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ABSTRACT

Cerebr al Pal sy (CP) is a disorder that affec

life span. Itis often accompanied by disturbances of sensation, perception, cognition, and
communicatiorbehaviars as well as msculoskeletal problems that lead to activity limitation
and participationrestrictions Rehabilitationis recommended in the management and
improvement of functions, promotingdependenein CP cases. However, CP management
brings about different experiees and challenges to chith and families affectety the
condition The aim of this study wato explore the experiences of parents regarding
rehabilitation of their children with CP in Khayelitsha Townsl@ape Town, South Africa.
The objectivesof this study werdo explore the positive and negative experierafggarents

of children with CP encounted in rehabilitation managementand explore their coping
strategiesPermission to conduct the study vedtainedfirom all relevant stakeholders andl al
ethics were observe@he study was conducted at Site &d NolungileCHC in Khayelitsha.

The researcherused an explative qualitative study degp an approach that seeks to
understand social challenges of individuals and groups that experience arcamubl@m
Purposefulsamplingtechniquewas used to recruit participantSemistructuredinterview
guideand probes were utilized for interviewlhe intervieve wereconducted by aesearch
assistant due tilve languagéarrier,interviews wereaudiotapedand dataverecollected until
saturationwas reachedDataweretranscribed verbatiptranslated fronisi Xhosato English,
coded andanalysed using thematiaccontent analysis. The researcher applied the process of
confirmability, transferability andredibility. The results showeddhparentshad experienced
both negative and positive challenges. Negative challengelsided socioeconomic
emotional, marital, wrong and delayedignosisand lack ofhope andsupport structures.
Positive challenges atuded rehabilitation and family support. The parents coping strategies

included sharing groups and seibtivation.
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OUTLINE OF THE THESIS

Chapter oneis a general description of Cerebral Palsy that includes the definition and its
contribution to physical disability. It further contextuabzéhe importance of this study,

problem statement, the significance of the study and the aims, obgeatitree study.

Chapter two the literaturereview highlights all the essential issues that inform the current
study, prevalence, causes, diagnosis and management of Cerebral Raiterlthighlights
both the negative and positive experiences of parents regaetliabilitationand reviews the

perceptions on Cerebral Palsypsediatrics

Chapter three discusses the methodology used in this study that includes; study setting,
popuhtion and sampling, study design and instruments used, data collections methods and all
procedures utilized to complete this study. It further discusses the data analysis and the ethical

considerations in this study.

Chapter four presents a brief descriph of the main resultsf the studyand the discussion.
Thedemographic data and informationthe parents at the three CHC facilities, timeigative

and positive experiences and coping strategigardinghe rehabilitation management of their
children with CP.An interpretation of the current study is presented and compared with similar

studies as per the current reviewed literature.

Chapter Five summarizes the studindingsand presents conclusive information about the
study. It further discusses strengths of the study and ends with study limitations and
recommendations from the study. The chapter provides suggestions for further research in

this area of the current study.

viii



TABLE OF CONTENTS

....................................................................................................................................... i.
A B S T R A T e e ettt e e e et ettt e e et e et a—a e e e e eera e e aaeee I..
ACKNOWLEDGMENTS ..o e e e e e e e e e e e e e snnmmmees ii
ABBREVIATIONS .o eeeer e eree e e e e e e e emen e e e e ennes iii
APPENDICES . ... et eeee e e e e e e e rmen e e e e n e v
DEDICATIONS .ottt e ettt e et e e e e e etta e e e e e estmmmeesbsa e eaeeenes Vi
CHAPTER ONE ..ottt et et e e e e e ennmeeeatb e e eaeees 1
OO [ 1 o [F o3 1] o NPT PP PPURTPPPPPPRPP 1
I A = 7= T3 (o [ £ 11 [ T USRS 1
1.2 Problem Statement...........oooiiiiiieeee e e e e 6
1.3 Rationale of the StUAY.........ceiiiiiiiiiii e 7
1.4  ReSearch QUESHION.........uuuiiieii e ceee e e e e e e et reee s e e e e e e e e e e e e eeeeeeeenesnnnees 7
1.5 AIMS Of the STUAY.....ccooiii e 7
1.6 Objectives of the StUAY........cccoviiiiiii e 8.
1.7 DefiNitioN Of tEIMS.....oeiiiiiieeie e eeee e 8
CHAPTER TWO ..ttt eee e e ettt e e e e et et e s ennnr e e e e e eeanan s 10
LITERATURE REVIEW et eeeeas 10
P2 O B 11 (0 To W ox 1o o FON TSP PP PP TRTPPPR 10
2.2 Classification of Cerebral PalSy..........coooiiiiiiiiiiiemiiii et 10
2.1 Aetiology of Cerebral PalSy........ccoouiiiiiiiiiiiiiieeei e 11

iX



2.3 Clinical manifestation of Cerebral PalSy........cccccoiiiiiiiiiceciii e 12

2.4 Prevalence of Cerebral PalSy..........ccooiiiiiiiii e 13
2.5 Diagnosis of Cerebral PalSy........ccccooeeeiiiiiiiieeeie e 14
2.6  Management of Cerebral PalSy............cciiiiiiiiiicecicin e rteeen e 15
2.6.1 Rehabilitation ManagemenLt..............ooviiiiiiiiiee e 16
2.6.2 Role Of PNYSIOtNEIARY .. .uviiieiiiiiiiiiee e 19

2.7  EXPErienCes Of PArENLS.........coiiiiiiiiiiiitireee bbbt eeee e e e e e e eaeeeeas 21
2.7.1 Effects of CP onthe family...........oooiiiiiiiiiie e 23
2.7.2  Accepting, coping and adaptation..........cccoeeeeeeeeiieeciiiiii e 24
2.7.3 Psychological challenges.............oooouiiiiiiiiccceieeeee e 24
2.7.4 Sociali economic challenges............cvvviiiiiiiiieee e 25
2.7.5 Rehabilitation challenges.............cccuuiiiiiiiiee e 26
2.7.6 Poverty levels in SOUth AfTICa.......coouiiiiiiiiii e 27

P2 RS0 [ 1010 F= U/ PP 27
CHAPTER THREE ...t e e e e e 29
METHODOLOGY ..t e ettt e e nme ettt e e e e e e e et e e e e aneneeaeennanans 29
GO I [ 11 70T [0 T i (o] o U TP PP TP TRTRPP 29
3.1 RESEAICH SEHING. ... ..ttt 29
3.2  Research Methodology..........coouiriiiiiiiiiie e 30
3.3 RESEAICN DESIGIL. ittt ———— 31
3.4  Population and SamMPIiNG........coeeuiuiiiuiiie e 31



3.4. 1 Study POPUIBON ...t ee e e e e e e e e e 31

3.4.2  SAMPING frAME ... e e e e e e 31
3.4.3  SAMPIE SIZE..uuiiii it 32
3.4.5  EXCIUSION CIIEIIAL . .eeiiiiiiiiiiieie e eee ettt rmmne e 33

3.5 DaAta COIECHION. ....ceieiiiiiitiei e sceee et rmmee e e e e eemme e e 33
3.5 .1 PrOCEAUIE....cciiiiiie et e et e e e e e e e e seeeeee e 33
3.5.2  TrUSIWOITNINESS. ... ittt e e e e e e e 34

3.6 Focus Group DiSCUSSION (FGD).......uuuuuuiiiiiiiiiiiieeeiiiiieieieeee e 35
3.7 Data @NaAlYSIS.......cccoiiiiiiiiiiiii o a e e e rnan 36
3.8  Ethics CONSIAEIALION. .......ueiiiiiiiiiiiiiie et e e 37
3.9 SUMIMIATY....cceiieieieeee et e emrna e e e e e e e e e e e e e e e e ee s rmnneeeeeeeeeeeeennnnes 37
CHAPTER FOUR ...t eeee et e e et e eenna e e e e e eeananns 39
RESULTS AND DISCUSSION ... .ttt et eeeeaaan e e e eeeen 39
O I [ o1 (o To [V Tt i o] o PPN 39
4.1 Table 1 Themes and CateQOrieS........ieeiiieiie e ceeeiieie e eeeeeene e e e 39
4.2 Table 2: Demographic data details of Participants................c..cceeeeeeenn. . 40
4.2.1  SociocDemographic data of partiCipantS............cooooviiiiiicccee e 42

4.3 Theme 1: Negative experiences of the parentS..........cccceeeeivieeeeeeii e 46
4.3.1 Reactions of parents to CP diagnNOSIS. .......cccuiiiiiiiiiiieeciiiieeeeeeeeeeeeee 46
4.3.2 Emotional challenges.........coouuiiiiiiie e 48
4.3.3 SocioeconomicC ChallenNges...........coiii e 55

Xi



4.4 Theme 2 Positive experiences Of ParentS...........vvviiiiiiieemieeiiieeeeeee e 63

4.41 Rehabilitation SUPPOIL.........uuiiiiiiiiiiiiii e 63
o T 1] VRS0 o] o Lo o P 65

45 Theme 3 Coping strategies for the parents both positive and negative......67
4.5.1 Sharing groups and satfiotivation.................ccceeevviiiiieeei e 67
4.6. Theme 4 Lack of hope and SUpPpOrt StrUCIULES..........oooviiiiiicene s 68
A7 SUMIMAIY....ceeeieeiiinnenins s ameeses e e e e e e e e e e e s amaeaaa e s s e e e e e eeeeeeeeeeesssrnnneeeeeeeeeeeennnnnns 70
CHAPTER FIVE .. e eee et e et eneer e e e e e eaaa s 12
SUMMARY, CONCLUS ION, RECOMMENDATIONS AND LIMITATIONS ........... 12
5.0 INETOAUCTION ...ttt eer e e e e e e e e e n e e e e e s 72
S0 R U [ 1 0] 4T T PP PPPPPRRRY 424
5.2 CONCIUSION.....eiiiiiiiieee et e e eeerb b e e 73
5.3 Significance Of the STUY..........ccooiiiiiiiii e 73
5.5 FUMher RESEAICH..........uiiiiiiiii e 74
5.4 ReCOMMENALIONS. ........cvviiiiieiiiiiieeniee et seeeirne e e sinnee e e e smmee e L D
5.6 Limitations of the Study.........ccoouviiiiiiiiiiieeee e erveemr e L D
REFRENGCES ... et eeeee ettt e e e e ettt e e e s ameeeeeeeeatnn e eeeaenes 78

Xii



CHAPTER ONE
1.0 Introduction
This chapter inludesthe background of the study and aims at providaumtextual information
on the perception of parents regarding rehabilitation management of their children with
Cerebral Palsy. furtherpresentshe global experiences and challenges of parents of children
with Cerebral Palsy and the rehafation mangement. Tie problem statementesearch

guestions, aim and objectives of the gtade presented.

1.1 Background

According toPirani et al (2009)mostchildhood disability remains a challengedeveloped

ard developing countrie§.here is an increas# infants born with disabilities and CP cases
are on the rise further increasintetprevalencéMatthew, Dobbs, Nunley & Shoeoker,
2006). Cerebral Palsy is disabling condition familiato mostsocial and healttservice
professionals as well as members of the pubAccording to Baxet al (2006, Cerebral

Palsy isdefined asa group é non-progressiveoften changing motor impairment syndrome,
and also as disorder that fiects movement and posture thedtst hr oughout oneds
The writer further states thdti$ condition is often accompanied by disturbances of sensation,
perception, cognition, and communicatiaswell as musuloskeletal problems th#tadto
activity limitation (Bax, et al,2006).CerebralPalsy definition remains elusivbecause it is

not justa single diagnosis but an umbrella teused to describe the conditigédeldin,
Bazzono & Rotanawogsan, 2007). RosenbaBaneth, Leviton, Goldstein &ax (2006)
definesCerebralPalsy asa group of neurological disorders that appear in infancy or early
childhood and permanently affect body movement, muscle coordination, and balance.

Cerebral Palswffects the part of the brain that controls muscle movenuanising activity



limitations tha are attributed to neprogressive disturbances ttwatcurin developing foetal
or infant brain. The motor disorders©érebralPalsy are often accompanied by disturbances
of sensation, perception, cognition, communication, behaviour and by secondary

musculoskeletal problems.

The current estimated incidence of CP isi2( per 1000 live birthezorldwide (US Census
Bureau, 2004).rmpairad motor function is the climaaf CerebralPalsy. Many childrenhave
limitations in activities of daily life such amobility, dressing, feeding and bathing andy

also experience intellectual and sensory impairments. Other impairments secondary to CP
could include seiure, communi@tion, cognitive and perceptiowisorders Learning
difficulties andbehaviarral problemsare evident in most CP cag&aneth, 2006)According

to United Nations(2002) CerebralPalsy accounts for 80% of disabilities in developing
countries.In South Africa CP accounts for 6.7% of the population living with disabilities

(Census, 2011).

CPis known to have nourg however management of children with CP is very crucial to help
them gain functiosand promotendependene World Health OrganizatioGVHO) model of

health focusses on function and preventing secondary impairments imtriéasing the
development capacity of a child (WH@005). WHO(2005)furtherrecommendshe use of
adaptive equipment e.g. walking aids, wheelchairs, sitting chairs, standing frames and many
othersto enhancéndependence in children with CP. The Unik&gtions conventioon human

rights (2006) recognises the rights of children living with disabilities, advocates and promotes
human rights and inclusion across all board in all sectors of the society including political,
cultural, religious, and economictags According toRosdaum (2003) arents of children

with CP undergo challenge$ managingadaptingand adjustingtd hei r chi | dr ends
thereforerehabilitation of children with CP requires approach not limited to motor disorders

but to includea developmentabrientatedapproach that takes into consideratfanctional



assets. The writer further stathatpreventing secondary disabilitiggpmoting compensatory
adapationsand pmciples of rehabilitation ar@ distinguishedconcept bt interrelatedin
practice in the rehabilitation management prodésssuccessfuhanagement of GRhe team
should beof interdisciplinary approach (Mphy, 2003) Thisteam mayconsistof the family
membersrehabilitation specialist and otheontributing professionals who hatedevelopa
clear understanding of attainalgiaals. Early intervention promotes easy family adaptation and

hdpsto attaindevelopment goals the writer further states.

According to Rosenbaun2@03) parentalvalues andjoals can form aimportant component
of the managenm¢ programme for their chiten with disabilitiesThe writer further suggests
thatmanagement goals should be a combined dffetiween parents and health carevters.
Developmental perspectivespdrents galong withtreatment and recommended goals which
have so far been proven todféicient and efective, hewriter further statesParents will likely
follow the recommendatiasm and treatment goals and needs of their children with CP.
Accordingto Becher 2005) CP is a long term conditiothat brings alonghallenges that
parents and families nedd resolve throughout their livesence theneed fora continued
relationship betweethe parents anghrofessionals as well as trusted counseltesponsible
for the management process of children with CP.

The main challenge facing pmants with children with CP istriking a balance between
managing their children and other activities of their daily livessome cases;aring for
children with disbilities can affect botphysical health and the psychological wading of

the parents and hawa® impact on familyncome, siblingcoping and acceptancadjustment
andfamily functionality (Shillitoe & Christie, 1990). Health oca systems are leaningwards
community and hombased settingsvhich in turn increasdieburden of care to parents and
caregivers(Talley & Crews 20079). Accord ng t o Go nrCaera,Newtan & &drtleya

(2010) the task otaring for a child witldisablities exposes the parents to complex challenges.



Parents of children ith CP experience varuschallenges which maiynclude psychological,
socioeconomiand environmental challenges. Other aradjesnay include marital prdems,
lack of hope and suppaostructuregegarding children with CP and delays or misdiagnosis of
the condition of CP on the children (Borst, 2010; Tonga & Dud#d8?2 Evidencesuggest
that caring for children with disabilities such @srebralPalsy, can lead to psychological
distress (Reschet al, 2010; Plant & Sanders, 20@% Yurtsever 2007. For instance,
depression, stress and anxiety have been indicated as some of the psychological problems
experienced by the parents of children with disabilities (Edward, 2B&83ntinghildren with
disabilitiesis ademanding taslwhich requires a significant amountf time. It can disrupt the
social relationshipsf familiesand affect thee h a nc e s  erploymantBorstt 2DH0;
Brannen & Heflinger, 2006)n a similar way, parentakingcare of children with diabilities
are at risk of physical health challendé&slley & Crews, 2007). Other effes of caregiving
may include distress thaffects thegenerahealth of parents. Distress is oftassociated with
lack of sleep, poor dietary habitgsky health habits, angedentary lifestyles (Ones, Yilmaz &
Centinkaya, 2007).

The socioeconmic challenges arislom poor support structureBarents have no support in
terms of caring fottheir chidren with CP and have difficulties enrollirtgeir children in
regular daycare centers as mosttbkese centers are not willing to accommoddiren with
disabilities, thus one parent especially thelmeomay becompelled to quit her job to take care
of thar child (Thyn, et al, 1999). Some a&tie parents have poor educational backgds which
limits their chances of being employed leading to difficultiefiniances and resources (Parish
et al, 2008). According to Eker &Tuzar{2004 mobility is the ability to move safely and
independeny and constitutes a fundamental part of activities of dailydffaumanbeings
however, most of thenothers of children with CP fachallenge®ften associated with a lack

of environmental receptivityCP lead$o neurological consegences thatesultin alimitation



of mobility leadingto dependencyn the performanceof activities of daily living in some
children (Pda & Shumwaycook, 1998). Achitectural structuresithin the built and notbuilt
environmentdn most cases are not conducive foobility of CP children, especially those
using assistive devices (Verbrugge & Jette, 2004).

Another challenge faced by thargnts of childrerwith CP could bemarital relationships.
Marital challenges are on the ridae to both parents not meeting their marital obligations as
expected (United Nations Development Plan (UNDP), 2007@. parents need extra time for
their children with disabilities and are socially withdrawn often not hagmgugh time for
themselves, ther siblings or their spouses (Ermon, 2003; Lawton, 200MMoreover, @rents

of children with CP have little or no support from Government due to tdcgood
implementingpdicies for childhood disabilitiegCamerot & Tveit, 2011; Flem & Keller,
2001). Another challenge ithe safetyof thechildren Most parents neglect their children and
expose them to abe by relatives andheighbarrs. The children are exposed to harsh
psychological and physical abuse (Paulucci & Violag@®4; Grocan, 2000).

Management of children with CP requires an interdisciplinary approach that includes
physiotherapistsoccupational therapist, speech therapists, orthotic experts, medical team and
social workergPatel, 2004). Physiotherapist work on the improvement of joint range, muscle
strengthening, balance training to promote activities and préwegher disabilities (Signhi
2004). Parentseed support from the rehabilitation teaand require their corpation and
collaboration for a successfuhanagement of children with CPPhysiotherapistpromote
child-parent interaction programs that parents at theente of the rehailitation process,
guiding and promoting theresponse in the understandinglofe i r ¢ heedshlkhaear,0 s

and interest¢Novac, Cusik & Lannin, 2009).



1.2 Problem statement

CerebraPalsyhas been classified #'e most common sourceahildhood physical disability

and known to affect differerppeople all over the worlénd the number keepsicreasiny
annually(Erkin, 2008) CP diagnosis ia very devastating and traumatic experience to parents
and can destroy a family set uphe newsis shocking and often devastating espi#¢ when

not properly communicated an individual concernedften lead$o untold pain and suffering

to theentirefamily. In African family set upthere are also a lot of cultural bes@nd people

have all kinds of theories justifying whyne hasa child with CP or any othedisabing
condition for that matter. The parents and family face a lgtigma which increases the
challengesn acceptingcopingandadjusting to accommodate and care for children with CP.
Psychologically parents are affected af@milies need to adjustnd cope with the situation.

They face an increasetineburdenof care that leads to an increase in parental stress and brings
about depressive symptoms and decreased psychologicabeisd as well as anxiety
disorders. Caring for a child with special ngqubses challenges that include economical as
thesechildrenneed extra care, special diets, an extra care givere both parents are working
specialised devices areuipment Children with CP are often dong termmedication and

have to go through rehabilitatiggrocesss to assist them to achiethee delayednilestones.

They go through grief ithe process ddiccepting the disability status of their children and the
burden of health care (Whittingham, 201M)hen mothers givbirth to their children they get

news about complications that they expeced during birth and subsequent information that
their children have a disability, they experience sadness, shock, and confusion. Parents are
oftenr ef erred to tertiary chil dameltodenfimmihes pi t al
diagnosis.These paresttend to have many unanswered questions and have difficulties
adapting to the situation hence it is important that coping strategies are developed to help

parents of kildren with CPmanage their situation.



1.3 Rationale ofthe study

The motivation fotthis study waslue to the fact that thesearchehas a child withCerebral

Palsy and hefamily went through challenges in accepting, adjustgptingand coping with

the r chi |l ddmseresaorncdhietri oanl.s o0 wor k e dospaitalin lBisakat Cur e
Zambia and came across parents who had varied experiences in the rehabilitation process of
their children with CP. The gaps identified weh negative and positivahallenges parents

faced, coping mechanism, emotional stress, andtainabilityof the rehabilitation program,
economic hardships and regular attendambe. rehabilitation processes are tailored to meet

the needs of the children while the parents who bear the biggest burden of care are left
unattendedln South Africa children with disabilities are referred to different health care
institutions fo the management of their disabilitieSome parents get referred to community
health careentes where they get follow up rehabilitation services their childrenwith CP.

The transition of being referred from tertiary institutions to community healtlies might

have its own challengeahue to the difference in management styldgere islessliterature to
provethata similarkind of study has been condadtin Cape Tow, South Africa, Bnce this
motivated the researcher tonduct this study focusing on experiences of parents regarding
rehabilitation of their CP children in Khayelitsha Community He@khtesin Cape Town in

South Africa.

1.4 Research Question
What are the experiences of parents on rehabilitation of their childrerCesigbralPalsy in

KhayelitshaCape Town?

1.5 Aims of the study
To explore the experiences of parents regarding rehabilitation of their children with Cerebral

Palsy in Khayelitsh.



1.6 Objectives of the study
1. To explore the positive experiences of parents regarding rehabilitation of their children

with CP in Khayelitsha.

2. To explore the negative challenges parents of CP children are facing regarding

rehabilitation of thi children in Khayelitsha
3. To explore the coping strategies of parentstlidren with CP in Khayelitsha.

1.7 Definition of terms
In this study entitled Parents experiences on rehabilitation of their children with Cerebral Palsy

in Khayelitsha, Cap&own the terminologies utilized are defined below.
Cerebral Palsy

Cerebral Palsy is a group of nrprogressive but often changing motor impairment syndrome,

a disorder that affects movement and postur e
2005).

Challenges

This term refers to a situation one is facing and requires great mental or physical effort to

overcome (Online dictionary 201@)isability

This an umbrella term defining activity limitation, participation restriction, impairments caused

by an injury or disease influenced by both personal and environmental factors (WHO 2001).
Discrimination

This term refers to treating people differently or bias against a person due to their circumstances

or conditions (Online dictionary 2016).

Experience



This is a general concept that combines skills and knowledge gained through involvement or
exposure to a specific activity or an event and may be positive or negative (The Picker Institute,

2008).

Health Care Professionals

In this stdy, thetermb Heal t h Car&@ MPefodressional b categor
who are involved inhe managementf Cerebral Palsy at the health care faciliti&scording

to online dictionaryZ016) health care professionals are individuals who provide, prieeent

curative, promotional, rehabilitativeedth care services in a systematic way to people, families

and communitiesTheseinclude orthopaedic surgeons, neuro surgeansgdical doctors,
physiotherapists, occupational therapist, speech therapistsetiousn and other community

health workers.

Rehabilitation

Refersto all actions and activities geared towards minimizing the influence of disability to an
individual, facilitating social inclusions, independence, and improvrggquality of life.
Rehalilitation may include programs to-establish functions, reduce functional restriction and

improve functionWorld Health Organization, 2002)



CHAPTER TWO

LITERATURE REVIEW

2.0 Introduction

This literature review seeks to expand on the positiveragative experiences of parents
regarding rehabilitation of their children with Cerebral Palsy. Studies drawn international and
local will be used to support the arguments on the challenges and experiences facing the parents

of CP and an evaluation of thehabilitation process.

2.2 Classification of Cerebral Palsy

Classification of CP is done according to the nature and type of motor disorder. According to
Krigger (2005) the main type of CP is spastic that accounts for 80% and 20% between ataxia
and athtoid. Spastic CP presents with increased deep tendon reflexes, tremors, muscular
weakness, musculaypertonicity, toe walking and scissor gait (Ashyvet al, &2004).

According to Flett2003) dysfunction of spastic CP includes neuromuscular,

musculoskeletal problems and abnormal movement patterns. There is evidence of
neuromuscular problems, spasticity, dystonia, lack of coordination, loss of motor control and
muscle weakness. Spastic CP mesti$ in hemiplegia, triplegia, monoplegia, diplegia, and
guadriplegia. According to Bass (1999), ataxia is a rare type of CP estimated to-afié6t 5

of all CP cases. This type impairs coordination and balance. It presents with a wide base gait
and tremas, decreased muscle tone, inability to maintain stable postural position, head and
neck muscle weakness (Taylor, 2005). Athetoid accounts f86%of CP cases. It is
characterized by slow writhing facial and all limbs movements but absent during sleep
(Taylor, 2005). The tone fluctuates constantly between spasticity and flaccidity making

positioning and postural control difficult.



According to National Council for Persons with Physical Disabilities in South Africa
(NCBDDD), the most common type of CP 8outh Africa is spastic, it accounts for o4

ataxia 13.5%, athetoid CP/band mixed CP accounts for 5%

2.1 Aetiology of Cerebral Palsy

The aetiology of CP is diverse, but the major causes may include congenital, genetic,
inflammatory traumatic and nabolic. According to Shankar & Munduku@06) 75% to

80% cases are due to prenatal injury and 20% due to birth trauma. These are common especially
where mothers are notlecated on thdelivery process, henaéis important for both parents

to have prenatal classes for information about growth and development of the foetus and be
educated on possible dangers that they may be exposed to during this period. Premature births
and low birth weights increase riskf CP as well aa decreasén gestational age and birth
weight.

CP causes may remain unknown but there are certain factors that may predispose the incidents
and occurrences. Some of the factors may include asphyxia or distress, premature births and
new born babies that do not cry immediately after birth (Komamjtis & Shilt, 2004).
According to Lynch, Turner & Godwir20Q07) prolonged use of recreational drugs by pregnant
mothers may lead to damage of the central nervous and circulatom efttee betus thereby
predisposinghem to CP. Premature births occur as a result of timing and body mass weight of
the new born babies. Those that haverth weight below 1500g are more predisposed to CP

as compared to the ones born with 20009 birth weightreoré (Nelson & Chang, 2008). The

writer further states that maternal cigarette smoking is a known factor that leads to lew birth
weight and may contribute to CP occurrences. However, Rosenbaum, Paneth & Levington
(2007) states that the given factors do metessarily translate to CP and further argues that
even among thprematuréy born babies have less tharf®@hance of developing CP. There

are other factors that are known to lead to CP like obstructed labour, prolapsed cord, and brain



malfunctons. Acording to Stanleyet al (2000)post neonatal challenges are often associated
with injuries and accident and cerebrovascular accidents after surgery and other diseases e.g.
malaria and mengitis. According to Croenet al, 001) congenital brain andortical
malfunctions that occur during thé' &and 29 trimester of pregnancy often leads to central
nervous and brain malfunctions. In a study done in Bosnia, Hegosvinia by Karabeg (2015) in
Una Santa Hospital showed that 36 out of 56 children bornaeitth strangulation presented

with different disabilities among them Cerebral Palsy. In South Africa, the incidents of CP are
very high although there is no formedgistefstatisticsavailable. However, a projeetas
undertakerby Couper (2002) in Kw&ulu Natal reported that 10 out of 1000 children under
the age of 10 years had Cerebral Palsy. World Health Organisation (WHO, 2005) report
indicates that out of 18 million children in South Africa%d@re diagnosed with significant

neurogenic disabilities.

2.3 Clinical manifestation of Cerebral Palsy
According to Thorogood (2001) classification of CP is mainly motor characteristic and the
pattern of limb movement§lassification of CP provides nature of disability, severity
details of the individual, anidiforms health care providers of the services and needs of an
individual. It allows for comparison of different CP individuals in different places and
monitors progress of these individuals (Bakal,2004).CP has two major divisions,
extrapyramidal and pyramidal. Pyramidal als@mwnas Spastic occurs due to damage to
the corticospinal pathways or upper mateurolesion and accounts foO% to 8@%6 of all
CP cases. Spastic CP leads to cognitive impairmeigased muscle tone, hyperreflexia
and persistent primitive reflexes (Thorogood, 2001). Extrapyramidal type of CP is damage
to the nerve cells in the basal ganglia or the cerebellum and it presents with abnormal tone
regulation and postural controlaado or di nati on chall engebds and

Athetoid and Ataxia (Dorman & Pelligid998). Athetoid accounts for 15% to%(Cand



dystonia accounting for% of all CP cases (Rosenbaum, 2003). This is further categorized
into motor characteristic tat incluces spastic, hypotoniathetoniadystonic and ataxia and

limb pattern includes monoplegia, hemiplegia, diplegia, and tetraplegia and quadriplegia.

CP term may be used to describe a variety of motor and neurological disorders that can range
from an individual with a single limbmpairment toa wheel chair bound individual unable to
perform activities of daily life such as bathing, feeding self, and dressing (Brehaut et al, 2004;
Eunson, 2012). Children with CP usually present with other impatswehich interfere with

their daily lives functions which may cause them activity restriction and limitations more than
the motor impairments usually associated with CP (B#»al, 2005). Other abnormalities
associated with CP could be intellectual immpents whichaccountfor two-thirds of CP
patients, and epipsy which is common in about &of the CP children, severity varigem

child to child (Ashwa] et al, 2004). There are other conditions like hyperactive disorder,
learning difficulties, mental disorders, attention deficiencies present in CP children (Krigger,
2005). Neurological problems such as abnormal sensations, impaired hearing, hydrocephaly,
swallowing difficulties, constipation have also been reported (Taylor, 2005). CP predisposes
to conditions such as oral and dental decay, scoliosis, respiration infections and hip dislocation
(Smith & Kurian, 2012).Co-pathologies in CP are common thougbt mall of them are

associated with specific brain injury, but are linked to neurological dysfunction (Taylor, 2005).

2.4 Prevalence of Cerebral Palsy

World Health Organization (2003) estimated tha% and 10%of the population live with
disabilities in developing and developedrld respectively. Approximately 12% of children

aged between-B7 yearsare living with disabilities(Rogers & Avery, 1997) Another
estimated.6 million children in the year 2000 wdreing with disabilities in the World (US

Census Bureau, 2010). &mnewsletter published idyne2 014) from t he HANat.

for Persons with Physical Disabilities in South Africa, (NCPPDSA), children living with CP



come from rural, poor areas @outh Africa and underserved and neglected groups.
NCPPDSA, (2014) rates global incidents of CP between 0.2% and 0.3% and differ between
developed and developing countries. Studies from South African have Bigiwincidents of

CP between 1% and®@ It is estimated that in Western nations, the prevalence of CP ranges
from 1.5 to 2.5 per 1000 live births with minimal variations among these countries (Paneth,
2006). It is also estimated thaut of thehalf a billion people are living with disabilities
worldwide, 80%arefrom developing countries (United Nations, 2002). South Africa has 6.7
Million children living with CP (Census, March 2013Jhe prevalence of disabilities in
children appear higher thdor adults which further suggest that the 2001 census and the 2009
community survey under estimated theevalencesof children with disabilities in South
Africa. Hence, available statistics show that 28% of children aged between 0 to 4 years, living
with disabilities reside mostly itow-incomeset ups (Smith, 2000). According to Statistics
South Africa (SA,2003) the total population for children below 8 years is 17 million
translating to about 1 million children living with disabilities.

2.5 Diagnosisof Cerebral Palsy

CP diagnosis is a complex process, it takes time and there are no neonatal tests that can be done
to confirm or rule out this condition (Sankar & Mundkg005). The writer further statés
severecases of CP, diagnosis can be made sdtan birth while in mildcaseghe diagnosis

can take up to the first 2 years of the child life. In children with mild CP, diagnosis can only be
done after 3 to 5 years of their birth when their brain is fully developed éax 2005)An

early andimely diagnosis combined with management of CP is very crucial and it impacts the
progress of the child greatly. However, a systematic approach of maternal, obstetric, prenatal
and postnatal history is required as well as evidence of delayed devetapmiestones
accompanied bythorough neurological tests, examinations and observations (S&nkar

Mukundur 2005). There may lzeneedfor repeated tests and examinations and observations



over a period of time to confirm the diagnosis the writer further sigdgarents of children

with CP are often relieved when they are giwethiagnosisof their children and have some

hope and expectations as they begin treatment and rehabilitation process for their children
(George et al, 2007)However Graungaard &kov (2006) argues that CP diagnosis brings
about new concerns and fears rather than certainty among parents of children with CP.
Misdiagnosis of CP can be dangerous as it can lead to wrong treatment and interventions that

may not be necessary exposing garents to different challenges that they were not prepared

for causing them confusion in understanding
2006).

When parents are informed of their chil dos
(Hattonet al , 2003). Parent 0s shecliswusuallpthefisstar y but
reaction expected as all the parentso6é desir

child (Skov 2006; Ho & keiley, 2003). Some parerdtso experience anger, danguilt,
unpredictable future and fear of the unknown (Geagal, 2007). Other emotional

reactions for the parents may be applicable to other illnesses and disabilities and may be
cross cultural and could be equated with the experience of moumgnggwing for a loved

one (Huang, Ursula, Kellet & St John, 2010).

2.6 Management of Cerebral Palsy

Cerebral Palsy cannot be treated but can be managed and use of interventions can help

improve participation, integrations back to society, functionaitedsiland quality of life. The

most successful management approach of CP is one that uses interdisciplinary approach

drawing different expertise from various disciplines, family focus, and early intervention

strategies (Liptack, 2005). A modern team apgpinagives focus to a total patient

development as opposedtteimprovemenb f si ngl e patientds presen

(O06Conor , 2009). Treatment programs include



assistive technology and devices can leglus promote independence, improve the quality
of life, and promote inclusion and participation in the society (Michaud, 2009). Such
interventions can be made inclusive to involve the whole family (Kearney & Griffins, 2001).
Rehabilitation is designed tmprove the quality of life, improve adaptations, and increase

participation of children with disabilities (Abdigoul & Gumuccii, 2000).

2.6.1 Rehabilitation Management

Rehabilitation management of CRncludes occupational therapy, physiotherapy, speech
therapy, assistive devices and use of orthosis, corrective surgeries and medication (Kerem,
2009). The writer further states that recreational activities combined with comprehensive
rehabilitationresults intathe improvementf the quality of life of children with CRndtheir
families. Children with CP and their parents or caregivers benefit from family support, parental
education, promotion of developmental and motor skills, interactions and supply resources
(Mayston, 2005) They may also benefit from individual home programs and activities
necessary to further improve the childds con
motor skills which aims to improve mobility functions thatlude walking, positioning,
balence, posture control and seating with or without assistive devices (Kerem, 2009). Surgical
interventionsare recommendedo preventsecondary disabilitiesmprove alreadyexisting
milestonesndpromotefurther gains (Mayston, 20098 urgical interventiosnin Cerebral Palsy

may be necessary. A common surgical intervention widely used in CP management is dorsal
rhizotomy that helps to reduce spasticity (Hordkinson 2001).

Nasogastric feeding tubes grart of the rehabilitation management of CP childrereyTdre

mainly used to manage children presenting with secondary conditions such as precipitation
hypoxemia, severe vomiting temporomandibular joint contractures and pneumonia (Butler &

O6bDonnel, 2003) .



Botulinum A (Botox)is a toxin based injection treaémt with a formul&ion of botulinum that
producesa protein that blocks the release of acetylcholine that relaxes the muscle and
administered through ultrasound guide (Nelson, 2008).injection is used in conjunction

with physiotherapy to assist withafspastic limbs for CP childreStudies have shown that it

helps reduce spasticity although it may have many side effects that are not clearly investigated
(Krigger, 2006). Botox botulinum an intramuscular injection and bilateral tendon releases done
surgcally are widely used ithemanagemendf CP to improve function and increase mobility

(Nelson, 2003).

Occupational, speech and language therapy are other interventions used in Cerebral Palsy
managementhildren presenting witthe spasticdype of CP andlyskinesia often suffer from
complications such as drooling, dysphagia and dysarthria. Acco&tihigug, Marchina, &

Norton, (2009kpeech therapy improves swallowing and stimulates speech which in turn helps
reduce feeding difficulties wbth are common in some children with CBombinedwith
physiotherapy, occupational therapy helps promotkependene and assist in improving
functions such as independent sitting, walking, and genergbesaéptions (Hayes, Lukas, &

Schoendorf, 2008).

World Health Organization (WHO) model of international classification of disability and

health (ICF) states that use of assistive devites| ps t o change the di
perspectiveimproves their ability to perform tasksid helps in improving thesiety attitude

towards that individual and facilitates inclusion (Hsu, Micheal & Fisk, 2008). Use of assistive
devices often helps to facilitate function, compensates for impairments, manipulate and control

the surrounding environment, increase indepeoel@md increase the ability to participate in
activities. Orthoses devices are important in early stages of Cerebral Palsy rehabilitation

management. Theskevicesassist with the stability of the body. They can reduce the physical



disability which impairsmobility andimproves gait and allows participation in activities of
daily life.

Splinting and castindelp to reduce muscle tone, improve joint rang®sitioning and
specifically help to prevertheformationof contractures. This is done bhyhysiotherapisto

help correct, improvand prevent secondary disabilites well as maintain joint range.

Family centred approach is derived from Rogers (1940s) and is considered the best approach
in early intervention of paediatrics rehabilitation iorf@munity Based Rehabilitation (CBR),
Clinics and Hospitals and iscreasinty beingadoptedin many countries including North
America, Asia and Australia (King, 2004). This approach is built on three principles, parents
want the best for their childrergrhilies are unique and different and optimal functioning in a
child occurs in a supportive family and community set up and acknowldudgjegportanceof

family (King, 2004) Bailey, Raspa, &ox (2012)states that Family Centred Approach (FCA)
utilises ajpropriate approaches thatludeset of value and attitudes. Therefore, rehabilitation

of children withCPrequires a developmental oriented approach that is not limited to the care
of motor disorders only but takes advantage of functional assets. Rosenbaum (2003) states that
parental values and goals should form an important component of the managementrpeogra

for their children. The result of this approach in broad terms enhdheegiality of life
enhances community participation of children with CP and goes beyond just the emotional,

cognitive and social physical functionality of these children (Kingd200

According to Health Care of Western Cape (2030) patient centred approach care includes the
perception of the patient instead of processes in an organisational structure. This approach
advocates for patients to be treated with dignity and respeendistto and provided with
informationon their individual understanding and empowered to make informed choices and
determine their treatment options. It further states that clinical staff manages their patients

holistically by broadening personal care, figrand community context considering their socio



economic status and addressing the patients concerns. This approach helps bailds up
relationshipof trust, increased compliance, improvks quality of care and brings out better

health outcomes (Weste@ape 2030).

2.6.2 Role of Physiotherapy

Physiotherapy plays a key roletemanagemermt f Cer ebr al Pal sy. |t
and focusses on functional movements (Rosenbainal, 2007). Physiotherapy utilises
physical approach in maintenanamed restoration of psychological social and physical-well
being of children with CP (Bavet al, 2005). Physiotherapy improves overall joint range of
motion, improves muscle strength, and endurance, prevents secondary deformities, stimulates
sensory orgasthereby improving the welleing of children with CP (Patel, 2005). This is an
important service in supporting families living with children with disabilities and empowers
the family members in managing their daily lives and caring for their family melwbey

with a disability. Physiotherapy can be incorporated in many aspects to be effective in
managemenbf children with CP. The recommended approach is multidisciplinary team

approach that has clear evidence based studies (Backheit, 2004).

2.6.3 Rehabilitation in South Africa

South Africa is a developing country with more or less the same approach of Cerebral Palsy
management as many of the African countries. The services are offered through
multidisciplinaryteam approach. The team mainly cors@s of physiotherapists,

occupational therapists, speech therapist, neuro surgeons, orthopaedic surgeons,
psychologists, and paediatrician and other health care professionals. According to Levin
(2005) this approach brings together different membeth®frehabilitation team who work
together for the benefit of the patient. The team memberssgrecialisin different areas

addressing the different needs of the child with CP, but all promoting théeef of the

N



child. This team of professional wom conjunction with the child family taking into

considerations their concerns and priorities in the rehabilitation process. This approach has
proven to be effective as it addresses¢theat i ent s6 needs holisticall
(2005) rehabiltation team members should come up with strategies that can help the children
attain potentiaindependeneboth at home and at the community level. The rehabilitation

influence should not be restrictedto temte, but extended tchoot he chi

environment.

In most developing countries as well as in South Africa, patient centred approach is used to
manage CP cases, according to health care (2030) of Western Cape patient care which includes
the perception instead of processes in an organisational structisr@pphoach advocates for
patients to be treated with dignity, respect, to be listened to and provided with inforomation

their individual understanding and empowered to make informed choices tanchide their

treatment options, however not all rehdhtion service have adopted the abapproach.

In family centred approach, therapist work with caregivers and parents to provide
environmental support by establishing support groups in the communities (McConachie, 2000).
South Africa is more advanced aswpared to other African countries in the management of
disabilities. According to Micheal & Ray (2008) the country has advanced technology in
equi pment 6s such as voice output communicat:.
arotherstate oftheant e habi | it ati ve equi pmentds in their
help in promoting functionality and independence of the patients thereby improving their
quality of life and reduces dependability on their families for basic function. This ousg b

the patientds confidence and i mprove soci al

general participation in other life activities.



2.7 Experiences of parents

Caring for children with disabilities at home can be very stressful and difficult as society

expects these children to be cared for by their parents at home rather than in rehabilitation
institutions (Chan & Sigafoos, 2001). The writer further statesniimatiring children with

CP within home environment takes a major toll on the parents and may also have functional
limitations to the children and impact on their quality of their life. A lo¢miphasiss given

to the quality of life and care for childrewith CP but less attention is given to the weding

of the parents. Brenahut (2004) states that parents of children with CP reported emotional
distress, welbeing, physical, emotional, health, marital stresseammhomicstress. The
severityofachil@ s di sability may determine the | evel

& sloper, 1992).

Parents of children with CP experience shock
condition, followed by denial, anger, guilt, indecision, shame, depresdiore bleey finally

begin to accept and adapt to their status (Abdoglu & Gumuscu, Kearney & Grifin, 2001).

These mixed emotions and reactions often require professional handling and support. Parents

of children with disabilities often report feeling isolatémzhely and depressed and not able to

cope with their dayo-day challenges, and may have limited access to support services, such

as peer support groups, counselling services and social networks (Mccubbin & Mccubbin,

2014).

When parents receivediagnsisof t heir chil drenés disability
catastrophic (Hatton, 2003). Evepgirentdesireto have a healthy and normal child, hence

the shock reaction (Georget al, 2007)Having a child with a disability often translates to
parentsshater ed dreams of their ¢6éideal &6 child, th
loved one (Schmitke & Schlomann, 2008hock and disbelief is a commonly expected

initial reaction after a CP diagnosis accompanied by crying moments, feelings of hedessne



and lack of responsé a study by Ozsenol (2003) in Turkey, parents frequently experienced
shock, disappointment, helplessness and hopelessness after receiving news of their children
diagnogdwith CP. Families suffer emotionally in the processokapct i ng t heir chi
disabilityand experience depressive symptoms due to lack of strength to face the huge
responsibility that comes with caring for a child with a disability and other related challenges

(Abidoglu & Gumuscu, 2000; Wittert, 2002).

Denialis a manifestation of early stages of grieving and rejection of the diagnosis that leaves

the parents seeking for a different or a better diagnosis for their children. It is viewed as a

defence mechanism meant to look for inner strength and will poveectpt and move on

and buying time to be able to handle the harsh reality that disability brings along (Abdoglu &
Gumuscu, 2007). Bargaining or o6fantasy think
disabilities where they bargain with God and mpkamises or bargaining with clinicians if

they can be assured of a significant i mprove
Gumuscu, 2007). Guilt is the theory that parents make up to justify the cause of their

chil drends di slhkelefitiatithe gisability is a foron wflpuhishment far past

mi stakes in their |ives and they feel they 6
disability (Schmitke& Schlomann, 2008tudies done have shown that most of the parents
feelresponsibledr t heir chil drends di swththddiagngsisas t he
as wel |l as other emotional <challenges (Foste

Owen, & FoleyEvans, 2005; Pelchat & Lefebvre, 2004).

Anger represents grieving andany parents of children with disabilities go through this
phase with some of them wishing tbe deathof their children so they can overcome their
present predicament and move on with their lives (Abidoglu & Gumuscu, 2003gr
contributes to lack ofaeptance of disability especially by parents, could be directed to

someone who is not necessarily the source of their problem or could be in terms of asking



guestions |i ke 6why usdé or sometimes directe
Gumuscu2000; Schmitke & Schlomann, 2002yhenmostparentgeceivenewsof their

chil dbés di atbeay basdlifSculties accepting the diagnosiBhey gothrough

momentsof anger, disappointment, and feeling of despair in the initial stages but managed to
overcome the challenges through psychological supantilies of children with ClRamily

have to make numerous adjustments to care for their child as well as agjusgeheral ways

of life to accommodate and make their child comfortable.

In South Africa, the government has a policy that is aimed at supporting and assisting parents
with children | iving with disabilitiaenst shoy. pr
These grants are meant to assist families in meeting the needs of their children with disabilities
but in most cases end up being the only source of income for the families and thus goes into
many other uses. NCPPDSA (2014) is aware of the fact#naig for children with CP is an
expensive venture due to their special needs that include special meals, visits rehabilitation
centres, special devices, medical care, disposable diapers, hiring of nannies and other additional
costs associated with cagirfor children with disabilitiesAccording to NCPPDSA2014)

parents of children with CP have ¢onterd with the challenges arising and provide cme

their childrendés activities of daily |ife. |
have shown that less than 30% of children whedrehabilitation end up accessing the service.

Despite the fact that rehabilitation services are offered for free many parents still experience
economic challenges and are not able to afford transport o@dtsrid rehabilitation sessions,

buy specialised equipment and devices for tbkildren,and provide decent meals and other
demands which arise in the process of rehabilitation.

2.7.1 Effects of CP on the family

The birth of a child with disabilities changes family functiont&soften accompanied bgn

unsuitable coping mechanism that leads to marital conflicts, family relationships and



professional relationships that lead to anxiety to families (Krstial,2012). When a child is

born and diagnosed with a disability, the parents have to make numerous adjustments in order

to provide appropriate care for their children (Ketelaar, 2008). Evidence available suggests that
there is a variation on how parentsaadrce gi ver s perceive their chi
al , 2004) . Whil e some parentdos perceptions
adapt and cope, some factors may contribute i.e. the number of siblings, occupation status of
parents, ath the age of the parents contribute and deterrthiedevel of parental stress

(Wiegner & Donders, 2000). Studies have shown that mothers and fathers have different levels

of stress with mothers exhibiting more parent related stress and fathers exbibldnglated

stress (Wanamaker & Glenwick, 1998). Siblings of children with disabilities may react in
different ways but mainly they show love, support, empathy, guilt, anger, embarrassments and
resentment, and some may require counselling to accepeaatuéto cope (Burke, 2004).

2.7.2 Accepting, coping and adaptation

Adaptation is not a single event but a multifactorial process that happens over time. At different
stages of life, parents with CP children will have specific questions, worries bsrthen of

care increases. Thereds need for professiona
to help identify the parental burdens, parental coping abilities and identify the risks of
adaptation challenges. There is need to scrutinise theliflaigxperiences of the parents as

they keep changing over time (Rentinekal, 2006).

2.7.3 Psychological challenges

Several studies have shown that parents with children with intellectual disabilities experience
higher levels of stresthan those ofnormaly developing children (Warfieldet al, 1999).

Caring for these children exposes the parents to stress and depression related symptoms as
compared to families with normal developing children (Hpateal, 1998). According to

Blacher & Hatton (2001)parental stress, their interpersonal relations and negative



neighbourhood may impact the rehabilitation process of their children with disabilities hence
the need to manage their stress levels and provide support structures for better functioning of

families with children with CP.

2.7.4 Sociali economic challenges

As it i's with all di sability cases, t hereds
children with CP especially in the African set up where people have justifisatind
explanation®f disabilities. Many aradvanced about how and why the child was born with
disabilities, the family face discrimination and are isolated in the communities often viewed as
a bad omen.Majority of the parentdiad an experience in this respect as sdntigecextended

family members believed that there was something they did wrong t@&bthat someone
hadcastan evil eye on their childence reasofor presenting wittchallenges thaCP brings
aboutoften suggesting traditional solutions as opposed to the recommended rehabilitation
management. The social aspects of parents and families are compromised siicedlobear

set out time for family interactions and themselves as a couple (Raala2005:Mutla et al,

2003).

According to Rosebaum2(03) Cerebral Palsy is a long term condition that requires a
continuing relationship between the parents and trusted professionals and counsellors tasked
with the management process (Becher, 20&vgry child comes with a burden of care,
education, and general support but a child with Cerebral Palsy brings along much more
challenges, often accompanied by loss of income in cases where one parent has to quit
employment to look after the chifdll time leading to loss of an income at a critical point
(Fujiura & Yamaki, 2000). Generally, parents with children with disabilities face an extra
burden of care especially in cases where long term and round the clock care is required and the
parents have to adf or have to hire a nanny to care for their children. In addition to this, the

children require physiotherapy servitesmedical care, special education centres, specialised



equi pment 6s e. g. wheel chairs, S peesimare s eat

comfortable and to help in milestone achievements. Families with children with CP often have
financial difficulties, most of them living below poverty levels and can meet bare minimum
requirements let alone care for a special needs child (B&iliMgcCubbin, 2001).

The stuationin South Africa is nodifferent. Disability is socially unacceptable and people
have traditional beliefs that disability is a form of punishment from angered ancestors to the
affected families (Levin, 2005). Societfiurs families living with disabilities, mock them treat

them as outcasts and avoid interactions with them. The writer further states that many families
have broken up due to having a child with disabilities. The mothers of CP children are accused
of causingt hei r childrenés disability by t-heir
economic status of the family plays a key role in increasing the incidents of CP since most of
the mothers cannot afford prenatal care and proper nutrition, clean running waitary sa
access and generally inaccessibility of health care (Levin, 2005).

2.7.5 Rehabilitation challenges

People living with disabilities have long term intellectual, sensory, mental and face barriers
that may hinder their full participation in the sogiéence the need for effective prevention
interventions, treatment and rehabilitation that includes cost reduction interventions (Tomlison,
2009). These are challenges arising often in terms of accessing rehabilitation centres. These
could be distance rakd or even affordability since not all centres provide free services and
sometimes parents live far from the centres. Transportation can alsthatleagesince most

of these families live in the densely populated areas and wheelchair access matele lim
Public transport in most African countries is not designed for people with special needs or even
wheel chair bound thereby becoming a great challenge. In a study conducted by Saloojee
(2006) in South Africa, it established that out of 92% of thieladm in need of physiotherapy,

only 26% got access to the services and out of the 85% in need of social grants, only 45% got



the funds. In the same study, parents repaatladtk of money, lack of awareness and right

knowledge and bureaucracy hinderedessco rehabilitative services.

2.7.6 Poverty levels in South Africa

A report by STATS SA (20II) indicate a drop in poverty rates but several reports indicate that
many people are still affected by poverty especially people leaving with disabilitiesoiitie S
African Constitutionguarantees children and adults leaving with disabilities the right to free
health care and basic educat@nd a dependency grand of R 1600 approximately (I&D)

for all children with disabilities under the age of 18 years but unfortunately this is not being
fully implemented due to lack of governments commitment (G. Saloojee, 2006). In a study by
Barratt & Penn (2009) in Nkomazi municipality of Mpumalangavmce of South Africa,
poverty predisposes neonatal to disabilities
health literacy, good nutrition which exposes them to diseases that leads to disabilities in their
children (Levin, 2000; Nutbeam, 200 Other factors include lack of clean water, good
schools, effective sanitation, housing conditions, accesedth vaccinations, adolescence

and childhood nurturing and adequate nutrition hence children from poor families are at a
higher risk acquirig disabilities and chronic health conditions thereby imposing a burden of

care on these families (Brorat et al, 2006; Hutcherson 1991).

2.8 Summary

Based onthe literaturereviewed therds evidence that parents of children with CP face
immensechallenges. Right frordiagnosisthe parents face challenges accepting, adjusting
and copingwith theirc h i | dconditio® and thideads them to experience anger, shock,
denial and depressiohlowe\er, with time, these parents leagd to acceptcope adapt and
moveon but other challenges come along such as psycholalyieab the increase of burden
of care for their children. Parents faced soe@nomicchallengesiueto the cultural beliefs

in the society they lived in and lack of sufficient income to take catieeaf childrenneeds.



Other challenges wemrehabilitation relateés the parents were not able to attend the clinics
regularly due tdack of transport and soetimes affordability. Poverty restricted the parents
from affording assistive devices that could have improved théiri | dconditod and

promote the delayed milestones.



CHAPTER THREE

METHODOLOGY

3.0 Introduction

In thischapterthe methodology athe study is describe@he researcher utilized agjitative
studymethodto explore the challenges experienced by thenpsuaf Khayelitsha, Cape Town

South Africa regarding the rehabilitation process of their children with Tk research

setting, study design, sampling method, inclusion and exclusion criteria, data collection
methods and analysis of the data are presented here. The conclusion of this chapter outlines the

ethical considerations in the study.

3.1 Research setting

This study was catucted aKhayelitsha, a township that hadaild-up of brick houses and
informal housing (saalled shack dwellings). It is described as an area that includes rapid
urbanisation of the population from rural areas with an increase of youtititjnavidespread
poverty, witha severe housing shortage (Johannes, 2002). Khayelitsha started when the
apartheidgovernment planned to move all Africdhngng near Cape Town city centre to areas
further away from the city and suburbs. Khayelitsha is located appatedy 26 kilometres

from Cape Town city centre with a rapid population growth. It is estimated that in Khayelitsha
the population increase is 8.5% perayeCensuq2009 estimated that Khayelitsha has
approximately 300,06G100,000 people. Thaopulation of tis area is mainly the youngban
dwellers Xhosaspeaking people. Khayelitsha area has one government owned district hospital
which was opened in 2012 witd B o u serviées. There ataree Community Health Centres

(CHCs), Site B, MichdeMapongwana, and Nolungile providing different services including



rehabilitation and some donor funded rehabilitation that support the needy especially children
with special needsThe CHCoffers a wide variety of services including, deng#rvices,
outpatient services,aidents and emergency units, HIV and AIDS clinics, well baby clinic,
rehabilitation services, maternity service complete with ar@4érvice to expectant mothers
These centres are government owned and managed by a medical offreztlofwith a
competent team of medical personnel in every departriiig.study was conducted at the
two of CHCs where rehabilitationservices wereprovided namely SiteC and Micheal
Mapongwa@. The rehabilitation department&ere managed by team ofphysiotherapists,
occupational therapisprthotic techniciansand sociaworkers. Services offered included
rehabilitationtherapy, counselling for mothers and home basaihing therapy and the
makingof splints.The children werseen once a amth on appointment and they welieided

into groups of 6 mothers each sessidbhehedth team attended to the children and taughbt
mothers some of the exercises to take home and extend the rehabg#atioas The services

offered here ar&ree snce this is a governmepblicy to all its citizens.

3.2 ResearchMethodology

According to Creswell 2003) a qualitative research methad an approach that seeks to
understand social challenges of individuals and groups that experience a common problem. It
is a process involving data analysis, emerging questions and procedures that build around

general themes and interpretation of data.

This study used an explorative design through qualitative methodatafcollection.The
explorative design addresses a subject that is not well understoodfimdgnoredsuch as
negative and positive experiences of parents regarding the rehabilpatioess of their
children with CP.This study method is informal and flexible and seeks to identify
environmental boundaries which bring about challenges and explores opportunities and salient

factors which are relevant to the subject (Wyk, 2012



3.3Resarch Design

The eplorativestudy desigrwas appropriate for this study as it took into consideration the
positive and negative experiences and coping strategies of parents with CP children regarding
rehabilitation of their childrenn this studythe sé up was informabndfacilitated a relaxed
environment forhe parent@nd their children allowed a free interactiogtween researcher

and the respondents. This allowed the parémispeak openlyabout their experience and
enabled them teell their storyin their own style and languag®ualitative research has the
ability to provide textual descriptions of
gives a human perspective of the issues being addressed and expands on the emotions,
opinions, lehaviours, and n d i v relatiorsships(Bless &ligsonSmith, 2000) This study

design allowegbarticipantgo openly displayheir emotions and some of them broke down as

they recouted their negative experiences and challenges they face in managirgitdesn

with CP. It providedan atmosphere that alledfree interactions between the researcher and
participantshereby creating a conducive environment for the stlilg researcher was able

to achieve a greater depth and breadth of understanding thar t i ci pant 6s exp

views.

34 Population and sampling

34.1 Study population

The poplation target for this studwere all parents of CP children from Khayelitsha area
attending thehreeCHCsrehabilitation centres fohe management deir children in the gst

3 months prior to the study. The parents had been seen at the tertiary hospitals and referred to

these centres for rehabilitation services.

34.2 Sampling frame
Participant s det ai CHC registry depamdntt and theerdseafchreo m t h

planned to contact the parents via telephéfmsvever this method provetb bedifficult since



parents were not willing to speak on the phone about their ahilfine researcher had to make
afurtherappointment with the head physiotherapydepartment in the thresentreso meet
the parents durinther clinic days With permissionthe researcher explained the purpose of
the studyto the mothers and made an arrangement for the focus group disculsseer.cher
targeted the clinic day to conduct the focus group discusgMirparents that were available

on the clinic day and willing to participate on the clinic day participated in the study.

34.3 Samplesize

Based on purposefahmpling 21 parentsvere selected to participate in the study. The selected
parents were between the ages of 23 years @66 The children ages varied between 1 year
and 12 yearsThe focus group consisted o¥o groups with 8nothersand one with Zeach
picked randomly from the grouphe research assistant explained to faticipantsthe
purpose of thestudy and was given the information sheet to read and familiarise with the
conditions ofthe study.They were given the consent forms to sign and inforafi¢leir right

to withdraw from the study at any point without any consequence, and that the information

gathered was solely for the study purpose.

34.4 Inclusion criteria

The sample included parem#$o were either married or single, employed and@&woployed

who resided irKhayelitsha, whose children were presenting \@th, andhad been referred
from the tertiary institutions to the CHC. The parents should have joined t@® GH CP
rehabilitation programme arattendectlinic regularly for a period ofat less than 3 months

or moreprior to the studyand their children werbelow 12 years of age and were willing to

participate in the study.



34.5 Exclusion criteria

The study excluded albarentsmarried or single, employed and mremployed who had
children presentingwith other disabilities other than CPEhildren older than 12 year$ose
that resided out of Khayelitsha area, thed® did not attend rehabilitation clinics regularly

and those who were not willg to participate in the study.

35 Data collection

35.1 Procedure

The researcher was grantgtfiical clearance from the University of Western Cape and from
the Department of Health in Western Cape befasiing the CHCto meetthe head of the
Physiotherapy epartmentgxplairedthe pupose of the studgnd soughpermission to access

pat i ent.@leraceessiogrthe secords the researcher made telephone contacts with the
parents but most of them were not willing to discuss the anything about their children with a
stranger on phone. This prompted the researcher to go back to the clinic andrtbeek fu
permission to meet the parents during their clinic visits. Permission was granted for that and
the researcher attended the nekhic and met the parents after the clinic sessibime
researcher recruited a research assistant to assist with tesgpodaata collection due tioe
languagébarrier. The assistant was trained on how to conduct the focus group discussions and
was familiarized with the study subject. She was taken through the interview guitteeand
researcher highlighted all the keypasts of the studylhe research assistaplained to the
parents the purpose and intentions of the study and got conserdlftbm parents who were
interested to participate in the study and met her selection criteria. A weasuelentified

within the CHC premises and the focus group discussions were held there. Before the
discussion started the parents were given the binding consent forms already translated and

information sheets explaining the details of the study and given time to read andanters



the terms and conditions of participef in thestudy.The research assistanformed them of

the use of the tape recorder ahgrithe discussioto store the conversation.

35.2 Trustworthiness

Trustworthiness is the only way of establishing tiihtin a naturalgconsistent and applicable
mannerin a qualitative research (Guba & Lincoln 1985). In this stutlg process of
credibility, dependability,transferability, triangulation andonfirmability were followed.

Below is a brief of the processes

o Credibility was ensured through triangulation, peer debriefing, and member checking
of collected data and by giving a rich description of ¢hatext (Morrow, 2004)
Familiarity wasdeveloped by involving participants who were willinggenuinely
take part in the FGD and probes were used duhiegnterviews to ensure honesty
from participants(Julien & Pecoskie, 20001In this study the researcher gathered
information until saturation was reachédember checking was ensured taking
backthetranscripts and read the informatioollected to the participantsteconfirm
if those were the true meanings dtiieir expressions and feelingshdreseacher
involved a postgraduate studemtthe same departmeta assist in the data analysis
procesgo furtherconfirm thecredibility of the study.

o Dependability is the reliability of data collected as®kks taaddressthe changes in
the data during thanalysis processa way of checking should the procéssepeated
would the responseand resultsbe the same (Babie & Mouton, 2007). This was
achieved by giving adequate information on the participants and use of their verbatim
guotes. All thedata sourcesised in the studyvere fromreputable authours and
crediblewebsites to further cdinm the dependabity of the study.

o Confirmabilityis thelevel ofthefinding of the study as being a product of the inquiry

and not based oreseachersbiases (Babbi& Mouton, 2007). Thigprocess helps to



determine the interpretation, recommendati@nsl conclusions are traceable and
supported by the gtly (Baumgartner, Strong &ensley, 2002)The raw datan the
audio recordewas reviewedby the research as&nt then translated by two different
language expert from Xhosa to English and back to Xhosectmfirmthatthe data
was expressing the sameeaningThe reseacherread thetranslated transcripiver
and over again téamiliarise and understad the content othe data. Data analysis
process started by coding the quotes from participants and grouping the codes into the
pre-existing themes and emerging themes.

o Triangulation; is the process of validating data throaghocesf verificationfrom
at least2 indgpendent sources (Bogda2006. The reseacherasked a colleagu®
assistwith an independent analysis thie data forcomparison anther resultswere

almost similar futher reconfirming the process.

36 Focus Group Discussior{FGD)

Focus groups are small structured groups a@iected participantted by a moderatoiThe

aim of FGDis to allow participants to share their positive and negative experiences as well as
their coping strategigtirough group interaction. Groups hadlieof standard composition in
terms of sizeand purposgKrueger, 1994). This method wascommended because it
eliminates reluctant participants, and reduces discrimination of the illiterate participants, as
well as the unresponsive ones too.WAdg for tre FGD wasleveloped prior to the study based

on the objectives of the study and literature revi€le researcher used an assistarassist

in data collection (conduct the focus group discussidus)tothe languagebarrier.The FGD

had 8 participants two groups and 5 in the third grauhe venue of the gty was organised

at the CHCas they were suitabléor the participantsParticipants were provided with
refreshmentsor them and their childrelpeforethe discussioas they volunteered to parpate

in the studyaftera 2-hoursession of the clinid®rior to conductig the FGD, participantsere



given information sheets that explaindte studypurpose in detaiand weregiven binding
consent forma to sign as a protecttvmeasure of information shared and as per the ethics
requirements.Data collection was donasing the tape recorder during the focus group
discussions and notes were taken where clarity was sdgimission to use tape recorder
was sought from all padipants and it was explained to the participants the process of keeping
information in the tape recorderShe research assistant usediaterview guidethat was
designedfrom the content of the literature available regarding the negative and positive
chdlenges parents of CP childrand their coping strategies with rehabilitation servidée
guestionnaire was translated isi Xhosa which is the predominant spoken language in
Khayelitsha. The interview guide consisted of open ended questions covkarepa of the
study as stated by Morristal (2007). The parents talked freely and tdiéir story in their

own way and style but the research assistaatl prompts to keep thean track on the subject

matter.

3.7 Data analysis

The data analysis begamith verbatim transcriptions after the intervievike researcher
engaged dluent Isi Xhosaand Englishspeaketrto listen to the adio tapes and trscribed
informationverbatim fromisi Xhosa Transcripts wer¢hentranslated to English and back to
Isi Xhosa by another professional translator theresearcher went through the English
transcrifgs several times to familiarise, understdahd findings andcontextdiscussionsTo
ensure trustworthiness tir@anscripts weréaken backo participantsand read out to theifor
member checkingnd they confirmed the content as their true expressiot®pinionsThe
researcher used an independent revigowgothrough the transcripts arahalyse théhemes
independently. The results were then comparaggtearcherand they were similar thereby
confirming therecommendegrocessvas followed.The datawere analyseé using thematic

content analysis that is based on preuheiiged themes and emerging theni€seswell &



Miller, 2000). Categoriewere used toefer to contentandcodeswere highlighted in different
colours andhengroupedtogetherbased on similar colours to foroommon themesThese
pre-existing themes were then put together in line withathes and objectives of the study and

the emerging ones were grouped and established a patfesehting the emerging themes.

3.8 Ethics Consideration

Ethics approval for this studyas obtained from the University of Western Cape (UWC)
Senate Higher Degrees amksearchCommittee. Fuher permission was granted liye
Depatment of Health inthe Western CapeProvince The Researchewas also granted
permission byall the three CHCs kere the study was conducted. The parents were given a
detailed explanation of the studyyenaninformationsheet to reachtitwastranslatednto Isi
Xhosaandbindingconsent forms that they signed before participating in the study. They were
informed that the participation the study was voluntary and informalout the use of a tape
recorder during the discussions. The parents were assured of anonymity and erecodes

as identification during the discussiamd cafidentiality was observed. Thearents were
informed of their rights to withdraw at any point of the study without any consequences and
that information obtained from them was for the sole purposkeeo$tudy aly. The parents

who showedigns of emotional distresgere referred to the social and counseltiegartmats

for further management.eRultsof this study will be shared witkhe relevant departments at
the three CHEas well as participatingarentsTheaudio records weratored in a safe locker

at the University ad wereonly accessed by the researcher and tpersisor

3.9 Summary

The chapter described the research settingrethe studywasconductedand examined the
approachutilized for datacollection The study design, study populati@ampling method
study sampland instruments were well described together witmtbgvation for using these

methods. The procedufer data collectiorand analysis were also explained. In conolus



ethical issues relating to the study were given bdfaedly touching on the reflexivity of the

researcher.



CHAPTER FOUR

RESULTS AND DISCUSSION

4.0 Introduction

In this chapteythe results of the studyill be presented andiscussiorof theresultswill be
presentedased on available literatur@emographic data table with a breimmaryof the
participantss also presentedhe resultseekto give the comprehensive findingsliterature

and narrative form. The data wasalyed thematially into predetermined themes and
emerginghemesTheresults andliscussiorsough to answer the aim of the study which was
to explorethep a r epoditidesxperiencesnegative experiences and their coping strategies
regardingthe rehabilitation process of theirikclien with CP in the three CHGamelySite B,
Micheal Mapongwana and Nolungile Khayelitsha Cape Town South Africa. Identified
guotesfrom the interviews with parents were extracted and presented in #@aticeverted

commasto separatehem from the literature, and irrelevant matevials omitted by use of

@).

4.1 Table 1 Themes and Categories

The Tablebelow will present the prexistingthemesand its categories, emergittemesand

its categories arrived aftdrematicallyanalysing thedata.



Negative experiences Parents reactioto CP diagnosis,

Socio economi€actors

Emotionalfactors

Environmentafactors

Positive experiences Rehabilitation support, iBotional support,

Coping strategies Negative strategies

Positive strategies

Lack of hope and support structures tg¢ Lack ofhopeand support structures.

parentswith children with CP.

4.2 Table 2: Demographic data details of Participants

The table below providegetails of the participants in the study that includes their ages, gender,
marital status, educational background, employnstatus, theirc hi | d r £ amdteke a g e

respective ¢hic (CHC) attendedor rehabilitation service.



37 | Divorced | Grade 11 | Working Site B
M 2 34 | Single Grade 9 | Not working Site B
M3 35 | Married | Grade 11 | Not working Site B
M 4 29 | Single Grade 11 | Not working Site B
M5 25 | Single Grade 10 | Not working Site B
M 6 35 | Married | Grade 9 | Not working Site B
M7 60 | Divorced | Grade 5 | Not working Site B
M 8 23 | Divorced | Grade 10 | Not working Site B
M9 48 | Divorced | Grade 12 | Working Nolungile
M 10 34 | Married | Grade 10 | Not working Nolungile
M 11 26 | Single Grade 12 | Notworking Nolungile
M 12 29 | Married | Grade 11 | Not working Nolungile
M 13 25 | Single Grade 9 | Not working Nolungile
M 14 36 | Married | Grade 12 | Working Nolungile
M 15 45 | Married | Grade 11 | Not working Nolungile
M 16 50 | Divorced | Grade 10 | Not working Micheal
M 17 28 | Single Grade 9 | Not working Micheal
M 18 32 | Single Grade 11 | Working Micheal
M 19 38 | Married | Grade 12 | Not working Micheal
M 20 40 | Divorced | Grade 9 | Not working Micheal
M 21 45 | Married | Grade 12 | Working Micheal




4.2.1 SociocDemographic data of participants

Table 2above tabulatethe sodo-demographic dataft he parti ci paast 6s
obtained from the respective CHE@gistries. This includes thearticipants gender,age,
occupation, marital statuheageof their childrenand the respective CH&ttendedThe CHC
registieshad no data available of fathers who attended or broughtdigdren with CP for
rehabilitationor even accompanyingeghmothers for moral suppofthere was only one father
whoon the day of the focus group discussion (FGD) discussion had attended clinic due to his
wife being unwellwho fortunatelyagreed to participate in the study. He shareddithnarily,

he does nioparticipate in the rehabilitation process but dueirtumstanceshe was forced to

accompany his daughter tiee clinic thatday.

The sample sizef the participantsvasn =21. The parents were aged between 23 years and
60 years therefore their mean age of the parents was 35.9 ye2iiadies done by several
authorspresentevidencesuggesng that mothers can have children with Cerebral Palsy
irrespective of their ages, levels of education and socio economic @& et al 2010;
Gom, Muwjala, Odera, Newton & Hartley, 201®ccording toCohen(2010 betweenthe
parens, motherdear the burden of care for their children with. SBn & Yertserer (2007)
states that mothers of children with CP usually takes a leading role right feothmid of
diagnosis always relaying informa to the fathers. This sets precedence for the fathérslto
lessof expertdn managing and participating in the rehabilitation process of their children with
CP, thereby resortingo a secondaryrole. The mothers areforced to assume the sole
responsibility of caring for their childrenqmanaging their rehabilitation proceas well as
taking care obther family responsibilitiesThis study hada similar outcome, oubf the 21
participants in the study, gnbne wasa fatherandwho confessed that he brought the child to

the rehabilitation clinic notfeelingwdllay because

c h

t



The experiences of the parents vary with age and studies have shown that younger mothers
tend to worrynat just about their children but alsbout theirown challenges such as an
opportunity to get married, advancing their education and careertivitdcer mothers were

more concernedwith hei r chi | dr e n 6 scusmyonshe praglessthegned i t i o n
making ancestablishindinancial independeng&en & Yertserver 2007)n a studyby Gona

et al (2010xheyused a wider age group (18 to) @hdthe results indicatedhat the younger
mothers faced more psychological challenges especially in pegptance as compared to the

older ones who were more mature and had different focus and priorities. That was the case in
the current study as the younger mothers were the most affected psychologically while the
older ones tended to be more stedodel setted often guidingand advisinghe younger ones.
Therefore it is important for the community heatdntes to include a psychological support
system in the rehabilitation component so that the younger mothers can be supported

emotionally.

Family centred approach is derived from Carl Rogers wotlkdi940sand is considered

the best approach in early intervention of paediatrics rehabilitation in Community Based
Rehabilitdion, clinics and bspitals and igncreasinty beingadoptedin mary countries
including North America, Asia and Australia (Kir2Q04).The writer further statéisat this
approach is built on three principles, parents want the best for their children, families are
unigue and different and optimal functioning in a chitddwrs in a supportive family and
community set up and acknowleddksimportanceof family (King, 2004) Whenboth

parents are involveih the rehabilitation process they will be able to accept the prognosis of
their child with CPwill haverealistic expetatiors. The rehabilitation process envpers

parents with knowledgéncreases their resilience anthstelbettercopingstrategies



In the currenstudy, only the mothers were involved in the rehabilitation process. Most of the
fathers had no connection and were not willing to participate in the rehabilitation process
thereby placing a heavy burden of care on the mothers. It is therefore important timesensi
families on the importance of participating in the rehabilitation manageoshémeir children

with CP for better outcomes.

The children ages varied between 1 year angeh2s thereforethe mean age was 4y@ars.

In this study, the children agesnged between 1 and 12 years amy fresented with

different types of CPAccording to Purgin (2007) challenges faced by parents with CP
children vary with the age of the child and
generally. The wrér further states that parents face different challenges at different stages of

t hei r aéveldpmantdtrih@ early stages of CP diagnosis, parents face challenges of
acceptingadapting andcoping and as the child grows and develppgsically other

challenges set in including increase in the burden of care due to delayed milestones and the
chil dés physical devel opment(Abwagki&Ggnmusck mor e
2007) According to Burst4010, parentsview disability differentlyand this depended on

the age of their childreas this influenced tlirechallenges Such was the case in this study,

as it was evident that the motharish younger children hatéwer challenges regardinge

burdenof care a®pposed to the parents wittdel childrenOn the othehand the parents

with older children hadewerchallenges in adaptation and coping processes since with time
they had | earnt to accept ahvdileitwapeasiewforthe t h e
mothers with younger children to carry them on their backs the mothers with older children

were not able to carry their children on their back and often regser@ wheelchato

facilitate their movements thereby exposihgm to the transportaticand weather

challengesThis further emphasizes thateed parents wikxperiencalifferentchallenges

accordi ng t odevelopeeéental sgelandlager e n 6 s



In this study, it was evident that majority of the participantsi@formal employment due to
theirlow levd of education and those that wemeployed had low paying jobsThis made it
difficult for parentdo meetheeconomiademands of their childneand familiesn the process
affectingther quality of life and tat oftheir childrenand families. In a studgy Resch et al
(2010 resultsrevealed that majay of the parents had not compldthigh school and those
thathad did not haveprofessional training andiere from low income earning class wah
incomeless than $25,000 annuallyimilar studies done by Parigt al (2008); Murphyet al,
(2006); Ong et al, (2005), all concluded thdbw level of educatioramong parentsvith
children with CPoredisposed them to lack of employmandlimits thar employment chances
and exposethe parent$o lack of access to medical resources ael$ & socio education which
could help improve their coping mechanism as they raise their children with CR éOaly
2005). Gona et al (2010)reportedsimilar reaults in a study in Kilifi, Kenya that addressed
the same topic.Singogo (2012)eported similar outcomes in a study done in Zambth
results revealinghat mother®f childrenwith CPrepated poor education background as a key

factor that contributetb thelack ofemployment opportunities

In the currenstudy, all the parents had less than high school education some citing poor family
badground that lead to thgarents not affording to educate them aoche reportedropping
out of school due tteenage pregnancies. It is very challenging to get apagihg job with
low education levelsThe few parents in the study who were employed worked as casual staff

in | ow paying jobs and were unabl e to meet

Poverty is a major factor in the areas of Khayelitsha where all the participants of the study
resided. Coupled with the informaétup the majority of peoplethere are unemployed and
werenot able to afford the basic needs such as food, clean water, clothing and transportation,

sanitation and specialized medical care. The results of this study showatl thatmothers



lived in poorconditions and were not able to afford good sheltersamitation thus unable to

meet the basic needs of their children. Most of them weeenployed and few of them had
partners wheeither working in low paying jobs or unemployed wemaking it difficult for

them to afford the basics of life. The single pésemere most affected. Many had tqdad

on the government grant to cover the needs of their children with CP. Incasesthis grant

was the only source of financial support whichwas r dl'y enough to sust ai
let alone te family nees. In a studyby Young (2004) most mothers of CP children in
developed countries were supported by the government unlike their counterparts in developing
countries who had to depend ¢meir family supportor the little grants offered by the
governments. Sigongo (2012highlightedin her studythat mothers with children with CP

were reported walking long distances to rehabilitatientes due to lack of cash for transport

and often stayed away from rehabilitation due to financial difficulBas.furthe revealedhat

even the parents who worked received salarieswkad not enough to sustdineir needs,
equally those who were sadimployedwere notable to sustain their business ventures due to
insufficient funds and lack of access to bank lodie unemployedoarentswere unable to

meet thebasicneeds of their childreaswell provisionof assistive devices which required

financial means to acquire.

43 Theme 1:Negative experiences of the parest

This sectiorwill highlight the negative experiencescountered bparentsof children with

CP in therehabilitation managemeptocess

4.31 Reactions of parents to CP diagnosis

When theparticipants were asked sharenow they found ouabouttheirc hi | dr eianbs <c on

most of thenrepated that the health capeofessionalslid not inform them oftheic hi | dr en 6 s



condition They reported noticingon their ownthat their children had challenges while
attending tahemandobservedhat they were not developing@ther children would normally
do. A few were informed of theic h i | drpeg mdd e msgiven kcartty infoenatien or
vague information regarding theirh i | daonditiord EBhenothersexpressedisappointment
in the quality of health workers and felatlthey weredelayedto timely access rehabilitation

for their children Below are the responses from the participants

O0lavas told thebaby hadbrain damage buwill be fine withtime and that he was going to

develop slowly and may start walking ayelarso M 8.

fil noticedon myown that my childvas not sitting properly. theytold me his muscles were
veryweak.. He had water in tle stomach andn his right sideof the brain andtherewas a

A

gap on top of his skull .66 M 6.

60 61 wa adottapat rdatetmiywingthat my child had braidl a ma glted idd n 6t me an

wasdown and ouandthatt must be .patientdd M 7

An early diagnosiof CPcombinedwith timely rehabilitatiormanagemeris very crucial ast

can impact thelevelopmenprogress of the child greatly. However, a systematic approach of
maternal, obstetric, prenatal and postnatal history is required as well as evidence of delayed
developmental milestones accompaniedtihgrough neurological test&xaminations and
observatiosarerequired to effectively come up with CP diagnosifiere may be a need for
repeated tests and examinations and observations over a period of time to confirm the diagnosis
(Sankar & Mukundur 20055everal studiemdicatel that some health physicia fail to give

the correct diagrsis to their patients (Huang, Ket, and St John2010; George, Vickerd,

Wilkes & Barton, 2007)Thew r i tfuethessiates in cases whereedical personnel choose



to give informationit is not detailedenough forthe fanily members tocomprehend and

understandhe condition

Some of the participanis this study shared the similaxperienceof not beinggiven all
details about their chil d,retan(2E5)parents dfictildremnn . Ac
with disabilities want to be given hope and certainty in the future of their children and
commencement of rehabilitation and treatméhh e st udy showed that 66
diagnosis not only increased tparens mistrust and dissatisfaction in medical personnel
knowledge and skills but also aggravatesirho pel essness anataladfdger 66 |
pg.255). This was the case in the curretnidy Most of the participants shared their negative
challenges of meditgpersonnel giving them a vague description or a wrong diagnosis
regarding their Icisthéreforeevergimportand fordthet healtm sare
professionals to explain to the parents in details the process of CP diagnosis and help them

understad and refer them to the necessary departmentartber support anchanagement.

Most of the mothers felt that it was the duty of the medical personnel to inform them of the
correct diagnosis of their children and recommend further management. Adtaofdhis
misdiagnosisthe mothers had little faith in the competence of the medical personnel and some

of them felt that their children were delayed in accessing the appropriate treatments and timely
interventionsSome of the parents felt that the noadlpersonnel were not fair to them because

they did not discloséhe truedi agnosi s and they were not ade
news and not given support to help them to accept and cope with the fact that their children

had a disability.

4.3.2 Emotional challenges

All the participantsn thisstudy hadexperience@motional challengest somepoint thatwere

related tostress, depression and anxiedyfew of them broke down during thigscussion due



to variousfactors described below. Supbticipantswere promptly referred to a social worker

for further management.

4.3.2.1 DepressionRelated Challenges

Some of thearticipantsexhibited signselating todepression through regret, sorr@sli-pity,

devastation, antbnelinessfeeling sadall the time, and resorting crying claiming it made

themfeel betterSome bl amed themselves for their chil
not sure what the future held for their children and themseBeadsw arethe responses of the

participants

fil was very sad, cryingndasking myself why must this happen t& méat have | done to

deservahis? M

fil cried a lot when was told in future hewagoi ng t o have probl &ms ¢éi

2.

@Nhenever | look at my child | feel sad and brdakwn é1 candét i magi ne hc

|l i ke in the futuredtd M 19.

In studies done by Burningt al (2008) &Vijesh & Sukumaran (2007) mothers of children
with CP had shown depressive symptoms. A studydoneby Barlow (2006)n a developed
countryreveakd similar resilts as most mothers in developitige world have no financial
difficulties, thereforef ocus ed on t h epgmentunterruptddwrelenndothersdire v e |
developing nations cited depression due to the burden of careoar@kconmic factors
(Mbugua, Kuria &Ndetei, 2011). A depressed mother will not strive to make any effort to
improve the life of her child with a disability, leading to delaytherehabilitation process or

no rehabitation at all (Cohen, 2010Y.he writer futher states that these types of mothers vent



anger and resentment towards their children and may harm them and even wish death upon
them.Researchers argue that some of the depressive symptoms exhibited by the mothers have
no direct link to their childreronditions or child to parent interactions (Mbugua, Kuria, &

Ndetei 2011).

Resultsof thisstudy showed that some of the participating parent&kperiencediepressive
symptoms. Thegxpressedadness, sefity, crying all the time and sorrowhey olviously

lacked psychologidasupport which wagssential athis stage of acceptance and coping. Lack

of sufficient knowledge of CP and its causes may have contributed to theditese since

they were not aware of the actual cauSmsme of them shardaking leftby the husband®

care for tleir children singldvandedly Some of the participants shatbdir husbands left them
due to the myth that they c¢ ouMaherb lavimgavithc aus ed
children with disabilities ought tbe provided with rehabilitatiosupportservices that arall
inclusive so they can benefit from services from all the team members support. The
rehabilitation programs should include counselling and family support components to ensure
the emotional stalify of the mothers as they take full responsibility for caring for their children

with CP.

4.3.2.2 Anxiety challenges

Most of the participants exhibitednxietyrelatedsymptoms Theywere conscious of other
peopl ebs reaction and amthskEoughbemtembaraassthents.t hei r
Some of the parents expressed havieay of the unknownas their bildren grev up not
knowing what the future held for the®omewere scaredf entrusting other people with their

childrenfearing for their childrersafety Thisis howthe participantshared:



fil cannot leave my child with anyone when | go out | wish | could go witlevenywherel
donot t mpaoglea witholinhHe ikesbeat i ng ot her children soc

understand him M 6.

Aldondt | i ke t heuswawh epne onpel eg os toaurt ecoeanmayrchild t i1 me s
so t hey dothebdighbowdsg ossi péabout usdél®Md | donobt
0 @ lo trkilow what the future hold formyo nl &m not sure 1 f he will

makesmeverysad 6 M 11

In a studyby Abdoglu & Gumuscu (2007) ifurkey, results showed that mothers of children
with CP lived in isolation and were forced to atdan their other roles and concentrate
taking care of their children with disabilities. They feared reactions of community when out of
their home environment with their children. Their interaction wighcommunitywas limited
because people shun them and do not readily accept and supportAtheety leads to
psychotic disorders, mental health problems and poor quality of life for the mothers if not
treated (Quinn & Gordon, 201k).the currentstudy, some partigpants displayed@nxiety
relatedsymptomghroughworryingabout the ¢ h i | dafegywh@rsever they left them with
other peopleA study by Donovan, Vanleit, Crowe, & Keefe (2005), showed that the mothers
with children with CP did not go for social furans, family members did not keep in touch
with them and did not have time to go out with their spoasel children. Some of the
participants shared similar challenges with experiences of neighbabkirsy about their
children and avoiding to interact Withem.They seemed not to truahyone elsand were
worried that their children could be hurt while under othex o pdare.Sosne of the arents
worried about the futuref their children, especialihe prognosis and educatiaspects, what

the futureholds for their children



This study exposed the challenges participants faced that included lack of social interactions,
community support, familyupport that can predispose them to anxiety related symptoms.
There is need to have rehabilitation supmystems thatncorporatesupport systems for
parentswho exhibit anxiety symptomasnd asystem to refer therno the relevant prafssional

for further management. There is need to sensitize the communities and extended family
members on the need to acceqtpport and embrace families and the children living with

disabilities.

4.3.2.3PerceivedStressby the parents
When he parents were asked how theyaveoping with the challenges of having a child
with CP,some of theparentsdescribed stresglatedsymptomghatincluded lack of sleep,
anger embarrassmerggel-blameandb ei ng over whel med by. their c

Below are theresponses frorthe participants:

AWhenever someone Vvisited, I woul d enwdnte my c
at night to pick the wheel chair to avoid pe
4

AHavi ng aadsdbilityistainiui, tblame myself and feel bitter that | may have done

somet hing that caused my childbés disabilityo

Ol@always lock my child in the house and avoid questions from the neighbours and friends

regarding his conditiondd M 17

Studies have shown that mothers with children with disabilities experience high leaetgeof
unlike mothers with normal children. This due tothe pressurehat comes with the high
demand of caregivingesponsibilityfor their children as well as taking care of other family

roles (Cohen, 2010; Barbra, Chaud & Gomes, 2@®&8aker, et al 2003). Most of the



participating mothersxpressed undergoing pressure and were not able to cope with the stigma
related reactions from family and friendsccording to Vitaliang et al (2003) high-stress

levels in mothers leads to psychological problems and may have an impact on their general
health. In this current study all the participants were fréomvaincomebracket, therefore their

stress levels would naturally be high due to their economic status and in additiat ttzey

had to deal witlthe harsh reality aheir children disabilies that made their stress level worse.
Results from studies ithe developedwvorld where parents of children with disabilities have
free medical access, free assistive devices, good road network and social security grants proved
that not all mothers wht children with disabilities experienced stress related symptoms
(Eisenhower et al, 2005) A good number of the mothers participating in the study had
challenges that increased their stress levels smbarrassment, denial, sblame, and

rejection.

Thereis aneedfor proper support systems for parents of cleitdwith disabilities that need to

be included in the rehabilitation process such as counselling sethieggmationof support
groups, community workers who can reach out to these familiethe communities.
Community sensitization should be promoted to create awareness of people living with

disabilities and the need to accept them as part of the community.

4.3.3.3Increased Burden of care

Participants shared their experiences and challenges of combining the daily care of their
children with CP, their siblings and other family responsibilities. Most of them shared having
no time of their own, their other children and for their partnersausgs. Below anesponses

from the participants:



AMy child takes al/l the ti me | have. My ot h

€ The only time | speak to them is instructdi
00My cers Al It arky t i me, I have no fmemieersds and
..we have | imited conversation with my husban
O06My child cannot be |l eft alone cause of her
elseldoallmostahy wor k at night while she is sl eepi

According to Buminet al (2008), Oneset al (2005)c ar egi ver sd6 bur den, C
negative social attitudes, social environmental issue and lack of implementation of policies on
childhood disabilies cause high anxiety among mothers with children with disahilifies

above findings indicate the need to support parents in the task of caring for their children with

CP to improve their quality of life as they execute the difficult task they aed faith. Talley

& Crew (2007) state that if parents (mothers) are healthy and satisfied then the children will

also experience better care and improved he@lthing for children with disabilities can be

very stressful and difficult as society expectssthehildren to be cared for by the parents at

home rather than in rehabilitation institutions (Chan & Sigafoos, 2001). The writer further
states that nurturing children with CP within home environment takes a major toll on the
parents and may also have étinnal limitations to the children and impact on their quality of

their life. A lot ofemphasiss given to the quality of life and care for childreith CP but less

attention or no attention given to the welbeing of the parents. Brenahut (2004 }esahat

parents of children with CP reported emotional distress|-being physical, emotional,

health, marital stress aedonomicst r ess. The severity of the cft
the level of stress parents go through (Knusser & slop82)18he writer further states the

more severe the disability the more the burden of care.



In the current studyesults show that the parents were not coping with the demands of their
chil drenb6s care due to | ack ogramsaselmpextenteds y st e
family supportSo me of t h echallemged inctuded kck tofosecial interactions,
community support, and family pport. Some of the participants shared challenges with the

severe conditions of their children makinglitficult for them to leave them under the care of

others thereby overwhelming the mothers with the burden of care Tharefofes v er y 1 mpc
that rehabilitation programmdse made allnclusive to increase support to the parents and
families of childreé with CP helping them to cope and adjust to their predicament. Community
sensitization should be incorporated to create awareness of the needs of families living with
children with disabilities and structures to be put in place to support these familes.
Government should establish a mechanism that can consider such parents for extra economic
support since some of the childrends condit

unattended.

4.33 Socioeconomic challengse

All participants in the studigzad gone through the socio economic challenges, some were due
to lack of educatin, employment opportunitiebjgh costs of living angoverty. Mostof the
mothers had high schoetlucation levels and none of thendl@ecollegequalification a few

had baic skills training thereforemaking it difficult for them to secure goaahd weltpaying

job.

4.33.1Lack of employment

Lack of enployment madet impossible for the parents provide for theirchildren needs
This was aggravated by the lackfamily supportto the parents in carinigr their children
with CP. Most of theparticipants in this studyiad experienced challenges in securing

employmentBelow are responsdom some of thearticipants



fiMy child takes all my time. | cannot do #myg when she ia r o u h @hréot go out to

| ook f olrd wostkbeggluseagl dondt haveM4omeone to

Al t 6 s n alt | havamoyncome yetneed a helpebecausebesides my child | have to
care for my aged mother. Thegpth need my attention and sometimes | hadedoup my

motherin the house to take my baby to dhieico M 5.

fil had to quit my job because my sister whom | was living with refusszhtmue looking

after mgowthave haionéy to take care of my neédés.

Most of the parents in this study were unemployed due to lack of support from family members
to look after their children as they went out to look for work and lack of support and acceptance
from educatiortenteswherethey could leave the children for daytime care. In developing and
developed countries, education levels determine the chances of employBeen& (
Yurtserver, 200). According to Gray & Edard (2009) parents were not alite combine
employment with cargiving responsibilities due to lack of support and understanding by their
family members as well as employdrack of income impcts goodhealth thereforethere is

needto empowetheseparentso be able to provideconomicallyfor their children with CP
Extendedamily membershould offer these parents support in caring for their children so they
can be able to engage in employment and other recreational act@ibestnmerg should

come up with day careentes where thesenothers can leave their children under safe care as
they go to workand attend to their other needsis will empower the parents economically

and can be able to meet their children needs and desmand

4.3.3.2Marital challenges

Some of the married pa&ipants had gone through separation and divorce due to marital

conflicts arising from challenges havinga child with CP and being blamed fausing their



c hi | disabilitydThey sharetheirexperiences and attitudes from their spoasesfamily
membersand being blamed for having the child watdisability. The participantexposed the
lack of spousal support, denial and lack of coping mechadsfow are tle responses of the

participants:

AMy Husband was most affectdde did not want t@ccept the situation. He did notwarnt

anything to dhecriedbt het hgocMi | dé

AMy family supports me but hiiather dd not accept that our child haddisahblity so he éft

me with the babgnd| now live with my sistérM 5.

0 6 My U lefs dsasoon as he discovered our child had a disability. He blamed me for

causing our childodés disabilitydd M 9.

Studies have shown that there is a ditedt between marital statusccepting,copingand
adaptations of families with children with disigies (McCubbing & McCubbing 1996)T'he

writer further statesesilience model of coping aratlaptation assesst®e stress levels in a
family, coping mechanisms and family disruptions brought about by the responsibilities of
having a child with disabilies. According to Hansso2@01) married parents were abie

cope with the challengétterby utilizing spousal support, buildinlge strengthof each other,
adaptingto stressors in a positive and manageable way. The writer further states that economic
stability, open communication, shared spiritual beliefs and flexibility are strengths that make
coping easier for families. According to Doucette & Pin@li§4) failed family relationsnake
copingdifficult for the parents faced with the disabilities. In a similar study by Martz & Livheh
(2007) the findings indicated that unmarried and divorced mothers had difficulties coping and

adjusting to the challenges as opposethe married mothers.



In thisstudy, the parents who were either divorced or separatedioael difficulties in coping

with their children disability thathe married ones. The married participasitared that their
husbands listened to them if they were feeling overwhelmed and offered emotional support
while the divorced ones shared bitternessbfEingleft by their partners andlamed for their

c hi | dr e n 0Theredsaseadion cteatihgywareness with in maritalnd family set up
through counselling and creating awareness and educaupes on the causes of CP and

other disabilities to help theatceptand cope with their children conditions.

4.3.4Environmentathallenge
All the partidpantsin this study expressed thekegativeenvironmental challengbatincluded

social, physical and attitudinal.

4.34.1Environmental Att itudinal Challenges

The majority of theparticipantsn the study expressed some social and physical environmental
challenges thatncluded lack of family and friendssupport,isolaion from society, and

community Beloware responses from participants:

fiIMy Husband and his famisupportme but my sisters ar@ktileé when we last visited them
| overheard them say the cripple is occupying the space because he cannot sit ondhé floor

2.

AMy family is judgmental more thaneconmunity by the way they treat asd the hings they

s a yfamiliesare completely wrong most of the tih& 6.

fil get support from my husbamahd family, bumy nei ghbour s dondt trea

to be associated with asv 3.



Most of the parents in this study had experienced negative attitudes from famiiyeselad
neighboursThese mothenseported hostilityand ill treatment andiegativereactions from the
society towardshem andheir children with CP. Most of theegative attitude angeactiors

were frompartnersand families blaming the mothers and¢waging them of being the cause of

the disability.African cultural beliefs laidblame to the mothers of children with GBmilies
andsociety discriminates against the mothansl their children. In studidsy Rosaweig &
Hufffstutter (2000) & Corriganet al (2003) attitudes towards children withisébilities are

always negative due to cultural belieflr the African context, mothers go through a lot of
maltreatment in the mae of cultural beliefs and shoulder the blame in casekitnirenborn

with disabilities. The accusatiorariesfrom mothers who were not in line with the titazhal

beliefs of having committ d s o me  &didfsnhatdavimgnadchild with disabilities
transl ates to puni s hme miesthét wasedoneirhsemeAfgcanl t ur al
countries that include Uganda, Zimbabwe, Zambia, and Ghana all reported negative attitudes

in the communities towards the children and families living with disabilities.

There isaneedfor the community members to be educated on the cafisésabilities and be
sensitized on offering support, accepting and integrating the families living with disabilities as

opposed to mocking them and treating them as outcasts.

Someof the participants shared their experienceagfativeattitude challengs from the health

care professionalBe | ow are participantds responses:

@ T heypotgdii vde m etheldociresaickif the child will liveor 3 days it was a miracle,
... Later the doctor said if the child survived for the rfexdir he will know God is great after

3 weeks we were discharged from hospitdll 4.



Al st op p eclhic betatise eachitimegve attended clithe nurses will say here comes
the woman who has a child with a lot of proble éhey kept us for lag without attending to

mychido ™M 11

0 06 Sh eotwerg sicetoustall,s he di dndt .sherwasaahgryunsst oivtbd time .

making therapy verynp | e a s laisiktecadse ahis reason | moved to this clinic®l 7.

Matziug, et al (2009) investigatedhealth care professional attitudes tosigachildren with
disabilities,results indicated thaiurses were insensitive and gave poor nursing services to
children with disabilities. Another study that compared the attitudediftédrent health
professionalesults showed that nurses hheé teast positive attitudes and tloatupational
therapist exhibitedhe mostpositive attitudes towards children with alislities (Dorgi &
Salom, (2009) & Tervo & Palmer2Q04). In the currenstudy, someof the participants had
experienced negative attitudes towards their children by the health professionals. These
challenges included lack of suppdrbstility and lack of empathyhis was displayed through

the attitudes of the health care professionshéway the treated and handled the parents and
their children with CPTherefore there ia needfor the rehabilitation team to shaempathy,
support ancexhibit professionalism as they manatpe rehabilitation programsf children

with disabilities.The health care professionals should be equipped with the necessary skills
including short term trainingn different management skills to enable thienoffer the much
neededsupportto these parent€Efforts should be put in place to create a good atmesphe
within the rehabilitation institution® make the experience pleasant so as to encourage these

parents to continue bringirtbeir children for rehabilitation.



4.3.42 Physical Environmental challenges

Most of the participants expressed challenges Wighphysical environment they liden.

These included lack of good access roatlangingweather patterngoor structural patterns

in their homes including narrow doorways, lack of sidewalks and wheel chair rarhps.
experiences included difficudts in using the wheel chairs, rude and inconsiderate public
transporters and lack of appropriate transport means to accommodate their children needs.

Below are responses from participants:

0 0 \&teuggle when it comes to transport L have beerarrying him on my backaking him
to catch hisschooltransporton the road since he was 3 yeérghe passages in between the
shacks are narne the wheel chairs do nét so | cannot push through tothetransportd B

8.

606 Last week | stothpcinedhant hxwase namtpadtiveary o b o a
started yelling that Ehould not damage the caeats with our wheelchair. yet we have to

pay for transporting the wheelchair6 M 10

OHealth netpromised to give us transpotb and from the clinicsvhenever we had
appointments, beencalin but no o0 n e theyshduld hoholrehe pranlisé they é

made to us M 16.

This study revealed thata t i c | egpeeriehicéssegative experience brought about by
geographicaland architectural shortcomings the environments they lived infhese
shortcomingamade movemestdifficult due to lack of proper road acces®e presenceof

kerbs, no clear defined walk path for wheelchairs and narrow pathkvakiss study transport

was a common challenge, participants talked about the lack of public transport systems that

could accommodate their children and the wheelchairs, lack of finances to acquire appropriate



assistive devicethat conform to public transport like foldable wiadmirs. Moving to and

from rehdilitation centeswas a challenge as most of fgblic transporters were not willing

to carry thewheelchairsince most of them were not foldable hence making it cumbersome to
transportA study by Donovan, Vanleit, Crowe, & Keefe (2005), the resfitaved thathe
mothers withchidr en wi t h CP ¢ o urarelynw@rit outlue voechalfengese | y a
brought about by transport systems and the environment not being wheelchair friendly.
According to Palisaneet al (2003) architectural restrictions which may be part of buildings,
pathways, landscaping, ramps, narrow sidewalks, doorways, and heavy doors, debris on walk
wayscausing obstructionrsndmayhinder movements. Geographical chagles faced by the
mothers included difficulties in accessing rehabilitattentes due to transport challengasd
affordability. The public transportation systems were not designed to accommodate people
with disabilities thereby posing difficulties in #oidity. In a study done in Kenya by
Kormardjaja, (2000) mothers lacked moral and financial support, and had difficulties in
accessing rehabilitatioosentes. The mothers in this study had difficulties accessing the
rehabilitation department in the main pdal that was on the second floor due to non
functional elevators and no ramps were available. In a study by Grugstath (2006), the
finding reportedhat in most developing countrigbe majority of parents live in poor housing
structures surroundday uneven surfaces, rocky terrain, slopes that hinder the free movement
of persons with disabilities especially those on wheel chagme of the physical challenges

the mothers reported weadack of proper housingince most of them liveid shackdwellings,

the structures were not friendly especially to those that used wheel chairs and the houses are
small and they had big families thereby experiencing congestion anafriskntracting

communicable diseases

It is therefore important the sector respible for road maintenance ensure that the access

roads within thee shack residentiareas be upgraded to accommodate the wheelchair users.



Public transporters need to be sensitized about the existence of people with disabilities and
need for supportinthem to be able to access public places. The government need to intervene
by ensuring that all the public transpong¢ avheel chair compliartb accommodate the people

living with disabilities.

4.4 Theme 2 Positive experiences of parents

Some of the padipants shared posive experiences which thegncounteredduring the
rehabilitation of their children with CP. Among theimpositive experienceswere the
rehabilitation team, some family membegsgouses and the governmgestipport in form of a

monthly gant given tdamilies tosupporttheir children with disabilities.

4.41 Rehabilitation support

The majority of the participantsreported that the health care professionals running the
rehabilitation clinics were very supptive. They had positive expenices orthe supporthe
physiotherapist and occupatiotaérapistoffered them. The suppadricluded teaching them
exercises to carry on rehabilitation process at home, nutritional advice, counselling services
and encouraging them to attend cliregularly. The parents were also happy with the progress
their children were making and were able to apjate the role of rehabilitatian improving

the lives of their childne with CP. Below are sonresponses from the participants:

0 6 My c¢ h inlhapectsmee wdkstaded attending clinic here and | can say he is improving

el 6m I mpresse@d bM 3 he service

0 0 TtHermapist teaches us how to condexercises on our children, corrects us where we go

wrong and askss to write down the proceduée6 2. M



00l f el y wherelrcame todhgs linic they have, physiotherapist, speech therapist,

occupation therapist, and they advise on the typef food to give to our childreda 6 M 1 4

Rehabilitation management of CRncludes occupational therap physiotherapy, speech
therapy, assistive devices and use of orthosis (Kerem, 2009). The writer further states that
recreational activities combined with comprehensik@habilitation results into the
improvemenbf the quality of life of children with CBndtheirfamilies. Children with CP and

their parents or caregivers bendfibom family interactions, supporprovision of parental
education, promotion of developmental and matalls and resourcesupplypromote motor

and developmental skillgvlayston, 200k These familiesmay also benefitfrom individual

home programs and activities necessary to improve andrhelpe c hi | dd sThedev el o
recommended approach is multidisciplinary team approach tlsatlbar evidence based
studies (Backheit, 2004). Theehabilitation team may comprise ophysiotherapis
occupational therapist speech therapstorthosis experts, doctors, nurses, dieticians and
psychologists. This approach puts the needs of the patient first and directly worthevith

children and their families

This was the case at the thi@elS where this study was conductéthe rehabilitaton team
workedin conjunction withithe parentsf the children with ®. Theyinvolved them in drawing
realistic goals in the rehabilitation programined empowerethem withthe knowledgeto

support the rehabilitation process andr@anage the home progna for their children.

Therefore, rehabilitation of children witbPrequires a developmental oriented approach that
is not limited to the care of motor disorders only but takes advantage of functional assets.
Rosenbaum (2003) states that parental vadnesgoals should form an important component

of the management programme for their children. The result of this approach in broad terms



enhanceshe quality of life, enhances community participation of children with CP and goes
beyond just the emotionalpgnitive and social physical functionality of these children (King

2000).

In this study, the parentsvho attended were rehabilitation services at all the three lGd®

access to morservicethat includedphysiotherapy, occupational therapy, speech therapy,
orthotic,medical management andunsellingservices Theywereempowered with skills that
assisted them to take cha Meartcipantivho atiemdedc hi | dr
rehabilitation sevices regularly reported mpr ove ment in their child
medical team played their role by providing the necessary service required and empowered the
parents to carry on tlrehabilitation process at home. This hat proves the theory sfudies

done by different writers thatdaocate fora multidisciplinary team approachlherefore it is

advisable to useamultidisciplinaryapproach irthe rehabilitation management of children with

CP.

4.42 Family support

Some of the participants shared hsupportive theifamilies and spousewere tothem and
accepted t lendition helpinglthdmn epedostter with their situation. This gave
them hopeandencouraged them twld on despite thehallengeshat disbility brings along

Below areresponses from the participants:

~

il get a |l ot of support from her father alt
when he calls to ask about the child especially when she is not well. | cope better because of

his | ove and supporto M 9.



O My family supports me and even offers to help with our child and my husband is very
supportive he listens to me especially wheb feding depressed® He provides for us

financiallytod@ 6 M 20

600My boyf ri en dourshabyéphe canh feed tmne bakyi change the diapers and

takes the baby outsidedd M 6

The family centred approadk considered the best approach in early intervention of paediatrics
rehabilitation in Community Based Rehabilitation (CBR), clinics dmu$ptals and is
increasinty being adopted in many coutries worldwide This approach is built on three
principles, parents want the best for their children, families are unique and different and optimal
functioning in a child occurs in a supportive fayreind community set up and acknowledges
theimportanceof family (King, 2004) Bailey, Raspa &ox (2012)states that Family Centred
Approach (FCA) utilises appropriate approachesiti@tideset of values and attitudédany
studies have shown thdespite the difficulties that parents and families with children with
disabilities encounter many of thehave acceptedhe conditions of their childrefMcCubbin,

2000; Pattersor& Grawick 1994). In the effort of understanding family adoption and coping
strategies McCubbin & McCubbin, 200#4troduced a model of family stress adjustment,
adaptation and coping. This model was developed to explain the variations of resilience in
different families dealing with CP explaining how one family ncape better thathe other.

In the currenstudy, someof the parentseported that they were able to adjust and ceiple
their c¢hil dduetovasousddasomsiie otherstfaured & difficult to copiaereby
proving that theaboveexplairedmodel can be sl tosupportthe parents and families living

with children with CP.

In the currenstudy the participants who had spousal and family support were able to adjust

and cope with their childrends disabilities



is needof the rehabilitation to utilize the family centred approach for better rehatibn
outcomes and in support of the parents of children with CP.
4.5 Theme 3 Coping strategies for the paents both positive and negative

4.51 Sharing groups and selfmotivation.

Some parents shared how despite the social stigmaiatssbevith a disability they still
managed to get on with their livel thisstudy someof the parentpractsedselfmotivation
and some formedharing groupsnd metregularly after the clinicsessiongdo share their

experienceschallengesind encourage one ahet Below areresponses from the participants:

1]

Il simply tell my sel f tdh anto bolde ica nmytjast hriyl d t

(7))

tay strong aan ce | fegpehla ngto oddo eés n lBetaude e asv e eiatvsy 6tor L

1]

| keepgthatGoguwiayaInl ow my c¢ hi Knehdstdaughlandbakékeel o n g €

br e a/dl& 6

O0\We are like sisters, we adgigne another how to deal withur issus, encouage,listen, and

learn fromeachothed 6 M 17

Disability is socially unacceptabdnd people have traditional beliefs that disability is a form

of punishment from angered astors to the affected familiélsevin, 2005). The writer further

states that many families have broken up due to having a child with disabilhigsstudy

expo®d the challenges participants faced that included lack of social interactions, community
support family support.Most mothers reported experiences wstitial stigma, from some
community members that were not supportive and would throw harsh commentsekd

them regarding their c¢hil direegadivechallengesoctali ons f
stigma remains a huge challenge for people living witaldiies, there is a tendentyjudge

and label families of children with CP. Sociggnds to judge and blame these parents for



having children with disabilitieDespite all these challenges andre there are some of the
participants decided to use seibtivation to help themselves cope with their children
disabilities. Some of them used their religious beliefs while others used their vernacular

proverbs for selmotivation thereby developing their owoping mechanisms.

In this study, the participants used their own initiative to foshraringgroups that were

managed and regulated by themselves. This initiative acted as a unity against their challenges
bringing the participants closer and being ablestate with one another well. Despite their

low education level, lack of support structures these parents managed to developed their own
selfsharinggroups where they shared their experiences, encouraged one another promoting a
support system for one atfer and were able to develop coping strategies individually and as

a group.This shows that there isevel of awareness aratceptancéy the parentdiving

with children with CP that they can bkla to develo@mnd managéeir own coping

strategies.

4.6. Theme 4 Lack of hope and support structures

Some of the participants in this study had experierdedk of support structures from the
rehabilitation programs that left the parents of children with CP with little or no hope at all.
This made mogtf them lose hope for a good future for their children with CP. Below are some

of theresponses from the participants:

0 My son was allocated a child grant instead of a full disability grant, efforts to have it adjusted

have are fruitless.. the granti;mot suf fi cient to support all

Al 6m requesting our ¢o Vv &artopbesingsses so wegcansuppott s
our children and ourselves, our education

noonetohelptae care of the childreno M 9.

S

m

e



Al 6m grateful for the grant offered bwotshe g

not enough for alM13t he needs of my chil doo

Parent 6s exper i @oodsumortistnucturas that eclubed adkswficiént

grants, lack of provision of assistive devices, lack of suitable transportation systems, and lack
of enough vacancies in the special schools and distance to the special sinoels

participants cmplained of discrimination in creches that offered day care for children with
disabilities and lack or acceptance or delays in being accepted It is common practice that
whenever a couple is blessed with a child with disability one of the parents havie to qu
employment to take care of the chthereby interfering with theconomic stabilityf the

family which is very crucial in the caring for the special needs children. UN (2005)

convention for children with disabilitiegghts stateshatii t h e i Mg accessibilityctce

the physical, social, economic and cultural environment, to health and education and to
information and communication, in enabling persons with disabilities to fully enjoy all
human rights and .inanrdoda bydHona&ightsWatoh,e201b)as 0
estimated five million children living with disabilities South Africawere locked out of

|l earning institutions thereby contravening t
African government has failed to protect tights of children living with disabilities due to
widespread discrimination during teardimentstage. Statistics have shown that in five out

of the nine provinces, children living with disabilities faced physical discrimination and
attitudes barriers blgeing classified according to their disabilitiesccording to UNICEF

(2012) they are numerous policies in place to support people living with disabilities but the
constant linking of the policies to national and provisional government planningsproc

hinders the implementation.



In the currenstudy, there was amadequatsupportto families ofchildren with disabilities,

the grantoffered by the government meant wer sufficient tocaterfor their needs and

provide for the required assistive desswhich parent have to acquire privateBome of the
participants complained of discrimination in créches that offered day carkilidren with
disabilities throughack or acceptance or delays in being accepted. UNICEF rfeport

(2012) has giveguidelines regarding rights of children with disabilities but the South

African government has not implemented most of the policies due to budget constraints and
lack of priorities and proper planning and implementation. The report further suggests that
Sauth African government just like another African country has no structures in place that
supports the parents of childrevimg with disabilitiesthereis a needfor the government to

come up with policies that safeguard, provide support frame arathpovide equal

opportunities to children living with CP and other disabilities in genBethabilitation
management should also be structured to accommodate the needs of the parents as they are
the back bone of their chidaérmaechargedwithl f ar e an

providing for their needs and families.

4.7 Summary

The resultof this studyelaboratehe challenges that parents with childrettM@P encounter
which variefrom physical, emotional, maritaénvironmental, lack of policymplementation

of policies regarding children witCPand diagnosishallenges. The pareni®rried about the
future of their children andattled with the fear of thenknownfor notbeingsure of what the
future holdsfor theirchildren. The parenwsuffered from stress, depression and anxiety related
challengesMost of themexperiencedeconomicchallengesbecausethey are uemployed

hence not able to meet basic needs for their children with CP. Some of the parents suffered



from isolation andoneliness, had no support from extended family members and spandes,
were discriminated bythe community due to their children disabilitieSome mothers
experience@nvironment challengeespecially thiack of acces® buildingsroads and access

to rehaliitations centes due to lack of proper roads and access and affordabilipuloific
transport to and from CHQt was also evident thatelSouth Africangovernment has failed

in implemening the existing policies that were developed for pedipieg with disabilities
thereby making it difficult for families with children with CP. There were many casesoo
diagnosis or delayediagnosis, whicltould have led to an early ambulatory of the CP children
and prevented secondary disabiliti®#be parentsvere not psychologically prepared for the
news on t heir ¢ hwere nbtgeenadequatesapgparttoieralvie thesmiimt

and cope with the new challenge of living wahlisability. Information emerging from this
study will be used to ugde the health care providers of the existing challenges and experiences
of the parents Information and hopefully help to improve the rehabilitation services in the

identified gaps in this study.



CHAPTER FIVE

SUMMARY, CONCLUSION, RECOMMENDATION SAND LIMITATIONS

5.0 Introduction

This chapter presents a summaryhafstudy, in conclusion, recommendations, possible future

studies and limitations of the study.

51 Summary

This study sought to explore the challenges experienced by mothers in rétatibe
rehabilitation process of their, 6 GapeiTowth me n
South Africa.The aim of the study was to explore the positive and negatiVlerpas and the
coping strategiesfor the mothers with children with CHhe areas covered by this study
included physical, emotional, health, seeimonomic, CP diagnosis, maritehallengesand

lack of implementation of government policies on disabilggid he researcher was motivated

Wi

to conduct this study by the lack of evidence of studies in Cape Town regarding the challenges

of parents with CP children and the fact that she is a parent of a child witheG&e being
aware ofsome of the challenges cthe needo educate the concerned sectors of the said

challenges in order to give parents of CP children more support.

The researcher used focus group discusiibowing a qualitative methodology. Participants
wereselectedrough purposeful samplirand 21 parentaere identified and formed focus
group discussions. The ages of gaticipantsranged between 2gearsto 60 years, which
gave a goodariety of challenges faced at differeages. The hi | dr ends ages
1 and 12years, whichgave the study an opportunity to explore éxperiences adifferent

ages The study employed a thematic content analysetdyethe data.

t

an



The esultsfrom thisstudy identified the most commahallengegxperiencedby the parents

of childrenwith CPincluded marital, soci@conomical, environmenpsychologica] par ent 0 s
reaction toCP, lackof government commitmentThe socie economicchallengesirose from

the lack of employment due tonothers havingpoor educatioal backgrounds and lack of
financial supporfrom familiesandthe relevanauthorities The environmental challengesre

due todiscrimination, stigmaand rejection due to cultural and traditional beliefs and the
geographical set ughat made it difficul for movements for the childrefihe psychological
challenges included stress, anxiety and depression. Marital challenges were mainly due to
separations and divorces, conflicts and misunderstandingsgahmcouples. THack of good

support structuref families with dildren with disabilities exposed the mothers to financial
challenges. Misdiagnosis was due to the incompetence of the medical personnel and partly due

to lack of awareness by the mothers.

5.2 Conclusion

The study findings showed motkeaire taking full esponsibilities of caring fahe children

and that the fathers were not involved in the daily management of their chilldezaby
increasing t he mohe maherd struggledwidhesaocial stigmacfranm family
members andommunity members and health care professionals. The mothers lacked support
from their families, spouses and community members predisposing them to emotional
challenges. Despiteall the challengesthe motherswere ableto care for their childreland

families at largeadapt and cope with their children conditien

5.3 Significance of the study

The aim of rehabilitation in CP management is to promote activitlgpendeng prevent

secondary disabilitieand improve participation amongst children with CP. The results of this



study will be used to facilita@nincreasen the awareness on the management of CP amongst
the service providers, at the three community health centres in Khayelitsha and the afount
large. The results of the study will be used to enlighten the medical service providers and
rehabilitation team on the different experiences of the parents that may help in improving their
services. The parents will be enlightened on the importahceropliance with treatment
requirements and may also be used in health care organizatthiexecutionof awareness
programs at the community level about CP and its management in Khayelitsha and in the
country as a whole. Finally, the results couldbgalue to other researchers intending to take

up additional studies on CP management.

Results from this study demonstrate that mothers of children with CP experienced high levels

of stress both physically and psychological challengesdteteto theburden of caring for a

child with CP. In a study by Singeet al (2009)i t 6s evi dent that car e
experienced negativeimpact on their generavell-being socially, physical and emotional.

These challenges do not just affectwedl-beng of the child but have a general impact on the

whole family (Plant & Sanders, 2007).

5.5 Further Research

1. Study policies and related concepts and effects of specific policy initiatives.

2. Identify needs of families with CP children and understhedhallenges they encounter

accessing rehabilitation services and health care.

5.4 Recommendations

In developed countriethewell-beingand health of the parents and caregivehdéiren with

disabilities are a public concern aids becoming increasingly important to provide family



supportas apublic health priority $inger et al, 2009) However,this is notreflected in the
developingcountries and particularly inoBth Africa the study arearhegovernmentmedical
professionaland thesociety in generaldo notseemto recognizehe challengetamilies and
especially thgarentsf children living with disabilitieencounterBased orthe resultof this

study, the researcher would like tecommend thé&llowing:

1. Rehailitation teams should introdutiee familycentredapproachn CP management
since the approach has been provebdonore inclusive. Theehabilitationproces
shouldbe tailoredo the family needin consideration, address the family concerns and
goals, prouvile supporaind build the capacity of the family in theirh i mahégement
therebyreducingstress and anxietifherefore,it is recommended that familyentred
approachs used in all rehabilitatioprogramsn South Africa in general.

2. Social support groups for families should also be initiated at the rehabilitainas
for families with CP children where they can meet other affected families and share
experiences, interact and exchange ideas.

3. The SouthAfrican government should iplement the support grants and increase the
amount they provide monthly and empower these families financially through small
loans to start some income generating projects to promote their financial stability.

4. Professional counselling services should be incaporated to providecoping
mechanismssince most of the parents had experiensgl depression, stress and
anxiety.

5. Sensitization and creating awareness of the causes of CP to the pfathéies and
thepublic, in generalshould be incorporated the antenatal care and educate them on
therisks thatpredisposehem to CP and other childhood disabilities.

6. The South African governmeshould make special provisidor the day carecentes

that will accommodatechildren with CP and provide inlusive programs such as



education, rehabilitation and care for the children to allow time for their mothers to
attend to other duties either social or economic.

7. The South Africa government should strive to implement the policies on children with
disabilities as ecommendeé and proposed in the National Disiéity Policy (NDP)

Vision 2030which states that:

1 Persons with disabilities should becordedequitable social rights thanable
them toparticipate inthe society.These include theght to educationsocial
development service$iealthcarehousing spats, transpottrecreationfood
security,culture, andamily life.

1 Persons with disabilitiesiust be accordethe right toexcisestheir economic
rights amongthem access to resources sucltagitd infrastructure finance,
decent work.

1 Children with disabilitiesre provided with a government grant that is not less
than RB00 a month to support their daily needs.

1 Persons with disabilitiesiust enjoy the right to culture component in equality,

dignity, nondiscriminatoryand humanity.

5.6 Limitations of the study

1. The study had projected tengage both parents ofiildrenwith CP but unfortunately
only one father waavailable for thistudy thereby not able to giviee perspective of the

fathers.

2. The challenges experienced by parents inltheincome bracket, and with low
educationmay not besimilar with those ofparents who are within the upper aniddle

earning bracket andell educatedvere not explored
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