors.
According to the singlgeopardy hypothesisPhillips, Ajrouch & Hillcoat-Nallétamby,

2012, there are higer levels of stressors amowgregivers ofCP because they are at

greater risk for poor health as a result of the cumulative effects of economicashitzagb/and
discrimination. The economic demaratsd discriminatiorpaves theway for two major types

of stressors affecting caregivers of children wW@Fp. These are the pri ma
burden) and the secondary stressors (stress, depression anty) afi@na, 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 caregiversof childrenwith CP, this review of relevant literature was drafkom
general caregiving with different disabilities. Most studies have either assessed the primary
stressors (caregiverds burden) or the second

A significant number of studies hav&own that the QoL of caregvers is partly
influenced by their level of burden. A study was conducted by Westh#i, Alonso,
Migliorini, da Silva Azevedq Caboclg Sakamotp andYacubian(2007) to assess th@oL
and burden inl00 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 emdn caregivers in both groupkhe results also
indicated that caregivers of patients with both epileptic syndromes experience interfierence
their lives. QolLwasnegativelyaffected bythe burdenassociated witlearegiving.

Similarly, Morimoto, Schreiner and Asano (20G®)nducted astudy with the aim of

examining the characteristics of the caregivitugy which significantly increase their burden

25


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

QoL of Caregivers of Gildren with CP

and to also examine the relationship between caregiver burddrealttidrelatedQoL among
caregivers ofstroke patients. One hundred=<ND0) caregivers were sampled from seven
randomly selected neurological hospitals in Japan and interviewed using the Zarit Burden
Interview, the Modified Barthel Index, the Geriatric Degsion Scale and the SB Health
Survey for healthelated quality of life. The results of the study revealed that increased
caregiver burden was significantly related to lower he@thtedQoL. Findings indicate that
about 52% of caregivers had highewels of depression. There ag also a significantly
negativerelationship betweert a r e g buvdenr ahd healtrelated quality of life, thus
increased burden significantly relates to decreased heddtied QoL among stroke
caregivers.

Despite the féacthat the findings and recommendation of the studMegtphalGuitti,

Alonso, Migliorini, da Silva Azevedq Caboclg Sakamotp andYacubian(2007) as well as
Morimoto, Schreiner and Asan(2003) are ungestionablethey employed the descriptive
design which makes it difficult to dravany 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 Pear&roduct Moment Correlation Coefficient.

DenizandlInci (2015) conducted a study to identify the burden of care and quality of
life of caregivers of leukemia and lymphoma patients. Usisigreey method, the researchers
selected 123 caregivers who complet t he caregiveroés burden in
Quality of Life Index. Data was analyzed using +pavametric test such as the Kruskall
Wallis, and ManrAWhitney U tests. Results of the study indicated thatstressors associated
with caregiving ngatively predicted the quality of life of the caregiverbestudy employed
the nonparametric statistical test in data analysis which has low power. Perhapsausing

parametric test which has higher statistical power may reveal different results.
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Krug, Miksch, PeterKlimm, 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 6nonths 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 timez €aregis b ur de
was negatively correlated with quality of life éaqming 19.3% variance. In additipfeelings
of depression and anxiety among caregivers i@rad to increase the perceived burden of
family caregivers. This stugyeing longitudinal in degh could have beemfluenced by
environmental factors anghaturationcould possibly haverejudicedhe findings.

Though the studies reviewed so far assessed the caregivers of patients with different
disordes, a significant number of studidsgave alsandicatedthat quality of life of caregivers
of children with CP is partly influenced by their level of burdétaina, O'Donnell,
Rosenbaum, Brehaut, Walter, Russell, Swinton, Zhu and Wood (2005) conducted a study
with the aim ofdetermining the factors infencing the physical and psychological health of
adult caregivers of children with CPhe study was based on tkigess process modé&lour
hundred and sixty eiglfiN = 468) caregivers of children with CP took part in the study. Data
on demographic variddés and caregivers' physical and psychological health were assessed
using standardized questionnaires. The results of the study revealed that child unghavio
caregiving demands or burden, and family function were the significant predictors of quality
of life among caregivers of children with CP. Less caregiving demandsassoeiated with
better physical and psychologicaéll-being of caregivers. Gross income and social support
moderated the relationship betweenmoftthee car «

caregivers of children with CP.
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Kato, Jaarsma, Okada, Kagami, Endo, Ono, and Kinugawa (208®b¢xamined the
quality of life (QoL) of caregivers of children with CP and identified factors associated with
caregiverso Qol. Ontell cymponénes of gialtysof lidkeaslibscalas dereme
assessed. Fifty six patients and their caregivers were recruited from a university hospital in
Japan. Caregiver burden was evaluated using thienB Zarit Caregiver Bulen Scale.
Results of thestudyindict ed a negative relationship bet we
with the 8item Zarit Caregiver Burden Scale and quality of lif&e researchers indicated
that support and counseling were measures t
on theQoL. The study assessed only the physical and mental components of quality of life.

It is not only the caregiveros burden (pr
level of quality of life. Researchers have indicated a significant impact of seg@tdEssors
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 |dagaoaregivers 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 relate¢detgpatient disease burden. There
was a significant negative relationship bet\
was also a negative relationship between depression and quality of life among the caregivers.
Caregiver burden score correlated t h bot h caregiverds depress
The study byHooley, Butler and Howlett (2005) assessed both primary and psychdlogica
(secondary) stressors.hdugh there are many components of psychological stressors, only
depression was asseds The role of stress and anxiety were ignored.

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

quality of life of caregivers of patients with cancer. The sample consisted of 49 female
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caregivers and 47 male caregivers. The Medical Outcome Short Form Sc8e) (8# 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 caregiversteTivas 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 lassess t
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 assessed using the Hospital Anxiety
and Depression Scale. Data were solicited from 106 participants consisting of 28 palliative
patients and & family caregivers who were all femaleBhe results indicated that 33% of
caregivers suffered from high anyieand the remaining 67%xhibited higher level of
depression. There was a significapbsitive relationship between patients and caregivers'
anxiety and depressioscores. Psychological distress was found to be predicted by high
financial burden and low s@l support. Psychological distress was also found to account for
higher significant variance in quality of life. However, the prediction was minimal with
higher social supportThis study involed only femalecaregivers whichcannot be
generalized to altaregivers because caregiving is not only the task of females.

Middleton, Simpson De Wolf, Quirk, Descallarand Camerorn(2014) examined the
relationship between psychological distressegiverburden and quality of life (HRQOL)
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, HRQOL, and caregv er 0 s b ur de nusing ethe &eneaat Blealths e d

Questionnaire, Medical Outcomes Health Survey and Caregiver Strain Index respectively.
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Findings of the study indicated a positive relationship between psychological distress and
caregiver burden. Both cae gi ver 0s bur den and psychol ogi
associated with health related quality of life. There asproblem with generalization of
findings of the study byMiddleton, Simpson De Wolf, Quirk, Descallarand Cameron
(2014). This is because the sample size of 4dgreers was relatively small to generalthe
findings.

Similarly, Yilmaz, Erkin, and Ezke (2013) conducted a study to assess the
psychological stressors asmded with caregiving of children with CP and also determined
the impact of these stressors on tiealthrelated quality of life (HRQoLpf mothersgiving
care tochildren with cerebral palsy'wo hundred and seventy sev@77) participants took
part inthe study.The quality of life of the participants was assessed using the-Stont
Health Survey (SB6) and the psychological stressors were assessed using the Beck
Depression Inventory (BDI) and the Stigmatization invent®gsults of the study revesl
caregivers burden, depression and stigmatization as significant stressors associated with
caregiving of children with CP. There was also a significeegative relationship between
psychological stressors and quality of lifiecaregivers of children wh 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 assesspéet bf 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 relatiopdbetween psychosocial concerns such
as depression and quality of life. Condition severity, anxiety and blame were all found to

predict lower quality of life among caregiversabiildren withcerebral palsy.
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Zanon and Batista (2012) assessedléivel ofanxiety and depression and the quality of
life of caregivers of children with cerebral palsy. A crgsstional and descriptive design
was adopted. A total of 82 caregivers were selected for the study. Findings of the study
revealed that anxiety was detdtin 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 caregiv&anon and Batista (2012) explained that
depression and anxietyearisk factors and their presence exposes caregivers to have lower
wellbeing and quality of lifeBased orthe descriptive statistical design adopt#dZanonand
Batista (2012)conclusioncould not be drawthere is the need to use inferential statistics
that conclusions can be drawn the influence of anxiety and depression on quality of life of
caregivers of children with CP

Marran, RedolarRipoll, Boixadcs, Nieto, Guillamon, Hernande and Gomez (2012)
assessed the impact thie burdenof caregiving on thephysical and psychological healbh
primary caregivers of children with cerab palsy Sixty two caregiver§89% womenand
11% men aged between 30 and 54 yetrsk part in the study. Regression analysis indicated
that the degree of disability,depression andelfefficacy explained 40.9% of the total
variance of physical and psychological healthf caregivers Caregiver8 burden alone
explained a significant 23% of the variance of physical and psychological health of
caregiverslt was found tat selfefficacy had a negative linear association wlthburdenof
caregiving, while the degree of disability and depression showed a positive linear
association. The most important predictors of caregiver burdenthedegree of disability,
depressin and sekefficacy.

Furthermore,Dambi, Jelsma and Mlamb{015) assessed the quality of life of
caregivers of children with CP in Zimbabw&.pretest postest design was adoptechere

forty six caregivers of children with CP were assessed twiceastline, and after three
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months, for perceived burden of care and healthted quality of life Findings of the study
revealed thataregivers reported significantly higher levedf burden with hal{50%) of the
caregivers reporting higher level of mrden scoresThe high level of burden was associated
with some form of paingtress andlepressionThe higher level of burden associated with

caregiving was found to be negatively associated with lower hesttted quality of life.

2.2.4 Role of Sociesupport 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 signiiant others has consistently been shown to be associated with fewer reports
of stress, anxiety, depression and better quality of life of caregivers (Barakat & L1198y,

Kato, et al., 2015)A study conducted bwang and Zhao (2012¢vealed that sociaupport
ameliorates the negative consequences assoaidtie caregivesoburden.

A high level ofsocial supporhas been associated with improved personal wellbeing of
caregivers (King et al.199; Zuurmond, Mahmud, Polack & Evans, 2013 study was
conducted by Frey, Greenberg, and Few@0(d9 using 96 caregivers gbatients with
different disabilities to assess the impact of social support on psychologicessligResults
of the study revealed that higher support was associated with lower psychological distress
among the caregiverZuurmond, Mahmud, Polack and Evans (20dégorted thaguality
socialsupport aidsaregivers in coping with their child's nesegihd reduced disabilifiglated
problems. The study also indicated that perceived social supmoaoierated the relationship
between the caregiving stressors and psychological wellbeing.

Phillips, Ajrouch & Hillcoat-Nalletamby (2012 assessedocialsupport and its relation
to quality of life among caregivers of children with cerebral palsy (CP). Sixty four (64)

caregivers consisting of 59 Caucasian &ndfrican American caregivers of children with
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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
caregiversSimilarly, astudy byRoseet d. (2004) indicagd that social support decreasked
negative consequences of caregiving burden on the wellbeing of carefteégon and
family were some of the soucef social support found to bstathe wellbeing of caregivers
Anjos, Boery, Pereira. Pedreira, Vilela, Santos and Rodg2Dd®) 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 caregiverseolyedépendent
people. Data were collected using the Katz social support instrument, Zarit Burden Interview
and WHOQOLDbref scale. Findings of the study revealed that the majority of caregivers were
women, who were fultime caregivers and experienced made to severe burden. Burden
and the time of care correlated negatively with quality of life of the caregivess. Th
correl ati on Isbeudencaadquatityaf ldegvasvfaimddo be insignificant when
social support was fed into the model. Thisans that social support decreasbd negative
association between caregiverds burden and
Another study was conducted by Burnette, Duci and Dhembo (2016) to examine the
relationship between caregivéstressors and quf of life. The study also assessed the role
of social support in the relationship between the stressors and quality &fddeiple of 377
caregivers of parents witthildren who hadCP took part in the study. Findings of the study
indicated that partipants 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 finding&h and Lee (2009Jjound no significant impact of

caregivesd burden on quality of life. Oh and Lee (20083amined camgver burden and
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social supporperceived by rathers 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 buidewever, there was no
significant elationship betweer a r e g burdenansl guality of life.Social supportalso

increasd the level of quality of life among the caregivers.

Summary of the Review

In summarya numbeirof studies focused on stressarsd how they influence th@oL
of caregvers of children withCP, some flawshoweverwere identified.To begin with most
existing studiesare western oriented where peopee prceived to be individualistic
Ghanaians on the other hand are seen to be collective in (Bé&mester, Brooks, Dgk and
Kirton, 2015;Gotze, Brahler, Gansera, Polze & Kohler, 20dépley, Butler and Howlett
(2005). This difference in cultural orientation does not make it appropriate to generalize the
findings fromthe western countrie® Ghana There is thereforehe need to conduct the
study among Ghanaians to find out if there are variations.

Also, there has nobeen any valid conclusion as to the influence of demographic
characteristics oQoL of caregvers. Additionally, the previous studiealso assessed some
components ofQoL excludingothers. Finallyresearchers assesgsbd QoL of patients with
different disorders with relatively few studies focusing on patients @RhThose focusing
on CP used the patients aparticipants Assessing QoL however does rostly involve the
patients buthose who provide car@s well.Based on this, the study attempts to fill the gap
by investigating the quality of life as a single entigd throwing light onthe different

dimensions ofQoL among caregiers ofchildren withCP in the Accra Metropolis of Ghana.
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CHAPTER THREE
METHODOLOGY
This chaptepresentshe research methodology that was used to investigat@dh®f
caregivers of children witlCP in Accra Metropolis. The section describtbe appropriat
methods employed tachieve the research objectiv@he chapter entails the design, study
setting, population, sample ananspling technique, the data collection toalata collection

procedure and ethical considerason

3.1 Study Design

This study enployed a quantitative approach using a sur¥egross sectional survey
was adoptedvhich soughtparticipant$ views using structured questionnaires to assess the
QoL of caregivers of children with CFA crosssectional survey is a type of design which
cdlects data to make inferences about a population of interest at one point iDiiimeu,
2007). The crossectional design was appropriate because data was collected at one point in

time.

3.2 Research Setting
3.2.1Accra Metropolis

The Aara Metropotan Area is thebiggest, most diverse and the second largest
industrial centre in Ghanét is made up of 11 suimetroswith an estimatedand area of 173
squarekilometres The southern boundary of the Metropolis is the Gulf of Guinea from
Gbegbeese tod. It shares boundary with the Ledzokukrowor assembly on the east. On
the northern and western frontiers there are Ga EasWé&s and the Ga Soufdistricts

(AMA, 2015).
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From the 2000 national census, the city had a population of 1,658,937 with t grow
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 fdunes since the 1970s. Also, the 1987 industriacensus, Accra had
32%o0 f Ghmana#atturing industries situated in the metropolitan Area (Yankson, Kofie
& Moller-Jensen, 2006). Furthermore, key financial institutions, multinational corporations,
government ministries and other facilities includimaspitals are all concentrated in Accra. In
terms of employment, the 1984 national census indicated tHatdtats workforce is in the
service sector, 246 in the wholesale/retail trade, 28 in manufacturing, and only % in

agriculture (GSS, 2005).

3.3 Study Sites

The study sites were the 37 Military Hospital, Princess Maoigis Hospital (PML),
Givers Never Lack Foundation and Sharecare GhEnm@37 Military Hospital is a tertigr
level referral hospitaivhile PrincessMarie-Louis Hospital on the ther hand is the only
chi |l dr ends h olssprves amlreferrahfaciiy anah aso runs clinics for children
with CP though not a tertiary facility. Commissioned in 1926, PML is a 74 Gedna
Health Service facilitjocated in Accra within Askdu Keteke sulnetro. Within the lat
decade oupatients attendandes increased from 4500 to 73GOML provides medical care
services for children, nutrition services and disease control among others. Clinics run in the
facility include child developnmg, 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 conventidwgliyto
provide treatment for troops injured in the Sett&Morld War but now provigls health care

for both military and civilians. Thdwospital has 400 beds with a désdric dgartment

36



QoL of Caregivers of Gildren with CP

Services provided at theediatric department includestima clinic, sickle cell clinic, euro
clinic and daily oupatientclinic just to mention a few.

Givers Never Lack Foundation is a N@overnmental Organization (NGO) in Ga
southDistrict. It was established in 2014 to provide support aatdrcfor children with CP
and Autism.

Sharecaréhanaanother NGQvasestablishedn 2006 and lunched in 2008. Sharecare
Ghana idocatedat Osui Anorhor within the Korle Klottey constituenclf.provides sipport
for childrensufferingand living with autoimmuneéiseasesand CP, including their families,
caregivers and friends.

The suport provided by the NGGnclude physiotherapy services forildnen with CP.

Currently, the aganization hagnrolled25 children withCPand their caregivers.

3.4 Target Population

Thepopulation for this study wadal caregivers (parents, relativesdasther associates)
of children withCP being managed at theurodevelopmental Clinics (NDC) of the 37
Military Hospital and the Princess Maii®muis Hospitalas well as someam-governmental
organizations whin Greater Accra that suppatiildren withCP. 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 wastefuls@ts from undersized sample size, the study employed the
approaches proposed by Cohen (1992) as well as Cof@8)(&tatistical pwer in selecting
the sample for the stly. According to Cohen (1998) statisticavyger, the minimum sample
size for testinga model is 104+Mwhere M is the number of predics). In this study there
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wereeightpredictors(ie.c ar egi ver 6s bur den, agetnmargad Safjus,depr e
level of education and religion). Drawing from the above, the minimum sampleegizieed
to meet the requirement for tegfin model of an analysis was2l1

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 sarepling si
can range from a minimum of 85 for performing correlation and regression analyses to a
maximum of 116 as recommended by Col{@892). To cater for attrition rate or non
responsesl(0% of thesample size of 112 was calculated. A total of bnadred andhirty
(130) participants were ceuited for the studyAll one hundred and thirty participants (130)
recruited completednd returned thguestionnairgindicating a 100% response rate.

Probability sampling technique could not be used in selecting thieipants
because of how dispersed the caregivers were and the inability to obtain the sample frame.
Participants for the study were therefore selected using purposive samplingindnthe
purposive samplingparticipation in the study wasased on th@aswho net theprinciple of
the presenstudy; thais only caregivers ofhildren with CP who have beearegives to the
childrenfor at least one yeafhis sampling technique was used for the study because it was

very easyo carry out with few rules g@rning how thesamplewas selected.

3.5.1Inclusion Criteria

The participantgcaregivershad spent one year or more in the cdrthe childen The
caregiver was either &lood relation or not. The children being taken care of by the
caregvers wereat least2 yearsof agewith a confirmed diagnosis of CP by aggliatrician.

Participants (caregivers) were 18 years alpove inage.
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3.5.2 Exclusion Criteria

Caregvers who hadbvious mental problems were not included in the study. A group
of caregives whose childreiad other neurological conditioas well as any caregiver who
was a first time attendant in the facility was matluded. Caregiversmployed and paid to

render care to a child with CP weaitso excluded.

3.6 Measures/Data Collection Dols

All variables were measured using i&drt scale questionnaires. The questionnaire for
this study hadfour sections. Section Aentailed questionsabout basic demaogphic
characteristics. SectioB consisted of measures of the caregiver burden (pristaggsor).
Section C contained items that meagiDepression, anxiety and stress (secondary stressors).
Section Dmeasured the dependent varialid®L). The scales are comprehensively described

below:

3.7Demographic Variables
A self designed questionma was used to asseswetdemographic characteristiddis
i ncluded t Isex amage, engritav statu® of the egiver, employment statys

educational level and religion

3.8Care Giver Burden Scale Lee & Wu, 1998

Caregiver 6s pbrurntheny wsasr etslkkeor assessed in
was measured using the Caregivers Burden Inventory developed by Lee and Wu (1998). The
scale measurethe burden of caregivers of patients with different disorders. The scale

consists of 20temsassessedn a four point ikert scalewith arangefrom never (0) to often

39



QoL of Caregivers of Gildren with CP

(3). The scale covers the problems most frequently mentioned with five dimensions including
physical, emotional, family relationships, financial, and individual time and freed@s. are

The scale is scored from O (never) to 3 (often). Scores ranged fi@@wdth a higher
score indicating higher | eTkeedegree of bupdenrcanebe v e d
divided into three categories: 0 to 20 (little or no burden), 21 to 48 {mmoderate burden),
41 to 60 (severe burdenlee and Wu (1998) found the Cronbach alpha for internal
consistency of the total scale to be .91 and the subscales ranged from 0.75 fh@.93.

Cronbach alpha for the caregivers burden scale in the pstadgtwa.82.

3.9Depression, Anxiety, Stress Scale (DAS&L; 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 Stfessle DASS-21; Antony,
Bieling, Cox, Enns & Swinson, 1998)riginally developed byL.ovibond 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 sedport 4point Likert scale and composed of three
subscales: Depression (DAES, Anxiety (DASSA), and Stress (DASS). The DAS&21
measures each of the three mental health conditions, over the past weekclitlulescale
having seven items.

Responses teach item range from O ¢id not apply to me at glto 3 @pplied to me
very much. Each item was also scored based on tpeidt Likert scale (0 =lid not apply to
me at all, to 3 = Applied to me very much or most of the timbg intensity of any of the
three condibns forming the subscales of the DASS is determined by the sum scores of
responses on thfeur point likert scale to the-ifems. The total score for the DAXR. ranged

from 07 63 with a score ranging from-@1 for each component of the DAS. Higher
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sares depict higher psycholagil distress of the participarithe 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 devehe) depression sub
component. The scores of the anxiety component was interpreted as follows: 0 to 3 (hormal),
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: O (twovmal), 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 DAB&L subscales have beexamined in
clinical and nonclinical samples and reportedda84 for DASSD, 0.87 for DASSA, and
0.91 for DASSI S (Antony, Bieling, Cox, Enns & Swinson, 1998 he Cronbach alpha of

the DAS in the present study was9.

3.10Multidimensional Scale ofPerceived Social Support (Zimet, Dahlem, Zimet &
Farley, 1988)

The Multidimensional Scale of Perceived Support (MSPS) design&drist, Dahlem,
Zimet and Farley (1988) was used to measure the level of perceived parental support by the
adolescents. The Miidimensional Scale of Perceived Support (PSSS) is a validatedm 2
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
agee to strongly disagree. Zimet, Dahlem, Zimet and Farley (1888)ted a Crdvach
al pha of .79 for the scale. Cronbachdés al ph
study. High scores will indicate high levels of perceived parental supporsotie support

scale was scored on a five point Likert scale that frgen O 4. Since there are 12 items
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on the scale, scores ranged froni @8. A score of @5 was considered as low parental

support and a score of 2648 was considered as high pated support.

3.11WHO Quality of Life-BREF (WHOQOL -BREF, 199)

Quality of life was measured using the WHO Quality of {BRREF (WHOQOIL-BREF,
1991). The WHOQOIlassessethe individual'sperceptionsn the contextof their cultureand
value systemsandtheir personalgoals,standardsandconcernsThe WHOQOL instruments
were developedcollaborativelyin a numberof centresworldwide, and have beenwidely
field-tested.The WHOQOL-BREF instrumentis a shorterversionof the original instrument
andcomprisesof 26 items,which measurdour broaddomainsincluding the physicalhealth,
psychologicahealth,socialrelationshipsandenvironment.

Thescde is measurean afive point Likert scalerangingfrom stronglydisagreg1) to
stronglyagree(5). Scoreganging from 26 - 130 wereawardedwith a higherscoreindicating
higherQoL. 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
determinabn is based on the disorder or group of stubly. averagescorearound70 is
termedas moderateuniversallyfor the total quality of life scale(Gulbrandsen, Hjermstad &
Wisloff, 2004) The meanmoderatescoreof physicalhealthcomponentss around20, 18 for
psychological health, 9 for social relationships and 24 for environmental health.
Gulbrandsen, Hjermstad and Wisloff (20@dund internal consistency of the scale to range
from 0.760.90 across domains.h e pr esent st udlphatvinewi0@8fa cr onb

the WHOQOL-BREF.
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3.12Pre-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 imseifar assessing the
reliability and validity of the instrument. The scales fois thtudy were pretested with 10
caregivers of children wit€Pat Tema General Hospital.

The pe-testingof 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 meastuirghat they wersupposed to measurEhe ge-testingwasaimed
at; identifying possible gaps in the questionnaire, determining praisszads in their usage
and recommend possible changes. The analysis ofrg¢iegied gestionnaires usin§PSS
version 200 indicateda good reliability ofc r o n b a ¢ h 6.86 fa the Whole scdle.
Reliability coefficients of the subscales radgeom 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 claritydanomprehension and correctirgy few

typographical errors.

3.13 Procedure for Data Collection

Ethicalapproval was sought from the Nadhi Memorial Institute for Medical Research
and clearance fronthe GhanaHealth ServiceRegional HealtiDirectorate Greater Accra)
before the commemenent of the research. Conseoinfis were signed by participants who

expressed the willingness to partake in thuelgt To gain access to thcilities, two letters
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were written; anntroductory letter from the Schoot Nursing, University of Ghana and a

cover letter by the researcher explaining the purpose of the study and assuring the hospitals,
Non-Governmental Organizations(NG@nd the participants of absolute confidentiality.
These letters were sent to the indittns targeted for thetudy. Questionnairesere then

sent to the hospitals atMiGOs andadministered facéo-face to caregivers who were present

and willing to participate in the study.

3.14 Ethical Considerations

The Noguchi Memorial Institute for Mezhl Research at the University of &ta and
Ghana HealthService (GHS)were the institutions that ethical standards compliance was
sought from. Preceding the studptroductoryletters were secured frote School of
Nursing andthe Regional Health Dir¢grate of GHS to grant access the study sites in
order torecruit participants for the study. Informed, written consent was obtained from the
participants. This explained the benefits and possible risks if tanyhe participants.
Furthermore, particpnt 0 s respect, privacy and infor ma
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 wenet sought for Also, data provided by the
participants were handled and used by only the researcher and the supervisor. The completed

guestionnaires were lockegb in acabinetaccessibleonly to the researchesupervisorand

the School of Nursing.

3.15 Data Management and Analysis
Statistical Package for Soci&8ciences $PSS) version 20.0 was used for

statisticalanalysis. To ensure accuracy of the data entelad cleaning was conducted by
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computing the fequencies of all variableBescriptive 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 incltiged |
study while multiple regression analysis was used to determine predictors ofDQtal.

analysis was conducted at a significance leAidi{a) of 0.05 and power of 95%
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CHAPTER FOUR
FINDINGS
This chapter presents thendings ofthe study. The findingsre presented in six
sections. Thdirst section reports thdemographic characteristics of participants and other

sections present results according to the objectives of the study.

4.1 Demographic Characteristics of the Participats

The mean age of the participants was 3%8ars(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, approximatéby(Bi118) were
females forming the majiy whilst the remaining (9.2%) were males. Approximately 78%
(N=130) of participants were married0.8% weresingle, 3.1% were divorced and4%
wereseparated.

Most of the participants (90.8%) were Christians, whilst only 9.2% were Muslims. With
regardto the employment status of tparticipants the majority (62.3%) were unemployed
whilst 37.7% (n=49) were employe®articipanté educational status ranged from Junior
High School to PhD with most of them (31.5%) being Junior High School graduateds Detai

of the demographic characteristics are reported in Table 4.1
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Table 41: Demographic Characteristics of the Respondents

Variable Frequency Percent
Sex

1 Female 118 90.8

1 Male 12 9.2
Age

Mean age35.85(SD=8.14) yars Modal age of 35 years

Marital Status

1 Married 101 77.7
1 Single 14 10.8
1 Divorced 4 3.1
1 Separated 7 54
1 Others 4 3.1
Religion

1 Christianity 118 90.8
1 Islamic 12 9.2
Employment Status

1 Yes 49 37.7
1 No 81 62.3
Education

1 JHS 41 31.5
1 SHS 35 26.9
1 Degree 10 7.7
| Masters 3 2.3
1 PhD 1 .8
1 Others 40 30.8

4.2 Quality of Life of Caregivers of Children with CP

One fundamental objective was to describe@uéd of the caregivers of children with
CP. Assessing theQoL based on the four dimensiongPhysical, 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 ofchildren with CP. The meanof psychologial health component doL was

16.84 (SD=3.15) which indicates moderate psychological health among caregivers. Similarly,
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the mean score for social relationsigpL was 8.08 (SD=2.54) which also indicates
moderate social relationsh{poL. In addition themean score of environmental components

of QoL was 21.39 (SD=5.04) which indicates moderate environmental h@althamong
caregiversof children with CP. These indicate moderatecores recorded for all the
dimensionsof QoL In general, the results suggebkat the mean total quality of life of
caregiversof children withCP was 70.72 (SD=12.70) which indicates moderate level of
quality of life of caregivers othildren with CP.Results on the dimensional quality of life
suggested that the psychologicamponent of QoL was the most affected by caregiving
followed by physical component of QolLNext in line wasthe environmental component
followed by the social relationship component@bL. Whenthe individual items of the
physical component of QoL were ewmed, 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 tems suggested that the caregivers did nfyelife as they were supposed to
andthey felt that their lives were not meaningful and they coulcdcantentrate. With regard

to the sociacomponentthe caregivers were neither satisfied viftbir personatelationships

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 42: Quality of Life of Caregiversof children with CP

DIMENSION OF QUALITY OF LIFE Min Max Mean SD Standard
Mean
PHYSICAL 8 28 18.84 3.55 2.57
| feel that physical pain prevents me from doing 1 5 258  1.20
t 1 need to do
| functionwell in my daily life 1 5 253 1.12
| have enough energy foveryday life 1 5 298 1.08
| am able to get around well with others 1 4 208 1.01
| am not satisfied with my sle&p 1 5 317 113
I am §§1t|sf|ed with my ability to perform my daily 1 5 283 1.07
g activities
| am satisfied with my capacity fevork 1 5 2.68 1.07

PSYCHOLOGICAL 9 27 16.84 3.15 2.50
| do not enjoy life as | am supposed to 1 5 350 1.09
| feel that my life is meaningful 1 5 3.26 1.24
| am able to concentrate 1 5 316 1.07
| am able to accept my bodily appearance 1 5 255 1.12
| am satisfied with myself 1 4 239 .98
I _often have hegative feelings, such as bluednoo 1 4 108 1.10
Jair, anxiety, depression*
SOCIAL RELATIONSHIP 3 15 8.08 2.54 2.69
| am satisfied with my personal relationships 1 5 3.12 1.05
| am satisfied with mgex life 1 5 272 1.13
| am satisfied with the support | get from my frien 1 5 225 1.18
ENVIRONMENTAL 9 36 21.39 5.04 2.67
| feel safe in my dalily life 1 5 3.44 .95
| am healthy in my physical environment 1 5 3.30 .99
| have enough money to meet my needs 1 5 242 1.10
_Inform_atlon that | need in my dag-day life are 1 5 270 111
lily available
| have the opportunity for leisure activities 1 5 248 .99
| am satisfied with the conditions of my ligrplace 1 5 268 111
| am satisfied with my access to health services 1 4 2.08 1.00
| am satisfied with my mode of transportation 1 4 230 .86
GENERAL QUALITY OF LIFE 2 10 555 215 2.77
| rate my quality of life as very good 1 5 259 1.18
| am satisfied with my health 1 5 296 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 othildren with CPscored below moderaténysicd quality of life, 71.5% (n = 98
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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 hatblaemoderate scores on all the four components of
QolL.

Furthermore, thenajority of the caregivers 51.5¢%=67) scored below moderate for
their total QoL. These findgs suggest that the QoL of tlwaregiversof these children
regardless of the componemsbelow satisfactory. Table 4.3 below shows the details of the

components of QoL among these caregivers.

Table 43: Components of Quality of Life among Caregivers of children with CP

Dimension of Quality of Life Range Score Frequency Percentage
PHYSICAL

Below Moderate (Low QolL) 71 20 83 63.8

Above Moderate (High QoL) 217 35 a7 36.2
PSYCHOLOGICAL

Below Moderate 61 18 93 71.5

Above Moderate 197 30 37 28.5
SOCIAL RELATIONSHIPS

Below Moderate 379 91 70.0

Above Moderate 107 15 39 30.0
ENVIRONMENTAL

Below Moderate 81 24 96 73.8

Above Moderate 2571 40 34 26.2
GENERAL

Below Moderate 21 6 86 66.2

Above Moderate 771 10 44 33.8
TOTAL QUALITY OF LIFE

Below Moderate 261 69 67 51.5

Above Moderate 7071 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 o$tilessors
caregiversof children with CP encounter. Two main stresseese 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 burflem.mean score for total
burden among the caregivers was142(SD =12.46) which is high and indicatéisat 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 mucl2ées (66= 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 dimensioasrokcgi ver 6 s bur 0
general, 53.8% (n = 70) of the caregivers reported severe total primary caregiders bur

Furthermore, these findings revealed that with the exception of family burdemdh
the majority of caregiver exhibited a moderate scot@gher numbes of the participants
experienced severe burden ie thther components of caregis@burden.

Comparing the mean scores of the five components of caregivers burden in ascending
order, caregivers recorded higher score on emotional burden @2#&3) compared to the

other components. Table 4.4 presents the descriptive statistics of the caregiver burden.
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Table 44: Level of Primary Stressors (Caregivers Burden) amongaregivers of
children with CP
Dimension of Ceegivers Range Score Frequency Percentage Min Max  Mean
len

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 1012 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 1012 70 53.8
Total Caregivers 16 67 42.11
ien
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 ofildren with CP

Three components of secondary stressors (depression, anxiety and stress) were
examined.

Depression

Considering depression among tparticipants none of then had normal level of

depression. The level of depression among the caresgiweshildren with CP ranged from
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mild (2.3%, n = 3 to extremely severe depression (47.7%, n = 62 Majority of the

participants47.7 %4 n = 62) had extremely severe depression.

Anxiety
The caregiersdlevels of anxiety also ranged from normal (0.08%, n) folextremely
severeanxiety(63.1%, n = 82)Most of the participant§63.1%, n = 82) reporteextremely

severe anxiety level

Stress
The level of stress among the caregivef children with CP ranged from normal
(16.9%, n = 2Pto extremely severstress(11.5%, n = 15 he Majority (39.2%, n = B) of

the participants reporteskvere stress.

These descriptions mean that with the exception of stress, most phthapants
experienced ex¢émely severe levebf depression and anxiety.
Table 4.5 shows the different levels of stress, depression and anxiety as secondary

stressors.
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Table 45: Description of Individual level of Secondary Stressors

Dimension of Quaty 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 1012 24 18.5
Severe 1316 51 39.2
Extremely severe 17+ 15 11.5

In assessing the mean scores of the three comporfdhts secondary stressors (stress,
depression and anxiety), the results show that the mean score for depression was 13.07
(SD=3.28)which indicatesseverdevel of depression among the caregivers of children with
CP. The mean score of anxiety among theegiaers of CP was 11.24 (SD=3.98ich
indicate extremelgevereevel. Furthermore, the mean score of stress among the caregivers
of children with CP was 11.78 (SD=3.95) which also indicatederatestress.

Comparing the mean scores, depression (M=23@3 the highest. This was followed
by the mean score of stress (M=11.78) with the scores of anxiety (R#)1deing the least.

This therefore impliesthat caregivers of children with CP encounter high kews#
depression, followed by stress and anxietthat order. Table 4.6 presents the details of these

secondary stressors.
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Table 46: Mean Scores of Secondary Stressors of Caregivers of children with CP

COMPONENT OF SECONDARY STRESSOR MIN  MAX MEAN SD
DEPRESSION 5 21 1307 3.28
| felt that life was meaningless 0 4 1.06 1.14
| felt I wasn't worth much as a person 0 4 1.87 1.14
| was unable to become enthusiastic about anything 1 4 2.15 .89
| felt that | had nothing to look forward to 0 4 2.26 1.11
| felt downheartel and blue 0 4 1.46 1.03
| found it difficult to work up the initiative to do things 0 4 1.48 .97
| couldn't seem to experience any positive feeling atall 0 4 1.42 .98
ANXIETY 2 20 11.24 3.98
| felt I was close to panic 0 4 1.76 1.06
| was worred about situations in which | might panic ant 0 4 508 119
e a fool of myself
| was aware of dryness of my mouth 0 4 1.59 1.17
.I was awgre of the action of my heart in the absence of 0 4 1.42 85
sical exertion
| felt scared without any good 1&@n 1 4 1.62 .90
| experienced breathing difficulty 0 4 .35 .84
| experienced trembling 0 4 2.72 1.19

STRESS 3 20 11.78 3.95
| felt that | was rather touchy 0 4 1.47 1.02
| was mtolergnt of anything that kept me from getting or 0 4 158 119
what | wasdoing

| found it hard to unwind 0 4 2.44 1.00
| found it difficult to relax 0 4 2.62 .97
| found myself getting agitated 0 4 1.60 1.01
| felt that | was using a lot of nervous energy 0 4 1.36 1.17
| tended to overeact 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 childrewith CP. There were two categories of stressors
(primaryand 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 tleaivieea
moderate and negative significant relationship between physical burderQaldof
caregivers (r =398 p < .05). A significant negative relationship was also found between
emotional burden an@oL (r =-.308 p < .05). Similarly, a negative signifant relationship
was found between family burden aQdL (r =-.477, p < .05). In additionindividual burden
also correlated negatilyeand significantly withQoL caregivers (r =477, p < .05). Financial
burden was also found to correlate negatively sigdificantly withQoL (r =-.486 p < .05).
The total caregivetsburden 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
negativerelationship letween primary stressors and QoL of caregivers of children with CP
was supported. This means the higher the level of burden in any of the comspainent
caregi ver 6s b uQoldaemong categivers.| ower t he

Table 4.7provides details of # correlation biveen caregived burden and quality of

life.
Table 47: Relationship between Primary Stressors and Quality of Life
VARIABLES QUALITY OF LIFE OF CAREGIVERS
r P-value (oneailed)
Physical Burden -.398 .001
Emotional Burden -.308 .001
Family Burden -AT7 .001
Individual Burden -.447 .001
Financial Burden -.486 .001
Total Caregivers Burden -.504 .001

Criterion level: .05
A multiple linear regression analysisas performedio determine if demographic
characteristics (moddl) and caregiveédurden (model 2) significantly account for the level

of quality of life among the caregivers.
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In the first model, thalemographiccharacteristics of the caregivers (age, education,
marital status and religion) jointly accounted for asignificant 3.7% of the variance in
caregiversQoL (R* = .037, s, 125y = 1.197). When the predictors (family, physical,
emotional, individual and financial burden) were evaluated for their contributions to the
model, none of the demographic charactesstvere significant predictors @oL in the
model.

However, caregivers burden in general (physical, emotional, family, individual and
family burden) collectively explained significant variance in caregi@uk accounting for
38.4% of the variance in agiversQoL (R* = .384, Fa, 234y= 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 48: Relationship between Caregivers Burden and Quality of Life o€Caregivers of chidren with CP
Standardized

Unstandardized Coefficients  Coefficients Correlation
Model PREDICTORS B Std. Error Beta t p-value (9]
Model 1 (Constant) 78.594 6.832 11.504 .000
Age -.017 139 -.011 -.119 .906 -.030
Marital -1.790 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.037, Ry 125= 1.197, p=.316

Model 2 (Constant) 100.816 6.743 14.952 000
Age 133 A17 .085 1.137 .258 -.030
Marital -.982 .940 -.078 -1.045 .298 -.108
Education -.386 A47 -.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
Emotiona -.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.384, kg 100)= 8.328, p<.001
Dependent variable: Quality of LifeCriterion Level: .05
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4.4.2 Relatiorship between Secondary Stressors (DAS) andoQ

The results of the Pearson Correlatiowicated therewas a significant negative
relationship between depression and quality of life among caregiversldfen withCP (r
=-.390 p < .05). The relationshipetween anxiety and quality of life among caregivers of
children with CP was also negative and significant-(425 p < .05). $ress waslsofound
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 chtlli@R w
was supported. This implies thathen secondary stressors (depression, angedtystress)
increase,the quality of life among caregivers of children with CP decreases. Table 4.9

provides details of #hcorrelation between caregigésecondary stressors and quality of life.

Table 49: Relationship betwesn Secondary Stressors and Quality of Life

VARIABLES QUALITY OF LIFE OF CAREGIVERS

r P-value (onetailed)
Depression -.390 .001
Anxiety -.425 .001
Stress -.413 .001

Criterion level: alpha = .05

Multiple linear regression analysis was again perfartoedetermine 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 caregiverQoL (R? = .037, Fa, 125)= 1.197). When the predictorsefgression, anxiety and
stress) were evaluated for their contributions to the model, none of the demographic
characteristics were found to significantly pred)dl of caregivers of children with CP.

In the second model, the secondary stressors (stresessiem and anxiety) jointly
explained significant variance in caregivers quality of life predicting 25.5% of the variance in
caregivers quality of life (&.255, F7, 102)= 5.978, p<.05). Depression, anxiety and stress
accounted for 28.1%, 22.3% afhd.0% respectively in caregivgyquality 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 betweenSecondary Stressorand Quality of Life Caregivers of children with CP

Unstandardized

Standardized

Model Coefficients 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 -1.75C 1.114 -.138 -1.570 119 -.119
RELIGION -2.592 3.84¢ -.059 -.674 502 -.066

Model 1 summary: R.037, Ry 125 = 1.197, p=.316

Model 2 (Constant) 102.55: 7.46C 13.747 .000
Age -.042 125 -.027 -.337 737 -.030
Education -.437 487 -.072 -.897 371 -.108
Marital -1.59€ 1.002 -.126 -1.593 114 -.119
RELIGION -3.35€ 3.43€ -.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=.255, 7. 122)= 5.978, p<.001

Dependent variable: Quality of LifeCriterion Level: .05
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4.5 Mediating Role of Secondary Stressoi®epression, 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 careginisdogn
with CP.Each of the secondary stressors was evaluated to examine the mediating role on the
relationship between caregivero6s burden and

The mediating role was tested wusing Bai

approach in which several regressianalyses were conducted and significance of the
coefficients examined at each step. The steps are as follows:
Step 1: Simple regression analysis of primar
of life (Path c)
Step 2: Simple regression analys o f primary stressor (care
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).
Step4: Ml tiple regression analysis of primary
stressors (depression, anxiety and stress) predicting quality of life.

This can be illustrated diagrammatically as shown in figure 4.1 below

O
é_.

Primary Stressef » Secondary Stressoer
Life a c

Quiality of

v

Figure 4.1: Mediating Relationship Diagram

Steps 1, 2 and 3 are to establish that relationships exist among the vaabkes are not

reported as part of findings of tlstudy. In step 4, according to Baron and Kenny (1986)
67



QoL of Caregivers of Gildren with CP

some form of mediation is supported if the
remains significant after controlling for secondary stre¢gath b). When primary stressor
(predictor) is not significant in predicting quality of life after controlling for secondary
stressors (mediator), then the finding suppc
burden) is still significant (i.eboth primary and secondary stressors significantly predict

quality of life), the finding supports partial mediation.

4.5.1 Mediation Role of Depression on the Relationship betweem@giver Burden and
QoL

The regression coefficients of the mediatioralgsis reveal that, there was an initial
significant relationship between caregiv@osirden and quality of lifeb(= .504,p < .05) in
the first model with caregivebsurden accounting for 25.4% {R254, k. 128 = 43.672,
p<.05) of the variance in quality of life. When depression was controlled in the second model,
caregiverd burden was still significant (i.e.oth caregivers burden and the depression
significantly predicted quality of life) ()R.341, Ky 127y = 32.799, p<.05). This finding
suggests that depression partially mediatesretetionship between caregigéiburden and
QoL. These findings also inditathat 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 411: Mediating Effect of Depression onthe € a r e g Burdeni Q0L

Relationship
Unstandardized  Standardizec
Coefficients Coefficients
Model B Std. Error Beta T Sig. R
Model 1 (Constant) 92.375 3.416 27.043 .000
(B:Srrgg'r:’ers _514 078 504  -6.609 .000 -.504

Model 1 summary: &.254, Fa, 128)= 43.672, p<.001

Model 2 (Constant) 104.912 4.457 23.537 .000
Caregivers -.452 075 443 -6.6809 .000 -.504
Burden
Depression -1.160 .285 -.300 -4.075 .000 -.390

Model 2 summary: R.341, 7, 127= 32.799, p<.001

Dependent variable: Quality offei Criterion Level: .05

4.5.2 Mediation Role of Anxiety on the Relationship between Caregivers Burden and
Quiality of Life

The regression coefficients of the mediation analysis of anxiety on the relationship
between caregiveddburden and quality of lifendicated an initial significant relationship
between caregiveddurden and quality of lifeb(= .504,p < .05) in the first model with
caregiveréburden accounting for 25.4% {R254, Fa, 128)= 43.672, p<.05) of the variance in
quality of life. When anxiety was controlled in the second model, caregiwerden was still
significant (i.e. bothcaregivers burden and anxiety significantly predicted quality of life)
(R°=.336, Fo, 127y = 32.092, p<.05). This means that anxiety partially mediates the
relationship between caregivérburden and quality of life. Results of the analysis are

presentedn Table 4.12.
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Table 412 M ediating role of Anxiety on the CaregiveréBurden i Quality of Life

Relationship
Unstandardized  Standardizec
Coefficients Coefficients
Model B Std. Error Beta t Sig. r
Model 1 (Constant) 92.375 3.416 27.043 .000
(B:Srrgg'r:’ers _514 078 504  -6.609 .000 -504

Model 1 summary: &.254, R, 128)= 43.672, p<.05

Model 2 (Constant) 99.197 3.670 27.027 .000
Caregivers -421 077 -.413 5441 .000 -.504
Burden
Anxiety -.955 242 -.299 3943 000 -.425

Model 2 summary: R.336, k2, 127= 32.092, p<.05
Dependent variable: Quality of LifeCriterion Level: .05

4.5.3 Mediating Role of Stress on the Relationship between CaregivéeBurden and
Quiality of Life

Assessing the regressigoefficients of the mediation role of stress on the relationship
between caregivebsburden and quality of life, the first model indicated a significant
relationship between caregivérburden and quality of lifeb( = .504, p < .05). When
caregiveré burden was entered firsit accountedfor 25.4% (R=.254, k. 128y = 43.672,
p<.05) of the variance in quality of life. When stress was controlled in the second model,
caregiveré burden was still significant (i.e. both caregivibsirden and stress sigruéintly
predicted quality of life) (R=.313, o, 127y= 28.936, p<.05). This means that stress partially
mediated therelationship between caregigdrburden and quality of life. Results of the

analysis are presented in Table 4.13
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Table 413. M ediating role of Stress on the Caregive@Burden i Quality of Life

Relationship
Unstandardized Standardizel
Coefficients Coefficients
Model B Std. Error Beta t Sig. r
Model1  (Constant) 92.375 3.416 27.043 .000
Caregivers Burden -.514 .078 -.504 -6.609 .000 -.504

Model 2 summary: &.254, R, 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.313, Ry, 107)= 28.936, p<.05
Dependent variable: Quality of LifeCriterion Level: .05

4.6 Moderating Role of Social Support on the relationship between CaregivérBurden
and Quality of Life

A moderator is a variable that alters the direction oengfth 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 hypothesishe hierarchical regresson 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 testingmoderation 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 mamg (K886) is
illustrated infigure 4.2 bebw (a, b, and c). These involvaeshtering 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 sypporthe 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 ¢, model 3). The moderator hypothesis is supported if the interaction term (path c,
model 3) is significant (Baron & Kenny, 1986). Detailk the regression anadis are

presented in Table 4.13h page 74

Predictor (primary stressor, burden)

a
Moderator
(Social Support)

»,Criterion_(Quality of Life)

(e g

Predictor X Moderators
(Burden X Social Support)

Figure 4.2: Path diagram of moderation model (Baron & Kenny, 1986)

Hierarchical linear regression analysis was penfat to determine if social support
moderates the relationship between caregiyve
children withCP.

In the first model, caregivedburden was fed into the model. The regression results indicated
that caregivei@burden explained a significant 25.4% variance in caredggrality of life.
Model 1 summary (R-.254, R, 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 cavegs burden) jointly explained significant variance
in caregiversé quality of life; Model 2 summary (&.330, fe, 1279 = 31.275, p=.000) with
social support adding.6% of the variarein caregive@quality of life.

In the third step of the regressianalysis indicating whether moderation effect exists,

the inkraction term between caregis@rburden (primary stressor) and social support
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(moderator) was fed into the model. The results indicated that #@gtion term between
caregivesd burden (prnary stressor) and social support (moderator) explained a significant
increase in variance in quality of lif&lodel 3 summary: R-.446, ks, 126)= 22.192, p=.000).
Thus, social support is a significant moderator of the relationship between primargrstress

(caregiveros burden) and quality of |ife.

73

Re



QoL of Caregivers of Gildren with CP

Table 414: Results of Hierarchical Multiple Regression Analyses for the moderation effect of Social Support on the relationship
betweenPrimary Stressor and Quality of Life

Unstandardized Coefficient Standardized Coefficient:

Model B Std. Error Beta T r p-value
Model 1 (Constant) 92.375 3.416 27.043
Caregivers Burden -.514 .078 -.504 -6.609 -.482 .000

Model 1 summary: R.254, Ky 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.330, Ry, 127)= 31.275, p=.000

Model 3 (Constant) 91.480 8.975 10.193 .000
Caregivers Burden /- 184 -.634 3521  -.482 001
CB)
Social Support (SS) -.161 .328 -.132 -.492 -.504 .624
Isngractlon (CBX 938 539 416 1740  -215 024

Model 3 summary: R.446, k3, 126)= 22.192, p=.000
Dependent variable: Quality of LifeCriterion 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 employedilst the majority 0f62.3%

(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
environmentahealth).A higher number of caregivehad below moderate scores on all the

four components ofQoL. However,caregiving severely affected their psychological lnealt
(Mean = 2.50) and physical health (M=2.57) than their environmental health (M = 2.67) and
socialrelationshipgMean = 2.69).

Caregiversof childrenwith CP also perceived higher leveisburden (M=42.1, SD =
12.46). More than half (53.8%) of the cakegs of children with CP experienced severe
burden in caregivingAmong the componestof burden, most of the caregivers (43.8%)
experienced moderate level &mily burden Aside family burden that most obtained
moderate levelhigher numbex of caregives experienced severe burden in gibgl (44.6%),
emotional,(60.8%), individual (56.2%) and financial (53.8%) aspects of the buAtanng
the five components of caregigdiburden, emotional burden was found to be the highest
affecting the caregivers. Twas followed by the individual, financial, physical and the
family burdens respectivelyn addition the caregivers were found to experiesegerdevel
of depression (M=13.07, SD=3.28¢xtremely severe level of anxiety (M=11.24, SD=3.98)
but moderat stress (M=11.78, SD=3.9%owever, the caregivers of children witbP

encounterethighest level of depression, followed $tyess and anxiety
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The primary and secondary stressors were found to moderately correla@olvidf
caregiversC a r e g budenrinsgéneral (physical, emotional, family, individual and family
burden) collectively explained 38.4% of the variancecia r e g QoL.eThesamount 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
255% of the variance in caregisdQoL

The findings also indicated a partial mediatafnstress, anxiety and depression on
the relationship between caregiverods burden
stress were controlledc a r e g ibwrden actounted for 34.1%, 33.6% and 33.0%

respectively indicating partial mediation. e was also a moderating effect of social support

on the relationship between <caregiveros bu
accounting for 44.6% of the varianceQoL. Meanwhile demographic characteristics were

not significant predictors ajuality of life of caregivers of CP.
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CHAPTER FIVE
DISCUSSION OF FINDINGS
This chapter presents the discussion offthdings of the study. Theemographic

characteristicsf the participants amiscussedirst followed by other findings

5.1 Danographic 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 mrticipants was 35.85 years whichconsstent 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 mostlyrgvided by the mothers of the patients due to lack of
competent people and high cost of professional caregivers. Thefage caregiversn this
studytallieswith the ags of the mothesin other related studig&ker & Tuzun, 2004).

The findings alsondicated that among the caregivers who participated in the study,
approximately 91% (N=130) forming the majority were females whilst the remaining (9.2%)
were malesAlso, the majority (62.3%) of the caregivers were unemployed whilst 37.7%
(n=49) were empyed. This finding is in consonance with the widely held view that
caregiving is normally provided by mothers. According to the Bureau ofurabmtistics
(2014), although men also provide assistance, female caregivers may spend as m@h as 50
more timeproviding care than male caregivers. Estimates of the percentage of family or
informal caregivers who are women range fron?b® 75% compared to 2586 to 40% by

men Prudente, Barbosa & Porto, 2010
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The finding also suggedhat the high burden assated with caregiving does not
allow the caregivers to engage in any productive work. The finding of the present study is in
line with thefindings of thestudy byAnjos, Boery, Pedreira, Vilela, Santos and Roda Dde
(2015) which indicated thathe majority of caregivers are women, who were iithe
caregivers and have limited time to engage in income productive actitilesgitudinal
study byFatudimu, Hannzat and Akinyinka (2013) also indicated that most of the caregivers
of children withCP (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 tbe engage ingainful employmentEven though this finding is
not conclusse about the distribution pattern of caregivers in Ghana, it further fuels concerns
that caregivers othildren withCP may be experiencing financial problems since most of
them are not working.

The current study again found that participéetiucationbstatus ranged from Junior
High School torertiary levelwith 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 estation and lower income (Family Caregiver
Alliance, 2008). Pinquart and Soren8eg?005) study also indicated that the educational
status of the caregivers were generally low White preserg t u dingibgssupports.

The findings indicated that demeaghic characteristics were not significant
predictors of quality of life of caregivers ohildren withCP. Demographic characteristics of
the caregivers (age, education, marital status and religion) collectively explained an
insignificant 3.7% of variancen ¢ a r e g qualiy pfdifé. This means that in determining
quality of life of caregivers of children with CP, demographic characteristics such as age,

educationmarital status and religion dwt perform any major role.
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The current study discoverghdat thecaregiveré Christian or Muslim affiliationdid
not influenceQoL. Being a Christian or Muslim was found to lead to equal level of QoL of
the caregiversThis finding maybe due to thdact that both Muslims and Christiaatike
derive satisfactin in their worship as such omeay not havean advantage over the other.
Both Christianity andslam are associated with some positive effée€hese positive effects
contributeequally to thesense of pgchological wellbeing and senees coping strategy fo
the Christian and Muslintaregiverequally Rose efal. (2004) reported thdtoth Islam and
Christianity serve as socialupport and coping mechanisnamd asa result, may have
contributedto boostthewellbeing among caregiver8oth religionsperformsacred religious
practices andhese actscould encourage them to view themselves positively no matter the
condition of their childrenThis could behe reason wh¢hristian and Muslintaregivers did
not differ in their in theiQoL.

The Qad of the caregvers of children with CP was also not significantly influenced
by the marital statusge andevel of education of the caregivarsthe present studyhis
suggests that marital status, age and level of education of the caregiver have no significant
impact ontheir 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., 2009png 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 tepgovery low quality of life.The results
showed that caregivers were negatively affected in all the four components of quality of life

(physical health, psychologicalhealth, social relationshipsand environmentalhealth). In
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addition, caregiving severelaffected the psychological health (Mean = 2.50) and physical
health (M=2.57) than their environmental health (M = 2#&YJ sociatelationships¥lean =
2.69).

The lowerQoL of caregivers of children with cerebral palsy found in the present
study is simliar to findings of earlier studies among caregivers of individuals with different
disorders such as epilepsy, multiple sclerosis, and juvenile idiopathic artBrigba(t,
Kohen, Garner, Miller, Lach, Klassen & Rosenbaum, 208%pthi & Krishnamurthy2011;

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 camzgiboth objectively and
subjectively. To juxtapose the findings of the present study with those for epilepsy, multiple
sclerosis, and juvenile idiopathic arthrjtis is probably due to the realitthat all those
conditions such a€P require constantace from caregivers, leading to a cumulative daily
burden that often makes them lose their ownc®ié perception and wellbeing.

The lower level ofQoL among caregivers of children with CP can be attributed to a
lot of factors. The undue stress assodatgh caregiving, the financial difficulties, the high
level of depression associated with caregiving and the stereotypic attitudes from the
community collectively contributéo lower level of quality of life among the caregivers of
children with CP(MacDonald & Callery, 2007). Similarly, caring for an individual wighP
generatshi gh wor k overl oad and changes the <care
propensity to decrease t®L of the caregiver (MacDonald & Callery, 2007).

Caregivers of childrerwith CP dedicate most of their time to the care ofs¢he
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 emotiona

health, it alsdhas a ripplesffect on their, marital relations, employment, financial situation
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and their general webeing (Davis, Shelly, Waters, Boyd, Cook & Davern, 2010; Rocha,
Afonso & Morais, 2008). Such overloads might have direct influence over the quality of |
(QolL) of these caregivers, as the World Health Organization (WHO) defines quality of life as
the perceptiom f t he i ndi vin liteuirathedcantext of cutturat vialoes in which
he/she lives. This is related to their goals, objectivesgapdctations in life (Rocha, Afonso

& Morais, 2008).

The lower physical health found among the caregivershdfiren with CP in the
present study supports the study Pgvalko and Woodbury (2003) which indicated lower
physical health amonghe caregivers As explained by Pavalko and Woodbury (2003),
caregivers of children with cerebral palsy experience reduced physicabeusd), with
backache, migraine, intestinal and stomach ulcers, rheumatism, as well as a higher number of
chronic physical diseases laese of the high demands and burden in caregi®agdglko &
Woodbury, 2003).Furthermore, caregivers of children with CP participate less in social
activities, have more problens work if employed, and showmigher frequency of family
conflicts which alldo 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 caregiversef children with @ encountered significant levelsf
psychological problems. This finding is similar to a survey conducteldmgeo, Cioni and
Distefano (2010) tassess the quality of life of caregivers of children with CP using the same
WHO Quality ofLife-BREF (WHOQOLBREF, 1991) used in the present studiiie study
by Romeo, et al., (201Gdund that the domains with worse scneere 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 and8.84points respectively for psychological and physical health.
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5.3 The Stressors of Caregivers of children with CP

Another objective of the stydwas to give a vivid description of the stressors
caregivers of children with CP encounter. Two main stressors were described; primary and
secondary stressorghe findings of the study suggested that caregivers of children with CP
had higher burden. This comparable to the results of the study conducted by Hamzat and
Mordi (2007). Hamzat and Mdi (2007) found that the magnitudé the burden associated
with caring for a child with € is more than thrice thassociated with caring for a healthy
child. Caregivetburdendealswith the dayto-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. Isinot surprising thahe burderassociated with cagéving of children
with CP was very high because a child with CP is incapacitated and so the caregiver provides
all the needed assistance. Tisychological trauma, physical problems, financial difficulties
and social neglect in the life of the perswimo is giving care culminates ithe higher burden
of the caregivers.

According toWilliamson and Shaffer (2001), tivast majority of caregivers (87%) of
children with CP are usually informal caregivers who do not receive any pay and their
knowledge level wh regard to CP isverylow.he caregi ver 6s | ack of
and the financial difficulties contribute to the high level of burden for the caregiver of the
child with CP. Coupled with thighe person giving care experiencgscial isolation,and
feels guilty over thedecision to institutionalize the child with CP which all add to the high
burden among the caregivers.

Again, the resuftof the study indicated that the caregivers experiesesdreevels
of depression (M=13.07, SD=3.28), ambcerate level ofstress (M=11.78, SD=3.9%ut
extremely severlevels of anxiety (M=11.24, SD=3.98)heselevels 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 thepeople. 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 thearegiver contributes to the moderkteel of anxietyand
depression in the process. The poor knowledge in caregiving, transportation problems for
those not having their personal cars and the difficulties iesadaility and affordability of
wheelchairs contribute to the high level of stress among theivargg

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 caregiveludes that the
progress of his/her child was not the same as that shown by the other children who they met
during the routine managemeiliFamily Caregiver Alliance, 2008)The uncertainties
experienced by caregivengen it comes tmot knowing what wi happen to the child at any
moment in time elevates their anxiety levels. The agitations, stress arebgiep worsen
when the caregiver notices the poor knowledge exhibited about their children's disease and
the management they require, especially ictamgg the variability ofCP, which presents
uniquely in each patienWilliams & Wilson, 2001)

The high | evel of stressors (caregiveros
caregivers of children with CP was highlighted by #ireglejeopardy lypothesis Phillips,
Ajrouch & Hillcoat-Nalletamby, 201p As explained by the singieopardy hypothesis, there
are higher leels of stressors among caregiversC#t because of the cumulative effects of
economic disadvantage and discrimination. The economic demands and discriminadion put

high toll of burden, depression, anxiety and stress among the caregivers of childr€R with
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5.4 Relationship between Stressors and Quality of Life

The two categories of stressors (primary and secondary) and thenstg between
each of them anthe quality of lifewereassessedlhe primary and secondary stressors were
found to moderatyl corr el ate with quality of I|ife of
bur den) explained 38.4% of the wvariance in
variance accounted for caregiverpiality of life by financial, physical, emotional, family
and individual burden were 35.6%, 4.5%, 9.2%, 23.2% and 15.9% respechveaither
words, as perceived level of caregiving burden increased, perceived quality of life decreased
among the caregivers of children with CP.

The negative relationship betweerar e gi ver 6s bur den and qual
of children with CP is consistent with previous studies. In a study conductd¢atoy
Jaarsma, Okada, Kagami, Endo, Ono, and Kinugawa (2015) on the relationship between
caregiver 06s burlitteinwasafaudd tlpulaghec ey e @oif ver 6 s bur d
associated with lower quality of life among caregivers of children with epil&§usylarly, in
a study of caregiverof children with CP,WestphalGuitti, Alonsg Migliorini, da Silva
Azevedq Caboclg Sakamotp and Yacubian (2007) found that caregiveésburden was
negatively associated with quality of life among the caregivers of children witTi@3e
studies all underscore the importance of p&exicaregiver burden as a factor in lowgr
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 ard self
accusation whichall affect the quality of life of the caregivem addition to domestic
responsibilities, the caregivers undertake complex activities which are not part of their
routine, arising from the care tieir children with CP which serves aburden for them ah

decrease the quality of their life.
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The negative relationship between caregd burden and quality of lifées based on
the fact that caregivedsburden imposesa high level of stress among the caregivers.
However, every individual has some amount oést he or she can endure at every point in
time. When the level of burden imposes higher amount of stress thardiidual can cope
with it affects the psychological functioning and wellbeing of the person and thustéead
lower quality of life.

The negative relationship between caregiver b ur den and qual ity
the findings of the study conducted by Oh and Lee (2009) which indicated no significant
i mpact of caregivero6s bur den thefindiggs bévéeeh y o f
the present study and that of Oh and Lee (2009) can be due to two main factors; participants
and cultural differences. Oh and Lee (200@cruited caregivers of children with
developmental disabilities whilst the present study used caregivers arfechwith CP. The
two disabilities a& not the same and so the leséburden perceived by the two caregiwe
may not be the same. AlsOh and Lee (2009) conducted their stinl\5outh Korea whilst
the present study wasonducted in Ghana. South Koreaaee individualistic whilst
Ghanaans arecollective culturelt is worth noting thate | t ur al di fferences
perception of quality of life and wellbeing (Macedo, da Silva, Paiva & Ramos, 2015).

The study also predicted a negative relationstepvben secondary stressors and
guality of life. The findings supported the prediction with the three components of secondary
stressors (stress, depression and anxietyich collectively explained 25% of the variance
in caregivesdquality of life. Thismeans that when tHevels of secondary stressors (stress,
depression and anxiety) incregdgalecreasgthe quality of life of the caregivers.

The negative relationship between depression and quality of life is in agreement with
the study by Hooley, Bildgr and Howlett (2005) which assessed thkationship between

depression and quality of life among caregivers of congestive heart fadltieats Findings
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indicated a negative relationship between depression and quality of life among the caregivers.
Similarly, a study byZanon and Batista (201&)und that stress decreashe quality of life

of caregivers and negatively affect their psychological functioning.

5.5 Mediating Role of Secondary Stressors (Depression, Anxiety and Stress) on
CaregiversdBurdeni QoL Relationship

The study assessed whether secondary stressors (depression, anxiety and stress)
mediate the relationship between caregiddrsrden and quality of life of caregivers of
children with CP. The findings indicated a partial mediatiostdss, anxiety and depression
on therelationship between caregigéburden and quality of life. These findings mean that
the extent to whichihe primary stressor (caregivérburden) can be responsible for lower
quality of life will depend on thextentof depression, anxiety and stress associated with the
burden.

The finding is in agreement with thi@dings of thestudy byMarron, RedolaRipoll,
Boixados, Nieto, Guillamon, Hernande and Gomez (204#¢h was aimed at assessing the
role of depressioand stress on the relationship between burden and quality of life. Stress and
depression were found to mediate the relatic
life. The finding also supports the study by Dambi, Jelsma and Mlambo (2015) whichgou
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 expémirusing the stress process model by Pearlin et al
(1990) which was the guiding framework for the studyccording to the stress process
model, secondary stressors (depression, stress and anxiety) explain the relationship between

the caregive®burden ad qualityof life. According to the modethevariability in quality of
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life predicted by caregiveddurden depends on the amount of stress depression and anxiety
associated with that burden. The burden may led tohigher leves$ of depression, anaty

and stress and the level of stress, anxiety and depression producect by the gbundenr s 6
will determine the quality of life of the caregivers. As found by Waltdral. (2005),
caregi ver 0s dhighedleval ofstressddepressson awkiety that negatively

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

5.6 Moderating Role of Social Support on the relationship betweeBaregiver Burden 1

QoL

The present study also predicted that social support will moderate the sdgiion
bet ween caregivero6s burden and quality of 1|
soci al support on the relationship between

support accounting for 44.6% of the variance in Qs meanghat 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. Teosial supportontributes talleviating

the negative consequences of stress andelbunf thecaregiver incaring for achild with CP.

This finding supports the results from the study conductedryys, Boery, Pereira.
Pedreira, Vilela, Santos and Roda §@@15)which indicated that social support péalya
partial role asa moderator m the relationship between burden and quality of Hecial
support for caregiversiimportant to prevent health cptitations such as bipsychosocial
stress, and providdavourable conditions for quality of life, by allowing greater freedom to
devel@ in daily activities. Based on this, the negative consequences associated with higher
burden may not be felt much when thereaisigher level of social suppofitom family

members and other significant others.
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This finding is in line with the study condted byZuurmond, Mahmud, Polack and
Evans (2015) whichreported that social support modesatie relationship between
caregiver 6s bur d&he resulhalso agreeslwithe gxplandtionlgiveh by.
Burnette, Duci and Dhembo (201@)at the &tent to whichthe 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 othdrs/ariably, social support sergeas a
coping tool in optimizing the allbeing and health outcomes of caregivers.

The moderating role of social support on tetionship between caregigéburden
and quality of life can be due to the fact that the level of available support from family,
friends and significant others lovgethe stress, anxiety and depression associated with
c ar e ghunen.rThi®can in tudower the negative consequences of the stress, depression
and anxiety on quality of lifeWang & Zhao, 2012)The overall QoL and domain scores for
the quality of Ife may be boosted by the support caregivers receive and thus the negative
consequences of caregivers burden may not be felt rBuchdtte, Duci & Dhembo, 2016)

In summary the quality of life of caregivers of children with CRas found to be
influenced ly thepr i mary stressor (caregiverodos burde
depression and anxiety). This is in line with the stress process model which appribached
caregiversstress as a proceddiis process results from interactions or relationshigtween
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, secondatsessors and quality oifd) such that as caregivérs
burden increasesuglity of life of the caregivedecreases. Similarly, as depression, anxiety
and stress of the caregrgeof children with CP increasgquality of life decreases.

Thus if the desired outcome is to increasmly of life, then measures must be

instituted to decrease caregiv@bsirden, 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
qualty of life of caregiversis due to high leve of caregiverburden. It is the caregiveérs

burden that resudtin the secondary stressors which also influence the quality of life of the
caregiversThe model predictthat caregiving and its consequenisepotentially influenced

by key demographic characteristics such as age, gender and education&lifearelg from

the model, e present study revealed that demograpghiaracteristics did not have any
significant influence on the quality of life of the caregivers of the chideth cerebral

palsy. Adding up to the stress process model, the findings revealed that social support
moderate the relationshigetween 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 theQoL of caregivers of children with CP. Caregivers (parents, relatives, and
other associates) of childrentiwv cerebral palsy being managed at the Nalewelopmental
Clinics (NDC) of the 37 Military Hospital and the Princess Mareiis Hospital as well as
some NorGovernmental Organizations thin Greater Accra that supparhildren with CP
were recruited athe participants.

The stress process model by Pearlin et al., (19885 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 oferhildth 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 arevby 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 tltategivers had loweQoL and were affected
negatively in all the four components QbL (physical, psychological social relationships
andenvironmentgl A higher number of caregivers had below moderate scores on all the four
components ofQoL. Caregiving seerely affected their psychological and physical health

than their environmental health and social relationships.
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Caregivers of children with CP alexpressedhigher amount of burden with larger
number of the caregiverg53.8%) experiencingevere buren in caregiving. With the
exception of family burdein which most of the caregiven43.8%) experienced moderate
level, higher number of caregiveexperienced severe burden in physical (44.6%), emotional,
(60.8%), individual (56.2%) and financial (53.8%spects of the burden. Among tfiee
components of caregiveéurden, emotional burden was found to berttestsevere This was
followed by the individual, financial, physical and the family burdesspectively. The
caregivers alsexperiencd moderatdevels of depression followed bgtressand anxiety in
the given order

The primary stressor (caregiveros burden)
and anxiety) were found to moderately correl
burden in gener al collectively explained 38.
The three components of secondary stressors (stress, depression and anxiety) also collectively
explained 25.5% of the variance in caregiver

Stress, anxiety and depression were found to partially mediateetagonship

between caregiveburden and quality of life. There was also a moderating effect of social
support on theelationship between caregivieurden and quality of life with socialpport
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 caregiveros quality

6.2 Impli cations
The findings of this study have implications faursing practice, informal caregiving

and policy formulation.
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6.2.1For Nursing Practice

Findings of this study showetat a majority of caregivers of children with CPtle Accra
Metropoliswere 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 atdmaje

to be mindful about issues of stigrassociated witlCP sirce the consequences of thisrou

affect only the children with CP but the caregivers as Wlfses need to create awareness

on CP and intensify education on the causes and managétedtticare 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 wrkers who have considerable knowledge on the disability must also
provide individual counseling, parenting therapy, and progresnto assist the family
members of the caregiver and siblings of the child with cerebral palsy. iSheds® the need
for thenursesto beenlightenedon the enormous burden that caregivers of children with CP
encounter and its consequesog high levels of stress, anxiety and depression in order for

them to provide the caregivers the needed support

6.2.2For 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 progresnin which children with
cerebral palsy and their familiesspecially 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, @ppuith depression and anxiety and
developing proper caregiving techniques.

The findings of the study revealed that caregivers of children with CP experience
hi gher amount of primary stressors (caregi Vv
depressiorand anxiety). These findings imply that there is the neeshformal caregivers to
seekfinancial, social and psychologicatpportto ease the burden, stress, depression and
anxiety they encounter.

This study particularly demonstrated that social supelps to ameliorate the
negative i mpact of caregiveros burden on qu
CP. Intervention aimed at maximizing the social support networks of caregivers can be of
great assistance to caregivers of children Wikhand caregivers of other similar disabilities.
Selfhelp groups for these caregivers can be a cult@glpropriate intervention in the world

and Ghana to be specific.

6.3 Limitations of the Study

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

First and foremost, this study relied on selport measuresvhich ae subject to
social desirableffects Due tothe 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, he 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 sunetliad, which
leaves room for speculation with regard to causality among the vari@hkesesearcher used
purposive sampling technique instead of random sampling. By that, not all the caregivers of
children with cerebral palsy had an equal chance ofggaating in the study. The purposive
sampling however became appropriate because there was-detegpand current sample
frame from which respondents could be randomly selectedleRiggh of the questionnaires
(79 items) could cause lack of concentratiord boredom, which in turn, can impact on the

results of the study.

6.4 Recommendations
The following recommendations wereade to the Ministry of Health, Ministry of

GenderChildren and Social Protectiand Researchers.

6.4.1To Ministry of Health (M OH)
The Ministry of Health should:

+ Collaboratewith the national health insurance scheme to have a policy that allows for
free physiotherapgessons for children with CP for as long as required without a
limit so as to ease the financial burden of paymgphysiotherapy sessiofy 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 cdiregiving 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 wight@ reduce their level of

stress, depression and anxiety

6.4.2To 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 sos&ao benefit from the allowances to reduce the
financial burden on the caregiver

Waive transportation cost of children with CP and their caregivatssabeing rolled

out for the elderly(in the EBAN project) to reduce the financial burden of the
caregver.

Have an avenue to provide wheelchairs and other assistive devices atlzesdbate

to the childrenin order to facilitate their movement and ameliorate the physical
burden associated with providing care for these children.

Provide respite serviseor 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.

6.4.3To Researclers

Future researchhould

+ 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

andcaregivers 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 qualitaive research approaclor mixed methodsfor 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 childrewith disabilities.The health of the caregivéroweveris both a
cause and a consequence of the health of the @i&lstudy in its entirety has revealed that
caregivers of children with CP in the Accra Metropolis expressed highegicar burden
leadirg tohigher levels of anxietyjepression and stress
Most of the findings of the study were consistent with the stress process model. For instance,
primary (caregivero6s burden) and secondary
negative impaobn the quality of life of the caregivers of children w@R.

Secondary stressors (stress, depression and anxiety) were also found to mediate the
rel ationship bet we &alL Hpaeves, gamogeaphic charaateristice did a n d
not have any signdant impact onQoL of caregivers of children with CFSocial support
moderatdt he r el ati onshi p betQoedthe caregivaxsgf childrend s b u
with CP. Therefore, there is the need to provide adequate support to caregivers to boost their

quality of life.
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THE MEDICAL DIRECTOR, RIDGE HOSPITAL, ACCRA
THE MEDICAL DIRECTOR, TEMA GENERAL HOSPITAL. TEMA
THE MEDICAL SUPERINTENDENT. PML CHILDREN'S HOSPITAL, ACCRA

RE: LETTER OF INTRODUCTION:
MS. DZIEDZOM KOKUI KLUTSE (1D NUMBER 10069824)

This is to introduce to you Ms. Dziedzom Kokui Klutste a final year Master of Philosophy
(MPhil) Nursing student of the School of Nursing, College of Health Sciences at the University
of Ghana Legon.

She has approval from the Regional Health Directorate to enable her to conduct a research on the
topic: “Quality of Life of Caregivers of Children with Cerebral Palsy: A Study in the Accre

Metropolis” in your facility as per the attached.

Kindly assist her with the needed requirements to enhance a successful completion of her
research work.

Thank you.

DR. LINDA A. VANOTOO
REGIONAL DIRECTOR OF HEALTH SERVICES
GREATER ACCRA

cc: The Senior Assistant Registrar
School of Nursing
College of Health Sciences
University of Ghana, Legon

Ms. Dziedzom Kokui Klutse (ID No. 10069824) \/
School of Nursing

College of Health Sciences

University of Ghana, Legon
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UNIVERSITY OF GHANA
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37 Military Hospital
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Dear Sir/Madam,

INTRODUCTORY LETTER

I write to introduce to you Ms. Kokui Dziedzom Klutse, an M’Phil student of the
University of Ghana, School of Nursing. She is seeking your permission to collect data
for her research on the topic “Quality of Life of Caregivers of Children with Cerebral
Palsy: A Study in Accra Metropolis.”

I would be grateful if you could kindly assist her with the information that she may
require for her thesis. )

Thank you.

Yours faithfully,

Dr. Florence Naab
LECTURER
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research work.
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College of Health Sciences
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Dear Sir/Madam,

LETTER OF INTRODUCTION — MS. DZIEDZOM KOKUI KLUTSE (ID NO. 10069824)

This letter is to introduce to you Ms. Dziedzom Kokui Klutse who is a final year
Master of Philosophy (MPhil) Nursing student of the School of Nursing, College
of Health Sciences at the University of Ghana.

She is undertaking a thesis as part of the requirement for the award of the degree
with the topic: “Quality of life of Caregivers of Children with Cerebral Palsy:
A Study in the Accra Metropolis”. She requires approval by the Regional
Health Directorate, Accra to grant her access to any Ghana Health Service facility
in the region to collect data to enable her conduct her research on the above stated
topic.

We should therefore be appreciative if you could grant her the needed approval to
enable her collect data for the thesis. [ wish to assure you that the data collected
will only be used for academic purposes.

Please do not hesitate to contact me on 0277415635 should you need further ¢
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eodore Ahuno
Senior Assistant Registrar
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APPENDIX E T NMIMR -IRB CONSENT FORM

NMIMR-IRB CONSENT FORM
Title: Quality of life of care givers of children with cerebral palsy (A study in Accra Metropolis)

Principal Investigator: Kokui Dziedzom Klutse.

General Information about Research

You are being requested to voluntarily participate in a research study that seeks to understand the wellbeing
of people taking care of children with brain paralysis. The purpose of this study is to determine how you see
your life in general due to taking care of a child with cerebral palsy. The study also seeks to find out whether
there are difficulties or strain associated in giving care to the child. You qualify to take part in this research
because you have spent at least one year or more in this care giving duties. Before you decide whether or not
to take part, ask questions about anything you do not understand. If you choose not to participate in this study,
you will not be penalized or lose any benefits to which you or your child would otherwise be entitled.

If you agree to participate, you will be requested to fill out a questionnaire that will take up about 40 minutes
of your time. The questionnaire is made up of five sections. The first part of the questionnaire seeks some
information about you (such as age, educational level, marital status). The second part elicits information on
the burden of taking care of a child with cerebral palsy. Some mental strains associated with care giving such
as depression and anxiety are assessed in the third section of the questionnaire ,the fourth section secks
information on social support whilst the final section addresses issues related to your quality of Life as far
your care giving role is concerned. You are kindly informed that, the questions you will be asked are for

academic purposes only and you are free to withdraw from the study at any point in time.
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Possible Risks and Discomforts

No risks are expected to arise from this study. You may decline to respond to any question you find

uncomfortable. You may also contact the principal investigator if you require additional clarifications about

the study.
Possible Benefits
There is no direct benefit to you as a result of your participation in the study. However, in the future, your

responses will be used to educate people who take care of children with cerebral palsy .

Confidentiality

To maintain your confidentiality, your name will not be included in any questionnaire or reports about this
project. Instead, every enrolled participant shall be assigned a unique study identity number. Information
collected on paper forms will be stored in a locked filing cabinet while electronic copies shall be stored on a
computer with password security. Only the principal investigator (Kokui Dziedzom Klutse) and the research
supervisors will have access to data collected.

Compensation

There will be no financial compensation for your participation in this study. However, fruit juice and pie will

be offered as refreshment.

Voluntary Participation and Right to Leave the Research
Your participation in this study is voluntary. You are free to withdraw your participation at any time without

any penalty. If you decide to withdraw for any reasons kindly inform the investigator.
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Contacts for Additional Information

Further information can be obtained from the principal investigator; Kokui Dziedzom Klutse, an MPhil
Nursing candidate of the University of Ghana, School of Nursing.

Address: Department of Maternal and Child Health, School of Nursing, University of Ghana, Legon
Email:kokuiklutse@gmail.com/kokuiklutse@yahoo.com

Mobile number, +233-244668579.

Your rights as a Participant

This research has been reviewed and approved by the Institutional Review Board of Noguchi Memorial
Institute for Medical Research (NMIMR-IRB). If you have any questions about your rights as a research
participant you can contact the IRB Office between the hours of 8am-5pm through the landline 0302916438

or email addresses: nirb@noguchi.mimcom.org
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VOLUNTEER AGREEMENT

The above document describing the benefits, risks and procedures for the research title (Quality of life of
care givers of children with cerebral palsy: A study in Accra Metropolis) has been read and explained to

me. I have been given an opportunity to have any questions about the research answered to my satisfaction. I
agree to participate as a volunteer.

Date Name and signature or mark of volunteer

If volunteers cannot read the form themselves, a witness must sign here:

[ was present while the benefits, risks and procedures were read to the volunteer. All questions were answered
and the volunteer has agreed to take part in the research.

Date Name and signature of witness

I certify that the nature and purpose, the potential benefits, and possible risks associated with participating in
this research have been explained to the above individual.

Date Name Signature of Person Who Obtained
Consent

**A1,[D UNTIL
2 NOV 2016
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APPENDIX F: DATA COLLECTION INDTRUMENT

DATA COLLECTION INSTRUMENTS.

Quality of life of Care givers of Children with Cerebral Palsy (A study in the Accra Metropolis).

DEMOGRAPHIC QUESTIONNAIRE.
Instructions

Kindly answer the following questions.
Gender

1. Male

2. Female

How old are you?

What is your educational level?

1. Junior Secondary School

2. Senior Secondary School

3. First degree

4. Masters degree

5. PhD

6. Other
Marital status

1. Married

2. Single

3. Divorced

4. Separated

5. Other

Religion

1. Christian

2. Muslim’
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3. Traditional believer

4. Other

Are you currently employed?
1. Yes

2. No

QoL of Caregivers of Gildren with CP
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DATA COLLECTION INSTRUMENTS.

CARE GIVER BURDEN SCALE.

This questionnaire is to assess your perceived burden associated with taking
care of your child with cerebral palsy. Kindly select the most appropriate option
that best describes your burden.

ITEMS SCORES ]
NEVER | SOMETIMES | MANY |ALWAYS
0) 1) TIMES 3
‘ ()
' I. Physical burden 0 1 2 3
i I use intense physical strength. | 0 1 2 3
. I am tired and exhausted. 0 1
' My health is failing 0 1 2 3
II. Emotional burden
[ feel upset to see the 0 1 2 3
deterioration of his/her health.
1 feel mentally drained. 0 1 2 3
I worry about being unable to | 0 1 2 !
handle things well.
1 feel angry while taking care 0 1 2 3
of him/her.
| I feel frustrated. 0 1 2 3
' feel guilty that I am not doing | 0 1 2 3
~enough for him/her.
[IL. Family relationship
. burden
' My contact with friends and 0 1 2 3
| relatives has diminished
| The family must undergo a 0 1 ¢ 12 3
| period of readjustment due to
' change in routine
' | feel that I don’t have anyone |0 1 2 3
to help me, yet I feel that I
should have.
[ cannot take care of my 0 1 2 3
:mmediate family and the elder
at the same time.
The relationship between 0 1 2 3

VALID UNTIL
1.2 NOV 2016

118



QoL of Caregivers of Gildren with CP

family members has worsened

Other family members 0 1 2 3
complain that I am not doing a
good job of taking care of
him/her

IV. Individual time and
freedom burden

I need to pay attention to 0 1 2 3
him/her all the time.
1 have no free time. 0 1 2 3
My outings and travel are 0 1 2 B
restricted
V. Financial burden )
I need to scrimp and save on | 0 1 2 3
expenses N
0 1 2 3

I cannot afford his/her
expenses

— T e - .
e ﬂn”ﬂ,

VALID UNTIL &)
12 NOV 2016 )°
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WHOQOL-BREF (1997)

This questionnaire asks how you feel about your quality of life, health, or other areas of your
life. Please answer all the questions. If you are unsure about which response to give to a
question, please choose the one that appears most appropriate.

Please read each question, assess your feelings, and circle the number on the scale that gives the
best answer for you for each question.

1. Strongly Disagree 2. Disagree 3. Neutral 4. Agree 5. Strongly Agree

1 |2 |3 |4 |5

1 | I'rate my quality of life as very good

I am satisfied with my health

3 | I feel that physical pain prevents me from doing
what I need to do

4 | Ineed medical treatment to function in my daily
life

5 | I do not enjoy life as I am supposed to

6 | I feel that my life is meaningful

7 |1 am able to concentrate

8 | I feel safe in my daily life

9 | I am healthy in my physical environment

10 | I have enough energy for everyday life

11 | T am able to accept my bodily appearance

12 | I have enough money to meet my needs

13 | Information that I need in my day-to-day life are
readily available

14 | I have the opportunity for leisure activities

15 | I am able to get around well with others

16 | I am not satisfied with my sleep

17 | I am satisfied with my ability to perform my daily
living activities

18 | I am satisfied with my capacity for work

19 | I am satisfied with myself

20 | I am satisfied with my personal relationships

21 | I am satisfied with my sex life

22 | I am satisfied with the support I get from my
friends

23 | I am satisfied with the conditions of my living
place.’

24 | I am satisfied with my access to health services”

25 | I am satisfied with my mode of transportation

26 | I often have negative feelings, such as blue mood,
despair, anxiety, depression
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Depression Anxiety Stress Scale (DASS)

Please read each statement. Type 0, 1, 2 or 3 over the dotted lines to indicate
how much each statement applied to you over the past week. There are no right
or wrong answers. Do not spend too much time on any statement.

The rating scale:

0

1
2
3

Did not apply to me at all

Applied to me to some degree or some of the time

Applied to me to a considerable degree or a good part of the time
Applied to me very much or most of the time

—

I felt that life was meaningless

2 | I felt I wasn't worth much as a person

3 | I was unable to become enthusiastic about
anything

4 | 1 felt that I had nothing to look forward to

5 | I felt down-hearted and blue

6 | I felt that I was rather touchy

7 | I'found it difficult to work up the initiative to do
things

8 | [ couldn't seem to experience any positive feeling
at all

9 | I was intolerant of anything that kept me from
getting on with what I was doing

10 | I felt I was close to panic

11 | I found it hard to unwind

12 | I found it difficult to relax

13 | I found myself getting agitated

14 | 1 felt that I was using a lot of nervous energy

15 | I was worried about situations in which I might
panic and make a fool of myself

16 | I was aware of dryness of my mouth

17 | I tended to over-react to situations

18 | I was aware of the action of my heart in the

VALID UNTIL
12 NOV 2016
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