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ABSTRACT

The intention of this study is to establish the kind of support available for
caregiversin rural communities to be effective in their responsibility and if not,
what can communities do to assist caregivers emotional, socially, spiritually,
and to some extent economically to cope with the challenges of caregiving. This
qualitative study used in-depth interviews to gain insight into the 30 caregivers
experiences and 7 key informants in Mopipi who participated in the study. A
guestionnaire was administered face to face to caregivers who were purposively
selected, and the data was collected in August 2014. The caregivers were
interviewed at their own residences to accord the researcher the opportunity to
observe the care dynamics as they unfold. This method made easier for the
researcher to probe further for clarity and appreciate the daily challenges of
care. The empowerment theory informed the general structure of the study, the
design of theinterview guide, and the conclusion. The primary data were analysed
using the qualitative method and techniques of data analysis by deriving themes
fromthe objectives, data transcribing, and observation. It was found that children
in Mopipi area have different types of disabilities ranging from physical to
intellectual disabilities. The majority of caregiverswere unemployed while others
wer e dependent on income gained fromthe | pelegeng project, which isa seasonal
form of employment. Furthermore, the services to children and their caregivers
are limited to food provision and at times transport to referral hospital. The
condition of programmes and services are complex and usually result in the total
lack or not receiving necessary assistance on time. In conclusion, caring for
children with disabilitiesisa mammoth task as caregiversin Mopipi faced several
challengesthat end up affecting the lives of their children such as poor nutrition,
lack of educational support. In addition caregivers end up having compassion
fatigue asthey do not have informal support systems. Therefore, it was caregivers
need appropriate and timely interventions, community support groups, and
training in order to provide effective care for children with disability.
Keywords: Disability, Caregivers, children, social workers

INTRODUCTION
Thestudy on caregiversof childrenwith disability in Mopipi wasmotivated by the dearth
of information on caregiving to specid groupsand related challengesin rurad communities.
Research in Botswanahasin the past concentrated on urban and peri-urban areas and
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with emphasison peoplewith disability but not caregivers. Itisextremely beyond argument
that caregiversplay animportant roleinthelivesandwefareof childrenlivingwith disabilities
Therefore, disregarding thecaregiver islikesentencing the personwith disability to peripherd
linesfar beyond redemption. Caregivingisand must berecognized asalifedlong commitment
without which theincrementa development of achildwith disability will beimpossible.
However, caregiversare usually faced with situationsthat are emotionally and socially
draining, stressful, and economically disabling. They are characterized by low income,
high stresslevels, sickly conditions (high blood and diabetes) and lack communal and
socid support. Theseare complicated further by additiona stressorsthat impact negatively
onthecareof childrenwith disabilities.

Caregiversplay animportant rolein thewell-being of children with disabilities.
Thequdity of andtheavailability of ahedthy and economicaly strong caregiver determines
thewefareoutcome of thechild. Itisthen crucia to explorethequality and the support the
caregiversreceiveto strengthentheir caregiving role. Assuch, understanding their needs
isof utmost importancefor programmedesign by social workersand other professionals
intherehabilitation field. The study on caregiversof childrenwith disabilitiesin Mopipi
wasmotivated by the dearth of information on caregiving to specia groupsand related
challengesinrural communities. Research in Botswanahasin the past concentrated on
urban and peri-urban areas and with emphasison people or childrenwith disabilitiesbut
not their caregivers. Itisextremely beyond argument that caregiversplay animportant role
inthelivesand welfare of children living with disabilities. Therefore, disregarding the
caregiver’sneedsislike sentencing the person child with disabilitiesto periphera linesfar
beyond redemption. Caregivingisand must berecognized asalifel ong commitment without
whichtheincremental development of achild with disabilitieswill beimpossible (Grande,
Stgjduhar, Aoun, Toye, Funk, Addington-Hall and Todd, 2009).

Caregiversof childrenliving with disabilitiesexperience high levelsof parenting
stresswhich hasdirect and indirect effect on the children. Some of these on the children
are school absenteeism, truancy, educational under-performance, psychological and
emotiond problemsaswell ascompromised trangtionsto adulthood. Thereforesupporting
caregiversrequirestheidentification and assessment of thedisability of thechild, the support
they need, and their unmet needs (Rossetti, 2004). Thereislimited researchin Botswana
on caregiversof childrenwith disabilities. Itisequally important to sensitize and mobilize
stakehol dersand the community at large regarding possible strategiesto support caregivers
of childrenwith disahilities.

Disahility iscategorisedin avariety of formsincluding mental retardation, visual
and hearing impairment, communication disorder, learning disorders, and cerebral pal sy,
whichaffect not only theperson’sphysica andintellectua functioning but alsotherr effective
functionality with othersin the society (M oralesand Sheafor, 1995). The World Bank
(2004) states that disabled persons are among the poorest, most stigmatized, and
margindized of al theworld' scitizens. Furthermore, conditionsof poverty likepoor nutrition,
lack of accessto hedlth servicesor safeliving, and working conditions, create barriersthat
canoccur from birthto old ageuntil death (Maripe, 2010). Theconcernisthat discrimination
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of childrenwith disabilitiesmultipliesthebarrierstheir caregivershaveto ded withinorder
for themtoliveanormal daytoday life.

Disability in Botswana

Disability ischaracterized by complex socid and economic factorsthat challengetheperson
to confront and overcomein apaositivemanner. For example, sigma, discrimination, illiteracy,
poverty, unemployment, and marginalization are common features of society. Peoplewith
disabilitiesare usually faced with situational characteristicsthat could increasetheir
vulnerability such aslower incomethan the non-disabled, and living outside caregiving
institutions (Wisner, 2002). In consequence they suffer the social distance or stigma
associated with being labelled* disabled’ or *sick’ inasociety valuing salf-sufficiency and
independence. In Botswanaservicesfor peopleliving with disabilitiesare pioneered by
the government through the Office of the President. On the contrary, theimplementation
and provision of most services are done by non-governmental and community based
organizations supported by the Ministry of Heal th through the Botswana Council for the
Disabled (BCD).Thismeansthat the challengesfaced by peopleliving with disabilitiesin
Botswanaare not addressed adequately. Accordingto Kgjevu (2013), in Botswana, the
rate of peopleliving with moderate or severedisability isestimated to be between 11 and
15% (or 58 716 to 96 125) of the entire population. These numbersaretoo highfor a
country with apopulation of just over 2 million people.

Children with Disabilities

According to the United Nations (1990), globally, 180 million young people between the
agesof 10-24 yearslivewithaphysical, sensory, intellectual or mental health disability,
sgnificant enoughto makeadifferenceintheir daily lives. Thevast mgority of theseyoung
people (150 million) which constitute 80% livein the developing world. Children with
disabilitiesareusually faced with the need for education, job training and inclusion for
participationinthecultural, socid, religiousand economic affairsof thecommunity. Dueto
thedistinctiveneedsof childrenwith different typesof disabilities, they historicaly remain
aforgotten group in society.

Caregivers

According to Rossetti (2004) acaregiver isdefined as someonewho provides care and
support for afamily member, friend or neighbor with adisability, isfrail, aged or hasa
chronic menta or physical illness.Caregiverswho may bethechildren' sparents, siblings,
aunts, relatives or even neighbours are the most important peopleinthelivesof children
withdisabilities. Globaly caregiving tendsto bearolethat takesamgjor toll onwomen as
carerscompared to men dthough thereisasignificant increasein number of menwho are
becoming caregivers(Surbone, 2003). Similarly, astudy conducted among caregiversfor
veteranswith traumainjury in Minneapolis, United Statesof America, attest to thefact that
therearelower numbersof menwho are caregiversasit revea ed that 90% of caregivers
werewomen (Phelan, 2011).
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Caregivingisacrucial servicein society which often timesis offered without pay and
preservesthe hedlth of peoplewith disabilities, and aged citizens(Talley & Crews, 2007).
Accordingto Singer, Biegel, & Ethridge (2009), caregiverssupport family memberswho
experiencedisabilitiesrdated to much physica and cognitiveimpairment that restrict normal
functioning. Thesedisabilitiescanfirst becomeevident at any time, ranging frombirth, in
the caseof children bornwith somedevelopmenta disabilities, to advanced old age, inthe
case of family caregiversfor relativeswith dementia(Nyanguru, 2007). Inthe United
Statesand Canadathefamily isnow themain provider of long-term care, evenfor people
with severedisabilities’. In these countriescaregiving usudly takesplaceinahome setting
ascaringiningtitutionsmay becostly or full.

Caregivers Needs

Historicaly caregiving dutieswere performed by women asthey werenot working outside
thehome. However, currently women havejoined thework forceand il find themselves
being caregivers. Although the society hasnot taken thisissueinto consideration, thereare
no adequate solutions to assist women in this regard. This leads to women being
overwhelmed with stressin an attempt to juggle work, household duties, and caregiving
(Gray & Edwards, 2009; Carmichael, Hulme, Sheppard, & Connel, 2008; Cass, 2006;
Pavalko & Henderson, 2006; Cummins, 2001).African society believesthat aperson
with disabilitieshasto be provided with support for physiologica needs, socid integration,
and emotional wellbeing by their family (Cummins, 2001). Onthe contrary, dueto the
erosion of theextended family structuresin cosmopolitan African societies, thereisahigh
possibility that caregiving for children with disabilitiesmay not beavailable or burdensome
(Clausen, 2000). Assuch, caregiving placesgrester demandson the nuclear family structure
to care and provide for children with disabilities. This leads to health and social
consequencesrel ated to stressand burnout resulting from failureto haveregular breaksor
gainass sancefrom other family members(MacDonad & Calery, 2007). Sincecaregiving
isrequired on an ongoing basisit taxesthe physica and emotiona strength of thefamily or
caregiver (Cass, 2006).

According to several studies, caregiversreport not getting enough sleep, not
participatingin exerciseroutinesnot egting regular and nutritiousmesals, and failing to seek
medicd attentionfor themsdlvesresultingindlinica depresson, isolaionfromsocid activities
high stress, and low quality of life(Cummins, 2001; MacDonald & Callery, 2007; Taley
& Crews, 2007). Asaresult, caregiversexperience health and social consequencesdue
totheir caregiving responsibilities(MacDonad & Callery, 2007). Studiesindicatethat,
regardless of age, ethnicity or gender, caregiversareat risk of major stress, anxiety, and
depression (RheeY S, YunYH, Park Set a., 2008). According to astudy on caregivers
for youthwith HIV and AIDS, caregiversfaced similar challengesto those caring for
childrenwith disability. Theresultsindicated that almost all 330 participant caregivers
experienced depression with 73.1% were low energy, 69% reported feeling sad, and
59.7% said werelonely (Smith Fawzi, et a ., 2010). Thereisaneed to take good care of
caregiversto hel p them function effectively through programs, servicesand interventions
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designed specifically for them. Furthermore, when caregiverscopewd| with caring for the
childrenwith disability it enhancesthe socia and cognitive adjustment of the child under
care(Gross, 2004). Childrenwith disabilitiesneed servicesthat will support not only their
physica needs, social integration and emotional well-being but also thosethey rely onto
meet their basic care needs (Floyd & Gallaher, 2007, Cummins, 2001). The purpose of

thisstudy areto:

[ To assessthe socio-economic statusof carersof childrenwith disabilitiesin Mopipi
area

[ Toidentify the typeof disabilitiesof thechildren under care

iv Toidentify suitable support programmesfor thesecarers
Y Toidentify the programmesand servicesfor childrenwith disabilitiesand caregivers
inMopipi.

METHOD

The empowerment theory isrelevant to thisstudy that deal swith disability, gender, and
poverty because of the prevailing unfavourable economic conditions, societd attitudes,
and pregjudicesespecialy inAfrica.Generaly, peoplewith disabilities are discriminated
againgt, marginalized, and denied thevery servicesmeant toimprovetheir welfare. Their
voicesare hardly ever heard by the communities, leaders, policy makers, and whistle
blowers and this kind of treatment applies also to their caregivers. Theories of
empowerment, therefore, explain the fundamental philosophiesthat characterizethe
rel ationship patterns, perceptions, and reactions by several societal actorsagainst the
powerless. Empowerment theories definethe processes of dealing with oppression and
discrimination of society aswell associd action, socia justiceand socid equity (Robbins
et al, 2011).

Thisstudy adopted the qualitative paradigmto explain, explore, and describethe
lifesituation of caregiversof childrenwith disabilitiesin Mopipi (Alreck, 1995; Dawson,
2006). The qualitative approach was appropriatefor the study to conduct in-depthfaceto
faceinterviewsasthemedium of datacollection (Andem, 2004). Inthisregard, thestudy
sampled 30 caregiversof childrenwith any form of disabilitiesinthevillage of Mopipi
(Babbie, 2004; Babbie, 2007; Babbie, 2008; Babbie& Mouton, 2001).Theresearchers
visited the Socia and Community Development Officein Mopipi to obtainalist of people
living with disabilitiesfromwhichasample of 30 participantswasrandomly selected and
conveniently leading to carers(L ocke, 2001; Babbie, 2007).Thus, collected datawas
arranged according to verbatim accounts of participantsand then into themesfor easy
analysis(Grinnel, 2001; Babbie, 2008).The proposal was subjected to ethical clearance
by the Faculty of Socia Science Research committeeand after itsapproval; it wassent to
theMinistry of Local Government and Rural devel opment which granted theresearch
permit (Babbieand Mouton, 2001).
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RESULTSAND DISCUSSION

Thetable 1 showsthat caregiving is provided mostly by women more over age of 56.
Therewasonly onemaleaged 69 who wasinterviewed asacaregiver inthestudy. Younger
womeninMopipi fromtheagesof 19-35who providecarefor childrenlivingwith disabilities
wereonly five. It hasbeen concluded from the study that older women form amajority
caregiversin Mopipi village. Thismay be dueto thefact that most of them arenot working
either dueto old age or thefact that they haveretired from formal jobsto farming and
cattlerearing (Davis & Gavidia-Payne, 2009). Thistrend may al so be aconsequence of
thefact that younger women leave villagesto look for greener pasturesin townsand big
villages. Thenature of caregiving may aso beadeterrent for younger women becauseitis
demanding and requiresagreat dedl alot of patience. Respondents shared that younger
women would rather stay with their boyfriendsthan to be confined to one place where
they haveto providetwenty four hour caretotheir children. On the other hand, Mopipi is
atraditiona village, and caregiving has alwaysbeen done by older women.

Out of the 30 participantsinterviewed, only 6 reported to beworking. Thefact
that most of the caregiverswere not working isnot surprising ascaregiving isafull time
job. Singer, Biegd & Ethridge (2009) stated that caregiverssupport family memberswho
experiencedisabilitiesrelated to physical and cognitiveimpairment that restrict normal
functioning. Whenachild hasadisahility,in most casesit meansthat they arelimited with
regard to performance of normal functions. Thismakesitimpossiblefor themto beleft
alonewithout any supervision. Therefore caregiversin most cases cannot haveafull time
job asthiswould mean neglecting their children.

Among thesix that reported that they wereworking, oneisacaretaker at S& CD
and sheindicated that her child wasat aboarding school. Thisexplained why shewasable
towork on afull time basisbecause shedid not haveto providefull timecare. Theonly
mal e caregiver who wasinterviewed in the study worked asa security guard, and thus
went to work at night and the mother of the child was ableto provide carefor the child.
Four of thewomen worked in the | pel egeng project, whichistemporary employment. The
most prevalent type of disability in Mopipi wasmental illnessand deformed limbs. A
sgnificant number of caregiversasotakecareof childrenwith parayss.

ChallengesFaced By Car egiver sof Children with Disabilitiesin M opipi

Someof the caregiversindicated that the caregiving processwastoo demanding for them.
They haveto behomeall thetimeand one of them mentioned that every time shehasto go
tothelands, she hasto take her child with her astherewasno oneto take care of herinher
absence. Thiswascostly for her asshedoesnot havetransport of her own. One caregiver
reveaed that, “ | cannot even plough because my child does not attend school asthe
schoolsdo not cater for her type of disability”. In another case, acaregiver lamented
that shetakes care of two grandchildrenwho are blind, and it was difficult for her asshe
was 82 yearsof age. Shehad to fetch water from the standpipe, cook for them and even
takethem for their monthly medical check-upswhich are on different days. She stated
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that, “1 am all alone because the mother of these children is married and stays
elsewhere with her husband, and this child ismy burden® .

Some caregiversprovided careto children who wereimmobileand they indicated
that their major challengewasthat they had to bath them, and even takethemto thetoilet
every single day which was exhausting. In some casesthere was ashortage of napkins
fromthelocal clinicfor those patientswho needed them and that made life even more
difficult for the caregivers. Thosewhotook care of mentaly ill children and thosewithfits
indicated that the chil dren wandered from the home and they haveto go around thevillage
looking for them. Their fear wasthat they will be hit by moving vehiclesor even get lost.
Someindicated that in someinstancesthe children ran away at night whichwasdangerous
for them. Onemother pointed out that her child could not speak; she usessign language
which family members cannot understand so that has been aproblem when trying to
communicate with him. One of the challengesfaced by amagjority of caregiverswaslack
of trangport to take patientsto the clinic or other necessary places. Onecaregiver mentioned
that her child putson specia shoesthat areonly foundin Marinaor Nyangabgwe hospitals
anditisdifficult for her to gofrom Mopipi to Francistown or Gaborone. She pointed out
that:

“ sometimes | go to Nyangabgwe hospital using my last money, only

to betold the shoes are only available in Marina, which meansthat |

haveto take another trip to Gaborone. Sometimeswhen we get there,

we are told to wait several days for the shoes’ .

One problem that troubled caregiverswasthefact that there are no schoolsinthearea
which admit children with specia needsintheir areaand assuch their children haveto stay
at home because of the stigmafrom other childrenin normal schoolswhen they cannot do
school tasks. In other cases, children need the help of physi otherapists but becausethere
arenoneinthearea, they end up unabletowalk evenininstanceswheretheabnormalities
could have been corrected. Theareasocia worker aso viewed thisasthemost troubling
challenge because children with disabilitiesare unableto accesseducationd facilities. Some
caregiversdecried thelack of aproper diet for their children. Sincethey arenot working,
it has been amammoth task to provide for their relatives, except in cases where the
Department of Social and Community Development (S& CD) assigts. It isevident from
thefindingsthat caregivers experience considerabl e stress ranging from emotional to
psychologica andfinancia stress. Thisisrelated to fatigue associated with the caregiving
jobwhichisconsistent with thefindings of severa studiesconducted on caregivers.

Assistance Givento Carers

Participantswere asked whether they received somekind of hel p from the government or
the private sector and the mgjority answered that they were not receiving any assistance
from government (Beresford, 1994). Someindicated that they got assistancefrom good
Samaritans who would help them in time of need. One of them stated that" one
businesswoman has volunteered to buy my child toiletries every term and also
transports her to and fromschool. | do not pay her anything” . Others acknowledged
that the Department of Social and Community Development (S& CD) provided themwith
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support, such asfood ration and transport. Family membersand relativeswere also seen
to provideemotional and material support to caregiversinfew instances.

Type of Assistance

Some caregiversreiterated that the clinic assiststhem with disposable napkinsand also
with medicationwhenever thechildren aresick. Thosewho areasssted by S& CD indicated
that they received food, toiletries, and blankets, and one participant added that she has
been given goats. |n another instance one participant stated that the S& CD Department
also helps her with transport to and from school since her childisdeaf. Relativesalso
assstedin somecasesin helping to relievethe caregiverswhen they need to do something
outsdethehome.

Limitationsof The Sudy

[ Sincetheresearcherswereusing alist fromthe socia workersoffice, they might
havemissed other children who might not bein thelist who would otherwise have
aso provided val uableinformation for the study.

i Lack of adequate resourcesdid not allow theresearchersto frequent theareaas
many timesas possibleto observethelivesand cultural context of the community

i Some caregiverswereworking inthefieldsfar away from Mopipi and could not
befollowed by theresearchers

v Insufficient timein thefield did not permit the researchersto observe all the
necessary day to day interactionsof caregiverswithingtitutions, cultura beliefs,
and attitudes, and servicesprovided.

Table 1: Distribution of participants by age

Age Frequency Per centage
1923 1 4

24-28 2 7

2935 2 7

3640 4 14
41-45 2 7

46-50 6 2
51-55 1 4

56+ 10 b

Total 2 100

NB: The age of 2 respondents is missing because they were not sure of the exact birth dates.

Table 2(a): Employment status of participants

Employment Frequency Per centage
Employed 6 2

Unemployed 24 5]

Table 2(b): Type of employment and incomefor participants

Typeof employment Salary

I pelegeng PS00

Security guard P1000

S& CD Caretaker P2800
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Table 3: Typeof disability
Typeof disability Frequency
Mental illness 8
Deformed limbs
Epilepsy
Blindness
Paralysis

Speech problems
Deafness

Downs syndrome

P FRPDNOWN O

CONCLUSIONAND RECOMMENDATIONS

Thestudy hasreved ed that thereisagreat need to haveasupport syssemfor the caregivers
of childrenwith disabilitiesin Mopipi. Challengessuch asclinical depression, isolation
fromsocial activities, and high stress, and low quality of lifeare someof the challenges
caregiversarefaced withintheir daily lives. In addition, therearelimited servicesfor
children with disabilitiessuch asschoolsin Mopipi and therefore, caregiversstrugglewith
transportation issueswhen government delaysto take the childrento and fro the urban
areawhere schoolsarelocated. Caregiversneed systemsthat promotetheir wellbeing
and reduce stress, whichincludes, church, support group, and extended family members.
Whenthesesystemsarefunctiona they arevital componentsof effectiveintervention as
they becomeasource of respite carefor families. Thestudy aso found out that the health
status, socio economic status and emotional well-being of caregivershad adirect impact
onthechildrenthey weretaking careof. Children whose parentswere not working tended
to have poor nutrition, not well clothed and could not accessbasic amenitiesdueto lack of
resources. It iswithout doubt that when caregiversreceive proper support and resources
they can providequality careto childrenwith disabilities. Thefollowing arenot exhaugtive
recommendetionsfor thecaregiversintheresearch stebecausethereareso many chalenges
that need immediate attention. There are no community based organizationsor Non-
governmenta Organizationsoffering servicesto peoplewith disability and their caregivers.

Therecommendationsareasfollows:

[ Socia workersto establish community support for caregivers of peoplewith
disability wherethey can discuss challenges, share experiences, and organize
themselvesin seeking assistance

[ Traditional leadership in terms of Dikgosi, Headmen, and Wardmen should
encouragetheresidentsof their respective Adminigiration pointsto support families
of peoplewith disability with related activitiesand services,

i The Rehabilitation Offices should establish unitsin the respective communities
withinthedistrict to link peoplewith disability, their caregiversand the social
welfareofficerswiththemain office.

Y Thereisaneed for acontinuous community education, outreach, and assessment
on disability and the changing needs of both the caregiver andthe caredfor.
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Y Thereisaneedfor further research onthesubject covering other areasin L etlhakane
Sub Didtrict for acomparativeanays sand gppreciation of theSituation and condition
of peoplewith disabilitiesand their caregivers.
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