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Abstract!
South!Africa!faces!a!high!disease!burden!and!a!limited!public!capacity!to!provide!

care!to!the!ill.!Research!from!the!UK!and!subYSaharan!Africa!suggests!the!burden!

often!falls!to!children,!who!also!take!over!domestic!responsibilities!necessary!for!

household!survival.!To!date,!there!is!limited!research!exploring!the!relationship!

between!parental!illness!and!children’!responsibilities,!or!the!moderating!effect!

of!socioYdemographic!variables.!

The!thesis!is!comprised!of!three!research!phases.!The!first!is!a!literature!review!

to!summarise!existing!research!and!identify!substantial!gaps,!which!included!

limited!amounts!of!quantitative!evidence!on!this!topic!and!a!lack!of!a!tool!to!asY

sess!child!responsibility!that!had!both!been!adapted!to!the!South!African!context!

and!included!caring!responsibilities.!The!second!research!phase!consists!of!an!

exploratory!study!of!n!=!349!children!living!with!ill!adults!in!urban!and!rural!

communities!in!the!Western!Cape!province!of!South!Africa!to!investigate!their!

range!of!responsibility,!which!included!caring!for!an!ill!parent,!household!chores,!

childcare,!and!incomeYgeneration.!The!resulting!data!were!used!to!create!the!

Child!Responsibility!Measure,!which!assesses!the!range!and!time!burden!of!reY

sponsibilities!among!South!African!children.!!

The!third!research!phase!is!a!crossYsectional!quantitative!survey!of!n!=!2,476!

pairs!of!children!and!parents!from!urban!and!rural!communities!in!KwaZuluY

Natal!province,!South!Africa.!Resulting!data!on!parental!health,!socioY

demographics,!and!child!responsibilities!were!analysed!with!multiple!regresY

sions!to!determine!drivers!of!children’s!responsibility.!Among!the!findings!were!
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that!parental!illnesses!increase!the!likelihood!children!provide!care!and!have!

larger!responsibility!workloads,!and!girls!are!more!likely!to!take!on!all!types!of!

responsibility!excluding!incomeYgenerating!activities,!which!were!more!common!

in!boys.!Additionally,!while!urban!children!were!more!likely!to!provide!personal!

care,!rural!children!had!greater!responsibility!workloads.! !
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Note%on%the%candidate’s%research%role!
All!of!the!data!collection!described!in!this!thesis!was!conducted!under!the!umY

brella!of!the!Young!Carers!Project!(www.youngcarers.org.za).!The!project!is!a!

collaboration!between!international!universities!including!the!University!of!OxY

ford,!the!Health,!Economics,!and!HIV/AIDS!Research!Division!(HEARD)!at!the!

University!of!KwaZuluYNatal!in!Durban!(www.heard.org.za),!and!Brown!UniverY

sity!in!Providence,!Rhode!Island;!several!national!South!African!Departments!inY

cluding!Social!Development,!Education,!Health,!Agriculture,!and!Forestry!and!

Fisheries;!a!home!basedYcare!organisation,!Tholulwazi!Uzivikele!in!Manguzi,!

South!Africa!(www.tuproject.org),!and!Cape!Town!Child!Welfare.!

The!candidate!conducted!all!aspects!of!the!literature!review!(Chapter&2).!

The!first!of!two!empirical!studies!described!in!this!thesis,!the!exploratory!study!

(Chapter&3),!was!conceptualised!by!the!candidate!and!his!supervisor,!Dr!Lucie!

Cluver.!The!candidate!also!designed!the!questionnaire!based!on!a!journalYstyle!

workbook!used!in!Evans!and!Becker!(2007,!2009),!which!itself!was!adapted!from!

one!in!Healthlink!Worldwide!(2006).!Data!collection!was!performed!by!interY

viewers!who!were!recruited!via!Dr!Cluver!based!on!her!previous!work!experiY

ence!with!them.!The!candidate!determined!sites!for!data!collection,!trained!reY

search!staff,!supervised!them!in!the!field,!monitored!data!quality,!entered!quesY

tionnaire!data!into!an!electronic!database,!and!analysed!it.!The!exploratory!study!

received!its!funding!from!the!John!Fell!Fund!as!part!of!the!wider!Young!Carers!

Project!South!Africa.!
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The!second!empirical!study,!a!quantitative!crossYsectional!survey!(Chapters&4,!5,!

and!6),!was!collaboratively!conceptualised!between!researchers!at!Oxford,!

HEARD,!and!Brown!University!including!Drs!Cluver!and!Caroline!Kuo!(who!

served!as!Primary!Investigators!for!the!quantitative!survey),!Profs!Frances!

Gardner!and!Don!Operario,!Marisa!Casale,!and!the!candidate.!This!team!created!

the!questionnaires,!with!the!carer!component!being!based!on!Dr!Kuo’s!materials!

from!her!doctoral!thesis!study!(Kuo,!2010).!Ms!Kerry!Mauchline!designed!the!

questionnaires’!layout.!The!candidate!created!the!Child!Responsibility!Measure!

used!in!this!study!based!on!the!findings!of!his!literature!review!and!exploratory!

study.!Field!and!office!staff!candidates!were!recruited!via!Human!Resources!at!

HEARD!in!the!urban!site!and!Tholulwazi!Uzivikele!in!the!rural!site,!who!were!

then!screened!and!interviewed!by!Ms!Casale!and!the!candidate.!Ms!Casale!and!

the!candidate!served!as!project!managers!for!the!duration!of!data!collection,!and!

were!later!joined!by!Ms!Lebo!Sello!during!rural!data!collection.!Ms!Casale,!Ms!

Sello,!and!the!candidate!trained!research!staff,!supervised!them!in!the!field,!monY

itored!data!quality,!and!supervised!data!entry!and!office!staff!teams.!Ms!Casale,!

Dr!Kuo,!and!the!candidate!cleaned!the!resulting!databases.!The!candidate!later!

trained!Ms!Robyn!Cox!and!Mr!Jamie!McLaren!Lachman!to!assist!with!database!

cleaning.!The!candidate!conducted!all!data!analyses!presented!in!this!thesis.!The!

Health,!Economics,!and!HIV/AIDS!Research!Division!of!University!of!KwaZuluY

Natal!funded!the!quantitative!survey.!

! &
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Key$terms!!
Deprivation:! Lacking!‘the!types!of!diet,!clothing,!housing,!

household!facilities!and!fuel!and!environmental,!

educational,!working,!and!social!conditions,!activiY

ties!and!facilities!which!are!customary,!or!at!least!

widely!encouraged!and!approved,!in!the!societies!

to!which!they!belong,’!(Townsend,!1987,!pp.!125Y

126).!

Enumerator!area:! SubYdistrict!used!for!participant!stratification!in!

the!urban!cohort!of!the!crossYsectional!survey.!A!

workloadYdefined!boundary!for!census!enumeraY

tors.!

Health!deprivation:! Measure!of!inequality!between!communities!at!

Enumeration!Area!and!Ward!level.!Used!to!select!

field!sites!in!the!urban!cohort!of!the!crossY

sectional!survey.!Indicated!by!premature!mortaliY

ty!(Noble!et!al.,!2006).!

Home!communityYbased!care:!Provision!of!health!and!intimate!care!at!an!unwell!

person’s!home!rather!than!in!a!hospital!setting,!eiY

ther!by!volunteers,!trained!carers,!family!memY

bers!or!young!carers.!
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Household:! The!place!in!which!someone!sleeps!for!at!least!

four!nights!a!week!over!the!course!four!weeks!

prior!to!interview.!

Isigodi:! SubYdistrict!used!for!participant!stratification!in!

the!rural!cohort!of!the!crossYsectional!survey.!A!

traditional!geoYcultural!(as!opposed!to!geoY

spatial)!boundary.!

isiXhosa:! Language!of!the!Xhosa!ethnic!group.!

isiZulu:! Language!of!the!Zulu!ethnic!group.!

Orphan:! Child!under!18!years!of!age!who!has!lost!one!or!

both!parents!(UNAIDS,!UNICEF,!&!US!Bureau!of!

the!Census,!2004).!

Parent:! Person!with!primary!responsibility!for!a!child.!In!

this!study,!‘parent’!refers!to!biological!parents,!

grandparents,!relatives,!and!foster!parents!who!

are!at!least!18!years!of!age.!

Parentification:! Process!by!which!child!takes!on!parenting!role,!

particularly!emotional!components,!due!to!reY

duced!adult!presence!or!incapacity.!

Responsibility:! Any!activity!done!for!the!benefit!of!another!person!

or!persons.!
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Unwell:! Being!in!a!state!of!illness!or!disability!over!the!two!

weeks!prior!to!interview.!!

Xhosa:! Black!African!group!with!large!populations!in!the!

Western!and!Eastern!Cape!provinces!of!South!AfY

rica.!Frequently!used!in!lieu!of!isiXhosa!as!the!

name!of!the!language!of!this!ethnic!group.!

Young!carer:! Child!under!the!age!of!18!years!who!takes!on!reY

sponsibilities!as!the!result!of!another!person’s!illY

ness!or!disability.!

Zulu:! Black!African!group!with!large!populations!in!the!

KwaZuluYNatal!province!of!South!Africa.!FrequentY

ly!used!in!lieu!of!isiZulu!as!the!name!of!the!lanY

guage!of!this!ethnic!group.!

! !
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Chapter(1:!Introduction!
Familial!illness!can!disrupt!household!dynamics!by!creating!a!need!for!care,!reY

ducing!labour!capacity,!and!catalysing!or!exacerbating!existing!poverty.!To!alleY

viate!the!negative!impact!of!illness,!children!sometimes!take!on!‘adult’!responsiY

bilities!to!alleviate!the!resulting!burdens!(Becker,!2000;!Becker,!Aldridge,!&!

Dearden,!1998;!Dearden!&!Becker,!2004).!Children’s!responsibilities!have!been!

found!to!include!caring!for!an!ill!person!by!helping!with!medication,!providing!

emotional!support,!or!providing!intimate!care!by!washing!or!toileting!the!ill!perY

son,!in!addition!to!increases!in!household!chores!(Dearden!&!Becker,!2004;!

Warren,!2007).!!

While!child!caring!and!responsibility!due!to!familial!illness!is!wellYresearched!in!

the!United!Kingdom,!and!to!a!lesser!extent!Australia!and!the!United!States,!it!has!

been!virtually!ignored!in!subYSaharan!Africa!(Becker,!2007;!Skovdal,!2009b).!

Numerous!indicators!suggest!that!children!in!South!Africa!face!more!household!

illness!and!have!fewer!resources!to!alleviate!the!burden!than!those!in!the!world’s!

more!developed!regions.!This!chapter!describes!the!South!African!context!inY

cluding!disease!burden,!healthcare,!domestic!life,!and!cultural!ideas!regarding!

the!responsibilities!of!children.!Section&1!explores!the!relationship!between!paY

rental!illness!and!child!responsibility,!while!Section&2!discusses!South!African!

contextual!factors!including!general!health,!healthcare,!and!domestic!life.!Section&

3!explores!differences!between!cultural!conceptions!of!childhood!and!how!they!

may!affect!the!nature!and!workload!of!children’s!responsibilities.!Section&4!deY

scribes!the!thesis!aims!and!research!questions,!and!Section&5!concludes!the!chapY

ter!with!a!summary!of!the!research!phases!comprising!the!bulk!of!the!thesis.!!
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1 Caring&and&responsibility&in&children&
Research!in!the!United!Kingdom!has!documented!that!children!with!ill!family!

members!take!on!additional!responsibilities!to!alleviate!household!burden.!In!a!

national!survey!of!n!=!6,178!young!carers,!Dearden!and!Becker!(2004)!found!

children!provided!care!to!ill!people,!ranging!from!intimate!care!(washing,!dressY

ing,!and!toileting!their!ill!family!member)!to!medical!care!(giving!medications!

and!changing!soiled!dressings).!Around!half!of!the!healthcare!and!domestic!

needs!resulted!from!a!physical!health!problem,!29%!(n!not!given)!were!due!to!a!

mental!health!disorder,!17%!from!a!learning!disability,!and!3%!from!sensory!

impairment.!Children!most!commonly!cared!for!their!mothers,!who!accounted!

for!59%!(n&not!given)!of!familial!care!recipients;!children!also!reported!caring!for!

fathers!(16%),!siblings!(33%),!and!grandparents!(4%).!A!time!burden!analysis!of!

the!third!of!the!sample!for!which!the!data!were!available!(35%;!n!=!2,149)!found!

half!the!children!(50%;!n!=!1,080)!spent!11!hours!or!more!caring!per!week,!while!

6%!(n!=!162)!spent!30!or!more.!Nearly!twoYthirds!of!the!sample!(64%,!n!not!givY

en)!had!been!providing!care!for!three!years!or!more.!The!Office!for!National!

Statistics!(2003)!estimates!that!in!2001!there!were!175,000!children!in!the!UK!

providing!some!sort!of!unpaid!care.!

In!addition!to!caring,!children’s!responsibilities!include!household!chores!that!

consist!of!domestic!maintenance!tasks!like!cooking!family!meals,!cleaning!the!

house,!washing!clothes,!ironing,!and!shopping!for!food!(Dearden!&!Becker,!2004;!

Warren,!2007).!In!a!quantitative!survey!of!n!=!390!children!aged!9!to!18!years,!

Warren!(2007)!found!that!children!identified!as!‘young!carers’!had!greater!

household!chore!workloads,!both!in!terms!of!time!and!intensity.!For!instance,!

children!who!were!not!providing!personal!care!most!often!completed!household!
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chores!to!extent!that!they!personally!benefitted,!such!as!cleaning!their!own!room!

or!preparing!a!meal!for!themselves.!In!comparison,!children!identified!as!‘young!

carers’!were!cooking!for!the!entire!family!and!cleaning!the!whole!household.!!

Within!subYSaharan!Africa!there!has!been!very!little!research!or!policy!focused!

on!children!caring!for!the!ill!as!a!specific!group!affected!by!HIV/AIDS,!nonY

communicable!diseases,!or!other!illnesses!and!disabilities.!Becker!(2007)!identiY

fies!350!projects!for!young!carers!in!the!UK!in!addition!to!unique!legal!rights!and!

a!wellYdeveloped!research!base,!compared!to!‘embryonic’!development!of!reY

search!and!policy!in!the!subcontinent,!furthermore!noting!that!much!of!the!literY

ature!on!subYSaharan!Africa!originates!with!UKYbased!researchers.!Skovdal!

(2009b)!identifies!only!nine!studies!with!data!collected!in!subYSaharan!Africa,!

including!six!articles!from!peerYreviewed!journals!(Bauman!et!al.,!2006;!Martin,!

2006;!Robson,!2000,!2001,!2004;!Robson,!Ansell,!Huber,!Gould,!&!Van!Blerk,!

2006),!two!book!chapters!(Bauman!&!Germann,!2005;!Robson!&!Ansell,!2000),!

and!a!book!(Evans!&!Becker,!2009).!Two!of!the!pieces!are!not!considered!‘reY

search’!in!the!literature!review!of!this!thesis!(Chapter&2)!because!they!report!

solely!on!the!ethical!difficulties!of!conducting!research!with!‘young!carers’!

(Robson,!2001)!or!do!not!present!any!new!data!from!studies!(Bauman!&!

Germann,!2005).!

1.1 ‘Young&carers’&and&‘parentification’&
In!the!literature,!children!with!caring!responsibilities!are!referred!to!as!‘young!

carers,’!while!taking!on!a!parenting!role!is!referred!to!as!‘parentification.’!For!a!

number!of!reasons!that!are!elucidated!in!this!section,!neither!description!is!used!

in!this!thesis!unless!referring!to!descriptions!of!participants!in!other!research.!
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According!to!Becker!(2000),!young!carers!are!defined!as!‘children!and!young!

persons!under!18!who!provide!or!intend!to!provide!care,!assistance,!or!substanY

tial!caring!tasks!and!assume!a!level!of!responsibility!that!would!usually!be!assoY

ciated!with!an!adult,’!(p.!378).!The!term!‘young!carer’!emphasises!personal!care!

responsibilities!such!as!bathing!and!toileting!(Morrow!&!Richards,!1996;!Robson,!

2000),!and!a!child!who!shoulders!burdens!by!him!or!herself.!As!noted!in!the!preY

vious!section,!children!who!care!for!their!ill!parents!often!spend!more!time!on!

other!responsibilities!and!their!chores!are!more!inYdepth.!Using!the!‘young!carer’!

label!may!thus!exclude!what!some!researchers!(e.g.,!Bray,!2009)!consider!to!be!a!

substantial!component!of!the!responsibility!burden!resulting!from!familial!illY

ness.!Second,!population!data!indicate!the!nuclear!family!household!is!far!less!

common!in!South!Africa!(56%)!than!in!the!UK!(86%),!and!that!the!extended!famY

ily!household!is!13!times!more!common!in!South!Africa!(13%!versus!1%)!(Ziehl,!

2005).!Some!existing!research!suggests!that!children!often!provide!assistance!to!

adult!carers!(Harris,!2008;!Harris!&!Stuart,!2006;!Lindsey,!Hirschfeld,!Tlou,!&!

Ncube,!2003),!or!that!children!work!together!to!meet!the!needs!resulting!from!

household!illness!(Skovdal,!Ogutu,!Aoro,!&!Campbell,!2009).!Conversely,!singleY

parent!households!are!twice!as!common!in!South!Africa!(22%)!as!they!are!in!the!

UK!(10%)!(Ziehl,!2005),!indicating!greater!proportions!of!households!where!

there!are!only!children!to!address!household!need.!!

Mika,!Bergner,!and!Baum!(1987)!define!parentification!as!‘the!familial!interacY

tion!pattern!in!which!children!and!adolescents!are!assigned!roles!and!responsiY

bilities!normally!in!the!province!of!adults!in!a!given!culture,’!(p.!271).!J.!A.!Stein,!

Riedel,!and!RotheramYBorus!(1999)!write!that!parentification!has!‘children!or!
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adolescents!assuming!adult!roles!before!they!are!emotionally!or!developmentalY

ly!ready!to!manage!those!roles!successfully,’!(p.!193).!Parentification,!while!acY

knowledging!children’s!instrumental!tasks,!differs!from!young!carers!in!emphaY

sis,!focusing!instead!on!children!taking!on!the!emotional!expressive!role!of!a!parY

ent!(Jurkovic,!Jessee,!&!Goglia,!1991;!Tompkins,!2007).!

The!definitions!for!both!‘young!carer’!and!‘parentification’!are!problematic!beY

cause!of!the!emphasis!on!‘adult’!responsibilities!and!roles,!which!depend!on!

strong!dichotomisations!between!‘children’!and!‘adults.’!Such!strong!categorisaY

tions!in!terms!of!capacity!and!appropriateness!are!prominent!in!Western!naY

tions,!though!only!recently,!and!are!not!the!norm!in!many!parts!of!subYSaharan!

Africa!(see!Section&3!of!this!chapter!for!a!more!detailed!discussion).!Another!

problematic!aspect!of!these!labels!is!the!topYdown!nature!of!their!application,!

identifying!children!based!on!a!limited!set!of!responsibilities!or!familial!interacY

tions;!while!the!impact!of!familial!illness!may!be!apparent!for!children!who!proY

vide!care!to!an!ill!person!or!take!on!the!role!of!surrogate!parent,!it!is!less!certain!

for!children!whose!labours!are!enhanced!in!subtler!ways,!particularly!with!less!

obvious!responsibilities!like!housework.!

Rather!than!looking!at!children!with!specific!types!of!responsibilities!like!perY

sonal!care!and!exaggerated!time!burdens,!this!thesis!seeks!to!understand!how!

parental!illness!and!moderating!socioYdemographic!factors!affect!the!extent!and!

burden!of!children’s!responsibilities.!As!will!be!shown!in!the!next!chapter,!the!

limited!existing!research!from!subYSaharan!Africa!does!not!provide!sufficient!daY

ta!to!differentiate!and!categorise!children!as!‘young!carers’!or!‘parentified’!based!

on!their!living!circumstances!and!the!extent!of!their!responsibilities.!Finally,!it!
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must!be!noted!that!even!if!such!criteria!are!devised,!the!application!of!either!laY

bel!may!be!problematic!due!to!HIV/AIDSYrelated!stigma,!fostering!community!

resentment!against!children!and!families!receiving!support,!and!simplifying!the!

myriad!impacts!of!familial!illness!on!children!(Evans!&!Becker,!2009).!

1.2 The&impact&of&responsibility&
Despite!calls!for!research!into!the!impact!of!responsibilities!on!children!in!subY

Saharan!Africa!(Foster!&!Williamson,!2000),!there!have!only!been!a!handful!of!

studies!devoted!to!this!topic!(Skovdal,!2009b).!With!this!limited!research!backY

ground,!data!from!adult!carers!in!subYSaharan!Africa!and!children!from!Western!

and!Chinese!contexts!are!presented!to!highlight!possible!outcomes!for!children!

in!South!Africa.!

The!limited!quantitative!evidence!indicates!negative!consequences!for!children!

who!take!on!caring!responsibilities!and!large!domestic!responsibility!time!burY

dens.!One!of!these!studies,!Gwandure!(2007),!found!that!South!African!children!

caring!for!AIDSYunwell!parents!exhibited!greater!mental!distress!and!poorer!

cognitive!functioning!compared!to!similar!nonYcaring!children!(n!=!60).!In!a!meY

taYanalysis!of!young!carer!studies!in!Western!settings,!Hooper,!DeCoster,!White,!

and!Voltz!(2011)!found!a!small!but!significant!correlation!between!parentificaY

tion!and!psychopathology!in!adulthood.!Robson!et!al.!(2006)!describe!caring!as!

‘traumatic’!for!children!(p.!104),!referring!to!the!distress!children!exhibited!

while!describing!their!experiences!in!Robson!(2001).!However,!in!creating!the!

validated!Positive!and!Negative!Outcomes!of!Caring!Questionnaire!(PANOCY

YC20)!for!British!young!carers,!Joseph,!Becker,!Becker,!and!Regel!(2009)!found!a!

more!complex!impact!of!children’s!responsibilities.!For!instance,!girl!young!carY
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ers!generally!reported!negative!outcomes!(exhibiting!both!positive!and!negative!

outcomes!with!provision!of!emotional!care),!while!boys!generally!reported!posiY

tive!outcomes!(though!provision!of!personal!care!had!a!significantly!negative!

impact).!!

A!number!of!physical!risks!are!suggested!to!be!associated!with!providing!care!as!

well.!For!one,!there!is!a!risk!of!HIV!or!tuberculosis!transmission!when!providing!

care,!which!is!greater!among!children!due!to!their!limited!knowledge!regarding!

safety!precautions!in!providing!care!and!their!often!being!unaware!of!a!care!reY

cipient’s!HIVYstatus!(Akintola,!2005,!2006;!Kang'ethe,!2010;!Robson!et!al.,!2006).!

A!recent!quantitative!study!(partially!using!data!collected!in!the!third!research!

phase!comprising!this!thesis)!found!that!children!who!were!exposed!to!bodily!

fluids!while!providing!care!had!three!times!greater!odds!of!having!tuberculosis!

than!other!children!(OR!=!3.12;!95%!CI!=!1.96Y4.95)!(Cluver,!Orkin,!Moshabela,!

Kuo,!&!Boyes,!2013).!Several!researchers!note!physical!risks!to!homeYbased!care!

in!adults!in!subYSaharan!Africa,!including!the!heavy!and!demanding!nature!of!the!

work,!made!more!difficult!by!lack!of!proper!care!materials!(Akintola,!2004,!2006;!

Kang'ethe,!2010;!Thomas,!2006).!For!female!carers,!especially!girls,!there!is!an!

elevated!risk!of!sexual!abuse!and!exposure!to!HIV!from!the!care!recipient!

(Akintola,!2004,!2006;!Lindsey!et!al.,!2003).!

Excessive!domestic!chores!have!also!been!linked!to!negative!outcomes!in!chilY

dren.!In!a!quantitative!study!of!HIV/AIDSYaffected!(orphaned!and!living!with!an!

ill!parent)!and!unaffected!children!in!China!(n!=1,449),!Yu!et!al.!(2012)!found!

that!HIV/AIDSYaffected!children!had!greater!responsibility!time!burdens,!and!

that!greater!workloads!were!associated!with!depressive!symptoms.!A!number!of!
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other!studies,!mostly!qualitative,!have!noted!that!large!responsibility!time!burY

dens!negatively!affect!children’s!school!attendance!and!performance!and!their!

ability!to!socialise!with!friends!(Barnard,!2002;!Bray,!2003;!Evans,!2010b,!2010c;!

Evans!&!Becker,!2009;!Harms,!Jack,!Ssebunnya,!&!Kizza,!2010;!Lindsey!et!al.,!

2003;!Martin,!2006;!Robson,!2000;!Robson!et!al.,!2006;!Skovdal,!2010;!Skovdal!et!

al.,!2009;!Thomas,!2006;!Wood,!Chase,!&!Aggleton,!2006).!!

Some!researchers!warn!against!the!tendency!to!problematize!children’s!caring!

roles,!suggesting!such!arrangements!are!an!effective!and!culturallyYappropriate!

means!of!coping!with!familial!illness!(Olsen,!1996,!2000;!Skovdal,!2009b;!

Skovdal!et!al.,!2009),!and!that!unsubstantiated!claims!of!negative!outcomes!can!

become!accepted!as!scholarly!‘truth’!without!further!examination!(Bray,!2009).!

Others!suggest!that!caring!responsibilities!can!have!positive!impacts!on!children,!

including!increased!maturity!and!ability!to!cope!as!a!result!of!skills!acquired!

(Bray,!2009;!Evans!&!Becker,!2007,!2009).!Additionally,!with!the!backing!of!supY

portive!households!and!communities,!children!sometimes!report!a!feeling!of!satY

isfaction!from!meeting!their!familial!obligations!and!a!means!of!deriving!recogniY

tion!from!their!communities!(Skovdal,!2009a,!2009b;!Skovdal!&!Andreouli,!2011;!

Skovdal!&!Ogutu,!2009;!Skovdal!et!al.,!2009).!On!the!other!hand,!Robson!et!al.!

(2006)!caution!that!‘for!some!young!people,!at!least,!experiences!may!be!part!of!

strategies!for!basic!psychological!survival,’!(p.!105),!while!Bray!and!Brandt!

(2007)!warn!that!shortYterm!benefits!of!caring!may!mask!its!longYterm!negative!

impacts.!!
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2 The&South&African&context&
This!section!explores!the!context!in!which!this!research!takes!place.!It!identifies!

and!describes!several!aspects!of!South!African!health,!demographics,!public!serY

vices,!and!culture!that!are!suggested!to!increase!the!reliance!on!children!to!proY

vide!care!to!the!ill!and!maintain!the!home.!

2.1 Disease&and&burden&in&South&Africa&
South!Africa!is!faced!with!what!has!been!described!as!a!quadruple!disease!burY

den.!Group!I!consists!of!communicable!diseases,!maternal!and!perinatal!condiY

tions,!and!nutritional!deficiencies,!Group!II!nonYcommunicable!diseases,!and!

Group!III!injuries.!The!last!Group!(IV)!is!HIV/AIDS,!which!is!considered!separateY

ly!from!other!communicable!diseases!due!to!its!outsize!prevalence!and!burden!

within!South!Africa!(Bradshaw!et!al.,!2003;!Norman,!Bradshaw,!Schneider,!

Pieterese,!&!Groenewald,!2006).!With!an!estimated!17.8%!prevalence!in!people!

between!15Y49!years!of!age,!South!Africa!is!home!to!5.6!million!people!living!

with!HIV/AIDS,!the!largest!such!population!in!the!world!(UNAIDS,!2010).!It!is!

also!South!Africa’s!leading!cause!of!disabilityYadjusted!life!years,!or!years!of!life!

lost!to!illness,!disability,!or!death!(Bradshaw!et!al.,!2003;!Bradshaw,!Norman,!&!

Schneider,!2007).!

Within!the!context!of!the!strain!caused!by!HIV/AIDS,!there!are!additional!burY

dens!from!other!communicable!and!nonYcommunicable!diseases,!and!violence!

and!injuries,!which!account!for!a!substantial!amount!of!disabilityYadjusted!life!

years!(Bradshaw!et!al.,!2003;!WHO,!2008).!Though!life!expectancy!has!dropped!

overall!within!South!Africa,!the!number!of!adults!over!sixty!has!increased!along!

with!greater!burden!from!nonYcommunicable!diseases!like!cardiovascular!illY

ness,!diabetes,!cancer,!and!asthma!(Mayosi!et!al.,!2009;!Tollman!et!al.,!2008;!
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WHO,!2009).!Part!of!this!is!attributable!to!changes!in!lifestyle,!especially!increasY

es!in!wealth!and!cardiovascular!disease,!while!smoking,!exposure!to!fumes!from!

cheap!cooking!and!heating!fuels,!alcohol!dependence,!and!poorer!treatment!exY

acerbate!health!problems!in!impoverished!South!African!communities!(M.!

Schneider,!Bradshaw,!Steyn,!Norman,!&!Laubscher,!2009).!NonYcommunicable!

diseases!account!for!the!majority!of!ambulatory!primary!care!clinic!visits!(Mash!

et!al.,!2012).!!

According!to!Statistics!South!Africa!(2007),!disabilities!are:!!

…A!physical!or!mental!handicap!which!lasted!for!six!months!or!
more,!or!is!expected!to!last!at!least!six!months,!which!prevents!the!
person!from!carrying!out!daily!activities!independently,!or!from!
participating!fully!in!education,!economic,!or!social!activities.!(p.!
35)!

Using!this!definition,!an!estimated!1.9!million!South!Africans,!or!4.0%!of!the!

population,!suffer!from!some!type!of!disability,!with!6.4%!of!those!suffering!from!

multiple!disabilities.!The!most!frequently!cited!disabilities!were!physical!

(40.5%),!emotional!(19.5%),!and!visual!(13.0%).!Others!included!audio!(9.4%),!

intellectual!(6.7%),!and!verbal!(4.8%)!(Statistics!South!Africa,!2007).!!

Recently,!violence!has!become!recognised!as!a!public!health!problem!in!South!

Africa!(Norman!et!al.,!2007).!Fuelled!by!poverty!and!inequality,!perceptions!

about!masculinity,!cycles!of!childhood!violence,!alcohol!and!drugs,!gun!culture,!

and!a!history!of!selfYdefence!and!community!enforcement!of!safety,!some!estiY

mate!that!interpersonal!violence!is!the!second!leading!cause!of!years!of!life!lost!

to!illness,!disability,!or!death!(Norman!et!al.,!2007;!Seedat,!Van!Niekerk,!Jewkes,!

Shuffla,!&!Ratele,!2009).!Other!injuries!unrelated!to!violence,!primarily!resulting!

from!traffic!accidents!to!both!vehicle!passengers!and!pedestrians!but!also!includY
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ing!burns!and!falls,!are!another!significant!sources!of!years!lost!(Seedat!et!al.,!

2009).!

South!Africa!is!host!to!numerous!structural!factors!associated!with!vulnerability!

to!mental!health!disorders,!including!poverty,!rapid!social!change,!risk!of!vioY

lence!and!physical!injury,!and!inaccessibility!of!mental!healthcare!services!(Patel!

&!Kleinman,!2003).!Lifetime!prevalence!of!mental!health!disorders!in!South!AfriY

ca!is!30.3%,!with!anxiety!the!most!prevalent!disorder!at!15.8%!(Herman!et!al.,!

2009;!D.!J.!Stein!et!al.,!2008).!Little!research!has!been!conducted!on!mental!

health!disorders!in!subYSaharan!Africa,!and!the!majority!of!what!mental!health!

research!there!is!originates!in!South!Africa!(Razzouk!et!al.,!2010).!A!small!numY

ber!of!studies!collecting!data!in!Nigeria,!where!12Ymonth!mental!health!disorder!

prevalence!ranged!from!4.7%!to!5.8%!(Demyttenaere!et!al.,!2004;!Gureje,!

Lasebikan,!Kola,!&!Makanjuola,!2006),!suggest!greater!prevalence!in!South!AfriY

ca.!

Mental!health!disorders!are!a!substantial!source!of!illness!in!South!Africa;!unipoY

lar!depression!was!second!only!to!HIV/AIDS!in!terms!of!years!of!life!lost!to!illY

ness,!disability,!or!death!(Norman!et!al.,!2006).!Alcohol!abuse!is!another!large!

source!of!burden,!resulting!in!interpersonal!violence,!alcohol!use!disorders,!and!

road!traffic!injuries;!in!total,!alcohol!use!is!estimated!to!account!for!7%!of!years!

lost!(M.!Schneider,!Norman,!Parry,!Bradshaw,!&!Plüddemann,!2007).!!

Household!illness!and!parental!death!is!a!relatively!common!phenomenon!within!

impoverished!South!African!households.!In!a!survey!of!Soweto,!Gray!et!al.!(2006)!

found!that!44%!of!households!contained!at!least!one!ill!adult.!Household!illness!

often!results!in!considerable!financial!burdens!and/or!cost!barriers!to!treatment!
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(Goudge,!Gilson,!Russell,!Gumede,!&!Mills,!2009).!Household!death,!especially!

that!due!to!AIDS,!is!also!associated!with!a!strain!on!household!resources!due!to!

the!loss!of!income!and!funeral!costs!(Collins!&!Leibbrandt,!2007).!Compared!to!

median!black!African!income,!funerals!cost!between!seven!months’!and!one!

year’s!salary,!and!while!oneYquarter!to!39%!of!households!have!insurance!to!

help!defray!some!of!the!costs,!another!oneYquarter!need!to!borrow!money!to!

cover!expenses!(Case,!Garrib,!Menendez,!&!Olgiati,!2008;!Collins!&!Leibbrandt,!

2007).!!

Leading!causes!of!death!in!South!Africa!are!HIV/AIDS,!heart!disease,!stroke,!tuY

berculosis,!and!interpersonal!violence!(Norman!et!al.,!2007).!Around!15%!of!all!

deaths!are!attributable!to!nonYnatural!causes!(Statistics!South!Africa,!2007).!In!

rural!northYeastern!South!Africa,!household!adult!death!within!the!previous!two!

years!was!associated!with!reduced!food!security!(Twine!&!Hunter,!2008)!while!

high!funeral!costs!reduced!per!person!household!spending!and!lowered!rates!of!

children’s!school!enrolment!(Case!&!Menendez,!2009).!

2.1.1 Healthcare&in&South&Africa&
Healthcare!in!South!Africa!is!provided!through!a!mix!of!private!and!public!sector!

facilities.!Private!healthcare!is!accessed!mainly!through!health!insurance,!known!

in!South!Africa!as!medical!schemes.!Accounting!for!59%!of!healthcare!spending!

in!South!Africa!(McIntyre!et!al.,!2007),!private!healthcare!serves!only!around!

16%!of!the!population!(Day!&!Gray,!2007).!Most!of!those!who!have!access!to!priY

vate!healthcare!through!medical!schemes!are!wealthier!and!are!in!formal!sector!

employment!or!the!dependent!of!one!(Borghi!et!al.,!2009).!
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Some!84%!of!South!Africans!rely!primarily!on!nearly!fully!taxYfunded!public!

healthcare!(Day!&!Gray,!2007;!McIntyre!et!al.,!2007).!The!postYApartheid!public!

healthcare!system!was!developed!in!line!with!the!Declaration!of!AlmaYAta!(WHO,!

1978)!to!address!extreme!inequalities!in!health!outcomes!that!had!developed!

under!the!colonial!and!Apartheid!eras!(Benatar,!2004;!Coovadia,!Jewkes,!Barron,!

Sanders,!&!McIntyre,!2009).!The!public!sector!primarily!serves!black!Africans;!

when!last!ill,!71.9%!of!black!Africans!consulted!a!public!healthcare!facility,!comY

pared!to!52.8%!of!coloured,!49.4%!of!Indian,!and!16.1%!of!white!South!Africans!

(Statistics!South!Africa,!2011).!Primary!health!care!is!provided!by!district!health!

systems,!which!increase!access!to!poorer!communities!through!clinics!(Benatar,!

2004;!Coovadia!et!al.,!2009).!!

The!public!sector!is!beset!with!a!number!of!problems!in!administering!

healthcare,!including!human!resource!and!management!deficiencies!and!the!miY

gration!of!many!public!sector!workers!to!private!facilities!or!abroad!(Coovadia!et!

al.,!2009;!Day!&!Gray,!2007).!Since!the!creation!of!the!district!health!systems,!

funding!allocations!have!been!inversely!correlated!with!disease!burden!and!

poorer!healthcare!capacity!(Stuckler,!Basu,!&!McKee,!2011).!While!71%!of!

households!are!less!than!two!kilometres!away!from!a!clinic,!18.5%!of!tribal!and!

51.2%!of!formal!rural!residents!must!travel!10!kilometres!or!more!(Statistics!

South!Africa,!2011).!OneYquarter!of!South!Africans!were!unable!to!access!treatY

ment!the!last!time!they!were!physically!ill!(Lalloo,!Smith,!Myburgh,!&!Solanki,!

2004).!A!household!survey!of!healthcare!delivery!in!South!Africa!found!that!

when!controlling!for!race,!gender,!age,!and!area!type,!only!socioYeconomic!status!

was!predictive!of!access!(Lalloo!et!al.,!2004).!
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Despite!official!guidance!of!‘progressive’!(Burns,!2011,!p.!100)!national!mental!

health!legislation!("Mental!Health!Care!Act!17!of!2002,"!2002),!policy!has!been!

poorly!disseminated!and!implemented!throughout!South!Africa!(Draper!et!al.,!

2009).!Only!around!oneYquarter!of!South!Africans!meeting!DSMYIV!criteria!for!a!

mental!health!disorder!receive!treatment!(Williams!et!al.,!2008).!This!is!partially!

a!reflection!of!the!scarcity!of!public!mental!healthcare!resources!in!South!Arica,!a!

factor!noted!to!reduce!focus!on!the!burden!of!mental!health!disorders!in!subY

Saharan!Africa!(Gureje!&!Alem,!2000)!and!other!developing!nations!(Alarcón!&!

AguilarYGaxiola,!2000).!In!South!Africa,!this!is!exemplified!by!substantial!funding!

disparities!between!general!and!psychiatric!hospitals,!poor!care!facilities,!a!

shortage!of!mental!health!practitioners,!and!underdeveloped!community!mental!

health!services,!resulting!in!an!inability!to!meet!demand!and!treat!or!rehabilitate!

those!with!serious!conditions!(Burns,!2010,!2011).!

In!addition!to!biomedical!or!‘Western’!medicine,!an!estimated!80%!of!people!in!

subYSaharan!African!use!the!services!of!traditional!health!practitioners!and!remY

edies!(WHO,!2002),!which!the!World!Health!Organization!defines!as:!

…Diverse!health!practices,!approaches,!knowledge!and!beliefs!inY
corporating!plant,!animal!and/or!mineral!based!medicines,!spirY
itual!therapies,!manual!techniques!and!exercises!applied!singularY
ly!or!in!combination!to!maintain!wellYbeing,!as!well!as!to!treat,!diY
agnose!or!prevent!illness.!(WHO,!2002,!p.!7)!

Traditional!medicine!is!rooted!in!a!belief!of!spiritual!or!supernatural!causes!of!

illness,!though!traditional!health!practitioners!treat!health!problems!from!the!

spiritual!to!chronic!illness!like!HIV/AIDS!(Kale,!1995;!Peltzer!&!Mngqundaniso,!

2008).!!
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Traditional!health!practitioners!generally!take!on!two!roles:!inyanga,!or!herbalY

ist,!and!sangoma,!or!diviner!(Kale,!1995;!Walwyn!&!Maitshotlo,!2010).!While!

there!are!claims!of!traditional!medicine’s!effectiveness,!particularly!concerning!

pain!relief,!the!most!recent!literature!suggests!no!clinical!evidence!of!efficacy!

(Richter,!2003).!Additionally,!traditional!medicine!can!be!an!obstacle!to!successY

ful!treatment,!particularly!with!HIV/AIDS.!For!one,!traditional!medicine!remains!

largely!unregulated!in!South!Africa,!with!most!legislation!concerning!the!recogniY

tion!and!categorisation!of!different!types!of!traditional!health!practitioners!raY

ther!than!its!practice!(Moagi,!2009;!Richter,!2003;!Street,!Stirk,!&!Van!Staden,!

2008;!Walwyn!&!Maitshotlo,!2010).!The!problems!manifest!themselves!with!the!

varying!quality!in!remedies,!which!if!not!stored!properly!can!grow!moulds!that!

present!danger!to!people!with!compromised!immune!systems!(S.!Govender,!

PlessisYStoman,!Downing,!&!Van!de!Venter,!2006;!Street!et!al.,!2008),!contaminaY

tion!of!products!with!pesticides,!wastes,!or!heavy!metals,!and!the!misidentificaY

tion!of!plants!that!leads!to!poisoning!(Stewart,!Steenkamp,!&!Zuckerman,!1998;!

Street!et!al.,!2008).!!

The!mixture!of!plants!and!herbs!with!active!elements!carries!an!inherent!risk!of!

interaction!with!biomedical!treatments!(Ernst,!2000).!Hypoxidaceae!and!FabaY

ceae,!two!popular!plants!in!traditional!medicine!for!HIV/AIDSYtreatment,!not!onY

ly!have!no!evidence!of!efficacy!but!can!negatively!interact!with!antiretroviral!

therapy!(ART),!putting!patients!at!risk!for!treatment!failure,!drug!resistance,!or!

even!toxicity!(Mills,!Cooper,!Seely,!&!Kanfer,!2005;!Mills,!Foster,!et!al.,!2005;!

Street!et!al.,!2008).!Research!suggests!that!half!of!South!African!HIV/AIDS!paY

tients!use!a!combination!of!traditional!medicine!and!ART!(Walwyn!&!Maitshotlo,!
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2010),!and!that!reduced!ART!adherence!(<!95%)!is!associated!with!traditional!

medicine!utilisation!(Namuddu!et!al.,!2011).!In!other!cases,!traditional!remedies!

may!be!used!in!lieu!of!ART;!while!some!patients!switch!to!traditional!medicine!

because!of!the!negative!side!effects!of!ART!(Peltzer!&!Mngqundaniso,!2008),!reY

cent!surveys!have!found!that!substantial!numbers!of!traditional!health!practiY

tioners!exhibit!poor!working!knowledge!of!HIV/AIDS!(50%),!claim!to!have!an!

AIDS!‘cure’!(20%),!or!believe!that!traditional!medicine!should!be!used!exclusiveY

ly!to!treat!HIV/AIDS!(39%)!(Walwyn!&!Maitshotlo,!2010).!Within!the!context!of!

biomedical!healthcare,!some!see!opportunities!to!work!with!traditional!healers!

to!increase!access!to!ART!and!other!essential!treatments!(De!Jager,!Prinsloo,!&!

Joubert,!2010;!Kale,!1995;!Richter,!2003),!though!others!view!traditional!mediY

cine!and!its!lack!of!adherence!to!WHO!minimum!standards!of!HIV/AIDS!treatY

ment!as!an!obstacle!to!proper!HIV/AIDS!care!(Walwyn!&!Maitshotlo,!2010).!

2.1.2 Antiretroviral&therapy&
Presently,!antiretroviral!therapy!(ART)!is!recognised!as!the!best!means!of!treatY

ing!HIV/AIDS!in!terms!of!both!controlling!viral!load!and!reducing!mortality!(e.g.,!

Detels!et!al.,!1998;!Hogg!et!al.,!1998;!Hogg!et!al.,!1997;!Mocroft!et!al.,!1998).!By!

the!end!of!2010,!55%!of!those!requiring!ART!in!South!Africa!were!receiving!it,!a!

43%!increase!from!2009!(WHO,!2011).!One!of!the!obstacles!to!better!provision!is!

government!policy!that!favours!drug!conservation!over!maximum!viral!suppresY

sion!(DOH,!2010;!Emery!et!al.,!2008;!Walensky!et!al.,!2009).!While!the!WHO!

(2010)!recommends!that!ART!begin!at!CD4!counts!≤!350!cells/mm3,!the!South!

African!Department!of!Health!(DOH,!2010)!eligibility!criteria!is!≤!200!cells/mm3!

unless!the!person!is!pregnant!or!has!tuberculosis,!where!the!minimum!is!raised!

to!≤!350!cells/mm3,!or!any!CD4!count!if!exhibiting!WHO!Stage!IV!AIDS!or!
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MDR/XDRYtuberculosis.!Though!drug!conservation!and!rationing!is!a!realistic!

and!pragmatic!strategy!within!resourceYdeprived!settings!(Bennet!&!Chanfreau,!

2005)!and!allows!for!the!prioritisation!of!the!most!unwell!individuals!(Walensky!

et!al.,!2009),!the!higher!threshold!increases!the!risk!of!opportunistic!illnesses!

and!poor!health!outcomes!in!AIDSYill!individuals!(Emery!et!al.,!2008;!Lawn,!

Myer,!Orrell,!Bekker,!&!Wood,!2005).!

High!ART!adherence!(≥!95%)!is!strongly!associated!with!positive!health!outY

comes!in!people!living!with!AIDS!(Bangsberg!et!al.,!2000;!Paterson!et!al.,!2000).!

Depending!on!measurement!tools,!patient!adherence!in!South!Africa!is!reported!

to!be!between!70.8%!and!82.9%!(Peltzer,!Preez,!Ramlagan,!&!Anderson,!2010).!

Obstacles!to!adherence!include!poorer!education,!reduced!partner!support,!and!

being!busy!or!forgetful!(ElYKhatib!et!al.,!2011).!Adherence!was!almost!three!

times!greater!in!urban!populations!(Peltzer!et!al.,!2010).!

2.1.3 HomeD&and&communityDbased&care&
The!combined!impact!of!quadruple!disease!burden!has!shifted!much!of!the!reY

sponsibility!for!care!from!the!public!healthcare!sector!to!households!and!comY

munities!via!two!pathways.!First,!the!public!healthcare!sector!has!struggled!to!

cope!with!the!increased!demand!for!care,!where!25.7%!of!primary!health!care!

clinics!and!46.2%!public!hospital!patients!are!HIVYpositive!(Shisana!et!al.,!2003).!

AIDSYill!patients!in!South!Africa!demand!particular!care:!16%!are!unable!to!conY

trol!their!bowels!and!bladder,!17%!require!assistance!toileting!or!getting!in!or!

out!of!bed,!19%!require!assistance!with!bathing,!around!10%!with!eating,!and!

around!20%!with!ambulation!(Steinberg,!Johnson,!Schierhout,!&!Ndegwa,!2002).!
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Second,!HIV/AIDS!has!reduced!the!capacity!of!the!public!healthcare!sector!to!

meet!demands!for!care.!Analysis!of!Demographic!Health!Survey!data!from!subY

Saharan!Africa!found!increases!in!HIVYprevalence!were!associated!with!decreasY

es!in!nonYHIV/AIDS!related!health!services!(Case!&!Paxson,!2009).!In!South!AfriY

ca,!healthcare!workers!often!miss!work!due!to!work!stress!from!patient!load!and!

working!conditions,!and!their!own!personal!illness;!HIVYprevalence!among!

healthcare!workers!is!similar!to!the!general!population!at!15.7%,!increasing!to!

20%!among!those!under!35!years!of!age!(Shisana,!Hall,!Maluleke,!Chauveau,!&!

Schwabe,!2004;!Shisana!et!al.,!2003).!HIV/AIDSYillness!can!be!more!problematic!

among!healthcare!workers!due!to!the!combination!of!supressed!immune!sysY

tems!and!high!exposure!to!tuberculosis!and!other!infectious!diseases.!One!stratY

egy!that!has!been!implement!in!response!is!‘task!shifting,’!or!‘the!delegation!of!

medical!and!health!service!duties!from!higher!to!lower!cadres!or!new!cadres,’!

(Zachariah!et!al.,!2008,!p.!550).!A!systematic!review!of!task!shifting!identified!

several!benefits!of!this!strategy!including!streamlining!services!to!increase!HIV!

treatment!and!care!in!high!burden,!low!resource!African!settings!(Callaghan,!

Ford,!&!Schneider,!2010).!However,!given!that!task!shifting!relies!on!lowerYlevel!

staff!performing!higherYlevel!functions,!it!presents!challenges!to!continued!sucY

cess,!including!higher!HIVYprevalence!among!nonYprofessional!healthcare!staff!

(20%!versus!13.7%)!(Shisana!et!al.,!2004),!and!difficulties!in!sustainable!treatY

ment!quality!and!safety!(Zachariah!et!al.,!2008).!!

In!response!to!the!overwhelming!demand!for!care!and!the!diminishing!capacity!

to!provide!it,!the!South!African!government!has!promoted!homeY!and!communiY

tyYbased!care!as!an!alternative!to!public!healthcare!options!(DOH,!2001).!The!
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guidelines!stress!that!‘no!single!entity!is!able!to!meet!the!total!requirements!and!

challenges!of!homeYbased!care,’!and!that!‘a!collaborative!effort!is!fundamental!to!

success,’!referring!to!the!responsibilities!of!communities!and!the!formal!

healthcare!sector!(p.!1).!However,!Akintola!(2004,!2006)!writes!that!most!of!the!

responsibility!has!fallen!to!the!ill!person’s!family!and!community,!a!source!of!

considerable!burden!for!these!care!providers!(Nnko!et!al.,!2000;!Steinberg!et!al.,!

2002);!homeYbased!care!for!AIDSYill!patients!require!a!median!of!five!hours!per!

day!(Bachmann!&!Booysen,!2003).!Additionally,!as!HIV/AIDS!in!subYSaharan!AfY

rica!has!mostly!affected!working!and!parenting!age!adults!(Blacker,!2004;!

Heuveline,!2004;!Kahn,!Garenne,!Collinson,!&!Tollman,!2007;!Oramasionwu,!

Daniels,!Labreche,!&!Frei,!2011;!Porter!&!Zaba,!2004),!households!and!extended!

kin!networks!struggle!to!provide!care.!Oftentimes!the!home!communityYbased!

care!responsibilities!fall!to!female!relatives!of!the!ill!person!(Akintola,!2006;!

Lindsey!et!al.,!2003;!Nnko!et!al.,!2000;!Steinberg!et!al.,!2002;!Uys,!2002).!

In!response!to!the!increased!demand!for!care!during!the!early!part!of!the!

HIV/AIDSYepidemic!in!subYSaharan!Africa,!homeY!and!communityYbased!care!orY

ganisations!began!to!develop!to!meet!the!need!(Akintola,!2004,!2006;!Russel!&!

Schneider,!2000).!Home!communityYbased!carers!are!mostly!comprised!of!volunY

teers!and!provide!services,!including!palliative!and!emotional!care!and!assisY

tance!with!ART!for!the!extremely!ill!(Akintola,!2004,!2005;!H.!Schneider,!Hlophe,!

&!Van!Rensburg,!2008;!Uys,!2002).!The!development!of!home!communityYbased!

care!organisations!has!been!organic!and!incremental!(H.!Schneider!et!al.,!2008),!

though!remains!largely!unavailable!due!to!limited!resources!and!funding,!diffiY

culties!with!transportation,!lack!of!volunteers,!burnout,!and!inadequate!training!



!

! 32!

(Mohammad!&!Gikonyo,!2005;!Russel!&!Schneider,!2000;!Steinberg!et!al.,!2002;!

Uys,!2002).!!

2.2 Domestic&life&in&South&Africa&
South!Africa!is!characterised!by!high!levels!of!inequality.!According!to!the!US!

Central!Intelligence!Agency!(https://www.cia.gov/library/publications/theY

worldYfactbook/rankorder/2172rank.html),!South!Africa’s!Gini!index!score!of!

65.0,!where!0!is!perfect!income!equality!and!100!is!maximum!inequality,!is!the!

second!highest!in!the!world!(only!Namibia,!with!a!similar!recent!history!as!a!colY

ony!of!ApartheidYera!South!Africa,!scores!higher!with!a!Gini!index!of!70.7).!Much!

of!the!inequality!is!associated!with!the!residual!impacts!of!the!Apartheid,!reflectY

ed!in!substantial!economic!differences!between!the!main!ethnic!groups.!On!averY

age,!black!Africans!households’!annual!household!consumption!expenditure!is!

below!ZAR!45,000,!a!third!that!of!Indian!and!a!fifth!of!white!households.!White!

South!Africans!also!spent!eight!times!the!amount!black!Africans!spent!on!housY

ing!expenditures!(ZAR!68,382!compared!to!ZAR!8,495)!(Statistics!South!Africa,!

2011).!!

Impoverished!homes!in!South!Africa!require!more!labour!to!maintain,!especially!

in!informal!urban!settlements!and!rural!(mostly!exYhomelands)!settings,!partialY

ly!due!to!a!lack!of!services!including!electricity!and!piped!water,!dependence!on!

subsistence!agriculture,!more!livestock!and!pets!to!care!for,!and!poorer!quality!

homes!requiring!continual!repair!(Bray,!2003;!Budlender,!Chobokoane,!&!

Mpetsheni,!2001;!Statistics!South!Africa,!2001b).!Furthermore,!lack!of!electricity!

results!in!reliance!on!alternative!fuels!including!gas,!paraffin,!wood,!or!dung!for!

cooking,!heating,!and!lighting!fuel,!requiring!more!labour!to!maintain!and!preY
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senting!increased!health!and!safety!risks.!Seventy!per!cent!of!informal!urban!

dwellings!rely!on!gas!or!paraffin!for!cooking,!while!nearly!half!(47%)!of!rural!

households!use!wood!or!dung!(Budlender!et!al.,!2001).!Similar!issues!relate!to!

the!availability!of!water.!The!majority!of!formal!homes!have!access!to!water!

within!the!dwelling!(68%),!compared!to!only!8%!of!informal!and!3%!of!rural!

households.!The!remainder!rely!on!onYsite!water!taps!or!collect!their!water!from!

an!offYsite!community!tap!(Budlender!et!al.,!2001).!With!a!lack!of!public!utilities!

and!social!services,!many!households!in!subYSaharan!Africa!rely!on!children!to!

collect!firewood!and!fetch!water!(Laird,!2005).!On!average,!collecting!fuel!

sources!and!water!requires!an!hour!of!a!child’s!time,!and!even!longer!among!

children!in!rural!areas!(Rama!&!Richter,!2007).!Other!differences!in!responsibilY

ity!demands!may!be!determined!by!a!household’s!building!material;!respondents!

in!Bray!(2003)!note!that!linoleum!floors!in!an!informal!shack!are!easier!to!clean!

and!sweep!than!mud!in!a!traditional!hut.!

Though!education!is!mandatory!for!children!up!to!15!years!of!age!or!completion!

of!primary!education!(ninth!grade!in!South!Africa),!children!often!do!not!meet!

these!minimum!standards.!In!a!recent!survey!of!young!South!Africans,!one!quarY

ter!(23.3%)!of!respondents!between!16!and!24!years!had!not!completed!compulY

sory!education!(Operario,!Cluver,!Rees,!MacPhail,!&!Pettifor,!2008).!Obstacles!to!

school!attendance!included!orphanhood!and!poverty!(ibid),!while!ability!among!

black!African!students!was!a!less!strong!of!predictor!of!school!progression!than!

for!other!children!of!other!ethnic!groups!(Lam,!Ardington,!&!Leibbrandt,!2008).!
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3 Conceptions&of&childhood&
The!Western!concept!of!‘childhood’!was!fostered!in!the!Enlightenment!and!beY

came!commonplace!during!the!Industrial!Revolution,!when!skills!and!education!

took!precedence!over!unskilled!labour!(Coleman,!1990;!Edwards,!1996).!The!

view!of!children!transformed!from!commodities!for!household!functioning!and!

survival!to!becoming!economically!‘worthless’!yet!emotionally!‘priceless,’!

(Zelizer,!1994).!The!modern!view!in!the!West!holds!childhood!to!be!a!protected!

time!for!play!and!education!in!preparation!for!adulthood,!generally!free!of!reY

sponsibility!(Laird,!2005;!Robson,!2004).!In!contrast,!many!areas!of!subYSaharan!

Africa!rely!on!reciprocity!between!family!and!community!members!for!survival,!

where!the!emphasis!lies!on!sustaining!the!household!as!opposed!to!children’s!

rights!(Laird,!2005;!Van!Blerk!&!Ansell,!2002),!and!children!are!often!seen!as!asY

sets!that!can!be!the!difference!in!coping!with!environmental,!economic,!or!health!

stressors.!This!has!been!especially!true!of!the!era!of!the!HIV/AIDSYepidemic,!with!

its!detrimental!impact!on!household!needs!and!capacity!(Abebe,!2007;!Laird,!

2005;!Van!Blerk!&!Ansell,!2002).!!

Differences!between!Western!and!‘traditional’!subYSaharan!African!views!of!

childhood!are!illuminated!in!comparison!of!passages!in!the!UN!Convention&on&the&

Rights&of&the&Child&(UN,!1989)&and!the!African!Union’s!African&Charter&on&the&

Rights&of&the&Child&(Organization!of!African!Unity,!1990).!Article!31!in!the!latter!

describes!the!responsibilities!of!the!child,!stating:!

Every!child!shall!have!responsibilities!towards!his!family!and!soY
ciety…The!child,!subject!to!his!age!and!ability…shall!have!the!duty!
to!work!for!the!cohesion!of!the!family,!to!respect!his!parents,!suY
periors,!and!elders!at!all!times!and!to!assist!them!in!case!of!need.!



!

! 35!

Though!the!UN!document!contains!no!description!of!children’s!responsibilities!

(Laird,!2005),!it!does!state!that!families!and!education!have!the!duty!to!prepare!

them!for!responsibilities!in!adulthood!(UN,!1989,!Preamble!and!Article!29),!sugY

gesting!that!children’s!economic!value!exists!only!in!their!potential!as!adults.!!

Edwards!(1996)!warns!that!sentimentality!regarding!childhood!in!Western!naY

tions!and!the!large!multinational!organisations!they!dominate!(e.g.,!the!UN)!is!an!

obstacle!to!appropriate!responses!to!social!problems!concerning!children.!InterY

estingly,!while!the!same!article!calls!for!an!increased!role!for!children’s!selfY

determination!regarding!interventions!on!their!behalf,!much!of!the!research!

originating!in!subYSaharan!Africa!suggests!that!children’s!families!and!heads!of!

household!determine!whether!and!how!much!responsibility!a!child!will!have!in!

order!to!cope!with!household!need!(Robson,!2000,!2004;!Van!Blerk!&!Ansell,!

2007).!Research!in!South!Africa!suggests!that!children!and!adolescents!are!subY

ordinate!to!their!parents!in!terms!of!power!and!decision!making!when!houseY

holds!are!coping!with!the!impact!of!illness!(Ansell!&!Van!Blerk,!2004;!Robson!et!

al.,!2006).!

The!notion!of!children!providing!care!for!ill!adults!is!firmly!in!opposition!to!

Western!concepts!of!childhood!(Evans!&!Becker,!2009;!Robson,!2004;!Skovdal,!

2009b).!For!instance,!Becker!(2000)!describes!the!type!of!responsibilities!young!

carers!take!on!as!those!‘which!would!normally!be!associated!with!an!adult,’!(p.!

378).!In!the!UK,!AIDSYill!African!migrant!parents!report!difficulty!in!reconciling!

the!much!more!demanding!expectations!of!children!from!their!own!beliefs!with!

those!of!their!adopted!country,!often!finding!that!children!behave!based!on!the!

hegemonic!(i.e.,!Western)!culture!(Evans,!2011).!!
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The!distinct!notions!of!childhood!should!not!be!taken!as!homogenous!within!

their!geographic!or!cultural!geography,!however.!Research!from!within!subY

Saharan!Africa!suggests!that!perceptions!and!expectations!of!children!are!changY

ing!due!to!current!needs!and!the!permeation!of!Western!values.!Skovdal!(2009a)!

summarises!the!catalysts!of!this!change,!writing:!!

Although!Luo![a!tribal!group!in!Kenya]!children!have!traditionally!
been!helping!out!with!productive!and!reproductive!activities!in!
their!homes,!disease,!poverty!and!globalisation!of!values!has!
stretched!communitarian!ideals!and!weakened!traditional!coping!
methods.!(p.!8)!

Robson!(2004)!and!Skovdal!(2009a,!2009b)!describe!conflicting!viewpoints!exY

pressed!among!children,!parents,!and!key!informants!in!their!studies!in!ZimbaY

bwe!and!Kenya.!The!emergence!of!‘Western’!notions!of!childhood!is!attributed!to!

exposure!through!the!internet,!radio,!and!television,!and!also!the!prominence!of!

Western!values!in!international!AIDS!organisations!and!programmes!(Edwards,!

1996;!Laird,!2005;!Robson,!2000;!Skovdal,!2009a,!2009b).!Other!changes!appear!

to!reflect!the!strains!of!poverty!and!disease,!which!limit!household’s!options!for!

responding!to!disease,!and!require!beliefs!to!evolve!to!match!reality.!Skovdal!and!

Andreouli!(2011)!write:!!

The!representation!of!children!as!active!participants!in!the!
household!economy!is!a!reflection!of!the!dynamic!interplay!beY
tween!their!material!needs!and!normative!expectations.!Because!
of!the!endemic!poverty!that!characterises!the!area,!many!houseY
holds!remain!dependent!on!children’s!contribution!to!sustain!
household!livelihoods.!(p.!621)!

3.1 The&‘Generational&Bargain’&in&South&Africa&&
In!the!‘generational!bargain,’!Collard!(2001)!posits!that!there!are!three!generaY

tions!of!resource!acquisition!and!disbursal:!young,!working,!and!old.!The!workY

ing!generation!controls!the!majority!of!resources!and!allocation,!and!provides!
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the!majority!of!care!to!the!young!and!old!generations.!The!bargain!relies!on!selfY

interest!and!perpetuity:!the!working!generation!cares!for!the!old!in!return!for!

the!care!they!received!when!young,!and!care!for!the!young!in!the!hopes!of!receivY

ing!care!when!older!(ibid).!

In!subYSaharan!Africa,!the!bargain!has!been!breaking!down!as!a!result!of!demoY

graphic!changes!and!increases!in!healthcare!needs!due!to!the!HIV/AIDSY

epidemic.!Fewer!adults!are!available!to!cope!with!the!care!needs!following!familY

ial!illness!and!death!(Van!Blerk!&!Ansell,!2007);!as!HIV/AIDS!mostly!affects!peoY

ple!of!working!and!parenting!age,!the!burden!of!care!shifts!to!the!young!and!old!

generations.!Older!grandparents!often!provide!care!for!the!young!generation,!

leaving!the!older!population!in!a!perpetual!state!of!parenting.!The!young,!on!the!

other!hand,!become!considered!‘assets,’!expected!to!contribute!to!the!household!

to!a!larger!degree!than!they!otherwise!would.!In!a!roleYreversal,!the!young!proY

vide!replace!the!working!to!care!for!the!older!generation!(Abebe,!2007).!!

Some!younger!(i.e.,!not!grandparents!or!otherwise!elderly)!adoptive!families!reY

sort!to!immediate!returns!on!the!generational!bargain!in!order!to!cope!with!the!

additional!burden!of!caring!for!orphaned!children!(Van!Blerk!&!Ansell,!2007).!

While!beneficial!in!the!short!term,!the!compromises!made!can!sacrifice!chilY

dren’s!education,!reducing!the!future!potential!of!the!young!generation!to!earn!

money!and!provide!care!when!they!age!into!the!working!generation!(Collard,!

2001;!Van!Blerk!&!Ansell,!2007).!
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4 Thesis&aims&and&research&questions&
The!aim!of!the!thesis!is!to!produce!data!on!the!impact!of!parental!illness!on!chilY

dren’s!responsibilities!in!deprived!South!African!communities.!To!achieve!this!

goal,!the!thesis!is!guided!by!research!questions!that!were!developed!to!address!

knowledge!gaps!identified!in!the!literature!review!(described!in!more!detail!in!

Chapter&2,!Sections&3.4&and!4).!The!research!questions!fall!into!three!categories,!

described!below:!!

Nature'of'children’s'responsibilities'

• What!types!of!responsibilities!do!children!in!South!Africa!engage!
in?!

Predictors'of'children'caring'for'their'parents'

• Does!parental!illness!predict!children’s!engagement!in!intimate!or!
medical!care?!

• What!other!factors!predict!children’s!engagement!in!intimate!or!
medical!care?!

Predictors'of'children’s'responsibility'workload'

• Does!parental!illness!predict!greater!responsibility!workloads!in!
children?!

• What!other!factors!predict!greater!responsibility!workloads!in!chilY
dren?!

5 Thesis&organisation&
This!thesis!is!composed!of!three!separate!research!phases,!with!each!successive!

phase!building!upon!the!findings!of!the!previous.!The!phases!are!a!literature!reY

view,!an!exploratory!study,!and!a!quantitative,!crossYsectional!survey,!which!are!

presented!across!the!next!six!chapters.!Each!phase!is!presented!alongside!a!

summary!in!Figure&1.1.!
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!

Figure'1.1..Thesis.research.phases.

The!literature!review!reports!on!any!literature!presenting!new!and!original!data!

from!subYSaharan!Africa!on!the!relationship!between!familial!health!and!chilY

dren’s!caring!roles!or!responsibilities.!The!review!summarises!existing!

knowledge!on!this!relationship,!including!the!range!and!types!of!children’s!reY

sponsibilities,!time!burdens,!and!associated!socioYdemographic!factors.!The!findY

ings!were!used!to!create!a!hypothesised!ecological!systems!model!of!the!interacY

tion!between!familial!health!and!child!responsibility.!The!existing!literature!was!

critically!appraised,!highlighting!research!gaps!that!were!used!to!create!research!

questions!guiding!the!remaining!two!phases!of!the!thesis.!Literature!review!

search!strategy,!findings,!and!research!questions!are!presented!in!Chapter&2.!

The!second!research!phase!is!the!exploratory!study,!which!was!designed!to!adY

dress!the!lack!of!a!contextually!appropriate!measure!of!children’s!responsibiliY

ties.!The!exploratory!study!addressed!this!gap!by!generating!contextually!approY

priate!items!for!a!tool!to!be!used!in!quantitative!data!collection!and!analysis!in!

Literature!
review!

• Summarise!existing!research!on!the!relationship!between!familial!health!and!child!
responsibility!and!the!inyluence!of!risk!and!protective!factors!
• Critically!appraise!existing!research!
• Generate!research!questions!to!address!substantial!knowledge!gaps!

Exploratory!
study!

• Address!lack!of!contextually!speciyic!measure!of!children's!responsibility!that!includes!
caring!responsibilities!
• Collect!data!from!urban!and!rural!children!with!an!ill!parent!in!South!Africa!

Quantitative!
survey!

• Address!lack!of!quantitative!research!linking!parental!illness!to!child!responsibility!and!
the!moderating!affect!socioYdemographic!factors!
• Collect!health,!demographic,!and!responsibility!data!from!child/parent!pairs!
• Analyse!impact!of!parental!health!and!socioYdemographic!factors!with!multiple!
regression!analyses!
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the!third!research!phase.!The!exploratory!study!consisted!of!a!semiYstructured!

questionnaire!administered!to!n!=!349!children!between!10!and!18!years!in!urY

ban!and!rural!settings!of!the!Western!Cape!province!who!were!living!with!an!ill!

adult.!The!resulting!items!were!used!in!conjunction!with!the!findings!of!the!literY

ature!review!on!the!range!of!children’s!responsibilities!to!create!a!Child!ResponY

sibility!Measure.!The!methodology,!analysis!strategy,!and!results!of!this!study!are!

discussed!in!Chapter&3,!and!the!Child!Responsibility!Measure!design!is!described!

in!Chapter&4,!Section&4.3.!!

The!final!research!phase!is!the!quantitative,!crossYsectional!survey,!which!adY

dressed!the!research!gap!of!a!lack!of!quantitative!studies!focusing!on!the!relaY

tionship!between!parental!illness!and!child!responsibility!in!subYSaharan!Africa!

using!large!and!representative!samples.!This!study!collected!data!from!n!=!2,476!

child/parent!pairs!across!an!urban!and!rural!site!in!KwaZuluYNatal!province!with!

standardised!measures!of!demographics,!health,!and!socioeconomic!factors.!

Child!responsibility!range!and!time!burden!is!assessed!using!the!Child!ResponsiY

bility!Measure,!which!was!created!using!items!generated!in!the!literature!review!

and!exploratory!study.!Research!ethics,!study!sites,!sampling!techniques,!quesY

tionnaire!design,!research!staff,!analysis!strategy,!and!methodological!strengths!

and!limitations!are!presented!in!Chapter&4.!!

Resulting!data!were!analysed!for!descriptive!statistics!and!assessed!for!bivariate!

associations,!both!of!which!are!presented!in!Chapter&5.!Bivariate!associations!

were!used!to!identify!socioYdemographic!factors!that!potentially!moderate!the!

impact!of!parental!illness!on!child!responsibility.!Theoretically!and!statistically!

relevant!factors!were!incorporated!into!multiple!regression!models!to!determine!
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the!drivers!of!child!responsibility.!The!results!of!multiple!regression!analyses!are!

presented!in!Chapter&6.!!

The!cumulative!findings!of!all!three!phases!are!discussed!within!the!context!of!

existing!literature!in!Chapter&7.!The!studies’!strengths!and!limitations,!implicaY

tions!for!policy!and!practice,!and!directions!for!future!research!follow,!ending!

with!a!thesis!conclusion.!

The!thesis!is!formatted!according!to!American!Psychological!Association!style,!

including!citations,!table!formats,!quotes,!and!captions.!!

!
! !
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Chapter(2:!Literature(review!
The!literature!review!summarises!existing!research!on!the!relationship!between!

familial!illness!and!child!responsibility!in!subYSaharan!Africa,!focusing!on!the!

range,!nature,!and!time!burden!of!children’s!responsibilities,!the!impact!of!paY

rental!illness,!the!moderating!effect!of!socioYdemographic!factors,!and!the!quality!

of!existing!research.!!

Section&1!presents!the!aims!of!the!literature!review.!Search!and!review!methods!

are!described!in!Section&2.!Results,!including!a!summary!of!findings!and!identifiY

cation!of!research!gaps,!are!presented!in!Section&3,!with!research!questions!deY

rived!from!the!review!in!Section&4.!The!impact!of!familial!illness!and!the!moderY

ating!effect!of!socioYdemographic!factors!are!organised!into!a!conceptual!frameY

work!in!Section&5.!The!review!is!summarised!in!Section&6.!

1 Literature&review&aims&

Existing!research!on!young!carers!in!subYSaharan!Africa!is!described!as!‘emergY

ing,’!with!an!‘embryonic!awareness!of!young!carers!as!a!distinct!social!groups!

within!the!“vulnerable!children”!population’!(Becker,!2007,!p.!42).!Given!the!limY

ited!research!on!this!subject,!the!literature!review!was!guided!by!four!aims:!

1) Summarise!empirical!findings!and!trends!across!existing!studies!
with!an!emphasis!on!exploring!the!relationship!between!familial!
illness!and!children’s!responsibilities,!the!time!burden!of!these!reY
sponsibilities,!and!the!effect!of!socioYdemographic!factors.!

2) Describe!and!assess!the!methodological!quality!of!resulting!studies!
and!identify!gaps!in!the!literature.!

3) Produce!research!questions!to!guide!the!remainder!of!this!thesis.!
4) Create!a!hypothesised!conceptual!framework!illustrating!the!interY

action!of!parental!illness,!socioYdemographic!factors,!and!children’s!
responsibility.!
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2 Methods&

The!literature!review!examined!published!and!unpublished!studies!presenting!

new!and!original!data!on!the!relationship!between!familial!illness!and!children’s!

responsibilities!in!subYSaharan!Africa.!Relevant!literature!was!identified!via!

three!strategies:!database!searches,!hand!searches!of!references,!and!personal!

contacts!with!researchers!and!authors.!!

The!literature!review!itself!is!a!narrative!review,!which!‘discusses!and!summaY

rises!the!literature!on!a!particular!topic,!without!generating!any!pooled!summary!

figures!through!metaYanalysis,’!according!to!the!NHS!

(http://www.nhs.uk/news/Pages/Newsglossary.aspx).!A!narrative!review!forY

mat!was!selected!because!‘this!type!of!review!usually!gives!a!comprehensive!

overview!of!a!topic,!rather!than!addressing!a!specific!question,’!(ibid).!It!is!this!

last!aspect!of!a!narrative!review!that!made!it!the!best!fit!for!the!needs!of!this!theY

sis.!

2.1 Criteria&for&considering&records&in&the&review&

2.1.1 Types&of&studies&

Empirical!qualitative!and!quantitative!studies!and!literature!reviews!were!eligiY

ble!for!inclusion!in!this!review.!Studies!needed!to!present!new!data!or!analyses!

on!the!relationship!between!familial!illness!and!child!responsibility.!A!responsiY

bility!was!defined!as!any!activity!performed!by!a!child!for!the!benefit!of!another!

person.!All!or!part!of!the!reported!data!must!have!been!collected!in!subYSaharan!

Africa.!Editorials,!commentaries,!and!theoretical!and!conceptual!reports!were!

not!included!if!they!did!not!meet!the!above!criteria.!!
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2.1.2 Types&of&participants&

Studies!were!included!if!data!had!been!collected!from!or!about!children!up!to!18!

years!of!age.!Some!or!all!of!the!data!must!have!been!collected!from!participants!

originating!from!and!recruited!in!subYSaharan!Africa.!In!studies!presenting!data!

from!individuals!both!within!and!outside!of!this!demographic,!some!or!all!data!

from!eligible!participants!must!have!been!explicitly!stated!as!coming!from!a!relY

evant!individual.!

2.2 Search&methods&for&identification&of&studies&

Studies!were!included!if!they!described!children’s!responsibilities!due!to!another!

person’s!health.!This!included!tabulations,!lists,!and!passing!references!to!reY

sponsibilities!in!descriptions!or!quotes.!Studies!on!childY!and!youthYheaded!

households!were!considered!relevant!if!the!article!included!data!on!children!livY

ing!with!unwell!family!members.!!

Eight!databases!were!searched!ending!September!2012:!!

• OVID!
o Embase!(1980Y2012)!
o GeoRef!(1980Y2012)!
o Global!Health!(1973Y2012)!
o Ovid!MEDLINE!(1980Y2012)!
o PsycINFO!(1967Y2012)!

• Google!Scholar!(1980Ypresent;!limits:!Biology,!Life!Sciences,!
and!Environment!Science;!Medicine,!Pharmacology,!and!
Veterinary!Science;!Social!Science,!Arts,!and!Humanities)!

• Grey!literature!
o Open!Grey!(www.opengrey.eu)!
o World!Health!Organization!

Abstracts!were!screened!for!conceptual!and!methodological!relevance!and!full!

text!was!retrieved!if!possible.!The!search!was!designed!to!include!all!relevant!litY

erature!published!from!the!beginning!of!the!AIDS!epidemic!in!subYSaharan!Africa!
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in!the!1980s.!Additional!efforts!included!crossYreferencing!of!related!reviews!

and!studies!and!personal!communication!with!study!authors.!

2.2.1 Keyword&search&terms&

The!following!search!terms!were!used!to!identify!relevant!studies,!truncated!

where!possible.!Terms!such!as!“child!work,”!“child!labour,”!and!other!similar!

phrases!were!considered!too!sensitive!that!would!have!resulted!in!large!numY

bers!of!irrelevant!studies.!Specific!country!and!place!names!were!not!included!as!

search!terms!as!they!may!not!be!specified!in!searchable!headings!and!consist!of!

enough!variety!to!exclude!potentially!relevant!studies!(e.g.,!a!study!identified!onY

ly!as!taking!place!in!Cape!Town!but!not!specified!as!South!Africa).!!

Search!terms!included!were:!!

(“young!care*”!OR!“child!care*”!OR!“parentification”!OR!“family!
care*”!OR!“home!care*”!OR!“childYheaded!household*”!OR!“child!
headed!houseYhold*”!OR!“youthYheaded!household*”!OR!“youth!
headed!household*”!OR!“homeYbased!care*”!OR!“home!based!care*”!
OR!“AIDSYaffected!child*”!OR!“AIDS!affected!child”!OR!“AIDSY
affected!adolescent*”!OR!“AIDS!affected!adolescent”!OR!“interY
generational!contract”!OR!“inter!generational!conYtract”!OR!“generY
ational!bargain”)!AND!“Africa”!

2.3 Analysis&

Record!abstracts!were!examined!for!relevance!according!to!preYspecified!incluY

sion!criteria.!Full!text!of!studies!potentially!meeting!eligibility!criteria!were!obY

tained!and!examined!further.!!

Each!study!was!analysed!for!relevant!content!and!quality.!Relevant!content!inY

cluded!the!nature!of!children’s!responsibilities!in!terms!of!type!and!time!burden!

as!they!related!to!familial!illness!and!what!factors!influenced!this!interaction.!DaY

ta!were!coded!and!placed!in!Excel!tables!for!organisation!and!later!synthesis.!
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Quality!was!assessed!using!tools!for!methodological!appraisal!including!10&Ques;

tions&to&help&you&make&sense&of&Qualitative&Research!(Critical!Appraisal!Skills!

Programme,!2001)!and!the!Critical&Review&Form&–&Quantitative&Studies!(Law!et!

al.,!1998).!

3 Results&

3.1 Description&of&studies&

Results!of!the!search!including!number!of!records!identified,!retrieved,!and!evalY

uated!for!eligibility!are!summarised!in!the!flowchart!in!Figure&2.1.!While!many!

records!failed!to!meet!multiple!aspects!eligibility!criteria,!each!has!been!categoY

rised!based!on!the!first!identified!reason.!
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In!total,!42!articles!presented!data!on!the!interaction!between!familial!illness!and!

child!responsibilities!that!had!been!collected!in!subYSaharan!Africa.!Among!the!

articles!were!a!literature!review!examining!the!responsibilities!of!children!living!

with!unwell!parents!in!four!subYSaharan!African!countries:!Angola,!Nigeria,!

Figure'2.1:.Flow.diagram.of.included.and.excluded.records.in.the.literature.search.

114!! Not!a!study!

431!! Records!identified!in!
literature!search!

317!! Potentially!relevant!
records!identified!for!
full!text!screening!

2!! Full!text!unavailable!

315!! Full!text!or!sufficient!
data!obtained!

42!! Records!included!in!
the!literature!review!
(reporting!34!studies)!

156!! No!data!collected!in!subYSaharan!Africa!

106!! No!data!on!children’s!responsibilities!
due!to!caregiver!health!

4!! Did!not!present!data!on!children!

4!! Did!not!present!data!on!children!living!
with!a!sick!person!

2!! OnYgoing!study!

1!! Duplicate!records!
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Uganda,!and!Zimbabwe!(Bray,!2009)!and!a!metaYsynthesis!of!qualitative!studies!

on!young!carers!(Rose!&!Cohen,!2010)!that!included!two!articles!identified!in!the!

review!(Martin,!2006;!Robson,!2004).!The!former!literature!review!notes!there!

are!very!few!studies!on!the!relationship!between!parental!illness!and!child!reY

sponsibility!in!subYSaharan!Africa,!and!that!most!data!were!extracted!from!studY

ies!on!child!wellbeing!in!the!context!of!HIV/AIDS.!One!unpublished!Masters!disY

sertation!was!identified!via!this!review!(Barnard,!2002),!which!was!unable!to!be!

located!nor!the!author!contacted.!The!findings!of!this!dissertation!were!derived!

from!the!literature!review!noted!above!(Bray,!2009).!

All!studies!were!conducted!in!east!or!southern!Africa.!Eleven!collected!data!in!

South!Africa,!in!which!a!plurality!of!the!total!studies!collected!data!(Table&2.1).!
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Table.2.1.
Sub.Saharan'African'Countries'Where'Data'Were'Collected'(Alphabetical'Order'by'Country)1'

Country. Studies.per.
country2. Study!author(s)!and!year3!

Botswana! 2! • Lindsey!et!al.!(2003)!
• Kang'ethe!(2010)!

Ethiopia! 1! • Abebe!(2007);!Abebe!and!Skovdal!(2010)!

Kenya! 2!

• Skovdal!(2009a,!2009b);!Skovdal!and!Ogutu!(2009);!
Skovdal!et!al.!(2009);!Abebe!and!Skovdal!(2010);!
Skovdal!and!Andreouli!(2011)!

• Skovdal!(2010)!

Lesotho! 2! • Robson!et!al.!(2006)!
• Van!Blerk!and!Ansell!(2007)!

Malawi! 2! • Chimwaza!and!Watkins!(2004)!
• Van!Blerk!and!Ansell!(2007)!

Namibia! 2! • Thomas!(2006)!
• RuizYCasares!(2009)!

South!Africa! 11!

• Barnard!(2002)!!
• Steinberg!et!al.!(2002)!
• Bray!(2003)!
• Akintola!(2004,!2006)!
• Harris!and!Stuart!(2006);!Harris!(2008)!
• Lamming!(2006)!
• Bray!and!Brandt!(2007)!
• Moffett!(2007)!
• Korevaar!(2009)!
• Mogotlane,!Chauke,!Van!Rensburg,!Human,!and!

Kganakga!(2010)!
• McArdle!(2011)!

Tanzania! 3!
• Robson!et!al.!(2006)!
• Evans!and!Becker!(2007,!2009);!!
• Evans!(2010b,!2010c)!

Uganda! 4!

• Akintola!(2004)!
• Withell!(2009)!
• Evans!(2010b,!2010c)!
• Harms!et!al.!(2010)!

Zimbabwe! 5!

• Robson!and!Ansell!(2000)!
• Robson!(2000,!2004);!Robson!et!al.!(2006)!
• Bauman!et!al.!(2006)!
• Martin!(2006)!
• Wood!et!al.!(2006)!

1.The.literature.review.has.been.updated.since.the.initial.search.conducted.in.2008;.it.now.includes.
articles.published.between.the.initial.search.and.the.final.version.of.this.thesis.
2.Studies.reported.in.more.than.one.article.are.counted.as.one.study.
3.Several.studies.included.data.from.multiple.countries.and.were.thus.counted.multiple.times.

3.2 Study&methodologies&

Four!articles!present!data!collected!with!crossYsectional!surveys.!No!study!colY

lected!longitudinal!data.!Steinberg!et!al.!(2002),!Bauman!et!al.!(2006),!and!

Mogotlane!et!al.!(2010)!collected!and!analysed!original!quantitative!data;!Robson!

et!al.!(2006)!conducted!secondary!analysis!of!survey!data!from!two!other!studies!

reported!in!Gould!and!Huber!(2003)!and!Van!Blerk!and!Ansell!(2002).!One!qualiY

tative!study!collected!data!from!a!control!group!for!comparison,!though!the!reY
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search!aim!was!to!explore!childYheaded!households!rather!than!child!responsiY

bility!due!to!parental!illness!(Moffett,!2007).!The!remaining!studies!relied!on!

qualitative!methods!including!unstructured!or!semiYstructured!interviews!(n!=!

26),!focus!groups!(n!=!10),!case!studies!(n&=!4),!secondary!analysis!of!survey!data!

(n!=!4),!or!a!combination!of!methods!(n!=!13).!
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Table.2.2.
Sample'Sizes'and'Recruitment'Methods'(Chronological'Order,'Date'Published)'

Study.author(s).and.year.

Study.methods.

Se
m
iD
st
ru
ct
u
re
d
.o
r.
u
n
D

st
ru
ct
u
re
d
.in
te
rv
ie
w
s.

Fo
cu
s.
gr
ou
p
s.

Ca
se
.s
tu
d
ie
s.

Se
co
n
d
ar
y.
an
al
ys
is
.o
f.

su
rv
ey
.o
r.
cl
in
ic
al
.d
at
a.

Cr
os
sD
se
ct
io
n
al
.s
u
rv
ey
.

Lo
n
gi
tu
d
in
al
.s
u
rv
ey
.

Robson!and!Ansell!(2000)! X! ! ! ! ! !
Robson!(2000,!2004)! X! ! ! ! ! !
Barnard!(2002)! Full&text&not&available,&data&drawn&from&Bray&(2009)&
Steinberg!et!al.!(2002)! X! ! ! ! X! !
Bray!(2003)! X! ! ! X! ! !
Lindsey!et!al.!(2003)! X! ! ! ! ! !
Akintola!(2004,!2006)! X! ! ! ! ! !
Chimwaza!and!Watkins!(2004)! X! ! ! ! ! !
Bauman!et!al.!(2006)! ! ! ! ! X! !
Harris!and!Stuart!(2006);!!
Harris!(2008)! X! ! ! ! ! !

Lamming!(2006)! ! ! X! ! ! !
Martin!(2006)! X! X! ! X! ! !
Robson!et!al.!(2006)! X! X! ! X! X! !
Thomas!(2006)! X! ! ! ! ! !
Wood!et!al.!(2006)! X! ! X! ! ! !
Abebe!(2007);!Abebe!and!Skovdal!
(2010)! X! X! ! ! ! !

Bray!and!Brandt!(2007)! X! X! ! X! ! !
Evans!and!Becker!(2007,!2009)! X! ! ! ! ! !
Moffett!(2007)! X! ! ! ! ! !
Van!Blerk!and!Ansell!(2007)! X! X! ! ! ! !
Korevaar!(2009)! X! ! ! ! ! !
RuizYCasares!(2009)! X! ! ! ! ! !
Skovdal!(2009a,!2009b);!!
Skovdal!and!Ogutu!(2009);!!
Skovdal!et!al.!(2009);!!
Abebe!and!Skovdal!(2010);!!
Skovdal!and!Andreouli!(2011)!

X! X! X! ! ! !

Withell!(2009)! X! ! ! ! ! !
Evans!(2010b,!2010c)! X! X! ! ! ! !
Harms!et!al.!(2010)! X! ! ! ! ! !
Kang'ethe!(2010)! X! X! ! ! ! !
Mogotlane!et!al.!(2010)! ! X! ! ! X! !
Skovdal!(2010)! X! X! X! ! ! !
McArdle!(2011)! X! ! ! ! ! !
Note:''Articles.reporting.from.the.same.study.are.grouped.together.'

Every!study!in!the!literature!review!excluding!Korevaar!(2009)!and!Kang'ethe!

(2010)!included!child!respondents!between!0!and!17!years!of!age.!Korevaar!

(2009)!instead!collected!data!regarding!children!from!NGO!workers!who!worked!

with!them!rather!than!the!children!themselves,!arguing!that!the!nature!of!the!reY

search!was!too!sensitive!for!children.!Kang'ethe!(2010)!collected!data!from!adult!
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home!communityYbased!carers!who!provided!information!about!child!carers.!

Several!studies!collected!data!from!adults,!including!adults!(18+)!providing!care!

(n!=!16),!parents!(n!=!11),!and!key!informants!such!as!NGO!workers!and!govY

ernment!officials!(n!=!10).!Respondent!types!are!summarised!in!Table&2.3.!

Table.2.3.
Number'and'Type'of'Study'Participants'(Chronological'Order,'Date'Published)'

Study.author(s).and.year.

Respondent.type.by.number.

Children.
(0D17).

Adults.providing.
care.(18+).

Parents.or.care.
recipient.(18+).

Key.informants.
(NGO.workers,.
government.offiD

cials,.etc.).

Robson!and!Ansell!(2000)! 9! ! ! !
Robson!(2000,!2004)! 9! ! ! 9!
Barnard!(2002)! 25! ! ! !
Steinberg!et!al.!(2002)! Household&survey&(n!=!771)! !
Bray!(2003)! ~5,000! ! 16! !
Lindsey!et!al.!(2003)! 2! 33! Not&stated& !
Akintola!(2004,!2006)! 1! 40! ! 10!
Chimwaza!and!Watkins!
(2004)! 1! 14! ! !

Bauman!et!al.!(2006)! 50! ! 50! !
Harris!and!Stuart!(2006);!!
Harris!(2008)! 4!(up!to!age!19)! ! !

Lamming!(2006)! 1! ! ! !

Martin!(2006)!
13,!plus!6!focus!
groups!of!~14!
children!each!

! ! !

Robson!et!al.!(2006)! ~100!(Lesotho)!
270!(Tanzania)! ! ! !

Thomas!(2006)! ! 7! 7! !
Wood!et!al.!(2006)! 56!(up!to!age!22)! 41! !
Abebe!(2007);!
Abebe!and!Skovdal!(2010)! 53! & ! !

Bray!and!Brandt!(2007)! Not&stated!(up!to!age!23)! ! Not&stated&
Evans!and!Becker!(2007,!
2009)! 15! 7! 21! 13!

Moffett!(2007)! 22!(up!to!age!19)! ! !
Van!Blerk!and!Ansell!(2007)! ~200! Not&stated& Not&stated& !
Korevaar!(2009)! ! & ! 4!
RuizYCasares!(2009)! 33!(up!to!age!21)! ! !
Skovdal!(2009a,!2009b);!
Skovdal!and!Ogutu!(2009);!
Skovdal!et!al.!(2009);!
Abebe!and!Skovdal!(2010);!
Skovdal!and!Andreouli!
(2011)!

48! ! ! 41!

Withell!(2009)! 10! ! ! !
Evans!(2010b,!2010c)! 62!(up!to!age!23)! ! 59!
Harms!et!al.!(2010)! 13! ! ! !
Kang'ethe!(2010)! ! 82! ! 5!
Mogotlane!et!al.!(2010)! Child;headed&household&survey&(n!=!1,528)! Not&stated&
Skovdal!(2010)! 69! ! 36! !
McArdle!(2011)! 4!households! Not&stated&

Note:''Articles.reporting.from.the.same.study.are.grouped.together..
*Several.studies.recruited.from.sites.outside.subDSaharan.Africa;.the.numbers.indicated.here.refer.
only.to.relevant.participants..
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3.3 Study&contents&

Study!data!were!organised!into!three!content!areas:!types!of!responsibility,!time!

devoted!to!responsibilities,!and!factors!influencing!child’s!amount!of!responsibilY

ity!(Table&2.4).!Though!the!contents!may!not!have!been!the!focus!of!the!article,!

any!part!presenting!data!relevant!to!one!of!the!three!areas!was!classified!as!conY

taining!content!on!the!subject.!!

Table.2.4.
Study'Contents'(Chronological'Order,'Date'Published)'

Study.author(s).and.year.

Study.Contents.

Types.of.responD
sibility.

Responsibility.
time.burden.

Factors.influencD
ing.amount.of.reD
sponsibility.

Robson!and!Ansell!(2000)! X! ! X!
Robson!(2000,!2004)! X! ! X!
Barnard!(2002)! ! ! X!
Steinberg!et!al.!(2002)! X! ! X!
Bray!(2003)! X! X! X!
Lindsey!et!al.!(2003)! X! ! !
Akintola!(2004,!2006)! X! ! X!
Chimwaza!and!Watkins!(2004)! X! ! !
Bauman!et!al.!(2006)! X! X! X!
Harris!and!Stuart!(2006);!!
Harris!(2008)! X! ! !

Lamming!(2006)! ! ! !
Martin!(2006)! X! ! X!
Robson!et!al.!(2006)! X! ! X!
Thomas!(2006)! ! ! X!
Wood!et!al.!(2006)! X! ! X!
Abebe!(2007);!
Abebe!and!Skovdal!(2010)! X! ! X!

Bray!and!Brandt!(2007)! ! ! X!
Evans!and!Becker!(2007,!2009)! X! ! X!
Moffett!(2007)! X! ! X!
Van!Blerk!and!Ansell!(2007)! X! ! X!
Korevaar!(2009)! X! ! X!
RuizYCasares!(2009)! X! ! X!
Skovdal!(2009a,!2009b);!
Skovdal!and!Ogutu!(2009);!
Skovdal!et!al.!(2009);!
Abebe!and!Skovdal!(2010);!!
Skovdal!and!Andreouli!(2011)!

X! X! X!

Withell!(2009)! X! ! X!
Evans!(2010b,!2010c)! X! ! X!
Harms!et!al.!(2010)! X! ! X!
Kang'ethe!(2010)! X! ! !
Mogotlane!et!al.!(2010)! X! ! X!
Skovdal!(2010)! X! ! X!
McArdle!(2011)! X! ! X!
Note:'Only.contents.relevant.to.this.thesis.are.included..Articles.reporting.the.same.study.are.
grouped.together..
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3.3.1 Children’s&responsibilities&

Type!of!responsibilities!

For!the!purposes!of!the!literature!review,!an!activity!is!only!classified!as!a!‘reY

sponsibility’!if!it!was:!

1) Specified!either!by!the!author!or!participant!in!a!quote.!
2) Involved!physical!engagement.!
3) Performed!for!the!benefit!of!a!person!other!than!or!in!addition!to!

the!child!him!or!herself.!

The!reason!for!the!distinction!was!a!tendency!noted!in!Bray!(2003)!for!children!

to!consider!activities!that!benefited!only!themselves!as!‘responsibilities’!(e.g.,!

washing!one’s!own!clothes!compared!to!washing!clothes!for!the!family).!!

Wordings!used!to!describe!responsibilities!inferred!subtle!variations!on!their!naY

ture;!conceptually!similar!items!such!as!‘cleaning!in!the!home’!and!‘sweeping’!

were!combined!into!one!item.!In!this!case!the!two!tasks!were!combined!into!one!

responsibility!labelled!‘clean!home.’!Data!were!only!included!if!they!were!deY

rived!from!the!response!of!a!child!who!was!living!with!or!providing!assistance!to!

an!unwell!person,!or!another!individual!describing!firstYhand!accounts!of!child!

responsibility!relating!to!parental!illness.!Responsibilities!of!other!children,!such!

as!those!in!childY!or!youthYheaded!households!where!there!were!no!adults!(as!

opposed!to!having!a!coYresident!adult!too!unwell!to!be!considered!head!of!

household)!were!not!added!to!this!compilation.!

Responsibility!categories!were!created!by!grouping!thematically!similar!tasks;!

labels!were!derived!from!Robson!(2000),!Robson!et!al.!(2006),!and!Evans!and!

Becker!(2007,!2009).!A!summary!of!responsibilities!is!presented!in!Table&2.5,!inY

cluding!sources!in!subscript.!
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Table.2.5.
Children’s'Responsibilities'by'Category,'Subcategory,'and'Type'

Category. Subcategory. Activity.

Pe
rs
on
al
!c
ar
e !3

,!6
,!7
,!1
2,
!2
3,
!2
4,
!2
5!

Medical!care!!

YAccompany!or!take!to!hospital,!clinic,!or!healer!1,!2,!11,!15,!20!
YBuy!or!collect!medications!2,!10,!11,!13,!20,!22!
YGive!medications!1,!2,!8,!11,!13,!15,!20,!21,!27!
YLiaise!between!unwell!person!and!healthcare!workers!10,!13!
YPrepare!special!foods!1,!2,!8,!13,!15!
YRemind!of!appointments!15!
YRemind!to!take!medications!2,!14,!15,!21,!22!

Intimate!care!!

YBathe!unwell!person!1,!2,!11,!13,!15,!16,!18,!20,!21,!26!
YBrush!unwell!person’s!teeth!8!
YClean!bodily!fluids!1,!2,!15,!20!
YDress!or!change!clothes!2,!8,!11,!13,!15,!27!
YEmotional!support!1,!5,!13,!20!
YFeed/help!to!eat!1,!2,!8,!11,!13,!15,!16,!17,!18,!20,!26,!27!
YKeep!company!1,!8,!18,!!
YLift!unwell!person!or!help!to!walk!1,!2,!8,!10,!11,!13,!15,!16,!27!
YMassage!unwell!person!11,!20!
YShave!unwell!person!8!
YToilet!unwell!person!1,!2,!8,!10,!13,!15,!16,!18,!20!

D
om

es
tic
!re
sp
on
si
bi
lit
ie
s!

Housework!!

YClean!home!1,!2,!8,!9,!10,!11,!13,!14,!15,!16,!17,!19,!20,!22,!25,!26!
YCook!1,!2,!9,!10,!11,!13,!14,!15,!16,!17,!18,!19,!20,!22,!25,!26,!27!
YCut!or!collect!firewood!11,!13,!17,!19,!20,!22,!26!
YFetch!water!1,!2,!11,!13,!15,!17,!19,!20,!22!!
YForage!19,!20!
YGrocery!shopping!1,!2,!8,!9,!10,!15,!16,!20,!22!
YHeat!water/make!tea!or!coffee!1,!2,!8,!13,!14,!15,!22!
YLaundry!1,!2,!11,!13,!14,!15,!16,!17,!19,!20,!21,!22,!25,!27!
YMake!fire!or!light!stove!2!
YManage!finances!10,!16!
YTend!crops,!garden,!or!livestock!1,!2,!8,!13,!15,!17,!19,!20,!22,!26!
YWash!dishes!8,!11,!15,!16,!20,!22!

Childcare!2,!6,!8,!
13,!14,!23,!24!

YBathe!children!15,!16,!20,!22!
YDress!children!22!
YGet!children!ready!for!school!22,!27!
YHelp!with!schoolwork!8,!22,!25!
YPrepare!children!for!school!15!
YSupervise!children!11,!15,!16,!22,!27!
YTake!children!to!school!11,!15!

IncomeY
generating!
activities!2,!10!

YBeg!15,!22!
YBurn!charcoal!20!
YCasual!farm!work!3,!13,!15,!17,!19,!20,!22,!26!
YConstruction!work!22!
YDomestic!work!13,!15,!19,!20,!22!
YErrands!for!neighbours!13,!19,!22!
YFactory!work!13,!22!
YHairstyling!14!
YSell!goods!or!work!in!shop!13,!15,!16,!17,!20,!22!
YSewing!20!
YTransactional!sex!5,!22!

Key:.1).Robson.and.Ansell.(2000);.2).Robson.(2000,.2004);.3).Steinberg.et.al..(2002);.4).Bray.
(2003);.5).Lindsey.et.al..(2003);.6).Akintola.(2004);.7).Chimwaza.and.Watkins.(2004);.8).Harris.and.
Stuart.(2006),.Harris.(2008);.9).Lamming.(2006);.10).Martin.(2006);.11).Robson.et.al..(2006);.12).
Wood.et.al..(2006);.13).Abebe.(2007);.14).Bray.and.Brandt.(2007);.15).Evans.and.Becker.(2007,.
2009);.16).Moffett.(2007);.17).Van.Blerk.and.Ansell.(2007);.18).Korevaar.(2009);.19).RuizDCasares.
(2009);.20).Skovdal.(2009a,.2009b),.Skovdal.and.Ogutu.(2009),.Skovdal.et.al..(2009),.Skovdal.and.
Andreouli.(2011);.21).Withell.(2009);.22).Evans.(2010a,.2010b);.23).Harms.et.al..(2010);.24).
Kang'ethe.(2010);.25).Mogotlane.et.al..(2010);.26).Skovdal.(2010);.27).McArdle.(2011).

Children’s!incomeYgenerating!activities!appeared!to!be!within!both!formal!and!

informal!economies!based!on!distinctions!presented!in!Fields!(2007)!and!
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Hermann!and!Khan!(2008)!(cited!in!Basten,!Loichinger,!&!Lutz,!2011).!Formal!

sector!employment!tends!to!be!capital!intensive,!technologyYbased,!export!drivY

en,!with!modern!services!provided!within!formal!industrial!enterprises.!Informal!

sector!employment!is!often!traditional,!and!if!agricultural,!subsistence;!services!

are!provided!on!an!ad&hoc!basis,!and!are!labourYintensive.!Additionally,!informal!

sector!jobs!provide!poor!job!security,!as!they!are!nonYcontractual.!!

Responsibilities’!prevalence!

There!is!limited!evidence!on!responsibility!prevalence.!Bray!(2003)!provides!

secondary!analysis!of!Statistics!South!Africa’s!Time!Use!Survey!(Budlender!et!al.,!

2001),!which!explores!the!prevalence!of!responsibilities!undertaken!by!children!

in!South!Africa!(n!=!~5,000).!Between!5Y6%!of!boys!and!10Y22%!of!girls!aged!10Y

17!engaged!in!‘general’!caring.!Domestic!responsibilities!including!cooking!and!

cleaning!the!home!were!much!more!common!than!caring!(33Y41%!and!32Y44%!

of!boys,!65Y80%!and!55Y65%!of!girls).!The!author!notes!that!because!such!small!

numbers!of!the!sample!were!engaging!in!specific!care!tasks!that!it!was!impractiY

cal!to!analyse!each!by!type.!

Time!burden!

Three!studies!quantified!the!time!burden!of!children’s!responsibilities.!In!

Bauman!et!al.!(2006),!time!burden!was!assessed!using!!mother’s!reports!of!their!

children’s!engagement!in!personal!care!items!on!the!Parentification!Scale!(Mika!

et!al.,!1987).!Personal!care!time!burden!fluctuated!between!their!HIV/AIDSYill!

mother’s!periods!of!relative!of!health!(11.4!hours!per!week)!and!illness!(14.4!

hours!per!week).!More!than!fourYfifths!of!children!(82%;!n!=!41)!described!

themselves!as!having!‘too!much’!responsibility!(p.!63Y64),!as!did!nearly!threeY
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quarters!(72%;!n!=!36)!of!their!mothers.!However,!there!were!several!problems!

with!the!survey.!First,!only!four!items!on!the!scale!were!used!to!assess!children’s!

time!burden,!all!of!which!were!intimate!care!responsibilities!(feeding,!mobility,!

bathing,!dressing)!and!only!three!household!responsibility!items!(making!dinner!

for!the!family,!cleaning!up!for!family,!and!washing!dishes!for!family).!There!were!

no!responsibilities!relating!to!the!child’s!provision!of!medical!care.!While!caring!

responsibilities!were!quantified!in!terms!of!hours!per!week,!household!chores!

were!quantified!on!a!threeYpoint!scale!(never,!rarely/sometimes,!and!ofY

ten/sometimes).!Second,!the!results!were!derived!from!mother’s!responses!raY

ther!than!the!children’s,!likely!distorting!the!true!nature!of!children’s!responsiY

bilities!and!their!time!commitment.!Third,!items!in!the!Parentification!Scale!have!

not!been!adapted!for!subYSaharan!Africa!(Moffett,!2007).!!

In!secondary!analysis!of!data!from!the!Time!Use!Survey!(Budlender!et!al.,!2001),!

Bray!(2003)!found!that!among!girls!aged!15Y17!years,!responsibilities!accounting!

for!greatest!time!burdens!included!cooking/food!preparation!(100!minutes!per!

day)!and!caring!for!children!(96!minutes/day).!NonYspecified!‘general!caring’!acY

counted!for!96!minutes.!Younger!girls!and!boys!spent!less!time!engaged!in!each!

type!of!responsibility.!Boys!aged!15Y17!spent!more!time!farming!(98!minutes)!

and!tending!animals!(81!minutes)!than!girls!(45!minutes!farming!and!15!minutes!

tending!animals).!These!findings!were!similar!to!those!reported!in!Evans!

(2010b).!After!analysing!Time!Use!Survey!data,!Bray!(2003)!writes!that,!

In!summary,!the!available!quantitative!data!suggest!that!much!of!
the!‘child!labour’!story!in!South!Africa!is!about!housework.!What!
does!not!emerge!from!analyses!of!these!data!sets!is!who!does!
what!kind!of!domestic!tasks,!which!groups!of!children!spend!sigY
nificant!time!on!these!tasks,!and!what!effects!they!have!on!chilY
dren’s!lives!in!the!short!and!long!term.!(p.!104)!
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Skovdal!(2009b)!found!young!carers!spent!around!oneYfifth!of!a!normal!24Yhour!

day!providing!care!or!attending!to!other!responsibilities,!though!this!varied!subY

stantially!between!weekdays!(11%)!and!weekends!(40%).!The!difference!was!

attributed!to!schooling!and!studies,!which!put!competing!demands!on!children’s!

time!during!the!week.!However,!the!results!must!be!interpreted!with!caution!as!

they!were!derived!from!a!convenience!rather!than!representative!sample.!

Other!studies!provide!information!regarding!children’s!school!attendance!and!

performance,!which!for!reasons!discussed!above!was!considered!a!useful!proxy!

of!time!burden.!In!secondary!analysis!of!data!on!reasons!for!poor!school!attendY

ance!from!270!Tanzanian!children,!Robson!et!al.!(2006)!found!the!most!freY

quently!cited!reason!for!missing!school!was!being!needed!at!home!to!attend!to!

domestic!responsibilities,!take!care!of!farm!animals,!or!work!in!the!family!shop,!

followed!by!caring!for!an!unwell!relative.!One!longitudinal!survey!in!Tanzania!

that!was!not!included!in!this!review!reported!school!attendance!dropped!12Y14!

hours!per!week!in!the!three!to!six!months!prior!to!parent’s!AIDSYrelated!death,!

recovering!in!the!following!six!months!(Ainsworth,!Beegle,!&!Koda,!2005).!UnforY

tunately,!this!study!did!not!investigate!the!relationship!between!parental!illness!

and!child!responsibility,!making!the!association!tenuous.!A!few!other!studies!

presented!qualitative!evidence!that!children!spend!significant!amounts!of!time!

on!responsibilities!due!to!parental!illness.!For!instance,!one!15YyearYold!girl!from!

Kenya!described!her!care!burden!by!saying,!‘You!work!throughout!the!day,!no!

time!for!resting,’!(Skovdal!&!Ogutu,!2009,!p.!6),!while!in!Lamming!(2006),!a!girl!

who!cared!for!her!older,!AIDSYill!brother!reported!being!housebound!due!to!her!

responsibilities.!
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Children!reported!they!were!unable!to!go!to!school!or!complete!their!homework,!

and!were!unable!to!socialise!with!friends!due!to!their!commitment!to!responsiY

bilities!(Barnard,!2002;!Bauman!et!al.,!2006;!Evans,!2010b,!2010c;!Evans!&!

Becker,!2009;!Harms!et!al.,!2010;!Lindsey!et!al.,!2003;!Martin,!2006;!Robson,!

2000;!RuizYCasares,!2009;!Skovdal,!2009a,!2009b,!2010;!Skovdal!et!al.,!2009;!

Thomas,!2006;!Wood!et!al.,!2006).!In!a!few!studies,!children!were!reported!to!

drop!out!of!school!to!provide!care!and!attend!to!responsibilities!(Kang'ethe,!

2010;!Mogotlane!et!al.,!2010),!while!others!suggest!children!are!less!likely!to!atY

tend!school!consistently!and!more!likely!to!miss!homework!rather!than!drop!out!

entirely!(Bray,!2009;!Robson!et!al.,!2006).!Orphaned!children!in!Moffett!(2007)!

said!during!their!parents’!illnesses!they!often!had!to!miss!school!to!provide!care!

and!attend!to!their!requests,!but!following!their!parents’!deaths!they!were!able!

to!attend!school!more!regularly.!In!addition!to!Robson!et!al.!(2006),!a!number!of!

studies!report!that!children!miss!school!to!attend!to!responsibilities!other!than!

caring,!including!childcare!and!domestic!responsibilities!(Evans,!2010c;!Moffett,!

2007;!RuizYCasares,!2009;!Skovdal,!2009a),!highlighting!a!limitation!in!Bauman!

et!al.!(2006)!which!evaluated!responsibility!time!burden!using!a!limited!set!of!

caring!responsibilities.!

3.3.2 Parental&illness&and&child&responsibility&

The!onset!of!parental!illness!was!cited!as!the!beginning!of!children’s!involvement!

in!nursing/personal!care!and!increases!in!childcare!responsibilities!(Abebe!&!

Skovdal,!2010;!Evans,!2010c;!Evans!&!Becker,!2009;!Thomas,!2006).!Skovdal!

(2009b)!identifies!four!types!of!people!children!care!for:!ailing!parents,!ageing!

relatives,!younger!siblings,!and!abandoned!community!members.!In!Mogotlane!
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et!al.!(2010),!NGO!managers!reported!that!children!took!over!headYofYhousehold!

duties!mainly!as!a!result!of!HIV/AIDSYillness!and!death,!though!other!common!

causes!included!grandparents’!aging!and!senility,!and!alcohol!and!drug!abuse.!

Evans!and!Becker!(2007,!2009)!suggest!that!children’s!responsibility!time!burY

den!and!intensity!fluctuates!with!the!swings!in!AIDSYill!parent’s!health,!a!notion!

supported!by!findings!in!Bauman!et!al.!(2006),!which!found!that!children!spent!

significantly!more!time!providing!care!during!their!mother’s!periods!of!poorer!

health.!However,!no!data!were!provided!on!time!commitments!for!nonYcaring!

responsibilities.!Without!this!information!it!is!impossible!to!tell!if!the!increased!

time!burden!of!caring!responsibilities!is!the!addition!of!caring!responsibilities!to!

a!child’s!total,!or!a!general!shift!towards!caring!at!the!expense!of!domestic!and!

other!responsibilities.!

Higher!community!HIV/AIDSYprevalence!was!associated!with!children’s!enY

gagement!in!caring!responsibilities!(Bray,!2009).!Abebe!(2007)!and!Evans!

(2010c)!both!suggest!an!interruption!in!normal!household!dynamics!as!a!result!

of!higher!prevalence!and!associated!morbidity!and!mortality,!resulting!in!many!

children!living!with!and!relying!upon!grandparents!for!care.!This!may!lead!to!an!

interruption!of!the!‘generational!bargain’!in!which!adults!care!for!their!children!

in!addition!to!their!parents!(discussed!in!greater!detail!in!the!next!section).!

HIV/AIDS!disclosure!drew!community!support,!but!also!stigma!(Steinberg!et!al.,!

2002).!Participants!in!Evans!and!Becker!(2009)!and!Skovdal!(2009b)!describe!

extended!family!and!community!members!refusing!to!help!because!of!HIV/AIDS!

within!the!household;!children!reported!being!bullied!and!taunted!during!public,!

nonYcaring!responsibilities!like!fetching!water.!Stigma!was!noted!to!result!not!
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only!from!illness!disclosure!but!also!frequently!from!speculation,!such!as!that!

following!a!hospital!visit!or!a!noticeable!physical!deterioration.!

Children!involved!in!medicine!or!treatment!administration!may!find!themselves!

with!a!complex!and!difficult!task.!Noted!in!the!introduction,!ART,!which!is!essenY

tial!to!maintaining!good!health!in!HIV/AIDSYill!people,!requires!strict!adherence!

(≥!95%)!to!remain!effective.!Children!were!also!noted!to!help!their!parents!reY

member!to!take!their!ART!at!the!appropriate!time.!In!Evans!and!Becker!(2009),!

children!described!having!to!provide!a!meal!every!three!hours!to!help!with!their!

mothers’!ART.!

In!Western!contexts,!research!has!found!parental!mental!health!disorders!can!

result!in!children!taking!on!responsibilities!(Dearden!&!Becker,!2004;!Schleicher,!

2011).!The!numerous!reports!of!children!providing!emotional!care!in!the!literaY

ture!review!(Abebe,!2007;!Evans!&!Becker,!2007,!2009;!Robson,!2000,!2004;!

Robson!&!Ansell,!2000)!indicate!a!need!based!in!parental!mental!health!disorY

ders.!In!a!study!of!the!impact!of!parental!alcoholism!on!children!in!South!Africa,!

Stevens!(2010)!notes!the!potential!for!roleYreversal,!or!parentification,!due!to!

resulting!incapacity.!Unfortunately,!this!study!did!not!present!any!data!linking!

parental!alcoholism!and!children’s!responsibilities!aside!from!an!anecdotal!case!

from!the!author’s!experience!as!a!counsellor.!

3.3.3 SocioDdemographic&moderators&

A!number!of!articles!argue!that!children!are!active!social!actors!when!taking!on!

responsibility!as!they!are!responding!to!the!need!created!by!parental!illness!

(Skovdal,!2009b;!Skovdal!&!Ogutu,!2009;!Skovdal!et!al.,!2009).!Qualitative!eviY

dence,!on!the!other!hand,!suggests!the!decision!to!take!on!a!larger!share!of!reY
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sponsibility,!particularly!the!care!of!an!unwell!adult,!is!made!collectively!by!

adults!members!of!the!family!or!unilaterally!by!the!head!of!household!rather!

than!the!child!him!or!herself,!or!that!no!other!options!exist!and!children’s!caring!

is!dictated!by!necessity!rather!than!preference!(Martin,!2006;!Robson,!2000,!

2004;!Robson!et!al.,!2006;!Van!Blerk!&!Ansell,!2007).!This!section!explores!ten!

socioYdemographic!factors!that!existing!research!suggests!moderates!the!relaY

tionship!between!parental!illness!and!child!responsibility.!

Child!gender!

There!was!a!general!consensus!between!researchers!that!girls!have!greater!reY

sponsibility!workloads!than!boys,!both!in!terms!of!time!burden!and!the!range!of!

responsibilities.!A!UNICEF!Project!Officer!in!Robson!(2000)!described!adult!exY

pectations!of!boys:!‘people!say,!“at!least!you’ve!got!a!girl,”!but!don’t!expect!anyY

thing!from!boys…expect!them!to!be!out!the!door,’!(p.!66).!Akintola!(2006)!and!

Robson!(2004)!provide!examples!of!girls!who!provided!care!while!male!siblings!

played!or!attended!school.!!

Bray!(2003)!challenges!the!assumption!that!boys!do!no!work,!noting!that!while!

they!may!not!contribute!to!the!same!degree!as!girls,!Time!Use!Survey!data!show!

boys!still!engage!in!personal!care!and!domestic!responsibilities.!Skovdal!(2009b)!

found!little!difference!between!boy!and!girl!young!carers!in!terms!of!time!devotY

ed!to!caring!and!responsibilities!(20%!versus!19%!of!the!day),!though!the!data!

were!derived!from!a!convenience!rather!than!representative!sample.!Both!artiY

cles!acknowledge!qualitative!differences!in!the!nature!of!boys’!and!girls’!responY

sibilities.!Bray!(2003)!points!out!that!boys!often!engaged!in!tasks!benefitting!

only!themselves,!like!washing!their!own!shirt,!while!girls!washed!clothes!for!the!
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entire!family.!Skovdal!(2009a,!2009b)!writes!that!while!the!strains!of!largeYscale!

epidemic!and!poverty!have!created!more!fluidity!with!gender!roles,!and!boys!and!

girls!are!increasingly!taking!on!opposite!genderYspecific!responsibilities!in!times!

of!need,!specific!tasks!were!still!more!common!in!one!gender.!

In!cases!where!more!help!was!required!at!home,!families!reported!being!more!

inclined!to!remove!a!girl!from!school!than!a!boy,!regardless!of!age!(Abebe,!2007;!

Robson,!2000,!2004).!Steinberg!et!al.!(2002)!found!10%!of!girls!surveyed!were!

out!of!school!compared!to!5%!of!boys.!Interestingly,!persons!surveyed!almost!

always!knew!the!educational!status!of!boys!in!the!home,!but!oneYquarter!did!not!

know!the!same!about!girls.!

One!consistent!theme!in!the!existing!literature!was!a!division!of!labour!based!on!

stereotypical!gender!roles.!Typically,!girls!were!responsible!for!personal!care!

and!domestic!work,!which!they!were!taught!from!the!age!six!or!seven,!while!boys!

were!responsible!for!earning!money!(Abebe,!2007;!Abebe!&!Skovdal,!2010;!

Evans,!2010c;!Evans!&!Becker,!2009;!Kang'ethe,!2010;!RuizYCasares,!2009).!Even!

within!agricultural!tasks,!girls!attend!to!household!gardens!for!sustenance,!while!

boys!care!for!livestock!and!work!on!farms!with!cash!crops!(Abebe,!2007;!Robson!

&!Ansell,!2000).!A!longitudinal!survey!of!recently!orphaned!children!in!Tanzania!

found!a!relationship!between!household!land!plot!size!and!children’s!school!abY

sence.!While!the!effect!was!found!among!both!boys!and!girls,!boys’!school!atY

tendance!was!most!affected,!which!suggests!girls!may!take!on!a!greater!share!of!

subsistence!agriculture!and!boys!generally!contribute!in!times!of!need!

(Ainsworth!et!al.,!2005).!Oftentimes,!boys!either!left!or!were!sent!to!find!work!

outside!the!home!(Abebe,!2007;!Abebe!&!Skovdal,!2010;!Evans!&!Becker,!2009;!



!

! 64!

Robson,!2000),!which!may!explain!why!most!of!the!studies!focusing!exclusively!

on!young!carers!or!children!with!ill!parents!often!had!more!girl!than!boy!particiY

pants.!Nevertheless,!girls!reported!earning!money!as!well.!Bray!(2003)!notes!one!

of!the!ironies!of!African!economies!is!that!tasks!such!as!domestic!work,!a!stereoY

typically!female!activity,!often!offer!greater!and!more!consistent!income!opporY

tunities!outside!the!home!compared!to!men’s!jobs!like!seasonal!agricultural!

work.!Additionally,!there!were!reports!of!girls!engaging!in!transactional!sex,!

which!their!families!apparently!ignored!due!to!their!need!of!income!(Evans,!

2010c;!Lindsey!et!al.,!2003).!Among!South!African!children!aged!15!to!17!years,!

Cluver,!Orkin,!Boyes,!Gardner,!and!Meinck!(2011)!found!7.0%!of!girls!and!3.9%!

of!boys!had!engaged!in!transactional!sex.!Children’s!odds!of!engaging!in!transacY

tional!sex!increased!by!five!times!with!being!AIDSYorphaned!(OR!5.21;!95%!CI:!

1.50Y18.11),!by!three!times!by!having!an!AIDSYill!parent!(OR!3.06;!95%!CI:!1.34Y

7.00),!and!four!times!if!both!AIDSYorphaned!and!having!an!AIDSYill!parent!(OR!

4.30;!95%!CI:!1.67Y11.06).!!

Several!articles!identify!a!preference!for!genderYmatching!between!child!and!

adult!care!recipient.!Where!the!child!and!care!recipient!were!not!genderY

matched,!the!child!would!do!most!of!the!nonYcaring!work!and!another!genderY

matched!child!or!neighbour!would!provide!intimate!care!(Evans!&!Becker,!2007,!

2009;!Robson,!2000;!Robson!&!Ansell,!2000;!Withell,!2009).!Evans!and!Becker!

(2009)!describe!a!boy!who!was!subjected!to!ridicule!for!providing!his!mother!

with!intimate!care,!suggesting!social!stigma!for!violating!prescribed!gender!roles.!

Steinberg!et!al.!(2002)!found!72%!of!households!to!be!femaleYheaded,!and!20%!

to!be!headed!by!women!over!60,!which!may!make!girls!much!more!likely!to!proY
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vide!intimate!care!if!a!preference!for!genderYmatching!exists!and/or!remains!in!

given!communities.!!Still,!the!preference!for!genderYmatching!was!subject!to!the!

availability!of!potential!care!providers,!which!several!authors!suggest!is!becomY

ing!increasingly!limited!as!a!result!of!increased!burden!and!fewer!available!

adults!to!provide!care!(Evans!&!Becker,!2007,!2009;!Martin,!2006;!Robson,!2000,!

2004).!Similarly,!Skovdal!(2009a,!2009b)!notes!that!gender!roles!in!rural!Kenya!

have!become!more!fluid!as!a!result!of!the!strains!of!disease!and!poverty.!One!

adult!participant!noted!how!current!demands!and!resource!constraints!challenge!

Luo!community!traditions,!comparing!a!collectivist!past!to!a!more!individualistic!

present.!

Bauman!et!al.!(2006)!was!the!only!study!to!evaluate!the!relationship!between!

child!gender!and!responsibility!quantitatively,!finding!no!link!between!the!two.!

However,!there!were!several!problems!with!responsibility!measurement,!menY

tioned!earlier!and!briefly!described!here.!First,!the!results!were!derived!from!

items!on!the!Parentification!Scale,!which!had!not!been!adapted!for!subYSaharan!

Africa.!Second,!only!a!small!subset!of!the!items!was!administered!to!participants!

in!this!study,!and!the!rationale!for!item!selection!was!not!provided.!Third!and!

acknowledged!by!the!authors,!quantitative!analysis!was!vulnerable!to!a!Type!II!

Error!due!to!the!relatively!small!sample!size!(n!=!50).!

Child!age!

Older!children!were!identified!as!having!greater!amounts!of!responsibility.!

Robson!(2000)!posits!that!children!between!15Y17!years!are!likely!to!take!on!the!

most!responsibility!based!on!their!inability!to!earn!money!in!the!formal!sector,!

lower!earning!potential!in!the!informal!sector,!and!greater!likelihood!of!having!
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completed!compulsory!education.!Further,!older!children!were!viewed!as!having!

greater!physical,!emotional,!and!mental!capacity!(Skovdal,!2009b).!Other!articles!

place!an!emphasis!on!birth!order,!where!the!oldest!child!is!viewed!as!the!most!

capable!and!emotionally!ready!for!greater!responsibility!(Evans!&!Becker,!2009).!

As!such,!the!firstYborn!takes!on!headYofYhousehold!responsibility!in!times!of!

need,!and!if/when!he!or!she!leaves!the!next!oldest!becomes!de&facto!head!and!

responsible!for!childcare!(Evans,!2010b,!2010c;!Skovdal!et!al.,!2009).!Moffett!

(2007)!and!RuizYCasares!(2009)!report!that!in!addition!to!taking!on!a!larger!

share!of!household!responsibilities!in!times!of!need,!eldest!children!also!allocatY

ed!responsibilities!among!younger!children!in!accordance!with!their!ability.!In!

AIDSYaffected!households,!which!were!speculated!to!have!greater!caring!and!

domestic!needs,!age!was!listed!as!an!important!factor!in!determining!which!child!

took!on!greater!responsibility!(Abebe!&!Skovdal,!2010).!As!noted!in!the!above!

section!on!gender,!Skovdal!(2009a,!2009b)!describes!a!cultural!shift!from!gender!

specification!of!responsibilities!towards!competency!based!on!age.!‘If!one!is!

blessed!with!4![sic]!children!and!the!first!three!are!boys!and!the!last!born!is!a!girl!

and!the!parent!is!ill,!it!will!be!the!boys!that!cook!and!not!the!younger!girl,’!

(Skovdal,!2009b,!p.!124).!

Regardless,!caring!responsibilities!were!found!to!start!relatively!early.!Evans!and!

Becker!(2009)!report!that!children!began!caring!for!AIDSYill!parents!at!around!

11Y12,!while!Skovdal!and!Ogutu!(2009)!present!the!case!of!a!boy!in!Kenya!who!

began!spoon!feeding!and!washing!his!AIDSYill!father!at!age!six.!In!Skovdal!

(2010),!a!female!caregiver!is!quoted!on!the!potential!of!a!tenYyearYold:!‘That!is!

pretty!much!a!grown!up.!At!that!age!she!can!do!anything…wash!dishes…fetch!

water,!cook,!mop!the!house!and!plaster!it!using!cow!dung.!That’s!a!woman,’!(p.!
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98).!Similar!anecdotes!appear!in!Robson!(2000)!and!Bray!(2009).!Skovdal!

(2009b)!writes!of!a!general!consensus!among!parents!in!a!Kenyan!sample!that!

children!below!the!age!of!five!are!not!expected!to!contribute!to!the!household.!

Upon!reaching!age!five,!they!are!socialised!to!become!responsible!adults.!

Bauman!et!al.!(2006)!found!no!quantitative!link!between!child!age!and!amount!of!

responsibility.!However,!there!were!limitations!with!this!study!discussed!in!the!

above!section!on!child!gender.!

Parent!type!

Similar!to!the!‘generational!bargain,’!a!number!of!studies!present!evidence!of!reY

ciprocal!expectations!of!care!between!children!and!parents!(Bray,!2009;!Bray!&!

Brandt,!2007;!Evans!&!Becker,!2007,!2009;!Skovdal,!2009b;!Thomas,!2006).!In!

Harris!(2008),!a!boy!was!asked!whether!it!was!difficult!to!care!for!his!father!with!

a!traumatic!brain!injury,!to!which!he!responded,!‘No!it!wasn’t!that!much!difficult!

because!I!was!taking!him!as!my!father.!I!wanted!to!do!things!for!him!as!he!did!

things!for!me.’!There!was!also!evidence!that!the!disruption!of!the!generational!

bargain!due!to!the!deaths!of!biological!parents!was!common.!Many!children!deY

scribed!having!reciprocal!care!relationships!with!their!elderly!and!frail!grandY

parents!(Abebe,!2007;!RuizYCasares,!2009;!Skovdal,!2009b;!Skovdal!&!Ogutu,!

2009).!Bray!(2009)!identifies!having!elderly!grandparents!as!a!characteristic!of!

children!who!provide!care.!!

Martin!(2006)!suggests!that!in!spite!of!reciprocity!there!is!a!clear!divide!between!

children!and!their!parents;!even!when!necessary,!changes!in!the!roles!such!as!

when!a!child!has!to!care!for!his!parent!or!earn!money,!cause!major!familial!disY

ruptions!and!stress!between!family!members.!In!several!Ugandan!communities,!
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children!caring!for!their!parents!were!seen!as!violating!cultural!norms!(Withell,!

2009).!Indeed,!children’s!care!roles!may!be!a!more!uncommon!feature!of!the!

‘generational!bargain’!when!compared!to!other!activities!such!as!providing!for!

material!needs.!For!instance,!Kenyan!parents!reported!that!while!they!expected!

their!children!to!provide!care!and!take!over!household!responsibilities!in!times!

of!need,!they!did!not!think!that!it!was!appropriate!(Skovdal,!2009b).!Programme!

staff!in!a!South!African!NGO!reported!that!when!visited!by!a!home!communityY

based!carer,!children!were!sent!away!while!elderly!and!adult!household!memY

bers!were!trained!to!care!for!the!ill,!even!though!‘It!is!the!children!who!actually!

care!for!the!sick!when!volunteers!leave!despite!the!fact!they!do!not!have!any!

training,’!(Akintola,!2004,!p.!28).!

Bray!(2009)!identifies!child!mobility!as!a!predictor!of!greater!responsibility.!EviY

dence!from!other!literature!suggests!possible!explanations!for!this.!First,!chilY

dren!are!occasionally!sent!to!relatives’!homes!to!provide!care!or!help!out!in!

times!of!need,!typically!in!the!direction!of!rural!and!poor!to!urban!and!better!off!

households!(Robson,!2004;!Robson!&!Ansell,!2000;!Robson!et!al.,!2006;!Skovdal,!

2009b;!Van!Blerk!&!Ansell,!2007).!However,!whereas!exchange!of!nonYorphaned!

children!between!related!households!appears!to!have!been!common!in!the!past,!

due!to!constraints!from!high!HIV/AIDSYprevalence!this!has!given!way!to!‘crisis!

fostering’!of!bereaved!children!(Oleke,!Blystad,!&!Rekdal,!2005,!p.!2635).!Abebe!

and!Skovdal!(2010)!report!that!foster!parents!sometimes!view!children!as!a!

source!of!labour!in!exchange!for!room!and!board!and!at!the!expense!of!educaY

tion,!which!Van!Blerk!and!Ansell!(2007)!describe!as!a!‘cashing!in’!of!the!generaY

tional!bargain!(p.!874).!Van!Blerk!and!Ansell!(2007)!even!suggest!that!the!reY
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source!strain!caused!by!introducing!orphans!into!a!household!can!require!an!

immediate!return!on!investment!in!the!form!of!child!labour!for!the!household!

and!its!members!to!survive.!Recent!research!indicates!that!foster!carers!in!subY

Saharan!Africa!are!generally!more!vulnerable!than!biological!parents,!being!on!

average!older,!having!poorer!education,!and!caring!for!greater!numbers!of!chilY

dren!with!a!higher!dependency!ratio!(i.e.,!lower!numbers!of!adults!per!children)!

(DeSilva!et!al.,!2008;!Monasch!&!Boerma,!2004).!Taking!in!orphaned!children!

presents!challenges!to!household!functioning!as!well;!foster!parents!report!the!

orphaned!children!they!care!for!require!more!help!for!psychological!and!behavY

ioural!problems!(K.!Govender,!Penning,!George,!&!Quinlan,!2012).!Foster!parents!

of!orphaned!children!exhibit!poorer!physical!and!mental!health!outcomes!(K.!

Govender!et!al.,!2012;!Kuo!&!Operario,!2011;!Kuo,!Operario,!&!Cluver,!2012;!Kuo,!

Reddy,!Operario,!Cluver,!&!Stein,!2013),!lower!levels!of!social!support!(Kuo,!

Fitzgerald,!Operario,!&!Casale,!2012),!and!poorer!economic!outcomes!(G.!George,!

Govender,!Bachoo,!Penning,!&!Quinlan,!2013),!which!may!be!the!result!of!their!

additional!care!burdens.!!

Some!children!reported!a!reluctance!to!live!with!foster!parents!out!of!fear!of!exY

ploitation,!or!otherwise!felt!exploited!for!their!labours!in!adopted!homes!(Abebe!

&!Skovdal,!2010;!Evans,!2010c;!Harms!et!al.,!2010;!Korevaar,!2009;!Moffett,!

2007;!RuizYCasares,!2009).!Foster!parents!in!Skovdal!(2009b)!report!relying!on!

adopted!children!in!times!of!need!to!help!feed!their!biological!children.!However,!

contrary!to!these!reports,!a!longitudinal!study!in!Parikh!et!al.!(2007)!found!no!

difference!in!labour!between!cohabiting!orphaned!and!nonYorphaned!children.!
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Children’s!educational!attainment!

With!the!‘generational!bargain’!it!is!implied!that!in!return!for!care!while!young!

and!dependent,!children!will!care!for!their!parents!when!they!become!old!

(Collard,!2001).!Accordingly,!it!is!suggested!that!children’s!education!is!seen!as!

investment!for!both!child!and!parent.!A!child!in!Van!Blerk!and!Ansell!(2007)!was!

explicit!about!this,!saying!‘My!stepYfather!said!I!had!to!go!to!the!field!instead!of!to!

school!but!he!was!hurting!himself!by!not!allowing!me!to!go!to!school!as!school!

was!my!future,’!(p.!877).!!

As!such,!parents!are!generally!reluctant!to!remove!children!from!school!to!attend!

to!household!needs!unless!absolutely!necessary!(Steinberg!et!al.,!2002).!QualitaY

tive!evidence!in!Robson!(2000,!2004)!indicates!that!if!children!are!to!be!taken!

from!school!in!response!to!a!household!need,!it!is!preferred!that!the!child!has!

reached!some!educational!milestone!such!as!the!completion!of!primary!educaY

tion.!Evans!and!Becker!(2009)!cite!the!overlap!of!operation!hours!in!incomeY

generating!activities!and!schooling!as!another!reason!why!children!who!are!not!

in!school!are!more!likely!to!engage!in!responsibilities.!However,!much!of!the!litY

erature!suggests!that!it!is!rarely!a!decision!between!children’s!educational!atY

tainment!and!contribution!to!the!household;!oftentimes!children’s!school!atY

tendance!and!performance!suffers,!though!they!are!rarely!withdrawn!from!

school!to!contribute!to!the!household!(Barnard,!2002;!Bauman!et!al.,!2006;!Bray,!

2009;!Evans,!2010a;!Evans!&!Becker,!2009;!Skovdal!et!al.,!2009;!Thomas,!2006).!

In!a!secondary!analysis!of!primary!school!attendance!data!from!Tanzania!(n!=!

270)!Robson!et!al.!(2006)!found!a!small!number!of!boys!had!left!school!to!help!at!

home!or!care!for!a!ill!person,!though!no!girls!had!dropped!out.!Much!more!prevaY
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lent,!particularly!amongst!girls,!was!poorer!school!attendance.!On!the!other!

hand,!a!large!proportion!of!girls!(nearly!oneYquarter!of!those!in!singleYparent!

households)!had!never!attended!school;!the!implication!here!is!that!girls!who!

had!never!attended!school!had!no!educational!opportunities!to!be!sacrificed,!and!

could!take!on!large!amounts!of!responsibility!with!little!to!no!impact!on!future!

household!wellbeing.!!

Adult!presence!

Several!articles!posit!that!children!take!on!caring!responsibilities!because!of!a!

lack!of!alternatives,!usually!meaning!no!other!adults!are!willing!or!able!to!proY

vide!care!(Bray,!2003;!Robson,!2000;!Robson!&!Ansell,!2000;!Skovdal,!2009a,!

2009b;!Wood!et!al.,!2006).!Bray!(2009)!identifies!being!from!a!singleYparent!

household!as!a!characteristic!of!children!who!provide!care.!!

One!of!the!reasons!for!the!reluctance!is!that!intimate!contact!between!children!

and!adults,!particularly!parents,!relatives,!or!other!guardians,!is!often!considered!

highly!inappropriate.!Several!caring!children!described!being!subject!to!taunts!in!

their!communities.!One!17YyearYold!girl!in!Martin!(2006)!illustrated!the!conflict!

between!her!mother’s!need!for!care,!lack!of!support,!and!her!community’s!disapY

proval,!saying,!‘Some!of!my!neighbours!said!I!was!not!supposed!to!bathe!my!

mother.!But!none!of!my!mother’s!relatives!came!to!help!me!and!I!didn’t!know!

what!to!do,’!(p.!118).!

As!noted!in!the!introduction,!population!data!indicate!that!far!fewer!South!AfriY

can!households!are!based!around!the!nuclear!family!(56%)!in!comparison!to!the!

United!Kingdom!(86%)!(Ziehl,!2005).!Often,!single!household!units!include!mulY

tiple!generations!plus!the!extended!family!(aunts,!uncles,!and!cousins).!Many!
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times!these!cousins!are!orphaned,!particularly!as!a!result!of!HIV/AIDS.!In!houseY

holds!with!a!dearth!of!adults,!older!children!would!have!responsibility!for!their!

siblings!or!other!coYresident!children!(Evans!&!Becker,!2009;!Moffett,!2007;!

Steinberg!et!al.,!2002).!Children!living!with!an!adult!reported!fewer!domestic!reY

sponsibilities,!particularly!when!there!was!a!female!adult!between!18Y25!(Bray,!

2003).!

Urban/rural!location!

Existing!research!suggests!children!in!rural!areas!are!likely!to!have!more!responY

sibility!for!a!number!of!reasons.!For!one,!homes!in!rural!South!Africa!are!often!

more!difficult!to!clean,!have!no!piped!water!or!electricity,!and!are!more!reliant!

on!subsistence!agriculture!than!urban!homes!(Bray,!2003).!In!addition!to!rural!

location,!children!of!rural!origin!were!also!reported!to!engage!in!more!responsiY

bilities,!as!they!would!be!sent!to!an!urban!relative’s!home!to!help!when!someone!

was!ill!(Robson,!2004;!Robson!et!al.,!2006;!Van!Blerk!&!Ansell,!2007);!high!moY

bility!was!identified!as!a!characteristic!of!children!with!greater!responsibility!

(Bray,!2009).!

In!contrast,!Evans!and!Becker!(2009)!suggest!that!compared!to!rural!households,!

which!often!consist!of!the!extended!family,!urban!households!tend!toward!a!nuY

clear!family!makeup.!The!nuclear!family!unit!reduces!a!household’s!connections!

the!extended!family,!thereby!limiting!access!to!external!sources!of!support.!AcY

cordingly,!in!times!of!need!such!as!those!resulting!from!illness,!urban!nuclear!

households!must!rely!more!on!internal!resources!including!the!labour!of!chilY

dren.!
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Poverty!

For!impoverished!households,!healthcare!and!transport!are!often!unaffordable,!

causing!household!members!to!avoid!treatment!until!they!are!severely!ill!(Evans!

&!Becker,!2009;!Harms!et!al.,!2010).!Qualitative!evidence!suggests!that!transport!

and!treatment!costs!in!subYSaharan!Africa!are!major!obstacles!to!ART!adherence,!

which!is!essential!for!maintaining!good!health!in!people!ill!with!AIDS.!As!noted!in!

the!introduction,!a!survey!of!health!care!access!in!South!Africa!found!that!lower!

socioYeconomic!status!was!the!only!significant!predictor!of!barriers!to!health!acY

cess!when!controlling!for!race,!gender,!age,!and!area!type!(Lalloo!et!al.,!2004).!

Among!households!affected!by!HIV/AIDS,!illness!can!exacerbate!already!difficult!

financial!situations.!As!HIV/AIDS!mostly!affects!working!and!parenting!age!peoY

ple,!it!is!likely!to!decrease!household!income!by!incapacitating!a!workingYage!

adult!while!increasing!household!expenditure!in!the!form!of!medical!care!

(Bachmann!&!Booysen,!2003;!Steinberg!et!al.,!2002).!In!a!South!African!houseY

hold!survey,!46%!of!unwell!people!had!been!contributing!to!household!income!

prior!to!illness;!during!illness,!oneYthird!of!income!was!spent!on!healthcare!

(Steinberg!et!al.,!2002).!!

In!countries!with!school!fees!and!expenses!(e.g.,!uniforms),!education!may!beY

come!unaffordable!for!children,!thus!providing!them!with!more!free!time!to!conY

tribute!to!their!ill!parents’!caring!needs!and!household!survival!(Abebe,!2007;!

Mogotlane!et!al.,!2010;!Withell,!2009).!As!noted!earlier,!children’s!responsibility!

time!burden!nearly!quadrupled!from!around!11%!on!weekdays!to!40%!during!

weekends!when!school!was!no!longer!competing!for!children’s!time!(Skovdal,!

2009b).!Additionally,!children!may!have!to!contribute!to!lost!income;!half!of!
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children!with!AIDSYill!parents!in!Barnard!(2002)!reported!engaging!in!incomeY

generating!activities!(cited!in!Bray,!2009).!Skovdal!(2009b)!argues!the!pressing!

needs!poverty!presents!result!in!households!focusing!on!immediate!returns!in!

the!form!of!incomeYgeneration!or!household!maintenance!rather!than!the!longY

term!goals!of!children’s!education.!Bray!(2009)!notes!that!more!children!provide!

care!in!areas!with!greater!poverty!and!that!where!homes!become!increasingly!

impoverished,!children!take!on!more!responsibilities.!In!the!Survey!of!Activities!

of!Young!People,!15%!of!children!indicated!they!engaged!in!incomeYgenerating!

activities!to!contribute!to!the!household!income!(Bray,!2003).!

Children!in!poorer!homes!may!also!end!up!with!a!greater!share!of!household!reY

sponsibilities.!Parents!in!Evans!and!Becker!(2009)!indicated!they!would!prefer!

to!hire!a!domestic!worker!to!help!with!household!chores!if!they!became!unwell,!

though!this!option!was!generally!costYprohibitive.!The!same!article!reports!that!

children!engaged!in!incomeYgenerating!activities!during!parental!illness!to!help!

alleviate!financial!difficulties.!!

Healthcare!access!

Evans!and!Becker!(2009)!note!that!barriers!to!healthcare!result!in!people!delayY

ing!treatment!until!their!health!has!seriously!deteriorated.!Reduced!access!to!

healthcare!services,!particularly!ART,!can!result!in!greater!household!illness!

burden!and!thus!more!care!provided!by!children!(Bray,!2009).!Eighty!per!cent!of!

people!in!a!survey!of!households!in!KwaZuluYNatal,!South!Africa,!reported!utilisY

ing!local!clinics,!a!higher!utilisation!rate!than!any!other!health!care!provider!

(Steinberg!et!al.,!2002).!Utilisation!rates!were!highly!influenced!by!travel!time!to!

the!clinic;!another!survey!in!KwaZuluYNatal!found!that!households!within!30!
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minutes!of!travel!time!to!a!local!clinic!used!them!at!a!rate!of!ten!times!of!those!

who!had!to!travel!between!90Y120!minutes!(adjusted!OR!=!10;!95%!CI!=!6.9Y

14.5)!(Tanser,!Bijsbertsen,!&!Herbst,!2006).!

Home!community?based!care!

Several!articles!point!to!home!communityYbased!carers!as!a!means!to!reduce!

overall!household!illness!burden,!and!as!a!result,!the!need!for!children!to!provide!

care!or!take!on!extra!responsibility!(Bray,!2009;!Evans!&!Becker,!2009;!Thomas,!

2006).!Home!communityYbased!carers!primarily!address!the!care!needs!of!an!

unwell!person,!though!they!were!noted!to!assist!household!members!who!proY

vided!care!by!giving!them!instructions!and!advice!(Akintola,!2004).!Carers!also!

addressed!household!needs,!providing!material!goods!such!as!food!and!mediY

cine,!financial!support,!transport!to!hospital,!counselling,!and!emotional!support!

(Bray,!2009;!Evans!&!Becker,!2009).!!

Several!studies!noted!limitations!to!home!communityYbased!care.!Akintola!

(2004)!describes!several!challenges!facing!care!organisations!in!South!Africa.!For!

one,!though!home!communityYbased!carers!are!intended!to!support!family!carY

ers,!household!needs!are!often!so!great!that!the!home!communityYbased!carer!

become!the!ill!person’s!primary!carer.!In!addition!to!caring!for!the!ill,!many!

home!communityYbased!carers!also!do!household!chores.!Other!home!communiY

tyYbased!carers!reported!such!a!large!burden!that!they!relied!on!community!

members!for!support.!!

Social!support!

Greater!social!support,!as!provided!by!friends,!community!members,!relatives,!

NGOs,!or!faith!groups,!was!identified!as!a!protection!against!greater!responsibiliY
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ties!among!children.!Children!with!unwell!parents!felt!their!situation!was!imY

proved!with!external!support!in!the!form!of!money!for!school!fees,!food,!

healthcare,!medicine,!advice,!help!with!providing!care,!and!other!necessities!

(Bray,!2009;!Evans,!2010b;!Evans!&!Becker,!2009;!McArdle,!2011;!Moffett,!2007;!

RuizYCasares,!2009;!Skovdal,!2009a,!2009b;!Withell,!2009).!According!to!Evans!

and!Becker!(2009),!social!support!allows!for!the!distribution!of!responsibilities!

across!several!people,!such!as!other!adults!providing!care!and!children!serving!

children!in!assistance,!migrant!extended!family!members!helping!with!houseY

hold!maintenance,!and!material!support!from!friends,!neighbours,!and!places!of!

worship.!

Social!networks!were!also!noted!to!present!obstacles.!First,!extended!family!

members!were!found!to!fight!for!control!of!land!following!adult!illness!or!death!

(Abebe,!2007;!Evans,!2010b,!2010c;!Harms!et!al.,!2010;!RuizYCasares,!2009).!SeY

cond,!NGO!support!during!parental!illness!or!death!sometimes!resulted!in!jealY

ousies!and!resentment!from!the!community!(Evans,!2010c).!Third,!potential!soY

cial!support!networks!became!a!source!of!stigma!as!parents’!and!children’s!real!

or!suspected!HIV/AIDSYillness!were!disclosed!throughout!the!community!

(Harms!et!al.,!2010;!Moffett,!2007).!Finally,!qualitative!evidence!suggests!that!

social!support!exists!as!an!exchange!network,!requiring!beneficiaries!to!contribY

ute!in!some!way!to!obtain!the!benefits!(Bray,!2009;!Skovdal,!2009a,!2009b;!

Thomas,!2006).!Household!illness!can!make!contributions!to!the!social!support!

network!very!difficult,!where!longYterm!illnesses!like!HIV/AIDS!and!its!associatY

ed!burdens!reduce!families’!interaction!with!the!community,!thus!excluding!

them!from!the!network!and!limiting!potential!benefits.!
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3.3.4 Differences&between&African&and&Western&children’s&responsibilities&

A!small!number!of!studies!included!data!from!children!in!both!a!Western!country!

and!subYSaharan!African,!in!which!some!substantial!differences!were!noticed.!!

Such!comparisons!are!also!useful!as!many!measures!of!child!responsibility!reY

sulting!from!parental!illness!were!developed!in!Western!contexts!(Joseph!et!al.,!

2009;!Mika!et!al.,!1987;!Sessions!&!Jurkovic,!1986).!

Evans!and!Becker!(2007,!2009)!note!that!children!in!their!Tanzanian!cohort!reY

ported!engaging!in!tasks!not!found!among!the!English!sample,!including!fetching!

water,!tending!livestock,!and!farming.!Much!of!this!is!attributed!to!the!generalY

ised!poverty!and!lack!of!development!in!Tanzania,!which!produced!additional!

needs!not!found!in!the!UK.!Indoor!plumbing,!for!instance,!is!ubiquitous!in!the!UK!

but!rare!among!traditional!and!informal!homes!that!make!up!a!large!proportion!

of!households!in!the!subcontinent!(Budlender!et!al.,!2001).!Second,!subsistence!

agriculture!is!practically!if!not!entirely!nonYexistent!in!Western!nations.!AddiY

tionally,!domestic!responsibilities!are!noted!to!be!more!intensive!and!time!conY

suming!in!subYSaharan!Africa!(Evans!&!Becker,!2007,!2009;!Robson!&!Ansell,!

2000).!Earlier!in!this!review!it!was!noted!that!poorer!quality!homes!require!

more!work!and!thus!greater!time!commitments!for!maintenance!(Bray,!2003;!

Budlender!et!al.,!2001;!Statistics!South!Africa,!2001b).!In!addition!to!increases!in!

household!work,!quantitative!evidence!in!Bauman!et!al.!(2006)!indicates!chilY

dren!of!AIDSYill!mothers!in!subYSaharan!Africa!spent!more!time!on!the!same!

types!of!caring!activities!than!those!in!the!United!States.!!

Andreouli,!Skovdal,!and!Campbell!(2013)!asked!British!young!carers!to!respond!

to!drawings!that!depicted!the!lives!of!young!carers!in!Kenya!and!Zimbabwe!to!



!

! 78!

identify!ways!in!which!their!experiences!differed.!Most!prominently,!they!noted!

greater!poverty,!more!ill!people,!limited!institutional!support,!and!tasks!that!

were!more!intensive,!time!consuming!or!unique!to!the!subYSaharan!African!setY

ting,!like!walking!miles!to!fetch!water.!Overall,!while!they!felt!the!Kenyan!and!

Zimbabwean!young!carers!were!harder!working!and!more!resilient,!they!felt!it!

was!worse!to!be!a!young!carer!in!Africa,!which!the!authors!attribute!to!negative!

Western!stereotypes!about!Africa.!Interestingly,!the!British!young!carers!comY

pared!their!own!experiences!with!community!support!unfavourably,!noting!

greater!isolation!in!the!UK.!

3.4 Research&gaps&

Given!how!little!has!been!written!about!the!relationship!between!parental!illness!

and!children’s!responsibilities!in!subYSaharan!Africa,!there!were!several!large!

gaps!in!the!existing!research.!First,!very!few!of!the!articles!referenced!in!this!reY

view!focused!on!parental!illness!and!children’s!responsibilities.!In!a!literature!

review!of!child!carers!in!subYSaharan!Africa,!Bray!(2009)!notes!that!because!of!

the!scattered!nature!of!this!data!her!review!‘Draw[s]!heavily!on!relevant!studies!

of!adult!carers,!of!children!who!live!with!AIDSYill!parents!and!of!the!consequencY

es!of!orphanhood!owing!to!plausible!(usually!unidentified)!inclusion!of!child!carY

ers!in!their!samples,’!(p.!18).!

Second,!in!many!of!the!studies!reporting!on!the!types!of!responsibilities!children!

had,!the!data!were!presented!in!a!piecemeal!manner.!Only!a!few!articles!(n!=!6)!

included!responsibility!tables!with!categorisations!(Abebe!&!Skovdal,!2010;!

Evans,!2010b;!Evans!&!Becker,!2007,!2009;!Robson,!2000;!Robson!et!al.,!2006),!

though!in!other!articles!much!of!the!information!was!drawn!from!children’s!
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quotes!or!other!anecdotes.!While!there!was!overlap!in!the!types!of!responsibiliY

ties!described!across!studies,!there!were!also!a!number!of!responsibilities!that!

appeared!in!only!one!article.!!

Third!and!related!to!the!above!point!was!a!lack!of!an!adequate!measure!of!chilY

dren’s!responsibilities!as!they!relate!to!parental!illness,!limiting!the!ability!of!reY

search!to!evaluate!their!range!and!burden!(Joseph!et!al.,!2009).!The!South!AfriY

can!Time!Use!Survey!(Budlender!et!al.,!2001),!which!uses!a!diary!format!to!capY

ture!activities!throughout!the!day,!collects!data!in!halfYhour!time!slots,!with!each!

slot!capable!of!accounting!for!three!activities.!The!limit!on!the!number!of!activiY

ties!may!serve!as!a!barrier!to!capturing!intricate!yet!lowYtime!burden!responsiY

bilities!such!as!giving!or!a!reminding!an!ill!person!to!take!medicine.!Indeed,!the!

Time!Use!Survey,!which!uses!items!drawn!from!a!United!Nations!expert!panel!

(United!Nations!Secretariat!Statistics!Division,!1997)!to!avoid!Western!biases!in!

existing!classifications!of!activities,!includes!no!medical!care!responsibilities.!The!

frequency!with!which!medical!care!responsibilities!were!identified!in!the!literaY

ture!review!indicates!that!the!Time!Use!Survey’s!items,!which!include!several!inY

timate!care!responsibilities,!are!too!limited.!Two!existing!measures!of!parentifiY

cation,!the!Parentification!Scale!(Mika!et!al.,!1987)!and!the!Parentification!QuesY

tionnaire!(Sessions!&!Jurkovic,!1986)!present!a!similar!problem!in!that!neither!

has!been!adapted!for!either!the!subYSaharan!or!South!African!context!(Anderson,!

1999;!Jurkovic,!Morrell,!&!Thirkield,!1999;!cited!in!Moffett,!2007).!Other!probY

lems!include!both!measures!being!retrospective,!generally!administered!to!forY

merly!parentified!children!as!adults!rather!than!children!during!the!time!of!inY

terest,!and!while!they!include!physically!engaging!responsibilities,!the!focus!is!on!
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the!change!in!roles!between!children!and!parents!(BoszormenyiYNagy!&!Spark,!

1973;!in!Earley!&!Cushway,!2002).!While!the!former!measure!has!been!used!in!a!

study!of!children!with!AIDSYill!mothers!in!Zimbabwe!(Bauman!et!al.,!2006),!

many!of!its!findings!were!inconsistent!with!qualitative!evidence!presented!in!

this!review.!The!Survey!of!the!Activities!of!Young!People!(Statistics!South!Africa,!

2001b)!was!designed!to!be!administered!to!children!within!the!South!African!

context!and!includes!incomeYgenerating!activities!from!outside!the!formal!sector!

such!as!begging!that!children!are!much!more!likely!to!be!engaged!in.!However,!

there!were!two!problems!with!the!measure.!First,!each!activity!had!a!minimum!

time!requirement,!which!as!mentioned!above!may!exclude!highly!demanding!yet!

lowYtime!burden!responsibilities.!Second,!the!measure!does!not!include!any!carY

ing!responsibilities,!a!major!component!of!the!research!in!this!thesis.!Another!

measure,!the!Multidimensional!Assessment!of!Caring!Activities!Checklist!(MACAY

YC18)!(Joseph!et!al.,!2009),!which!was!specifically!devoted!to!young!carer!reY

sponsibilities,!was!also!not!used!for!several!reasons.!First,!it!was!published!in!

2009,!following!the!initial!literature!review!and!exploratory!study!to!generate!

items!for!a!quantitative!survey!(described!in!the!next!chapter).!Second,!the!tool!

was!designed!using!data!from!young!carers!in!the!UK!who,!as!discussed!in!the!

previous!section,!engage!in!a!more!limited!range!of!responsibilities!compared!to!

those!in!subYSaharan!Africa.!Third,!the!MACAYYC18!is!a!psychometric!scale!with!

its!items!selected!via!principal!components!analysis.!The!aim!of!this!thesis!was!to!

identify!rarely!occurring!but!nevertheless!important!caring!responsibilities,!

which!may!have!been!excluded!due!to!their!uncommon!and/or!infrequent!naY

ture.!Thus,!while!each!of!the!above!measures!serves!a!valuable!purpose,!they!are!

inadequate!to!address!research!gaps!identified!in!the!literature!review.!
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Fourth,!only!three!studies!present!quantitative!data;!of!these,!only!one!(Bauman!

et!al.,!2006)!presents!data!specifically!collected!to!address!this!subject!that!was!

not!derived!from!a!secondary!source.!However,!the!data!were!reflective!of!a!limY

ited!number!of!caring!responsibilities!derived!from!Western!measures!that!had!

not!been!adapted!to!the!context.!Additionally,!while!the!caring!responsibilities!

were!quantified!in!terms!of!hours!per!week,!burden!attributable!to!household!

chores!was!assessed!via!a!threeYpoint!frequency!scale,!making!it!impossible!to!

compare!the!relative!burdens!of!caring!and!household!responsibilities!quantitaY

tively.!Further,!no!quantitative!studies!contextualised!how!parental!illness!afY

fects!children’s!responsibility!by!using!comparison!groups!to!establish!what!nonY

caring!responsibilities!and!time!burdens!are!considered!‘normal’!(Bray,!2009).!

Many!qualitative!studies!suggest!factors!that!may!influence!the!relationship!beY

tween!parental!illness!and!responsibility,!though!very!little!of!this!has!been!exY

plored!quantitatively.!Only!Bray!(2003)!presents!data!on!responsibility!prevaY

lence,!though!these!were!derived!from!secondary!analysis!of!Time!Use!Survey!

data,!which!do!not!focus!on!children’s!caring!responsibilities.!

Fifth,!much!of!the!existing!research!focuses!on!the!impact!of!parental!HIV/AIDSY

illness,!presenting!few!findings!on!other!diseases!or!disabilities.!As!noted!in!the!

introduction,!South!Africa!faces!a!quadruple!disease!burden,!including!nonY

HIV/AIDS!communicable!diseases,!nonYcommunicable!diseases,!and!injuries!in!

addition!to!HIV/AIDS!(Bradshaw!et!al.,!2003;!Mayosi!et!al.,!2009;!Norman!et!al.,!

2007).!The!scale!of!the!HIV/AIDSYepidemic!has!created!a!scenario!in!which!peoY

ple!with!all!types!of!illnesses!and!disabilities!have!fewer!options!for!care,!and!ofY

ten!have!to!rely!on!those!within!their!own!households.!
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Lastly,!there!is!no!longitudinal!data!exploring!the!relationship!between!parental!

illness!and!children’s!responsibilities.!Longitudinal!studies!could!compare!chilY

dren’s!responsibilities!preY!and!postYillness,!and!explore!the!effects!of!responsiY

bilities!to!identify!whether!shortYterm!positive!effects!such!as!increased!compeY

tencies!mask!longYterm!negative!outcomes!(Bray!&!Brandt,!2007).!

3.4.1 Studies’&strengths&and&limitations&

There!were!several!limitations!of!the!literature!presented!in!this!review.!First,!

there!were!no!studies!using!representative!data!that!focused!on!the!relationship!

between!parental!illness!and!child!responsibility.!The!few!studies!that!did!use!

representative!survey!data!were!either!not!focused!on!this!relationship!(with!

this!area!being!tangential!to!the!findings)!or!had!conducted!secondary!analysis!of!

existing!data!on!a!related!but!different!topic.!Other!studies!recruited!participants!

via!convenience!sampling!methods!like!snowball!sampling!(Robson,!2000,!2004;!

Robson!et!al.,!2006),!community,!healthcare,!or!social!worker!referrals!(Lindsey!

et!al.,!2003;!Skovdal,!2010;!Skovdal!&!Ogutu,!2009;!Skovdal!et!al.,!2009),!NGOs!or!

schools!(Bauman!et!al.,!2006;!Van!Blerk!&!Ansell,!2007),!or!selection!from!an!exY

isting!list!such!as!the!beneficiaries!of!a!cash!transfer!programme!(Skovdal,!2010)!

or!a!communityYbased!organisation!(Akintola,!2006).!!

Only!one!study!quantitatively!assessed!the!link!between!children’s!responsibiliY

ties,!demographic!factors,!and!maternal!health!(Bauman!et!al.,!2006).!While!the!

study!was!able!to!produce!significant!findings!such!as!the!relationship!between!

HIV/AIDSYill!mothers’!relative!health!and!children’s!amount!of!responsibility,!the!

small,!nonYrepresentative!sample!(n!=!50)!and!use!of!an!unYadapted!ParentificaY
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tion!Scale!may!have!prevented!it!from!finding!other!significant!results!such!as!

the!impact!of!child!gender!and!age.!

There!was!a!lack!of!studies!incorporating!theory!to!explain!the!relationship!beY

tween!parental!illness!and!child!responsibility.!Only!Evans!and!Becker!(2007,!

2009),!Van!Blerk!and!Ansell!(2002),!and!Skovdal!(2010)!framed!the!relationship!

between!parental!illness!and!children’s!responsibilities!within!the!context!of!a!

theory.!Other!studies!like!Evans!and!Becker!(2007,!2009)!and!Skovdal!and!

Andreouli!(2011)!incorporated!theories!such!as!resilience,!though!these!tended!

to!deal!with!children’s!outcomes.!

Strengths!of!the!reviewed!literature!include!drawing!attention!to!a!phenomenon!

that!is!relatively!well!researched!in!developed!nations!though!virtually!ignored!

in!subYSaharan!Africa!(Becker,!2007).!Utilisation!of!qualitative!studies!to!identify!

and!contextualise!the!issue!were!useful!in!presenting!the!relationship!between!

parental!illness!and!child!labour.!Additionally,!three!studies!compared!the!pheY

nomenon!in!developed!and!subYSaharan!African!contexts!(Andreouli!et!al.,!2013;!

Bauman!et!al.,!2006;!Evans!&!Becker,!2007,!2009),!highlighting!differences!beY

tween!the!settings.!

4 Research&questions&

The!following!research!questions!were!designed!to!address!research!gaps!identiY

fied!in!the!literature!uncovered!in!this!chapter.!These!questions!guide!the!reY

mainder!of!this!study:!
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Nature'of'children’s'responsibilities'

• What!types!of!responsibilities!do!children!in!South!Africa!engage!
in?!

Predictors'of'children'caring'for'their'parents'

• Does!parental!illness!predict!children’s!engagement!in!intimate!or!
medical!care?!

• What!other!factors!predict!children’s!engagement!in!intimate!or!
medical!care?!

Predictors'of'children’s'responsibility'workload'

• Does!parental!illness!predict!greater!responsibility!workloads!in!
children?!

• What!other!factors!predict!greater!responsibility!workloads!in!chilY
dren?!

5 Hypothesised&conceptual&framework&

A!hypothesised!conceptual!framework!of!the!relationship!between!parental!illY

ness!and!child!responsibility!and!the!impact!of!socioYdemographic!factors!is!deY

scribed!using!an!adaptation!of!the!Ecological!Systems!Theory!(Bronfenbrenner,!

1979).!The!model!was!selected!for!its!utility!in!evaluating!an!individual,!in!this!

case!a!child,!within!his!or!her!environment.!Variations!of!the!model!have!previY

ously!been!used!to!describe!whether!children!take!on!caring!responsibilities!

(Becker!et!al.,!1998;!Evans!&!Becker,!2007,!2009;!Hill!&!Tisdall,!1997;!Skovdal,!

2009b).!The!hypothesised!framework!is!presented!in!Figure&2.2.!

The!Ecological!Systems!Theory!model!divides!the!structure!of!the!environment!

into!five!layers!around!the!individual.!The!first!of!these!is!the!microsystem,!conY

sisting!of!the!individual.!In!this!model,!individuals!are!children!and!their!demoY

graphic!characteristics!(age,!gender,!orphanhood,!and!completion!of!primary!edY

ucation),!and!parents!and!their!health!and!demographics.!The!next!layer,!the!
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mesosystem,!contains!interactions!between!different!individuals!within!the!miY

crosystem.!The!two!factors!within!this!system!concern!the!nature!of!the!relationY

ship!between!child!and!parent:!parent!type!(i.e.,!biological!parent!versus!grandY

parent!versus!foster!parent)!and!whether!or!not!they!are!of!the!same!gender.!

The!next!layer,!the!exosystem,!describes!the!larger!social!setting!surrounding!the!

child.!Within!this!layer!are!household/community!factors!including!adult!presY

ence,!urban/rural!location,!poverty,!access!to!healthcare,!visits!from!home!comY

munityYbased!carers,!and!social!support.!Factors!within!this!layer!are!contextual!

rather!than!one!in!which!children!have!a!large!role!in!shaping.!As!such,!the!exY

osystem!layer!typically!does!not!include!households,!which!are!generally!considY

ered!a!component!of!the!microsystems.!However,!the!subYSaharan!African!conY

text!may!be!different!enough!from!the!Western!contexts!where!the!model!was!

developed!to!argue!that!children!have!a!diminished!active!role!compared!to!

those!in!the!United!Kingdom!or!United!States.!As!discussed!earlier,!households!

are!typically!nonYnuclear!in!subYSaharan!Africa,!especially!in!rural!areas,!includY

ing!members!from!several!generations!and!the!extended!family,!or!are!polygaY

mous.!With!greater!numbers!of!coYresidents,!a!child’s!active!role!may!be!reduced!

in!favour!of!the!head!of!household,!who!may!make!the!majority!of!decisions!for!

household!members.!While!not!denying!a!child’s!active!role!completely,!evidence!

covered!in!this!review!implies!that!adults!often!assign!children!greater!responsiY

bility!in!response!to!household!need,!regardless!of!the!child’s!own!ideas!or!prefY

erences!(Robson,!2000).!!

The!next!layer,!the!macrosystem,!concerns!a!child’s!cultural!setting.!As!discussed!

in!the!introduction,!research!and!government!documents!state!that!children!are!
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often!expected!to!take!on!substantial!responsibility!and!to!help!out!in!the!home!

when!needed!(Collard,!2001;!DOH,!2001;!Organization!of!African!Unity,!1990;!

Robson,!2000;!Skovdal,!2010;!Van!Blerk!&!Ansell,!2007).!On!the!other!hand,!

Robson!(2004)!and!Skovdal!(2009b)!document!conflicts!between!traditional!and!

Western!ideas!(where!childhood!is!viewed!as!a!time!for!play!and!school,!protectY

ed!from!work!and!labour)!in!Zimbabwe!and!Kenya,!where!child!participants!exY

pressed!both!types!of!attitudes.!Additionally,!poverty!is!often!placed!at!the!macY

rosystem!level.!Whilst!poverty!would!be!a!macrosystemYlevel!factor!in!crossY

national!studies!(e.g.,!responsibilities!among!children!in!South!African!and!the!

United!Kingdom),!in!this!case!it!is!evaluated!as!a!comparative!factor!within!the!

context.!In!other!words,!it!is!expected!that!socioYeconomic!status!differences!

within!the!population!will!have!an!impact!on!children’s!responsibilities,!with!the!

children!in!the!poorest!homes!having!a!greater!burden.!

The!chronosystem!is!the!final!layer!of!the!model,!consisting!of!changes!to!the!

child’s!environment!over!time.!This!may!include!personal!changes!to!the!child!

like!becoming!older!or!getting!married,!and!the!parent!including!becoming!inY

creasingly!unwell,!and!external!factors.!Other!temporal!changes!include!

HIV/AIDS!and!other!illness!prevalence!and!population!age!structure.!

Factors!within!each!layer!interact!with!those!in!other!layers!to!some!extent.!For!

instance,!households!with!greater!amounts!of!social!support!may!be!less!affected!

by!the!limited!options!for!care!associated!with!poverty!and!greater!travelling!

time!to!the!local!clinic,!while!the!importance!of!genderYmatching!in!childY

administered!intimate!care!may!be!reduced!with!lower!adult!presence.!!
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Figure'2.2:.Hypothesised.Conceptual.Framework.of.Interaction.Between.Parental.Illness,.SocioD
Demographic.Factors,.and.Child.Responsibility.
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6 Chapter&summary&

The!literature!review!identified!a!limited!body!of!research!exploring!the!relaY

tionship!between!parental!illness!and!child!responsibility.!Many!of!the!findings!

were!drawn!from!studies!focusing!on!adult!carers!and!HIV/AIDSYaffected!chilY

dren.!Children!reported!caring!for!ill!parents!and!grandparents!while!taking!on!

additional!chores!(both!in!terms!of!range!and!time!burden)!to!address!household!

needs!created!through!parental!illness.!The!cumulative!time!burden!of!responsiY

bilities!has!not!been!quantified,!though!proxies!such!as!poor!school!attendance!

and!performance!indicate!substantial!demands.!

Qualitative!evidence!indicates!several!factors!increase!the!likelihood!that!chilY

dren!take!on!greater!responsibility!due!to!parental!illness,!including!the!child’s!

being!older!and!female,!having!completed!primary!school,!reduced!adult!presY

ence,!living!in!a!rural!location,!poverty,!and!obstacles!to!healthcare.!Some!factors!

were!suggested!to!have!complex!interactions!with!child!responsibility!and!paY

rental!illness,!the!most!noticeable!of!which!is!the!interaction!between!child!and!

parent!gender.!Qualitative!evidence!indicates!a!number!of!factors!protecting!

children!from!greater!responsibility!workloads,!including!being!visited!by!a!

home!communityYbased!carer!and!greater!social!support.!

There!were!several!significant!gaps!in!the!literature,!most!notably!a!limited!

amount!of!quantitative!data.!Existing!quantitative!data!were!insufficient!due!to!

small!sample!sizes!and!convenience!sampling!methods,!or!reliance!on!data!

drawn!from!studies!not!focusing!on!the!relationship!between!parental!illness!

and!child!responsibility.!Additionally,!there!were!no!adequate!measures!of!child!
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responsibility!that!were!either!created!for!or!adapted!to!the!subYSaharan!African!

context!that!also!included!caring!tasks.!

The!findings!of!the!literature!review!were!used!to!create!research!questions!and!

a!hypothesised!conceptual!framework!that!guide!the!remainder!of!this!thesis.!

! !



!

! 90!

Chapter(3:(Exploratory(study(!
The!second!phase!of!research!comprising!this!thesis!was!the!exploratory!study,!a!

qualitative,!semiYstructured!survey!that!sought!to!obtain!a!wide!range!of!reY

sponses!from!a!large!number!of!South!Africa!children!for!the!development!of!a!

Child!Responsibility!Measure.!Section&1!describes!the!aims!of!the!exploratory!

study!and!the!research!questions!addressed.!The!methodology!is!presented!in!

Section&2,!covering!study!setting,!sampling!strategy,!research!ethics,!questionY

naire!design,!the!research!team,!data!collection,!and!analysis!strategy.!The!findY

ings!are!presented!along!with!implications!for!the!Child!Responsibility!Measure!

in!Section&3.!Strengths!and!limitations!of!the!exploratory!study!are!discussed!in!

Section&4!and!Section&5&summarises!this!chapter.!

1 Exploratory&study&aims&

The!aim!of!the!exploratory!study!was!to!generate!items!for!a!measure!of!chilY

dren’s!responsibility!that!was!specific!to!the!South!African!context!and!included!

caring!responsibilities.!In!the!previous!chapter,!the!lack!of!an!appropriate!measY

ure!meeting!these!criteria!was!identified!as!a!major!gap!in!the!literature!and!an!

obstacle!to!quantitative!analysis!of!the!relationship!between!parental!illness!and!

child!responsibility,!the!primary!goal!of!this!thesis.!The!resulting!measure,!the!

Child!Responsibility!Measure,!was!created!using!data!from!existing!research!on!

the!relationship!between!parental!illness!and!child!responsibility!and!the!findY

ings!of!the!exploratory!study!described!in!this!chapter.!

Very!little!data!on!the!nature!of!children’s!responsibilities!had!been!collected!

from!samples!in!South!Africa.!While!it!can!be!argued!that!there!is!much!similarity!
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in!the!nature!of!responsibilities!among!children!across!subYSaharan!Africa,!an!

argument!that!was!made!in!the!literature!review!to!justify!the!inclusion!of!studY

ies!from!the!entire!subcontinent,!South!Africa!differs!enough!in!terms!of!income!

inequality!and!HIV/AIDSYprevalence!to!suggest!potentially!vast!contextual!difY

ferences.!It!was!important!to!use!a!measure!with!a!comprehensive!range!of!chilY

dren’s!responsibilities!as!research!suggests!that!the!labour!burden!children!exY

perience!from!parental!illness!is!expressed!in!both!the!taking!on!of!caring!reY

sponsibilities!and!increases!to!their!household!chores!and!other!domestic!

maintenance!tasks.!!

The!exploratory!study!addressed!the!following!research!question:!

Nature'of'children’s'responsibilities'

• What!types!of!responsibilities!do!children!in!South!Africa!engage!
in?!

2 Methodology&

2.1 Study&setting&

The!study!was!conducted!in!predominately!isiXhosaYspeaking!black!African!urY

ban!and!rural!communities!of!the!Western!Cape!province!between!September!

and!December!2008.!Study!sites!included!the!townships!of!Cape!Town!(CrossY

roads,!Khayelitsha,!Kuyasa,!Nkanini,!Gugulethu,!Phillipi,!Langa,!and!Nyanga)!and!

townships!outside!other!cities!throughout!the!province:!Beaufort!West!(ManY

denkosi),!Kraaifontein!(Wallacedene),!Oudtshoorn!(Bongolethu),!Paarl!

(Mbekweni),!Stellenbosch!(Khayamandi),!Grabouw!(Waterworks),!and!WorcesY

ter!(Nuys).!Using!classifications!in!Statistics!South!Africa!(2003),!Cape!Flats!and!
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Wallacedene!were!classified!as!‘urban’!and!everything!else!as!‘rural.’!A!map!of!

the!Western!Cape!is!presented!in!Figure&3.1.!

!

Figure'3.1:.Map.of.the.Western.Cape.(Source:.OpenStreetMap).

2.2 Sampling&strategy&

Children!aged!10Y18!years!were!recruited!via!communityY!and!schoolYbased!

sampling!methods!in!urban!and!rural!areas!of!the!Western!Cape!identified!as!

highly!deprived!based!in!the!Provincial!Indices!of!Multiple!Deprivation!(Noble!et!

al.,!2006).!In!communityYbased!sampling,!interviewers!approached!households!

in!designated!areas!and!asked!if!there!were!children!in!the!home!who!lived!with!

an!ill!adult.!SchoolYbased!sampling!consisted!of!approaching!children!in!classY

rooms!with!permission!from!school!administrators.!As!with!communityYbased!

sampling,!children!were!asked!if!they!were!living!with!an!ill!adult.!Those!who!
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were!eligible!and!said!they!would!be!interested!in!participating!were!given!a!

consent!form!to!be!signed!by!themselves!and!a!parent!or!related!adult!in&loco&

parentis,!which!had!to!be!completed!by!the!time!interviewers!returned.!Children!

not!living!with!an!ill!person!were!excluded!from!this!study!for!several!reasons.!

Though!the!focus!of!this!thesis!is!how!responsibilities!between!children!with!

healthy!and!ill!parents!differ,!Robson!(2000)!argues!that!children!with!ill!parents!

engage!in!the!same!types!of!responsibilities!as!those!with!healthy!parents!in!adY

dition!to!tasks!resulting!from!familial!illness,!a!notion!supported!by!quantitative!

evidence!from!the!UK!(Warren,!2007).!As!such,!interviewing!children!in!healthy!

households!would!capture!the!‘normal’!range!of!responsibilities,!while!interY

viewing!children!living!with!an!ill!parent!or!other!adult!would!capture!the!‘norY

mal’!range!plus!any!additional!responsibilities!relating!to!familial!illness.!!

Recruitment!focused!on!black!African!communities!due!to!high!HIV/AIDS!prevaY

lence!and!greater!levels!of!deprivation.!HIV/AIDSYprevalence!is!much!higher!in!

black!African!communities!in!the!Western!Cape!(Shisana!et!al.,!2005),!even!in!

places!within!relatively!close!proximity.!For!instance,!while!overall!HIVY

prevalence!in!the!Western!Cape!is!14.9%,!it!is!12.9%!in!Mitchell’s!Plain,!an!AfriY

kaansYspeaking,!primarily!coloured!(mixedYrace)!township!in!the!Cape!Flats.!In!

Khayelitsha,!an!isiXhosaYspeaking,!black!African!township!7.6!kilometres!away!

but!also!in!the!Cape!Flats,!HIVYprevalence!is!33.0%!(Shaikh!et!al.,!2006).!AddiY

tionally,!the!focus!on!the!most!highly!deprived!areas!tended!to!place!the!reY

searchers!in!isiXhosaYspeaking!black!African!communities,!which!are!typically!

more!deprived!than!communities!of!other!ethnic!groups!(Gradín,!2011).!
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2.3 Research&ethics&

Research!with!children!is!fraught!with!ethical!issues!beyond!those!normally!asY

sociated!with!human!subjects,!most!prominently!those!concerning!competency!

of!children!to!give!informed!consent!and!the!potential!of!intended!or!unintended!

coercion!(Morrow!&!Richards,!1996).!This!section!primarily!deals!with!the!ethiY

cal!concerns!of!the!exploratory!study.!A!more!detailed!discussion!of!research!

ethics!with!children!as!subjects!is!presented!in!Chapter&4,!Section&2.!

The!children!in!the!exploratory!study!were!considered!especially!vulnerable!for!

a!number!of!reasons.!First,!many!were!living!in!a!household!that!lacked!full!or!

adequate!adult!supervision!due!to!illness.!The!author!of!this!thesis,!who!also!

served!as!this!study’s!project!manager,!observed!several!households!in!which!a!

parent!was!bedridden!due!to!illness.!Second,!many!parents!were!HIV/AIDSYill,!

raising!concerns!about!stigma!and!community!members!associating!the!project,!

participants,!and!their!families!with!AIDS.!Similar!to!accounts!in!the!literature!

review,!children!spoke!of!polarised!reactions!to!disclosure!among!extended!

family!and!community!members.!While!many!children!spoke!of!family,!friends,!

and!community!members!providing!help,!a!substantial!number!described!others’!

refusal!to!speak!to!household!members!or!to!provide!any!help!with!care!or!

household!chores!following!disclosure!or!suspicion!of!HIV/AIDSYillness.!Third,!

the!research!dealt!with!sensitive!subjects!including!parental!illness!and!death!

and!children’s!potentially!embarrassing!responsibilities.!Robson!(2001)!deY

scribes!the!difficulty!of!conducting!research!on!children!with!ill!parents,!many!of!

whom!had!either!just!been!parentally!bereaved!or!were!caring!for!a!parent!who!

was!extremely!ill!and!likely!to!die!soon.!Robson!(2001)!estimates!that!nearly!half!
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of!the!nine!interviews!for!the!study!reported!in!Robson!(2000,!2004)!and!Robson!

et!al.!(2006)!were!stopped!before!completion!because!‘The!young!person!was!in!

tears!and!unwilling!or!unable!to!continue!the!conversation,’!(p.!136).!The!last!

ethical!consideration!of!working!with!vulnerable!groups!was!the!unbalanced!diY

chotomy!between!adult!interviewers!working!for!a!WesternYbacked!research!

project!and!child!research!subjects!in!impoverished!settings.!However,!the!facY

tors!rendering!such!children!vulnerable,!including!living!with!an!ill!parent!and!

coming!from!an!impoverished!setting,!were!the!same!factors!that!made!the!reY

search!so!important.!

Interviewers!acquired!informed!consent!from!both!the!child!and!a!parent!or!reY

lated!adult!in&loco&parentis.!Consent!forms!were!provided!in!both!English!and!

isiXhosa,!and!interviewers!read!consent!forms!aloud!with!children!unless!reY

quested!otherwise.!Each!interviewer!strived!to!ensure!that!children!and!their!

parents!understood!the!nature,!purpose,!and!potential!value!of!the!research,!

what!participation!would!require!of!them,!their!right!to!refuse!and!withdraw!at!

any!time!with!no!negative!consequences,!and!the!confidentiality!of!their!reY

sponses.!Consent!forms!included!project!manager!(who!is!also!the!author!of!this!

thesis)!and!supervisor!contact!details!in!case!the!child!or!parent!requested!postY

interview!withdrawal!or!wanted!to!discuss!any!other!issues;!there!were!no!inY

stances!of!this.!Interviewers!were!trained!to!respond!to!signs!of!distress!in!parY

ticipants!by!pausing!the!interview!to!console!the!participant!and!asking!the!child!

if!he!or!she!would!like!to!stop.!The!exploratory!study!consent!form!is!presented!

in!the!appendix.!
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Hardcopy!data!were!stored!in!a!locked!drawer!in!a!locked!office,!first!in!Cape!

Town!Child!Welfare!in!the!suburb!of!Athlone,!then!at!the!Department!of!Social!

Policy!and!Intervention!at!the!University!of!Oxford.!Softcopy!data!were!stored!on!

a!passwordYprotected!computer.!To!ensure!confidentiality!of!responses,!children!

were!referred!to!by!their!age!and!gender!with!no!other!identifying!characterisY

tics!in!both!the!findings!section!of!this!chapter!and!in!all!subsequent!papers!

submitted!for!publication.!

This!study!received!ethical!approvals!from!the!Department!of!Social!Policy!InterY

vention!(then!known!as!the!Department!of!Social!Policy!and!Social!Work)!and!

the!InterYdivisional!Research!Ethics!Committees!at!the!University!of!Oxford,!and!

the!Health!Sciences!Faculty!Research!Ethics!Committee!at!the!University!of!Cape!

Town.!Ethics!approval!forms!are!presented!in!the!appendix.!

2.4 Questionnaire&design&

This!section!details!the!design!of!the!exploratory!study!questionnaire,!which!

aimed!to!elicit!a!wide!and!comprehensive!range!of!children’s!responsibilities.!An!

example!of!the!girls’!English!language!exploratory!study!questionnaire!is!preY

sented!in!the!appendix.!

2.4.1 Building&rapport&
Building!rapport!with!child!participants,!particularly!when!dealing!with!sensitive!

topics!and/or!shy!respondents,!can!enhance!the!quality!of!data!they!provide.!In!a!

literature!review!of!interviewers!of!child!crime!witnesses,!Vallano!and!Compo!

(2011)!found!nonYverbal!(e.g.,!maintaining!eye!contact,!smiling,!open!body!posiY

tion,!and!‘a!warm!and!supportive!voice!intonation’![p.!2])!and!verbal!(e.g.,!using!

openYended!versus!direct!questioning)!rapport!building!techniques!increased!
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the!accuracy!of!child!reports.!In!addition!to!eliciting!higher!quality!data,!rapport!

building!is!as!an!ethical!imperative.!Furthermore,!upsetting!children!during!inY

terviews!could!have!resulted!in!obstacles!to!later!recruitment,!as!many!interY

viewed!children!were!from!the!same!community,!neighbourhood,!school,!and!

even!household.!If!the!project!acquired!a!reputation!for!distressing!children,!the!

research!team!would!have!likely!faced!higher!rates!of!refusal!within!target!comY

munities.!As!such,!it!was!important!to!make!interviews!as!enjoyable!as!possible!

for!participants.!

Staff!recruitment!(described!in!Section&2.5)!sought!out!interviewers!with!a!high!

degree!of!empathy!and!training!encouraged!nonYverbal!and!verbal!rapport!buildY

ing!techniques.!The!questionnaire!was!designed!to!generate!rapport!prior!to!the!

interview!and!to!maintain!it!throughout.!Steps!for!establishing!and!building!rapY

port!with!child!participants!were!guided!by!those!in!NobleYCarr!(2007)!and!are!

described!below:!
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1) Beginning!the!interview!with!a!taskYbased!activity!that!established!the!
interviewer’s!interest!in!the!child,!and!learning!about!the!child,!his!or!
her!family!and!background.!In!this!study,!activities!consisted!of!a!covY
erYsheet!where!children!drew!a!selfYportrait!(Figure&3.2),!provided!perY
sonal!information,!and!drew!their!household,!similar!to!the!illustrated!
About&myself!sheet!in!Hill,!Laybourn,!and!Borland!(1996).!Interest!in!
the!child!and!his/her!life!was!further!promoted!with!a!Milestones!secY
tion,!in!which!children!described!all!the!major!events!in!their!lives,!
whether!happy!or!sad.!

2) NobleYCarr!(2007)!suggests!interviewers!share!some!of!their!own!perY
sonal!stories!with!participants.!In!this!study!each!questionnaire!conY
tained!a!story!of!a!young!boy!or!girl!with!an!unwell!parent!in!lieu!of!inY
terviewers!sharing!their!own!experiences.!

3) Sensitive!sections!of!the!questionnaire!like!Helping&when&someone&is&
sick!and!Changes!(asking!how!the!child’s!life!had!changed!since!the!
adult!had!become!ill)!followed!rapportYbuilding!sessions.!The!aboveY
mentioned!Milestones!section!had!the!potential!to!be!a!sensitive,!
though!it!was!entirely!up!to!the!children!to!disclose!sensitive!inforY
mation.!

2.4.2 Responsibilities&

Children’s!responsibilities!were!primarily!captured!in!two!sections.!The!first!secY

tion!was!entitled!Helping&when&someone&is&sick,!in!which!children!described!how!

they!helped!when!someone!in!their!home!became!ill.!This!section!included!some!

example!responsibilities!derived!from!the!literature!review,!which!were!selected!

Figure'3.2..Participant.selfDportraits.



!

! 99!

based!on!prominence!in!existing!research!and!their!variation!in!range!and!inY

cluded:!cooking,!shopping,!waking!up!brothers/sisters!in!the!morning,!cleaning!

up!around!the!house,!washing!clothes,!feeding!an!adult,!giving!medication,!and!

watching!brothers/sisters.!There!was!a!concern!that!children!would!not!have!

volunteered!caring!responsibilities!without!preYselected!examples,!particularly!if!

the!child!were!shy!or!embarrassed.!Rarely!occurring!but!important!responsibiliY

ties!like!bathing!a!parent!or!other!tasks!not!uncovered!in!the!literature!review!

may!not!have!been!elicited!without!such!prompts,!resulting!in!an!incomplete!

Child!Responsibility!Measure.!

The!second!section!devoted!to!capturing!child!responsibility!was!My&day,!

adapted!from!the!‘journal’!questionnaire!format!used!in!Evans!and!Becker!(2007,!

2009);!(adapted!from!Healthlink!Worldwide,!2006).!My&day&captures!all!activiY

ties!from!the!time!children!woke!up!till!they!woke!up!the!next!morning.!The!forY

mat!of!this!section!is!presented!in!Table&3.1.!

Table.3.1.
My'Day'Section'of'Exploratory'Study'Questionnaire'

Time:. What.I.do. How.long.I.do.it. How.I.feel.

(Example)!
7am!

I!change!my!mother’s!
sheets! Half!an!hour! I!am!proud!that!I!am!able!to!help!my!mom,!but!

it!makes!me!sad!to!see!her!so!sick!

!
!
!

! ! !

!

2.4.3 Additional&sections&

Other!sections!in!the!questionnaire!included!Changes,!in!which!children!deY

scribed!the!impact!of!familial!illness!on!their!own!lives.!Subheadings!in!this!secY

tion!focused!on!schooling,!relationships,!health,!feelings,!and!an!open!section.!In!
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Support,!children!were!asked!about!how!others!helped!them!cope!with!parental!

illness.!This!section!included!subsections!on!emotional,!medical,!monetary!and!

materials!goods,!and!a!space!for!open!response.!In!the!Open&page!children!were!

asked!about!anything!else!they!wanted!to!discuss!about!their!parent’s!health!or!

how!it!affected!them.!A!Confidential&sickness&report&sheet!was!used!to!collect!inY

formation!on!parental!illness.!This!section!was!used!to!pilot!a!verbal!autopsy!

(Lopman!et!al.,!2006)!to!identify!HIV/AIDSYillness!based!on!secondary!child!reY

ports!for!use!in!the!quantitative!survey.!The!verbal!autopsy!is!described!in!greatY

er!detail!in!Chapter&4,!Section&4.1.!

2.4.4 Pilot&

Eleven!children!between!13Y18!years!from!the!Cape!Flats!townships!were!reY

cruited!to!pilot!the!questionnaire!over!a!weekend!camping!trip!prior!to!the!beY

ginning!of!research.!The!group,!referred!to!as!the!Teen!Advisory!Group!or!TAG!

Team,!discussed!attitudes!toward!illness!in!their!communities!and!how!they!

would!best!like!to!be!interviewed.!!

The!TAG!Team!suggested!making!the!questionnaire!more!childYfriendly!and!

shorter!overall!as!they!experienced!fatigue!towards!the!end!of!interviews.!AddiY

tionally,!several!children!displayed!signs!of!distress!during!discussions!of!familiY

al!illness,!similar!to!that!described!in!Robson!(2001),!serving!as!a!reminder!to!

project!managers!and!interviewers!of!the!sensitive!nature!of!the!interviews.!!

2.4.5 Translation&

All!questionnaire!materials!were!translated!into!isiXhosa!via!a!fourYstep!process:!
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1) A!native!isiXhosaYspeaker!who!was!fluent!in!English!translated!inforY
mation!in!the!questionnaire,!information!sheet,!and!consent!forms!
from!English!to!isiXhosa.!

2) Research!team!interviewers!who!were!not!involved!in!the!original!
translation!backYtranslated!items!from!isiXhosa!to!English.!

3) BackYtranslation!was!compared!to!the!original!EnglishYlanguage!quesY
tionnaire!to!determine!whether!content!and!meaning!had!been!preY
served.!!

4) The!project!manager!(the!author!of!this!dissertation)!and!the!research!
team!interviewers!discussed!inconsistencies!between!the!original!and!
backYtranslation.!The!goal!of!these!discussions!was!to!ensure!the!qualiY
ty!of!the!translation!and!that!all!research!team!members!shared!conY
sistent!understanding!of!the!questionnaire’s!items.!The!final!step!reY
peated!itself!until!the!project!manager!and!interviewers!agreed!on!the!
meanings!of!items!and!the!translated!counterparts.!

2.5 Research&staff&

Three!isiXhosaYspeaking!interviewers!were!recruited!to!conduct!interviews!with!

participants.!Each!interviewer!was!selected!for!their!prior!performances!with!

University!of!Oxford!research!projects!with!orphans!and!vulnerable!children!as!

research!subjects!(i.e.,!Cluver,!Gardner,!&!Operario,!2007).!!

Interviewers!received!a!week!of!extensive!preparatory!training!where!they!pracY

ticed!administering!the!questionnaire!to!each!another.!Additional!training!foY

cused!on!ethical!guidelines!for!obtaining!informed!and!voluntary!consent,!mainY

taining!participant!confidentiality,!and!prompting!for!responses!in!an!unbiased!

manner.!The!project!manager,!who!is!author!of!this!thesis,!supervised!interviewY

ers!throughout!fieldwork!to!monitor!performance!and!address!problems.!

2.6 Data&collection&

Participants!were!given!the!option!of!being!interviewed!by!research!staff!or!

completing!the!questionnaire!on!their!own.!Most!children!chose!to!be!interY

viewed.!Interviewers!checked!questionnaires!returned!by!children!who!chose!to!

complete!it!on!their!own!to!ensure!every!part!had!been!filled!in!correctly,!helping!
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the!children!if!any!sections!were!incomplete!and!to!translate!isiXhosa!and!AfriY

kaans!responses!into!English.!Interviewers!handed!completed!questionnaires!to!

the!project!manager!for!quality!control,!which!consisted!of!checking!for!comY

pleteness!of!responses,!consistency,!and!to!ensure!that!instructions!had!been!folY

lowed.!Those!not!meeting!the!criteria!were!returned!to!interviewers!to!complete!

or!correct!with!the!interviewed!children.!

All!interviews!were!conducted!in!a!way!that!emphasised!privacy.!For!particiY

pants!recruited!in!the!community,!interviews!were!conducted!in!a!separate!

room,!a!quiet!corner!of!the!home!away!from!other!people,!or!outside!and!out!of!

earshot!of!anyone!else.!Similar!to!the!experiences!in!Robson!(2000),!participants’!

parents!occasionally!insisted!on!being!present!throughout!the!interview.!In!such!

cases,!research!staff!explained!the!need!for!privacy!for!children!to!respond!openY

ly!and!honestly.!As!many!parents!wanted!to!know!what!questions!their!children!

were!being!asked,!they!were!offered!a!blank!copy!of!the!questionnaire!to!look!

through.!Parents!were!allowed!to!sit!with!their!children!if!they!insisted!on!being!

with!them!during!the!interview.!In!schools,!interviews!were!conducted!in!a!quiet!

room!provided!by!school!administrators.!If!interviews!were!conducted!simultaY

neously,!care!was!taken!to!ensure!children!had!adequate!space!to!prevent!others!

from!overhearing.!

2.7 Analysis&strategy&

The!resulting!data!were!thematically!analysed!to!identify,!code,!and!categorise!

children’s!responsibilities!using!the!description!of!five!elements!of!‘good!code’!

described!in!Boyatzis!(1998,!pp.!xYxi).!The!elements!are!presented!below,!along!
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with!descriptions!of!how!they!were!implemented!for!analysis!of!exploratory!

study!data:!

1) ‘A!label’!

In!the!exploratory!study!labels!included!responsibility!category!(Personal!care;!

Domestic!responsibilities),!subcategory!(Intimate!care,!Medical!care,!Housework,!

Childcare,!IncomeYgenerating!activities),!and!each!individual!task.!All!category!

and!subcategory!labels!were!derived!from!the!literature!review,!as!were!most!

individual!responsibility!types.!New!labels!were!created!for!responsibilities!not!

previously!identified!in!the!review,!which!were!designed!to!describe!the!task!

most!accurately.!

2) !‘A!definition!of!what!each!theme!concerns!(i.e.,!the!characterisY
tic!or!issue!constituting!the!theme)’!

Responsibilities!were!any!task!or!activity!performed&for&the&benefit&of&another&

person&or&group&of&people.!After!individual!responsibilities!were!coded,!they!were!

categorised!as!‘Personal!care’!(i.e.,!addressing!the!needs!of!the!unwell!person)!or!

‘Domestic!responsibility’!(i.e.,!addressing!the!needs!of!the!household),!and!placed!

within!a!subcategory!based!on!the!specific!aspect!of!the!need!addressed.!ReY

sponsibilities!categorised!as!‘Personal!care’!were!subcategorised!as!‘Intimate!

care’!if!assisting!with!a!normal!bodily!need!(e.g.,!toileting,!bathing,!feeding)!or!

‘Medical!care’!if!they!addressed!a!medical!need!(e.g.,!administering!medicaY

tions/treatments,!accompanying!an!ill!person!to!a!healthcare!provider).!ResponY

sibilities!categorised!as!‘Domestic!responsibilities’!were!subcategorised!as!

‘Housework’!if!they!addressed!basic!domestic!maintenance!needs!(e.g.,!cooking!

for!the!family,!cleaning!the!home),!‘Childcare’!if!they!addressed!care!needs!of!
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other!healthy!children!in!the!home!(e.g.,!bathing!a!child,!walking!a!child!to!

school/crèche),!and!‘IncomeYgenerating!activities’!if!they!addressed!financial!

need!(e.g.,!begging,!domestic!work,!transactional!sex).!

3) ‘A!description!of!how!to!know!when!the!theme!occurs!(i.e.,!how!
to!“flag”!the!theme)’!

Activities!were!coded!as!responsibilities!when!a!participant!explicitly!stated!that!

he!or!she!performed!a!task!for!the!benefit!of!another!person.!Most!responsibility!

data!were!derived!from!the!Helping&when&someone&is&sick&and!My&day!sections,!

though!positive,!relevant!examples!were!found!throughout!the!questionnaire.!

For!instance,!in!the!Changes!section!some!children!mentioned!they!had!missed!

class!because!they!had!to!accompany!their!parent!to!the!clinic.!Other!responsibilY

ities!were!identified!in!the!Support!and!Open&page!sections,!where!children!genY

erally!provided!longer,!openYended!qualitative!responses.!!

4) ‘A!description!of!any!qualifications!or!exclusions!to!identifying!
themes’!

To!be!considered!a!responsibility,!a!task!must!have!been!performed!for!the!beneY

fit!of!another!person!or!group!of!people.!A!task!was!not!considered!a!responsibilY

ity!if!it!was!solely!for!selfYbenefit!(i.e.,!there!were!no!intended!beneficiaries!other!

than!the!child).!

‘Personal!care’!responsibilities!had!to!benefit!an!ill!person.!Some!‘Childcare’!reY

sponsibilities!like!bathing!and!feeding!were!functionally!similar!to!‘Intimate!care’!

responsibilities,!and!were!distinguished!by!the!indication!of!any!illness!in!the!

child.!If!he!or!she!required!care!because!of!illness,!the!responsibility!was!considY

ered!‘Intimate!care.’!If!there!were!no!indications!the!child!was!unhealthy,!the!reY
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sponsibility!was!categorised!as!‘Childcare.’!The!distinction!is!important!due!to!

the!presence!of!illness!in!children,!particularly!HIV/AIDS!and!disability.!!

5) ‘Examples,!both!positive!and!negative,!to!eliminate!possible!
confusion!when!looking!for!themes’!

The!following!are!examples!of!a!responsibility!and!a!nonYresponsibility!task:!‘I!

cook!dinner!for!the!family,’!and!‘I!make!myself!breakfast.’!The!former!instance!

would!be!categorised!as!a!‘responsibility’!(subcategory!‘Housework’)!because!it!

is!an!undertaking!that!prepares!food!for!the!family.!In!the!latter!instance,!the!

participant!is!the!only!beneficiary;!therefore,!this!would!not!be!categorised!as!a!

responsibility.!

The!following!are!examples!of!‘Intimate!care’!and!‘Childcare’!responsibilities:!‘I!

feed!my!grandmother!porridge.’!‘I!feed!my!little!brother!porridge.’!The!former!

instance!is!considered!‘Intimate!care’!as!incapacity!in!adults!is!considered!illness!

or!disability.!The!latter!instance!could!be!considered!either!‘Intimate!care’!or!

‘Childcare’!depending!on!the!health!of!the!little!brother.!If!the!brother!is!identiY

fied!as!being!ill!or!disabled,!then!the!responsibility!is!considered!‘Intimate!care’;!

if!he!is!not!identified!as!being!unwell!the!child!is!presumed!to!be!healthy!and!the!

responsibility!is!considered!‘Childcare.’!

3 Findings&

3.1 Participant&characteristics&

Participants!included!n!=!349!children!aged!10Y18!who!indicated!they!were!livY

ing!with!an!ill!adult.!Average!age!of!participants!was!13.4!years!(SD!=!2.30)!at!the!

time!of!interview.!A!majority!of!participants!were!female!(60.7%;!n!=!212)!and!

from!an!urban!area!(61.0%;!n!=!213).!All!children!were!living!with!at!least!one!
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unwell!adult;!oneYquarter!(24.4%;!n!=!85)!were!living!with!two!or!more!ill!peoY

ple.!Children!identified!n!=!440!coYresident!ill!individuals,!their!relationship!with!

whom!is!presented!in!Figure&3.3.!Based!on!children’s!reports,!the!most!common!

illnesses!identified!among!unwell!coYresident!family!members!were!HIV/AIDS!

(52.7%;!n!=!232),!heart!disease/high!blood!pressure!(33.6%;!n!=!148),!emotional!

problems!(29.8%;!n!=!131),!arthritis!(27.0%:!n!=!119),!diabetes!(19.3%;!n!=!85),!

and!disability!(13.9%;!n!=!61).!Other!less!frequent!ailments!included!tuberculosis!

(4.3%;!n!=!19),!alcohol/substance!abuse!(3.9%;!n!=!12),!cancer!(1.4%;!n!=!6),!and!

epilepsy!(0.9%;!n!=!4).!In!a!small!number!of!cases!(2.3%;!n!=!10)!the!child!conY

sidered!a!person!to!be!unwell!but!could!not!identify!a!specific!illness.!

!

Figure'3.3..Proportion.of.unwell.people.present.in.each.child's.household.

3.2 Nature&of&children’s&responsibilities&

Children’s!responsibilities,!which!are!presented!by!category!and!prevalence!in!

Table&3.2,!were!similar!to!those!described!in!the!literature!review.!Around!twoY

thirds!of!children!were!involved!in!personal!care!(64.5%;!n!=!225),!and!almost!all!
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children!reported!engaging!in!some!type!of!domestic!responsibility!(98.6%;!n!=!

344).!

TwoYthirds!of!participants!reported!engaging!in!personal!care!responsibilities!

(64.5%;!n!=!225),!and!almost!half!engaged!in!intimate!care!(47.9%;!n!=!167).!

Surprisingly!high!numbers!were!engaged!in!helping!their!parent!to!eat!(42.7%;!n!

=!149),!while!few!children!were!engaged!in!bathing!(4.0%;!n!=!14),!dressing!

(1.1%;!n!=!4),!or!cleaning!up!after!someone!had!been!ill!(0.3%;!n!=!1).!OneYthird!

of!interviewed!children!(33.2%;!n!=!116)!were!giving!an!ill!person!medication,!

typically!described!as!‘tablets.’!One!16YyearYold!girl!reported!giving!her!grandY

mother!injections,!presumably!insulin!though!not!specified,!to!treat!her!diabetes.!

No!child!mentioned!liaising!between!an!ill!adult!and!healthcare!workers,!preparY

ing!special!foods!or!providing!traditional!medicines.!While!just!over!one!in!twenY

ty!of!the!children!reported!accompanying!an!ill!person!to!the!hospital!(6.3%;!n!=!

22),!qualitative!responses!indicated!this!task!tended!to!demand!substantial!time!

commitments.!When!asked!what!type!of!support!she!would!like!to!receive,!one!

13YyearYold!girl!who!reported!spending!up!to!nine!hours!waiting!with!her!AIDSY

ill!mother!at!the!clinic!told!interviewers,!‘I!wish!I!could!have!someone!to!look!afY

ter!her!whenever!she!goes![to!the!clinic].’!Such!long!wait!times!are!not!that!far!

outside!the!range!normally!experienced!in!subYSaharan!Africa,!which!have!been!

noted!to!average!between!four!to!six!hours!(Hardon!et!al.,!2007).!!

Over!a!quarter!of!children!were!caring!for!other!children!in!the!home!(28.1%;!n!=!

98).!The!most!frequently!cited!childcare!activity!was!‘look!after!children’!(includY

ing!helping!with!homework!and!supervising)!(20.9%;!n!=!73).!One!18YyearYold!

girl!whose!mother!was!AIDSYill!told!interviewers,!‘When!my!mom!gets!sick!I!
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have!to!come!home!and!look!after!the!children!while!she!is!at!the!hospital.’!When!

asked!what!type!of!support!she!would!like!to!receive!she!responded!that!‘It!

would!be!nice!to!have!someone!who!looks!after!us!while!my!mother!is!in!the!

hospital.’!This!response!hints!at!the!tension!in!children!taking!on!surrogate!parY

enting!roles!as!she!is!both!caring!for!her!siblings!while!asking!for!someone!else!

to!care!for!them,!herself!included.!

A!small!number!of!participants!were!engaged!in!incomeYgenerating!activities!

(3.2%;!n!=!11).!None!of!the!described!jobs!appeared!to!be!in!the!formal!economy.!

The!most!common!job!description!was!vending!items!such!as!bins,!chips,!or!

sweets,!while!a!few!others!worked!in!shops.!During!fieldwork,!a!few!children!

were!observed!to!be!cleaning!sheep!heads!(‘smiley’)!and!shins!to!sell!to!raise!

money!for!school!fees.!One!brother!and!sister!pair!were!observed!selling!alcohol!

from!a!backroom!in!their!home!while!their!parents!were!out.!Though!they!were!

responsible!for!the!sale!of!alcohol!over!long!periods!of!time,!they!moved!freely!

around!the!house!when!not!dealing!with!customers.!Another!18YyearYold!girl!deY

livered!medicines!and!treatments!throughout!the!community,!though!it!was!unY

clear!whether!this!was!done!in!exchange!for!money.!
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Table.3.2.
Participant'Responsibilities'by'Category'and'Subcategory'
Category.
(%;.n).

Subcategory.
(%;.n).

Responsibility.
(%;.n).

P
er
so
n
al
.c
ar
e.
(6
4
.5
%
;.n
.=
.2
2
5
).

Intimate!care!!
(47.9%;!167)!

Bathe!the!unwell!person!(4.0%;!n!=!14)!
Care/watch/check/keep!company!with!unwell!person!(13.5%;!n!=!47)!
Clean!up!vomit!and!diarrhoea!(0.3%;!n!=!1)!
Dress/change!clothes!(1.1%;!n!=!4)!
Help!to!eat/feeding!(42.7%;!n!=!149)!
Lift/move!unwell!person!(2.9%;!n!=!10)!
Massage!unwell!person!(2.8%;!n!=!10)!
Toilet!(0.3%;!n!=!1)!
Wash!feet!(0.6%;!n!=!2)!

Medical!care!!
(37.2%;!n!=!130)!

Accompany!to!hospital/clinic!(6.3%;!n!=!22)!
Buy/collect!medications!(1.1%;!n!=!4)!
Give!treatment/medication!(33.2%;!n!=!116)!
Remind!to!take!treatment/medication!(2.6%;!n!=!9)!

D
om

es
ti
c.
re
sp
on
si
bi
li
ti
es
.

(9
8
.6
%
;.n
.=
.3
4
4
).

Housework!
(98.3%;!n!=!343)!

Clean!house/yard!(95.7%;!n!!=!334)!
Clean/make!others'!beds!(6.0%;!n!=!21)!
Cook!(77.1%;!n!=!271)!
Fetch!water!(5.4%;!n!=!19)!
Garden/plough!(0.3%;!n!=!1)!
Grocery!shopping!(67.0%;!n!=!234)!
Heat!water!(14.3%;!n!=!50)!
Laundry!(83.7%;!n!=!292)!
Serve!food!(6.0%;!n!=!21)!
Take!out!rubbish!(1.7%;!n!=!6)!
Translate,!read,!and!write!documents!(0.3%;!n!=!1)!
Wake!family!(44.1%;!n!=!154)!
Wash!dishes!(39.3%;!n!=!137)!

Childcare!
(28.1%;!n!=!98)!

Feed!children!(2.6%;!n!=!9)!
Look!after!children!(20.9%;!n!=!73)!
Take!children!to!school!(4.3%;!n!=!15)!
Wash!children!(9.5%;!n!=!33)!

IncomeYgenerating!
activities!
(3.2%;!n!=!11)!

Farm!work!(0.3%;!n!=!1)!
Sell!produce/goods/work!in!a!shop!(2.9%;!n!=!10)!

Total:!99.7%!(n!=!348)!engaged!in!at!least!one!type!of!responsibility!

3.3 Relationship&between&parental&illness&and&responsibilities&

Several!children!linked!increases!in!their!responsibilities!directly!to!parental!illY

ness.!A!14YyearYold!girl!from!an!urban!township!described!the!impact!of!her!

grandmother’s!illness:!!

Since!my!grandmother!became!sick!I!now!have!to!take!on!more!
responsibilities,!and!I!am!always!worried!and!sometimes!lose!my!
mind.!If!she’s!sick!I’m!not!even!going!to!play.!I!just!want!to!stay!at!
home!and!look!after!her.!This!really!affects!me!and!I’m!not!always!
happy!about!this.!!

Several!children!reiterated!a!point!discussed!in!the!literature!review,!that!chilY

dren!provide!care!for!parents!only!when!necessary,!and!times!of!need!are!varied.!

In!the!My&day!section!one!12YyearYold!girl!said,!‘If!my!mother!can’t!eat!by!herself!
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I!feed!her.’!The!conditional!nature!of!this!statement!indicates!that!need!for!the!

girl’s!mother!to!be!fed!fluctuated!with!her!relative!health.!Another!16YyearYold!

girl!described!how!her!level!of!responsibility!was!dependent!on!the!availability!

of!people!willing!and!able!to!help,!stating,!‘If!there!is!a!shortage!of!people!in!my!

home,!for!example!my!mother!is!at!work,!I!must!help.!Even!if!my!mother!is!there!

I!must!help!her!if!she!is!busy.’!

Other!children!discussed!the!indirect!link!between!parental!illness!and!domestic!

responsibilities.!In!the!previous!section,!an!18YyearYold!girl!with!an!AIDSYill!

mother!spoke!about!her!surrogate!parenting!for!other!children!in!the!house.!

Here,!she!is!quoted!on!the!changes!to!her!duties!as!a!result!of!her!mother’s!incaY

pacitation!from!illness:!‘Since!my!mom!got!sick!I’ve!had!to!take!on!more!responY

sibilities!and!be!a!mother!to!my!sisters!and!brothers.’!She!continued!to!describe!

how!this!responsibility!affected!her!own!life,!saying,!‘I!have!to!do!housework!and!

homework!for!them!and!I!don’t!get!time!for!myself.!I!miss!class!sometimes.!I!

don’t!get!enough!sleep!at!night!because!my!younger!brother!cries!at!night.’!

Another!child,!a!12YyearYold!boy,!was!economically!supporting!his!AIDSYill!

mother!and!family,!having!dropped!out!of!school!to!sell!chips!and!sweets.!Far!

from!feeling!empowered!by!the!work!they!were!engaging!in,!several!children!deY

scribed!their!increased!responsibility!in!a!negative!light.!One!18YyearYold!girl!

who!left!university!to!care!for!her!AIDSYill!mother!said!of!her!responsibilities,!‘It!

is!not!nice!to!live!with!someone!who!is!sick,!because!you!have!to!do!everything.!

You!can’t!do!stuff!you!want!to!do.’!Another!girl,!16YyearsYold,!discussing!her!exY

perience!living!with!her!diabetesYill!aunt!following!her!own!mother’s!death!from!

AIDS,!said,!‘I!am!forced!to!help.![My!aunt]!can!do!it!sometimes!but!a!lot!of!times!
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we!work!very!hard!even!if!it!is!not!for!her!being!sick.’!This!quote!is!underscored!

by!research!suggesting!that!foster!parents!take!in!orphaned!children!under!the!

guise!of!acquiring!immediate!labour!benefit!from!that!child!(Skovdal,!2010;!Van!

Blerk!&!Ansell,!2007).!

A!few!children!exhibited!attitudes!echoing!the!‘generational!bargain’!(Collard,!

2001).!One!16YyearYold!girl,!speaking!of!the!expectations!of!her!to!care!for!her!

grandmother,!who!was!suffering!from!arthritis!and!heart!disease,!said!‘I’m!supY

posed!to!help!her!because!there!is!no!one!to!help!except!me,!because!when!my!

grandmother!is!sick!it!is!compulsory!to!help!her.’!Another!child,!a!14YyearYold!

boy,!was!explicit!about!the!role!of!reciprocity,!saying:!

To!have!a!parent!is!not!something!to!play!about.!It!is!something!
you!must!care!for.!A!parent!must!be!cared!for!by!those!they!gave!
birth!to.!A!parent!also!does!not!give!birth!just!for!the!sake!of!it!but!
for!us!to!care!for!them!when!something!happens!to!them.!

For!other!children,!the!pressure!was!external.!One!15YyearYold!boy!said,!‘I!am!

afraid!not!to!look!after![my!unwell!grandparents]!as!if!I!don’t!take!care!of!them,’!

suggesting!that!he!would!be!viewed!as!lazy!or!unhelpful!within!his!own!commuY

nity.!Conversely,!according!to!some!children!there!was!stigma!attached!to!caring.!

One!14YyearYold!boy!described!why!he!didn’t!help!his!grandmother,!who!was!

unable!to!walk,!speak,!or!feed!herself:!‘I!don’t!come!near!her.!I!don’t!help!her!beY

cause!only!older!people!come!to!help!her.!It!is!not!that!I!don’t!like!to!come!but!

just!that!it!is!a!big!task!for!children.’!

Some!children!were!mostly!unaffected!by!parental!illness!in!terms!of!responsibilY

ity.!One!11YyearYold!boy!described!how!his!household!faced!need,!though!allocaY

tion!of!responsibility!had!left!him!out:!‘My!sister!is!the!one!who!works!very!hard!
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but!also!my!mother!is!helping.’!This!quote!echoes!a!point!in!the!literature!review!

that!girls!are!given!a!greater!proportion!of!the!responsibility!burden.!

3.4 Implications&for&the&Child&Responsibility&Measure&

Many!of!the!responsibilities!identified!in!the!exploratory!study!were!similar!to!

those!listed!in!the!literature!review,!though!there!were!a!few!notable!differences.!

For!instance,!very!few!children!were!engaged!in!agricultural!work!(n!=!1!for!susY

tenance!garden/plough!work,!and!n!=!1!earning!money!from!farm!work)!despite!

a!number!children!being!recruited!from!farming!areas.!This!type!of!work!had!

been!mentioned!in!a!number!of!literature!review!articles,!suggesting!a!high!deY

gree!of!prevalence!in!other!subYSaharan!African!countries.!The!lack!of!farming!

responsibility!or!work!may!reflect!of!the!relative!wealth!of!the!Western!Cape!

province,!a!lack!of!need!for!subsistence!agriculture,!and!the!mechanised!(and!

thus!nonYlabourYintensive!and/or!requirement!of!skilled!labour)!nature!of!farmY

ing!in!the!province.!Other!findings!support!this!notion,!such!as!the!low!proporY

tion!of!children!who!were!fetching!water!(5.4%;!n!=!19),!and!the!complete!abY

sence!of!any!children!who!were!collecting!firewood!or!making!fires!for!warmth!

or!cooking.!Several!homes!were!observed!to!use!paraffin!gas!for!heat,!though!no!

children!reported!involvement!in!its!supplying!or!use.!Responsibility!differences!

between!the!literature!review!and!this!study!should!not!be!overanalysed,!howY

ever,!as!no!study!in!the!literature!review!producing!data!on!children’s!responsiY

bilities!nor!the!exploratory!study!derived!results!from!representative!samples.!

Regardless,!these!differences!highlight!the!importance!of!contextually!relevant!

measures,!which!is!particularly!important!given!the!quantitative,!crossYsectional!
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survey!is!conducted!in!a!different!South!African!province.!As!such,!items!in!the!

tool!were!derived!from!both!the!literature!review!and!the!exploratory!study.!!

4 Exploratory&study&strengths&and&limitations&
The!exploratory!study’s!strengths!include!a!large!sample!size!and!geographic!disY

tribution!of!participants!within!the!Western!Cape!province.!The!large!sample!inY

creased!representation!of!groups!(e.g.,!boys!and!girls,!urban!and!rural)!and!subY

groups!(e.g.,!urban!boys,!rural!girls)!within!the!study.!Given!the!evidence!from!

the!literature!review!concerning!the!demographic!factors!moderating!the!impact!

of!familial!illness,!the!wide!range!of!participants!increased!the!likelihood!that!a!

comprehensive!range!of!responsibilities!were!captured!in!this!study.!!

Despite!the!large!sample!size!and!wide!geographic!spread!of!the!exploratory!

study,!comparisons!to!responsibilities!in!the!literature!review!highlight!differY

ences!between!the!Western!Cape!and!other!parts!of!subYSaharan!Africa!and!sugY

gest!omissions!in!this!study’s!findings.!In!particular,!the!lack!of!any!responsibiliY

ties!concerning!firewood!and!limited!number!of!children!engaged!in!agricultural!

tasks!suggest!that!the!findings!of!the!literature!review!must!be!relied!on!more!

heavily!in!creating!the!Child!Responsibility!Measure!than!anticipated,!as!the!next!

phase!of!research!is!conducted!in!different!South!African!province.!

A!second!limitation!was!noted!when!comparing!the!responses!of!children!from!

the!same!household!where!presumably!objective!data,!like!the!number!of!people!

in!the!home!and!how!many!of!them!were!ill,!were!sometimes!inconsistent.!Such!

findings!raise!concerns!about!the!reliability!of!children’s!responses.!To!counter!

this,!both!children!and!parents!were!interviewed!in!the!next!research!phase,!the!
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quantitative,!crossYsectional!survey,!which!it!is!hoped!produced!more!accurate!

socioYdemographic!and!parental!health!data.!

5 Chapter&summary&

The!exploratory!study!was!conducted!in!response!to!a!gap!identified!in!the!literY

ature!review,!which!was!the!lack!of!a!measure!of!children’s!responsibilities!deY

signed!for!or!adapted!to!the!South!African!context!that!also!included!caring!tasks.!

The!gap!presented!a!substantial!obstacle!to!the!next!research!phase!proposed!in!

this!thesis,!a!crossYsectional!survey,!which!aimed!to!evaluate!the!impact!of!paY

rental!illness!on!children’s!responsibilities!quantitatively.!!

A!total!of!n!=!349!children!living!with!an!ill!parent!were!interviewed!using!a!mix!

of!openYended!questions!and!a!daily!activity!journal.!Children!reported!engaging!

in!a!similar!range!of!responsibilities!as!those!identified!in!the!literature!review,!

including!intimate!and!medical!care!and!a!variety!of!domestic!responsibilities.!

Qualitative!responses!linked!specific!responsibilities!to!parental!illness!while!

highlighting!the!expectations!of!children!and!their!sometimes!contradictory!naY

ture.!Data!from!both!the!literature!review!and!exploratory!study!were!used!to!

create!the!Child!Responsibility!Measure,!which!is!presented!in!the!next!chapter.!

! !
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Chapter(4:(Cross?sectional*survey*re"
search'methods!
The!third!research!phase!of!this!thesis!consisted!of!a!quantitative,!crossYsectional!

survey!designed!to!address!the!research!questions!concerning!the!interaction!

between!parental!illness,!socioYdemographic!variables,!and!child!responsibility.!

This!chapter!begins!with!a!discussion!of!the!aims!of!the!crossYsectional!survey!in!

Section&1,!and!the!specific!ethical!considerations!of!working!with!children!in!Sec;

tion&2.!Section&3!describes!the!study!setting!and!sampling!strategy.!Questionnaire!

design!is!detailed!in!Section&4!and!research!staff!in!Section&5.!The!process!of!data!

collection,!including!quality!control!and!data!entry,!is!described!in!Section&6,!and!

the!data!analysis!strategy!in!Section&7.!Research!challenges!and!constraints!are!

discussed!in!Section&8!and!the!strengths!and!limitations!of!the!survey!in!Section&9.!

A!brief!summary!of!this!chapter!is!presented!in!Section&10.!

1 CrossDsectional&survey&aims&

The!aim!of!the!quantitative,!crossYsectional!survey!was!to!collect!and!analyse!

quantitative!data!from!representative!samples!concerning!the!relationship!beY

tween!parental!illness!and!child!responsibility,!noted!in!the!literature!review!to!

be!a!substantial!gap!of!existing!research.!The!following!research!questions!guidY

ed!the!quantitative!survey’s!methodology:!
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Predictors'of'children'caring'for'their'parents'

• Does!parental!illness!predict!children’s!engagement!in!intimate!or!
medical!care?!

• What!other!factors!predict!children’s!engagement!in!intimate!or!
medical!care?!

Predictors'of'children’s'responsibility'workload'

• Does!parental!illness!predict!greater!responsibility!workloads!in!
children?!

• What!other!factors!predict!greater!responsibility!workloads!in!chilY
dren?!

2 Research&ethics&

According!to!the!British!Psychological!Society!(2010),!the!crossYsectional!survey!

meets!several!criteria!for!research!involving!more!than!minimal!risk.!First,!the!

participants,!children!and!parents!in!impoverished!settings!often!affected!by!

serious!illnesses!including!HIV/AIDS!and!its!associated!stigma,!were!an!

inherently!vulnerable!group.!The!risk!was!exacerbated!by!the!researchers’!

positions!of!power,!which!were!backed!by!two!universities,!one!local!and!one!

from!a!developed!nation,!granting!the!project!the!perception!of!authority.!

Second,!the!research!involved!sensitive!topics!including!HIV/AIDS!and!children!

providing!intimate!care!to!an!adult,!which!had!a!strong!possibility!of!inducing!

psychological!distress!among!participants!(Robson,!2001).!Lastly,!the!research!

involved!potential!‘labelling,’!particularly!with!screening!questions!to!determine!

whether!households!were!‘ill’!or!‘healthy’!(see!Section&3!in!this!chapter).!Though!

ill!and!healthy!categorisations!were!confidential,!the!nature!of!screening!quesY

tions!led!some!community!members!erroneously!to!believe!the!project!only!inY

terviewed!at!illnessYaffected!households.!Additionally,!some!community!memY

bers!believed!that!participants!received!some!monetary!or!tangible!benefit!from!
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the!researchers,!fostering!resentment!and!jealousies.!Project!managers!impleY

mented!a!corrective!strategy!whereby!security!escorts!and!community!guides,!

who!were!responsible!for!introducing!the!project!to!community!members,!

stressed!that!the!study!was!interested!in!both!ill!and!healthy!participants,!and!

that!researchers!provided!no!tangible!benefit!for!participation!other!than!a!cerY

tificate.!!

Though!these!characteristics!of!the!target!population!enhanced!their!risk!as!parY

ticipants,!it!was!also!what!made!them!a!group!of!interest.!The!British!

Psychological!Society!(2010)!argues!that!research!with!vulnerable!groups!is!

justified!‘if!the!longerYterm!gains!outweigh!the!shortYterm!immediate!risks!to!

participants.’!Such!riskYbenefit!analysis!‘should!not!only!be!confined!to!

considering!the!interests!of!the!primary!participants,!but!also!consider!the!

interests!of!any!other!stakeholders,’!(p.!13).!!

In!response!to!the!potential!risk!to!participants,!project!managers!took!extra!

precautions!when!drafting!ethical!guidelines,!which!were!guided!by!five!princiY

ples!in!HumanYVogel!(2007):!

1) Voluntary!participation!!
2) Informed!consent!
3) Safety!in!participation!!
4) Privacy!
5) Trust!

To!meet!these!standards,!children!and!parents!were!given!information!sheets!in!

isiZulu!and!English!regarding!the!nature!of!the!research.!Interviewers!obtained!

written!consent!only!after!participating!parents!and!children!had!read!and!disY

played!an!understanding!of!their!roles!in!the!research,!their!right!to!refuse!to!
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participate!and!withdraw!at!any!time!without!consequence,!and!the!confidentialY

ity!of!their!responses.!No!children!were!interviewed!or!asked!for!consent!prior!

to!acquiring!parental!permission.!!

Participant!privacy!during!interviews!was!a!priority.!Children!and!parents!were!

often!interviewed!outside!their!homes!or!in!a!separate!room!to!ensure!they!

could!answer!freely!and!not!feel!any!distress!at!talking!about!sensitive!topics!in!

front!of!family!members.!In!cases!where!the!participant!displayed!signs!of!disY

tress,!the!interview!was!halted!and!participants!were!given!the!opportunity!to!

withdraw.!Responses!were!not!shared!between!children!and!parents.!

Staff!members!were!required!to!make!referrals!in!cases!where!abuse!was!susY

pected!or!participants!were!believed!to!be!in!immediate!danger.!Referrals!were!

also!made!where!household!members!were!not!receiving!grants!for!which!they!

were!eligible.!In!some!cases!this!was!due!to!fraud,!where!an!adult!who!was!osY

tensibly!caring!for!a!child!was!not!present!and!did!not!use!grant!money!to!supY

port!the!household,!while!in!others!the!families!had!difficulty!with!the!applicaY

tion!process.!For!each!referral,!staff!completed!a!referral!report!sheet!which!inY

cluded!as!much!detail!about!the!reason!for!referral!as!possible!and!collected!mulY

tiple!sources!of!contact!for!the!person!being!referred!including!name,!date!of!

birth,!address,!contact!number,!and!school!information.!Referrals!in!the!urban!

field!site!were!submitted!to!a!local!child!welfare!organisation,!while!referrals!in!

the!rural!site!were!submitted!to!research!partner!Tholulwazi!Uzivikele,!which!

had!the!resources!and!contacts!to!properly!address!each!case.!Permission!was!

required!for!all!referrals!concerning!adults.!Referrals!concerning!children!did!not!

require!permission!because!of!the!potential!for!an!abusive!party!(e.g.,!a!related!
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adult)!to!deny!approval!and!other!issues!concerning!the!limited!power!and!inY

herent!vulnerability!of!children.!In!addition!to!referrals,!all!participating!adults!

and!children!were!provided!with!a!certificate!that!contained!contact!numbers!of!

relevant!social!services,!HIV/AIDS!and!child!abuse!hotlines,!and!the!University!of!

KwaZuluYNatal!Research!Ethics!Committee.!Examples!of!a!referral!report!sheet,!

referral,!and!certificate!are!presented!in!the!appendix.!

This!study!received!ethics!approvals!from!the!Department!of!Social!Policy!and!

Intervention!(then!known!as!the!Department!of!Social!Policy!and!Social!Work)!

and!InterYdivisional!Research!Ethics!Committees!at!the!University!of!Oxford,!the!

Humanities!and!Social!Sciences!Ethics!Committee!at!University!of!KwaZuluY

Natal,!and!the!KwaZuluYNatal!provincial!Departments!of!Health!and!Education.!

Project!research!staff!received!extensive!training!on!ethical!procedures.!Ethics!

approval!forms!are!all!presented!in!the!appendix.!

3 Study&setting&and&sampling&strategy&

The!survey!was!conducted!in!predominately!isiZuluYspeaking!urban!and!rural!

municipalities!of!KwaZuluYNatal!province!of!South!Africa.!The!urban!site,!

Lamontville,!is!a!township!of!Durban!in!the!eThekwini!district.!The!rural!site,!

Umhlabuyalingana,!is!located!in!the!Umkhanyakude!district!in!the!northern!tip!of!

the!province!(Figure&4.1).!Urban!data!collection!took!place!between!September!

2009!and!April!2010,!with!supplemental!collection!from!November!to!December!

2010.!Rural!data!collection!took!place!between!May!and!October!2010.!!
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Figure'4.1:.Map.of.KwaZuluDNatal.Province.with.census.districts.(source:.South.Africa.Yearbook.
2011/2012,.http://www.southafrica.info)..

The!sampling!strategy!was!designed!to!recruit!representative!samples!of!chilY

dren!between!10!to!17!years!of!age!and!their!parents!or!guardians!18!years!or!

older!(collectively!referred!to!as!‘parents’!for!the!purposes!of!this!thesis).!Study!

sites!within!KwaZuluYNatal!were!selected!using!a!set!of!scientific!and!logistical!

criteria.!Potential!sites!were!limited!to!census!districts!within!the!province!with!

≥!30%!HIV!prevalence!among!antenatal!clinic!attendees!to!limit!research!to!areY

as!highly!affected!by!AIDS,!though!all!eleven!census!districts!within!KZN!exceedY
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ed!this!cutYoff.!Among!these,!eThekwini!(41.6%!antenatal!prevalence)!and!UmY

khanyakude!(39.3%!antenatal!prevalence)!(DOH,!2008)!were!selected!for!their!

representivity!of!urban!and!rural!sites!based!on!distinctions!in!Statistics!South!

Africa!(2003).!!

Within!each!district,!one!municipality!was!selected!for!further!stratification!

based!on!logistical!criteria.!The!eThekwini!district!is!composed!entirely!of!the!

eThewkini!Metropolitan!Municipality!and!was!by!default!selected!for!the!urban!

site.!Within!Umkhanyakude,!the!Umhlabuyalingana!Municipality!was!selected!for!

logistical!considerations!including!a!project!partnership!with!Tholulwazi!UziY

vikele!(http://www.tuproject.org/),!a!local!home!communityYbased!care!NGO.!

Additionally!this!site!was!highly!representative!of!a!deep!rural!area,!being!severY

al!hours’!drive!from!the!closest!urban!centre!(Empangeni,!255km!away)!and!havY

ing!low!population!density!and!limited!service!availability.!Each!site!was!stratiY

fied!into!operationally!defined!‘subYdistricts,’!which!varied!between!the!two!field!

sites.!For!the!purposes!of!site!selection,!subYdistricts!were!classified!as!the!

smallest!locally!recognised!or!distinguishable!geopolitical!unit.!

Using!data!available!on!the!Statistics!South!Africa!website!(www.statssa.gov.za)!

eThekwini!was!divided!into!wards,!which!were!limited!to!those!with!only!urban!

households;!those!containing!households!classified!as!‘rural’!or!‘tribal’!in!

Statistics!South!Africa!(2003)!were!excluded.!The!exclusion!was!based!on!higher!

levels!of!deprivation!associated!with!rural!areas.!Using!Provincial!Indices!of!MulY

tiple!Deprivation!ranking!data!from!Noble!et!al.!(2006)!and!eThekwini!ward!

homestead!categorisations!from!Statistics!South!Africa,!a!correlation!analysis!

was!run!to!find!if!wards!containing!‘rural’!or!‘tribal’!households!were!more!deY
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prived,!which!was!the!case!(r!=!.358,!p!=!0.01).!Inclusion!of!wards!with!rural!

and/or!tribal!homesteads!would!likely!have!skewed!results!due!to!crossover!bias!

and!urban/rural!comparisons!would!have!been!less!valid.!The!exclusion!of!such!

wards!reduced!the!eligible!number!from!100!to!75.!!

Ward!74,!comprising!half!the!township!of!Lamontville,!was!randomly!selected!

from!among!the!top!quintile!(20%)!of!deprived!wards!based!on!scoring!in!the!

Provincial!Indices!of!Multiple!Deprivation!(Noble!et!al.,!2006)!and!local!

knowledge!regarding!community!safety.!In!Ward!74,!subYdistricts!for!stratificaY

tion!were!Enumerator!Areas!(EAs),!or!workloadYdefined!boundaries!for!census!

enumerators.!For!project!staff,!boundaries!were!identified!using!aerial!photogY

raphy.!EAs!were!randomised!for!temporal!order!of!approach,!with!each!EA!being!

exhausted!before!beginning!work!in!the!next.!Responses!from!Ward!74!were!latY

er!supplemented!with!data!from!Ward!75,!adjacent!to!Ward!74!and!also!mostly!

within!the!township!of!Lamontville!and!of!a!similar!socioYdemographics.!Indeed,!

ward!boundaries!within!Lamontville!appeared!arbitrary!aside!from!the!apparY

ently!strong!political!influence!of!ward!councillors!(described!in!Section&3.1&of!

this!chapter).!

Project!managers!initially!attempted!to!replicate!the!same!stratification!strategy!

in!the!rural!site,!though!it!became!apparent!that!this!was!not!feasible.!For!one,!

though!wards!and!Enumerator!Areas!exist!in!the!rural!site,!they!are!much!larger!

due!to!lower!population!density!and!much!harder!to!identify!and!distinguish!

from!one!another!due!to!homogeneity!of!terrain!and!a!lack!of!landmarks.!Instead,!

households!were!stratified!based!on!a!locally!recognised!geopolitical!boundary,!

the!isigodi!or!tribal!area.!!Randomising!all!isigodis!was!impractical!in!the!UmhlaY
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buyalingana!Municipality!as!some!sites!were!physically!unsuitable!for!coverage!

due!to!poor!roads,!dense!vegetation!that!limited!visibility,!and!in!some!areas!difY

ficulty!in!securing!political!and!community!buyYin!(described!in!Section&3.1&of!

this!chapter).!Instead,!local!knowledge!of!each!of!these!factors!was!used!to!deY

termine!the!temporal!order!of!selected!subYdistricts!in!the!rural!site!based!on!

accessibility,!visibility,!and!socioeconomic!variability!between!isigodis.!

Households!within!designated!subYdistricts!were!screened!for!eligibility!using!

the!flowchart!in!Figure&4.2;!the!full!sampling!sheet!that!was!used!in!the!field,!

which!includes!the!eligibilityYscreening!flowchart,!is!presented!in!the!appendix.!

The!eligibilityYscreening!flowchart!was!designed!to!produce!eligible!child/parent!

pairs!and!categorise!them!as!either!‘ill’!or!‘healthy,’!while!ostensibly!excluding!

‘healthy’!child/parent!pairs!in!households!with!another!‘ill’!adult!to!avoid!crossY

over!bias.!While!the!eligibilityYscreening!flowchart!was!successful!in!producing!

eligible!child/parent!pairs!(see!Sections&2!and!2.3!of!the!next!chapter),!it!became!

apparent!during!fieldwork!that!the!flowchart!produced!inaccurate!illness!categoY

risations.!Interviewers!reported!that!some!respondents!initially!denied!but!later!

admitted!to!having!an!illness,!explaining!they!harboured!a!mistrust!of!researchY

ers!prior!to!interview.!Later,!analysis!found!a!high!degree!of!inconsistency!beY

tween!screening!and!questionnaire!data!regarding!the!health!of!the!parent.!The!

outcome!was!unsurprising!given!the!stigma!surrounding!HIV/AIDS!in!South!AfY

rican!communities!and!misconceptions!that!the!research!was!only!interested!in!

and!provided!benefits!to!people!who!were!ill.!
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Figure'4.2:.Eligibility.screening.flowchart.

3.1 Community&and&political&buyDin&

Political!buyYin!for!the!urban!site!consisted!of!receiving!the!permission!of!the!

Ward!councillor,!Ms!Octavia!Mthembu,!the!eThekwini!Chief!Whip!Ms!Fawzia!

Peer,!and!the!Municipality!Speaker!Councillor,!Mr!James!Nxumalo.!Security!esY

corts!(described!in!Section&5.1!of!this!chapter)!conducted!the!bulk!of!urban!comY

munity!buyYin,!first!by!distributing!flyers!in!each!Enumerator!Area!prior!to!field!

team!visits,!then!through!their!accompaniment!of!the!team!during!fieldwork.!

Flyers!contained!a!description!of!the!project!in!isiZulu,!plus!the!names!and!phone!

numbers!of!project!managers!and!field!coordinators!who!were!isiZuluYspeakers.!

Per!the!advice!of!Councillor!Mthembu,!the!project!did!not!hold!a!meeting!to!inY

troduce!the!project!to!the!community!as!had!been!done!with!one!of!the!primary!

investigator’s!study!in!neighbouring!Umlazi!(Kuo,!2010).!

The!political!buyYin!process!was!more!complicated!in!the!rural!site.!Though!

there!were!Ward!Councillors,!they!did!not!appear!to!hold!as!much!power!or!inY
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fluence.!Research!partner!Tholulwazi!Uzivikele!advised!the!project!to!secure!

permission!to!conduct!research!from!the!tribal!authority,!which!appeared!to!be!

the!true!source!of!political!power!in!the!rural!site.!Tholulwazi!Uzivikele!provided!

the!bulk!of!initial!buyYin,!presenting!at!a!tribal!authority!meeting!on!the!proY

posed!research!project.!The!tribal!authority!meeting!is!headed!by!the!regional!

nkosi,!or!king,!who!holds!authority!over!all!local!tribal!leaders,!known!as!induna,!

who!in!turn!oversee!each!isigodi.!All!present!gave!their!consent!for!the!study!to!

be!conducted!within!the!area.!The!next!step!involved!sending!letters!to!every!inY

duna!to!inform!them!of!the!possibility!of!research!being!conducted!in!their!isiY

godi.!Research!team!members!telephonically!contacted!indunas!to!request!perY

mission!to!conduct!research!in!their!isigodis!on!specific!dates.!All!induna!reY

quested!a!project!member,!usually!a!field!coordinator!who!was!fluent!in!English!

and!isiZulu,!to!speak!at!an!upcoming!community!meeting!and!answer!any!quesY

tions!community!members!had.!On!occasion,!the!induna!requested!the!presence!

of!the!entire!field!team.!Most!of!the!community!buyYin!took!place!during!comY

munity!meetings!within!the!designated!isigodi,!though!community!guides!also!

distributed!informational!flyers!in!the!days!prior!to!interviewers’!assessment!of!

eligibility.!

3.2 Power&calculation&

Power!calculations!estimate!a!minimum!number!of!participants!required!to!reY

ject!a!null!hypothesis!(H0)!correctly.!Quantitative!studies!with!too!few!particiY

pants!lack!adequate!power!and!are!unable!to!find!statistically!significant!differY

ences!between!a!null!and!experimental!hypothesis!(H1).!Studies!with!adequate!

sample!sizes!are!less!likely!to!fail!to!reject!a!H0!correctly,!known!as!a!Type!II!ErY
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ror.!This!study!required!a!minimum!of!n!=!216!child/parent!pairs!to!avoid!a!Type!

II!Error.!The!process!by!which!this!number!was!calculated!is!described!in!this!

section.!

The!main!comparison!in!this!study!was!the!difference!in!responsibility!time!burY

dens!between!children!with!ill!and!healthy!parents.!The!null!and!experimental!

hypotheses!are!summarised!below:!

• H0:!Parental!illness!has!no!impact!on!the!amount!of!time!children!
spend!on!their!responsibilities.!

• !H1:!Children!with!ill!parents!spend!significantly!more!time!on!their!
responsibilities!than!children!with!healthy!parents.!

To!date!no!study!in!subYSaharan!Africa!has!made!comparisons!in!this!regard!(see!

Chapter&2);!fortunately,!a!separate!study!administered!the!exploratory!study!

questionnaire!to!children!with!healthy!parents!(n!=!275)!(Cluver,!Operario,!Lane,!

&!Kganakga,!2012).!Data!were!collected!from!children!in!the!Cape!Flats!region!of!

Cape!Town,!where!most!of!the!data!in!the!exploratory!study!had!been!collected.!

Responsibility!time!burden!sums!were!derived!from!each!group’s!responses!to!

the!My&day!section!of!the!exploratory!study!questionnaire!(see&Chapter&3,!Section&

2.4.2).!Children!with!ill!parents!reported!a!mean!of!143.36!(SD!=!143.37)!minutes!

per!day!on!responsibilities.!Children!with!healthy!parents!reported!a!mean!of!

91.29!minutes!per!day!on!responsibilities!(SD!=!85.08).!!

The!resulting!averages!and!standard!deviations!were!analysed!using!the!

G*Power!3!statistical!analysis!programme!(Faul,!Erdfelder,!Lang,!&!Buchner,!

2007)!to!calculate!the!minimum!sample!size!necessary!for!multiple!regression!

analysis.!Additional!figures!were!required!to!calculate!the!minimum!sample!size,!

including!α!(.01),!β!(.99),!effect!size!(r!=!.22),!and!number!of!predictors!(14).!α!
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and!β!were!set!conservatively!to!account!for!a!large!number!of!regression!analY

yses!that!were!to!be!conducted.!Effect!size!was!calculated!using!the!means!and!

standard!deviations!of!each!group’s!responsibility!time!burdens!and!an!effect!

size!calculator!on!the!website!http://www.uccs.edu/~faculty/lbecker/.!The!

number!of!predictors!was!calculated!by!adding!the!number!of!potentially!modY

erating!socioYdemographic!factors!identified!in!the!literature!review!(10)!plus!

the!number!of!parental!illness!indicators!(four;!general!health!and!functioning,!

HIV/AIDSYillness,!other!chronic!illness,!and!mental!health).!Parental!illness!indiY

cators!are!described!in!greater!detail!in!the!next!section.!!

4 CrossDsectional&survey&design&

Research!materials!consisted!of!a!child!and!a!parent!questionnaire,!both!of!which!

are!presented!in!the!appendix.!Questionnaires!used!in!this!study!were!designed!

to!capture!data!for!multiple!analyses!beyond!the!scope!of!this!thesis,!though!this!

section!describes!only!those!relevant!to!its!research!questions.!!

4.1 Parental&illness&

The!parent!questionnaire!contained!several!measures!of!physical!and!mental!

health.!The!12YItem!Short!Form!Health!Survey!(Ware,!Kosinski,!&!Keller,!1996)!

was!used!to!assess!parent!general!health!and!functioning.!The!12Yitem!measure!

is!a!shortened!version!of!the!longer!36Yitem!Short!Form!Health!Survey,!which!

had!previously!been!validated!in!South!African!populations!(Kuo,!2010;!Ncama!

et!al.,!2008),!and!exhibits!a!high!degree!reliability!on!the!Physical!and!Mental!

Component!Scores!(α!=!0.83!and!α!=!0.95),!which!were!highly!correlated!to!

scores!on!the!36Yitem!measure!(r!=!0.951!and!r!=!0.969)!(Ware!et!al.,!1996).!GivY

en!the!equal!utility!of!either!measure,!the!shorter!version!of!the!Short!Form!
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Health!Survey!was!preferred!due!to!the!large!amount!of!material!in!the!parent!

questionnaire!and!the!possibility!of!respondent!fatigue!

Parental!HIV/AIDSYillness!was!assessed!via!a!verbal!autopsy!described!in!

Lopman!et!al.!(2006),!which!had!been!developed!in!Zimbabwe!to!identify!AIDSY

related!death!in!communities!with!greater!than!20%!HIVYprevalence.!The!verbal!

autopsy!exhibited!a!sensitivity!of!83%!and!specificity!of!75%!in!identifying!AIDSY

related!death.!To!meet!the!specific!needs!of!the!quantitative!survey!described!in!

this!chapter,!implementation!and!analysis!of!the!verbal!autopsy!was!adapted!in!

consultation!with!the!authors.!Additionally,!the!purpose!of!the!verbal!autopsy!in!

this!thesis!was!to!identify!HIV/AIDSYillness!rather!than!HIV/AIDSYrelated!death.!

Parents!were!categorised!based!on!the!number!of!symptoms!reported;!three!or!

more!symptoms!were!categorised!as!‘HIV/AIDSYill’!and!no!symptoms!as!‘nonY

HIV/AIDSYill.’!Parents!reporting!one!or!two!symptoms!were!assessed!via!disY

criminatory!factor!analysis,!which!exhibited!87%!accuracy!in!identifying!

HIV/AIDSYillness.!Other!indicators!of!HIV/AIDSYillness!included!a!CD4!count!of!≤!

200!cells/mm3,!child!or!parental!reports!that!the!parent!was!taking!ART,!and!exY

plicit!disclosure.!Use!of!the!verbal!autopsy!had!two!major!advantages!over!relyY

ing!on!participants!voluntarily!disclosing!their!status.!First,!it!allowed!for!identiY

fication!of!HIV/AIDSYillness!without!stigmatising!participants.!Second,!some!paY

tients!would!have!been!unaware!of!their!HIVYstatus!and!would!thus!have!been!

unable!to!disclose!it.!Parents!were!also!asked!about!additional!illnesses,!which!

included!tuberculosis,!cancer,!diabetes,!epilepsy,!asthma,!hypertension,!arthritis,!

and!any!other!type!of!disability.!These!illnesses!were!derived!from!the!Health!
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Systems!Trust!Annual!Review!(DOH!&!Medical!Research!Council,!2007)!and!the!

Demographic!and!Health!Survey!(Ijumba!&!Padarath,!2006).!!

Mental!health!was!assessed!using!standardised!measures!of!anxiety!and!depresY

sion.!Parental!anxiety!was!assessed!using!the!Beck!Anxiety!Inventory!(Beck,!

Epstein,!Brown,!&!Steer,!1988),!a!21Yitem!scale!that!exhibits!high!degree!of!reliaY

bility!(α!=!0.94)!(Fydrich,!Dowdall,!&!Chambless,!1992)!that!has!been!used!in!

South!African!populations!(A.!L.!Pillay,!2001;!A.!L.!Pillay,!Edwards,!Sargent,!&!

Dhlomo,!2001;!A.!L.!Pillay!&!Sargent,!1999;!A.!L.!Pillay!&!Schoubben!Hesk,!2001;!

Steele,!2003).!The!Center!for!Epidemiological!Studies!Depression!Scale!(Radloff,!

1977)!was!used!to!determine!parental!depression.!The!20Yitem!scale!has!been!

assessed!for!cultural!validity!in!South!African!populations!(Smit,!Van!den!Berg,!

Bekker,!Seedat,!&!Stein,!2006)!where!it!exhibits!a!high!degree!of!reliability!(α!=!

0.88Y0.91)!(Hamad,!Fernald,!Karlan,!&!Zinman,!2008;!Stetz!&!Brown,!2004).!

4.2 SocioDdemographic&variables&

Child!and!parent!age,!gender,!genderYmatching,!and!level!of!education!were!asY

sessed!using!demographic!questions!from!the!South!African!Census!(Statistics!

South!Africa,!2001a).!Child/parent!relationships!were!divided!into!three!categoY

ries:!biological,!grandparent,!and!foster.!Categorisations!were!based!on!qualitaY

tive!evidence!in!the!literature!review!suggesting!that!grandparents!often!require!

care!due!to!age!and!frailty!while!foster!parents!sometimes!agree!to!adopt!a!child!

in!direct!exchange!for!their!labours.!It!was!suspected!that!differences!in!parentY

ing!relationships!would!manifest!as!differences!in!parenting!quality.!In!prelimiY

nary!analyses,!the!parent!types!were!compared!on!parenting!quality!using!chilY
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dren’s!responses!to!the!Alabama!Parenting!Questionnaire!(Elgar,!Waschbusch,!

Dadds,!&!Sigvaldason,!2007).!

The!ratio!of!adults!to!children!was!used!to!determine!adult!presence.!The!

adult:child!ratio!was!used!rather!than!the!dependency!ratio,!which!includes!

adults!≥!65!years!as!dependents.!In!this!study,!though!adults!≥!65!years!were!asY

sumed!to!require!care!on!a!not!infrequent!basis,!they!were!considered!to!be!acY

tive!participants!in!childcare!and!household!maintenance!due!to!health!and!deY

mographic!circumstances!limiting!the!number!of!ableYbodied,!younger!adults.!

Child/parent!pairs!were!categorised!as!urban!or!rural!based!on!the!site!in!which!

they!had!been!recruited.!Poverty!was!assessed!using!three!measures.!The!first!

consisted!of!two!items!from!South!African!Food!Consumption!Survey!(Labradios,!

2000).!The!second!consisted!of!the!top!eight!socially!perceived!necessities!for!

children!from!the!Indicators!of!Poverty!and!Social!Exclusion!(Wright,!2008),!each!

item!having!been!endorsed!by!over!80%!of!respondents!in!the!nationally!repreY

sentative!South!African!Social!Attitudes!Survey!(U.!Pillay,!Roberts,!&!Rule,!2006).!

Both!of!these!measures!were!administered!to!children.!The!third!measure!was!

the!Economic!Asset!Index!(Filmer!&!Pritchett,!1998,!2001),!which!has!been!

adapted!to!the!South!African!context!with!factor!and!principal!component!analyY

sis!of!Demographic!and!Health!Survey!data!on!ownership!and!access!(Booysen,!

2001;!cited!in!Kuo,!2010).!Social!support!was!assessed!using!parent!responses!to!

the!Medical!Outcomes!Study!(MOS)!Social!Support!Survey!(Sherbourne!&!

Stewart,!1991),!which!had!been!used!in!South!Africa!prior!to!this!study!(Brandt,!

2007;!cited!in!Breuer,!Myer,!Struthers,!&!Joska,!2011;!Swartz!et!al.,!2005).!Access!

to!healthcare!was!measured!by!children’s!estimates!of!travel!time!to!their!local!
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clinic,!a!known!indicator!of!healthcare!utilisation!in!KwaZuluYNatal!province!

(Tanser!et!al.,!2006).!Both!children!and!parents!were!asked!whether!a!home!

communityYbased!carer!had!visited!their!household!in!the!previous!month;!

houses!were!categorised!as!‘visited’!if!either!child!or!parent!answered!yes!to!this!

question.!

4.3 Outcomes&–&The&Child&Responsibility&Measure&

All!outcomes!in!the!quantitative!survey!were!assessed!with!a!tool!created!using!

data!from!the!literature!review!and!the!exploratory!study.!This!measure,!a!23Y

item!survey!called!the!Child!Responsibility!Measure!(Table&4.1),!captured!inforY

mation!on!whether!a!child!engaged!in!a!specific!responsibility,!how!many!times!

in!the!previous!week!he!or!she!had!engaged!in!it,!and!how!long!it!took!each!day.!

Similar!responsibilities!were!collapsed!into!one!item,!such!as!‘collect!fireY

wood/make!fires.’!The!various!incomeYgenerating!activities!were!summarised!in!

one!variable!that!included!a!qualitative!section!where!children!could!indicate!the!

exact!nature!of!their!work:!‘doing!jobs!for!money!(what!kind…?).’!This!reduced!

the!number!of!items!in!the!measure,!which!can!sometimes!be!too!long!for!child!

participants!(Joseph!et!al.,!2009)!while!allowing!for!a!broad!range!of!responses.!

Additionally,!farm!work,!whether!subsistence!or!commercial,!was!included!deY

spite!being!very!uncommon!in!the!exploratory!study.!It!was!suspected!that!farm!

work!was!anomalously!rare!in!the!Western!Cape!province!compared!to!the!rest!

of!subYSaharan!Africa!given!the!numerous!mentions!in!literature!review!articles,!

and!was!suspected!to!be!more!common!in!KwaZuluYNatal.!

Regrettably,!the!variable!‘feed/help!an!adult!to!eat’!was!unintentionally!excluded!

from!the!Child!Responsibility!Measure,!an!error!only!discovered!well!after!all!daY
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ta!had!been!collected!and!analysed!(December!2012).!‘Feed/help!an!adult!to!eat’!

was!one!of!the!most!frequently!identified!intimate!care!responsibilities!in!the!litY

erature!review!(Chapter&2,!Section&3.3.1,!Table&2.5),!and!the!most!prevalent!in!the!

exploratory!study!(Chapter&3,!Section&3.2,!Table&3.2).!Its!unfortunate!exclusion!

from!the!measure!was!not!for!any!scientific!or!logistical!reason;!it!was!an!overY

sight!of!its!creator,!the!author!of!this!thesis,!who!recommends!that!any!future!

use!of!this!measure!include!the!‘feed/help!an!adult!to!eat’!variable.!
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Table.4.1..
Child'Responsibility'Measure'

Responsibility. How.many.days.in.
the.week?. How.long.does.this.take.you?.

1)!Wash!other!people’s!clothes! ! !

2)!Clean!your!home,!yard,!or!other!parts!of!the!
house!

! !

3)!Work!in!food!garden!or!tend!animals! ! !

4)!Fetch!water! ! !

5)!Collect!firewood/make!fires! ! !

6)!Do!the!grocery!shopping! ! !

7)!Cook!for!other!people! ! !

8)!Wash!the!dishes! ! !

9)!Do!jobs!for!money!(what!kind?...........)! ! !

10)!Walk!your!siblings/other!children!to!
school/crèche!

! !

11)!Wash!your!siblings/other!children! ! !

12)!Feed!your!siblings/other!children! ! !

13)!Collect!medicine!from!the!clinic!for!a!sick!
person!

! !

14)!Remind!a!sick!person!to!take!their!mediY
cine!

! !

15)!Give!a!sick!person!their!mediY
cine/treatment!(what!kind?...........)!

! !

16)!Take!a!sick!person!to!the!clinic! ! !

17)!Help!a!sick!person!to!get!dressed! ! !

18)!Massage!a!sick!person/rub!body! ! !

19)!Stay!with!sick!person! ! !

20)!Wash!or!bathe!a!sick!person!(feet,!face,!or!
other!parts)!

! !

21)!Help!a!sick!person!get!around!the!house! ! !

22)!Help!a!sick!person!to!use!the!toilet! ! !

23)!Clean!up!after!person!has!been!sick!(vomit,!
diarrhoea!or!other!bodily!fluids)!

! !

!

4.4 Translation&

Similar!to!the!translation!strategy!that!was!used!in!the!exploratory!study,!all!

questionnaire!materials!were!translated!into!isiZulu!via!a!fourYstep!process!reitY

erated!here:!
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1) A!native!isiZuluYspeaker!who!was!fluent!in!English!translated!
information!in!the!questionnaires,!information!sheet,!and!conY
sent!forms!from!English!to!isiZulu.!

2) Research!staff!interviewers!who!were!not!involved!in!the!origiY
nal!translation!backYtranslated!items!from!isiZulu!to!English.!

3) BackYtranslation!was!compared!to!the!original!EnglishYlanguage!
questionnaire!to!determine!whether!content!and!meaning!had!
been!preserved.!!

4) The!project!managers,!one!of!whom!is!the!author!of!this!thesis,!
research!team!interviewers,!and!field!coordinators!discussed!
inconsistencies!between!the!original!and!backYtranslation.!The!
goal!of!these!discussions!was!to!ensure!the!quality!of!the!transY
lation!and!all!research!team!members!shared!a!consistent!unY
derstanding!of!the!meanings!of!the!questionnaires’!items.!The!
final!step!repeated!itself!until!project!managers,!interviewers,!
and!field!coordinators!agreed!on!the!meanings!of!items!and!the!
translated!counterparts.!

5 Research&staff&

Two!project!managers,!one!of!whom!is!the!author!of!this!thesis,!supervised!reY

search!staff!in!the!two!field!sites!and!the!Durban!office.!This!section!describes!the!

project’s!research!staff.!

5.1 Field&staff&

Field!staff!consisted!of!field!coordinators!(2),!interviewers!(15),!security!escorts!

(4;!urban!site!only),!and!community!guides!(5;!rural!site!only).!Field!coordinaY

tors!identified!designated!subYdistricts,!supervised!interviewers!in!the!field,!and!

assessed!hardcopy!questionnaires!for!quality.!Interviewers!were!responsible!for!

approaching!designated!homes,!assessing!for!eligibility,!and!conducting!interY

views,!in!addition!to!responding!to!ethical!issues!in!the!field,!including!reporting!

suspected!cases!of!abuse!to!field!coordinators!and!project!managers.!InterviewY

ers!were!required!to!be!fluent!in!both!isiZulu!and!English.!!

Urban!field!staff!applicants!were!recruited!through!the!University!of!KwaZuluY

Natal!and!shortlisted!based!on!the!strength!of!their!CVs!for!an!inYoffice!interview.!
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Successful!applicants!were!selected!based!on!responses!during!inYoffice!interY

views!and!previous!work!with!University!of!Oxford!projects!(Kuo,!2010).!

In!the!urban!site,!field!coordinators!and!interviewers!were!trained!in!an!office!in!

the!Health,!Economics,!and!HIV/AIDS!Research!Division!of!the!University!of!

KwaZuluYNatal.!Training!focused!on!introducing!the!project,!determining!eligibilY

ity,!administering!the!questionnaire,!and!ethical!considerations!including!obtainY

ing!informed!and!voluntary!consent!and!managing!referrals.!All!field!team!memY

bers!were!provided!with!a!Fieldwork&Pack!for!reference,!which!is!included!in!the!

appendix!along!with!an!example!of!the!training!schedule.!

Training!in!the!rural!site!was!conducted!in!a!building!of!research!partner!ThoY

lulwazi!Uzivikele,!who!also!recruited!applicants.!The!training!process!was!simiY

lar!to!that!in!the!urban!site!with!some!variations.!Given!the!lack!of!exposure!to!

research!in!the!rural!site,!applicants!were!initially!screened!based!on!their!CV!for!

literacy!and!English!language!skills!rather!than!research!experience!(of!which!

there!was!none),!from!which!a!group!of!30!trainees!were!selected.!Based!on!the!

recommendations!of!research!partner!Tholulwazi!Uzivikele,!all!30!shortlisted!

applicants!were!given!training!in!the!same!categories!described!above!and!then!

observed!practicing!the!questionnaire!with!each!other.!Applicants!were!then!asY

sessed!on!retention!of!knowledge,!ability,!and!personality.!All!potential!interY

viewers!who!attended!the!training!received!a!certificate,!an!example!of!which!is!

presented!in!the!appendix.!Ten!applicants!were!then!selected!for!more!intensive!

training!to!become!interviewers!(one!left!after!completing!her!training!to!take!a!

job!at!a!newly!opened!KFC).!In!addition!to!staff!recruited!in!the!rural!site,!six!inY
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terviewers!and!one!field!coordinator!relocated!to!Umhlabuyalingana!to!continue!

working!with!the!project!and!assisted!with!the!practice!portions!of!training.!!

!

Image'3.1:.Interviewer.Siyabonga.Msomi,.wearing.a.project.shirt.and.identification.badge,.adminisD
ters.a.Teen'Talk.questionnaire.to.a.young.girl.in.the.urban.research.field.site.(Lamontville).

Security!escorts!and!community!guides!served!similar!functions!to!one!another,!

though!there!were!fundamental!differences!in!their!roles!based!on!the!requireY

ments!of!each!field!site.!In!the!urban!area,!high!levels!of!violent!crime!created!

safety!concerns!for!all!staff!in!the!field.!The!presence!of!security!escorts!deterred!

crime!by!projecting!community!legitimacy!on!the!project!and!implying!conseY

quences!for!anyone!causing!problems!for!team!members.!In!the!rural!site,!comY

munity!guides!also!provided!community!legitimacy,!where!community!members!

often!distrusted!the!motives!of!field!staff,!and!led!field!staff!through!the!difficult!
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and!vast!terrain,!where!it!was!easy!to!become!disoriented!and!lost.!Both!of!these!

concerns!are!discussed!in!more!detail!in!Section&8!of!this!chapter.!Security!esY

corts!were!referred!to!the!project!through!the!Ward!Councillors!of!Wards!74!and!

75.!Community!guides!were!former!home!communityYbased!carers!selected!from!

among!interviewer!applicants!who!had!received!training!but!did!not!meet!the!

specific!criteria.!

5.2 Data&team&

The!data!team!consisted!of!four!data!enterers!and!one!data!manager!who!were!

based!in!an!office!at!the!Health,!Economics,!and!HIV/AIDS!Research!Division!of!

the!University!of!KwaZuluYNatal!in!Durban.!The!primary!role!of!the!data!team!

was!to!convert!hardcopy!data!into!an!electronic!SPSS!database,!but!included!othY

er!responsibilities!such!as!telephonically!confirming!or!supplementing!incomY

plete!information!from!questionnaires!with!interviewed!participants.!Telephonic!

confirmation!and!supplementation!were!only!done!when!the!required!inforY

mation!was!not!considered!sensitive.!The!data!manager!was!responsible!for!

merging!databases!into!a!main!file,!quality!controlling!data!entries,!and!ensuring!

the!secure!storage!of!hardcopy!data.!Data!team!members!were!recruited!through!

the!University!of!KwaZuluYNatal.!Applicant!CVs!were!shortlisted!for!interviews!

based!on!previous!experience!working!with!databases.!During!interviews,!appliY

cants!were!asked!to!transfer!hardcopy!data!to!an!electronic!database!and!comY

pare!another!entry!with!hardcopy!data!to!detect!and!correct!any!errors.!Data!

team!members!were!trained!on!inputting!and!merging!data!with!the!assistance!

of!an!expert!in!statistical!analyses!from!the!University!of!KwaZuluYNatal.!!
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In!the!rural!site,!a!supplemental!team!of!four!office!workers!assisted!with!the!

quality!control!process,!described!in!the!next!section.!Office!staff!members!were!

also!responsible!for!inventorying!questionnaire!materials!and!creating!interview!

packs!for!field!staff.!Office!staff!members!were!recruited!from!among!the!trained!

applicants!who!had!not!been!selected!as!interviewers!in!the!rural!site.!!

6 Data&collection&

Children!and!parents!completed!selfYreport!questionnaires!with!the!assistance!of!

interviewers;!participants!were!given!the!option!to!complete!questionnaires!on!

their!own.!Given!low!participant!literacy!rates,!particularly!in!the!rural!field!site,!

interviewers!often!read!the!entire!questionnaire!to!participants.!Interviews!were!

conducted!mostly!in!isiZulu,!with!qualitative!responses!recorded!in!English!

based!on!interviewer!translations.!!

6.1 Quality&control&and&data&management&

All!completed!questionnaires!were!quality!controlled!at!three!levels.!At!the!first!

level,!interviewers!checked!completed!questionnaires!before!leaving!particiY

pants’!homes!to!address!any!readily!apparent!errors!in!addition!to!a!final!check!

of!all!completed!questionnaires!at!the!end!of!each!workday.!Questionnaire!pairs!

without!identified!errors!were!submitted!to!field!coordinators.!At!first,!field!coY

ordinators!evaluated!every!questionnaire!for!quality,!transitioning!to!spotY

checking!a!portion!of!questionnaires!as!quality!and!output!increased.!!

The!second!level!of!quality!control!differed!slightly!between!the!urban!and!rural!

sites.!In!the!urban!site!project!managers!checked!all!submitted!questionnaires;!in!

the!rural!site,!office!staff!checked!all!submitted!questionnaires!and!project!manY
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agers!only!a!fraction.!Every!questionnaire!was!assessed!by!two!members!of!the!

office!staff;!if!either!identified!an!error!in!the!questionnaire!it!was!returned!to!

the!interviewer!for!correction.!In!these!cases,!the!interviewer!was!responsible!

for!returning!to!the!interviewed!participant!for!clarification,!correction,!and!

completion,!and!resubmitting!the!questionnaire.!Questionnaires!that!passed!this!

stage!of!quality!control!were!sent!to!the!Durban!office!for!data!entry.!

The!third!level!of!quality!control!occurred!during!data!entry.!This!was!often!the!

most!thorough!level!of!quality!control,!as!successful!entry!into!the!database!reY

quired!close!attention!to!the!questionnaire.!Data!enterers!could!return!questionY

naires!to!the!field!for!correction,!but!as!discussed!in!Section&5.2!of!this!chapter,!

more!often!they!telephonically!contacted!participants!to!address!errors.!

6.2 Data&entry&and&storage&

Enterers!captured!hardcopy!data!from!submitted!paper!questionnaires!into!the!

database!on!a!new,!blank!SPSS!database!each!day.!At!the!end!of!each!day,!the!daY

ta!manager!merged!the!separate!databases!into!two!databases!for!child!and!parY

ent!responses.!Once!data!had!been!entered,!questionnaires!were!kept!in!a!locked!

storage!room!with!a!rigid!protocol!and!documentation!process!for!access.!At!the!

end!of!data!entry,!the!data!manager!merged!child!and!parent!databases!into!one!

comprehensive!database.!All!data!entry!took!place!between!October!2009!and!

December!2010.!

7 Analysis&
Quantitative!survey!data!were!analysed!in!SPSS!versions!18Y20!in!four!steps:!

cleaning,!descriptives,!bivariate!associations,!and!multiple!regressions.!All!four!

steps!were!performed!using!syntax.!This!section!describes!each!step!in!kind.!
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7.1 Data&cleaning&&
Cleaning!of!survey!data,!which!was!conducted!in!consultation!with!an!expert!in!

statistical!analysis!from!the!University!of!KwaZuluYNatal,!consisted!of!creating!

new!variables!reflecting!the!scores!on!standardised!measures!and!correcting!

outliers,!errors,!and!missing!values!that!would!skew!the!results!of!analysis.!

Scores!from!standardised!measures!were!achieved!either!through!recommended!

scoring!techniques,!as!with!the!12YItem!Short!Form!Health!Survey,!or!based!on!

interpretations!from!previous!research.!Each!scoring!rationale!and!technique!is!

described!alongside!the!descriptive!statistics!of!each!measure!in!the!next!chapY

ter.!Every!change!was!made!using!syntax,!or!barring!that,!a!note!in!the!syntax!

file,!to!preserve!the!integrity!of!the!database,!leaving!an!electronic!record!of!any!

changes.!

Typographical!and!input!errors!were!corrected!if!the!intended!entry!was!apparY

ent!(e.g.,!invalid!entry!of!‘11’!where!valid!entries!are!between!1Y4,!recoded!to!‘1’!

in!syntax).!Missing!values!in!categorical!or!continuous!data!fields!were!corrected!

with!two!types!of!mean!imputation,!guided!by!Schlomer,!Bauman,!and!Card!

(2010).!Sample!mean!imputation,!which!involved!replacing!missing!values!with!

the!entire!sample’s!mean!response,!was!used!with!‘stand!alone’!data!(i.e.,!data!

that!were!not!part!of!a!larger!measure).!An!example!of!this!type!question!would!

be!the!number!of!asthma!attacks!a!person!had!in!the!previous!month;!if!the!reY

spondent!indicated!the!presence!of!asthma!but!the!entry!for!number!of!attacks!

was!missing,!the!missing!value!would!be!recoded!to!the!mean!number!of!attacks!

reported!by!every!other!participant!who!indicated!having!asthma.!The!second!

was!entry!mean!imputation,!which!used!the!participant’s!mean!score!on!a!scale!

to!replace!missing!values,!provided!the!scale!contained!at!least!50%!valid!enY
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tries.!Though!the!methods!used!to!replace!missing!values!in!data!cleaning!can!

result!in!biased!variance!and!coYvariance!estimates!(Carter,!2006;!Schlomer!et!

al.,!2010)!the!risk!was!minimised!by!the!low!proportion!of!missing!values!(<!

1%).!

7.2 Descriptive&statistics&
Categorical!predictor!variables!including!parent!type!are!described!using!freY

quencies!and!n,!and!continuous!predictor!variables!with!means!and!standard!deY

viations.!Standardised!measures!are!presented!with!αYcoefficients!to!assess!the!

internal!reliability!of!scales,!using!the!following!indicators!described!in!D.!George!

and!Mallery!(2003):!‘_!>!.9!–!Excellent,!_!>!.8!–!Good,!_!>!.7!–!Acceptable,!_!>!.6!–!

Questionable,!_!>!.5!–!Poor,!_!<!.5!–!Unacceptable,’!(p.!231).!All!continuous!predicY

tor!variables!were!assessed!for!skewness!and!Kurtosis!(peakedness).!

Data!on!skewness!and!Kurtosis!were!presented!only!for!abnormally!distributed!

continuous!predictor!variables.!Acceptable!ranges!are!+/Y!1.90!for!skewness!and!

+/Y!3!for!Kurtosis.!Those!falling!outside!the!acceptable!range!for!either!skewness!

(positive!only)!or!Kurtosis!were!transformed!using!either!a!logarithmic!or!

square!root!transformation;!negatively!skewed!variables!were!reversed!before!

transformation.!All!transformations!required!values!above!0;!sufficient!values!

were!added!to!continuous!variables!that!ranged!at!or!below!zero!before!transY

formation.!For!example,!if!0!were!the!lowest!value!+1!was!added!to!all!values!

within!the!variable;!if!Y6!were!the!lowest!value!+7!was!added!to!all!values!within!

the!variable!and!so!on.!In!other!cases,!the!variables!were!dichotomised!if!there!

was!a!good!theoretical!rationale!or!existing!research!guiding!such!binary!categoY

risation.!Descriptive!statistics!are!presented!in!Chapter&5,!Sections&2!and!3.!
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7.3 Bivariate&associations&
Bivariate!analyses!were!conducted!to!determine!what!predictor!variables!would!

be!included!in!multiple!regression!models!in!conjunction!with!evidence!from!the!

literature!review!and!theoretical!considerations.!Predictors!were!parental!illness!

and!socioYdemographic!variables,!and!outcomes!were!child!responsibility!variaY

bles.!Additional!bivariate!analyses!were!conducted!to!reduce!the!risk!of!multicolY

linearity!in!regression!analyses!where!there!were!multiple!indicators!of!the!same!

factor!(e.g.,!poverty)!or!if!there!were!theoretical!reasons!to!assume!a!relationship!

between!the!factors!(e.g.,!poverty!and!living!in!a!rural!area).!Multicollinearity!

and!its!associated!problems!are!discussed!in!the!next!section.!!

Group!differences!(two!groups)!were!assessed!with!a!tYtest!for!continuous!outY

comes!or!Pearson’s!ChiYsquare!for!dichotomous!variables.!Continuous!predictors!

with!either!continuous!or!dichotomous!outcomes!were!analysed!using!a!PearY

son’s!r.!ANOVAs!were!used!to!determine!differences!where!there!were!three!or!

more!comparison.!Though!generally!used!for!continuous!variables,!Lunney!

(1970)!considers!ANOVA!to!appropriate!for!dichotomous!outcomes!provided!

there!are!at!least!20!degrees!of!freedom!if!the!smallest!response!category!is!at!

least!.2,!or!at!least!40!degrees!of!freedom!if!the!smallest!category!response!is!beY

low!.2.!Though!there!were!a!large!number!of!bivariate!analyses,!cutYoff!for!signifY

icance!was!set!at!p&≤!.05!as!the!associations!were!primarily!used!to!determine!

inclusion!in!multiple!regression!analyses!rather!than!to!draw!conclusions!reY

garding!the!relationship!between!parental!illness,!socioYdemographic!variables,!

and!child!responsibilities.!However,!some!of!the!findings!in!bivariate!association!

analyses!are!used!to!contextualise!the!findings!of!regression!analyses.!Results!of!

bivariate!analyses!are!presented!in!Chapter&5,!Section&4.!
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7.4 Multiple&regression&analyses&
Multiple!regression!analyses!were!conducted!to!answer!the!following!research!

questions:!

Predictors'of'children'caring'for'their'parents'

• Does!parental!illness!predict!children’s!engagement!in!intimate!or!
medical!care?!

• What!other!factors!predict!children’s!engagement!in!intimate!or!
medical!care?!

Predictors'of'children’s'responsibility'workload'

• Does!parental!illness!predict!greater!responsibility!workloads!in!
children?!

• What!other!factors!predict!greater!responsibility!workloads!in!chilY
dren?!

There!were!two!stages!of!multiple!regression!analysis:!preliminary!examination!

of!individual!parental!illnesses!and!stepwise!regression!analyses.!Preliminary!

regression!analyses!were!conducted!to!determine!the!predictive!nature!of!four!

types!of!parental!illness!separately!(poor!physical!health,!HIV/AIDS,!chronic!illY

ness,!and!depression!or!anxiety)!on!child!responsibility!outcomes!to!avoid!multiY

collinearity,!or!when!two!predictor!variables!have!a!high!degree!of!interdependY

ence!or!strong!linear!relationship.!As!the!predictor!variables!within!a!regression!

model!control!for!one!another,!multicollinearity!presents!a!problem!‘both!to!the!

proper!specification!and!the!effective!estimate!of!the!type!of!structural!relationY

ship!commonly!sought!through!the!use!of!regression!techniques,’!(Farrar!&!

Glauber,!1967,!p.!93).!In!other!words,!including!two!closely!associated!variables!

in!a!regression!model!reduces!the!ability!of!the!analysis!to!identify!what!would!

otherwise!be!significant!associations.!
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The!second!stage!of!multiple!regression!analyses!consisted!of!stepwise!regresY

sions!that!included!all!relevant!parental!illness!indicators!and!socioY

demographic!factors.!SocioYdemographic!variables!were!grouped!together!based!

on!the!hypothesised!socioYeconomic!model!(Figure&4.3).!For!each!child!responsiY

bility!outcome,!predictor!variable!groups!were!introduced!in!successive!models!

with!forwardYentry!blocks.!As!the!research!questions!pertained!to!impact!of!paY

rental!illness!on!child!responsibility!and!the!moderating!impact!of!socioY

demographic!variables,!each!regression!model!included!at!least!one!parental!illY

ness!variable,!which!was!always!in!the!first!block.!This!also!allowed!for!assessY

ment!of!the!moderating!impact!of!socioYdemographic!variables!with!the!introY

duction!of!each!successive!block.!Subsequent!blocks!were!parent!type,!followed!

by!household/community!factors,!and!child!demographics.!

Linear!regressions!were!used!to!assess!predictor!variables!impact!on!children’s!

total!responsibility!time,!a!continuous!outcome!variable.!Logistic!regressions!

were!used!with!dichotomous!child!responsibility!outcomes!(engagement!in!intiY

mate!care,!medical!care,!childcare,!and!incomeYgenerating!activities)!and!reportY

ed!as!odds!ratios!(OR)!with!confidence!intervals.!Given!the!large!number!of!reY

gression!analyses!conducted!in!this!thesis,!significance!is!assessed!at!a!conservaY

tive!p!≤!.01!with!99%!confidence!intervals!(CI)!given!for!odds!ratios.!Predictor!

variables!for!total!responsibility!time,!a!continuous!variable,!were!reported!as!

standardised!coefficients!to!allow!for!the!comparison!of!the!relative!strengths!of!

different!predictors!(i.e.,!between!dichotomous!and!continuous!predictors).!

Logistic!regressions!were!used!for!dichotomous!outcomes!because!the!resulting!

coefficients!from!linear!regressions,!while!showing!direction!and!relative!magniY
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tude!of!an!effect,!are!not!interpretable!for!several!reasons.!First,!dichotomous!

dependent!variables!have!minimum!and!maximum!values!of!0!and!1.!Predicted!

values!in!a!linear!regression!extend!in!either!direction!indefinitely,!and!unless!

the!slope!of!the!line!is!0,!it!will!produce!values!that!are!both!less!than!0!and!

greater!than!1.!Such!values!provide!limited!insight!into!the!probability!of!an!outY

come.!Second,!linear!regressions!rely!on!assumptions!of!normality!and!homoY

scedasticity,!or!equal!statistical!variance!from!the!regression!line,!of!data;!given!

only!two!possible!values,!dichotomous!data!can!be!neither.!While!violation!of!the!

former!assumption!is!not!so!problematic!with!large!sample!sizes,!in!the!latter!it!

results!in!greatly!overestimated!standard!errors!of!a!model,!rendering!signifiY

cance!tests!invalid!(Pampel,!2000).!!

Odds!ratios!are!used!instead!of!risk!ratios!to!express!the!impact!of!predictor!varY

iables!upon!dichotomous!outcomes!as!they!are!considered!the!best!estimate!of!

relative!risk!in!logistic!regressions!(Deeks,!1998).!Unlike!risk!ratios,!odds!ratios!

can!be!used!to!express!the!regression!coefficient!in!multiple!regression!analysis!

of!dichotomous!outcomes!(Altman!&!Deeks,!1998;!Bland!&!Altman,!2000;!Glas,!

Lijmer,!Prins,!Bonsel,!&!Bossuyt,!2003).!However,!odds!ratios!must!be!interpretY

ed!with!caution;!whereas!risk!ratios!are!more!intuitive!(e.g.,!a!relative!risk!of!2!

indicates!that!the!presence!of!a!predictor!increases!the!risk!of!an!outcome!occurY

ring!by!a!factor!of!2),!odds!ratios!greatly!exaggerate!risk!in!either!direction,!parY

ticularly!if!instances!of!the!outcome!are!relatively!common!in!the!sample!(>!

10%)!(Altman!&!Deeks,!1998;!Deeks,!1998;!Sedgwick!&!Marston,!2011;!Zhang!&!

Yu,!1998).!Additionally,!there!is!some!debate!around!whether!the!appropriate!

expression!of!the!magnitude!of!significant!effects!is!‘odds’!or!‘likelihood’!
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(Barendregt,!2010;!Sedgwick!&!Marston,!2010,!2011).!In!this!thesis,!magnitude!

of!significant!effects!in!logistic!regressions!is!described!in!terms!of!‘odds’!to!

avoid!conflating!odds!ratios!and!relative!risk!and!thus!overstating!observed!efY

fects.!

Predictor!variables!were!selected!for!bivariate!associations!with!individual!outY

comes!and!the!theoretical!associations!outlined!in!the!literature!review!(Chapter&

2).!Parent!type,!a!categorical!variable!with!three!possible!values,!was!separated!

into!three!dummy!variables:!biological!parent,!grandparent,!and!foster!parent.!

Biological!parent!served!as!the!constant!in!regressions.!
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Figure'4.3:.Hypothesised.Conceptual.Framework.of.Interaction.Between.Parental.Illness,.SocioD
Demographic.Factors,.and.Child.Responsibility.
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8 Research&challenges&and&constraints&

Challenges!in!the!urban!area!consisted!primarily!of!threats!of!violent!crime!and!

inclement!weather!in!the!form!of!extreme!rain!and!heat.!Project!managers,!in!

consultation!with!local!police,!the!Ward!Councillor,!and!staff!members!familiar!

with!the!dangers!of!fieldwork!in!townships,!devised!strategies!to!minimise!the!

risk!of!crime.!Discussions!resulted!in!the!conclusion!that!community!acceptance!

was!most!crucial!to!security!in!the!field.!Prior!to!launch!two!security!escorts!

whom!the!Ward!Councillor!referred!to!the!project!were!hired!to!accompany!field!

staff!between!households.!Other!measures!adopted!to!ensure!security!included:!

female!staff!always!traveling!in!pairs!or!with!a!male!staff!member!or!security!esY

cort;!never!displaying!highly!desirable!objects!like!jewellery,!money,!or!mobile!

phones;!making!sure!a!field!coordinator,!project!manager,!or!security!escort!

knew!staff!whereabouts!at!all!times;!and!parking!vehicles!at!the!home!of!someY

one!known!to!a!security!escort.!
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!

Image'4.2:.Security.Escort.Nana.Tau.in.an.informal.settlement.of.the.urban.field.site.(Lamontville).

Extreme!weather!cost!the!study!valuable!fieldwork!time;!almost!no!fieldwork!

was!conducted!in!November!2009!due!to!heavy!rains.!Durban’s!hilly!terrain!and!

lack!of!shade!made!extreme!heat,!often!exceeding!40˚C,!a!challenge!to!interviewY

ers!and!field!coordinators,!who!walked!from!household!to!household.!Project!

managers!provided!coolers!and!water!bottles!to!help!field!staff!cope!with!the!

heat.!Regardless,!fieldwork!on!extremely!hot!days!was!often!shortened.!

In!addition!to!security!and!weather!issues!in!the!urban!site,!there!were!challengY

es!with!regards!to!the!rapidly!changing!geography!of!Lamontville,!where!entire!

Enumerator!Areas!had!been!demolished!and!rebuilt!within!the!span!of!fieldwork.!

Though!some!governmentYissued!homes!had!been!built!before!urban!fieldwork!

finished,!these!homes!were!not!approached!for!interviews!as!this!would!have!
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negated!randomisation!and!introduced!bias!(e.g.,!interviewing!families!with!

newly!received!homes).!

The!rural!field!site!presented!different!challenges,!many!of!which!are!detailed!in!

a!published!account!of!this!portion!of!data!collection!(Casale,!Lane,!Sello,!Kuo,!&!

Cluver,!2013).!Unlike!the!urban!site,!crime!was!not!a!major!issue!in!UmhlabuyaY

lingana,!though!there!were!still!implicit!threats!of!violence!to!the!field!team.!LoY

cal!staff!and!research!partner!Tholulwazi!Uzivikele!informed!project!managers!

that!no!research!had!been!ever!conducted!in!the!area.!As!a!result,!community!

members!were!unfamiliar!with!the!purposes!of!research,!often!confusing!it!for!

either!a!government!programmes!to!provide!immediate!assistance!and!money!or!

a!plot!against!the!community.!Accusations!against!the!project’s!intentions!inY

cluded!Satanism,!stealing!children!to!sell!to!China,!or!tricking!community!memY

bers!into!signing!away!their!property!(in!the!consent!forms).!In!several!cases,!

God!was!invoked!to!scare!away!field!team!members,!and!in!one!frightening!inY

stance,!an!interviewer!and!field!coordinator!were!compelled!to!pray!to!prove!

they!were!not!Satanists!while!a!man!stood!by!with!a!panga!knife,!or!machete,!to!

supervise.!He!later!told!the!interviewer!that!if!either!she!or!the!field!coordinator!

were!male,!he!would!have!attacked!them.!The!accusations!also!led!to!the!less!

dangerous!but!more!frequent!problem!of!refusal.!To!counteract!this!problem,!

research!materials!were!altered!to!highlight!the!project’s!working!relationship!

with!Tholulwazi!Uzivikele,!which!was!respected!throughout!the!community.!FurY

ther,!community!guides,!who!also!had!worked!in!many!of!the!communities!as!

home!communityYbased!carers!for!Tholulwazi!Uzivikele,!were!given!more!trainY

ing!to!introduce!the!project!prior!to!the!arrival!of!interviewers,!and!began!disY
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tributing!isiZuluYlanguage!flyers!that!had!been!designed!to!address!community!

members’!concerns!and!included!the!phone!number!of!an!isiZuluYspeaking!staff!

member.!

Also!unlike!the!urban!site,!there!were!substantial!political!and!geographic!obstaY

cles!to!fieldwork.!As!noted!in!Section&3.1&of!this!chapter,!political!buyYin!was!a!

multiYstage!process,!where!one!delay!could!deny!the!project!access!to!a!desigY

nated!site.!On!several!occasions,!community!members!refused!to!cooperate!beY

cause!their!induna!or!chief!had!either!not!yet!given!permission!or!news!of!the!

permission!had!not!adequately!communicated!to!the!community.!In!two!other!

cases,!indunas!were!unreachable!due!to!poor!cell!phone!reception,!while!another!

conducted!his!oversight!of!the!community!from!a!distance,!living!in!the!closest!

urban!centre!of!Empangeni;!the!latter!was!prevented!from!holding!a!meeting!to!

inform!the!community!that!he!had!granted!the!project!permission.!In!one!case,!a!

succession!crisis!had!resulted!in!uncertainty!over!who!was!the!true!induna!and!

factionalism!among!the!various!candidates’!supporters.!Approval!from!one!canY

didate!would!have!put!the!team!at!odds!with!supporters!of!the!other!candidate.!

The!isigodi!in!question!was!avoided!to!prevent!conflicts!between!the!project!and!

community!members.!

As!noted!in!Section&3&of!this!chapter,!Enumerator!Areas!were!impractical!to!use!

as!subYdistricts,!or!the!unit!of!stratification,!in!the!rural!site!due!to!outYdated!aerY

ial!maps!and!few!landmarks!to!identify!and!distinguish!between!specific!sites,!

problems!also!noted!in!Budlender!et!al.!(2001)!and!Mathee!et!al.!(2010).!While!

subYdistricts!in!the!urban!site!were!entirely!geospatial,!those!in!the!rural!site!
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were!geoYcultural,!more!often!defined!by!tribal!identity!than!physical!boundaY

ries.!Project!staff!relied!on!local!knowledge!for!isigodi!boundaries.!

Another!major!problem!of!the!rural!site’s!geography!was!the!lack!of!visibility!due!

to!highYgrowing!vegetation,!noted!in!another!study!that!collected!data!in!rural!

KwaZuluYNatal!(Steinberg!et!al.,!2002).!During!rural!fieldwork!rollout,!the!field!

team!frequently!became!lost!in!unfamiliar!locations.!As!a!result!of!these!factors,!

sites!were!later!selected!based!on!accessibility!and!visibility,!though!project!

managers,!working!with!local!partners,!used!local!knowledge!and!maps!to!target!

areas!of!varying!socioYeconomic!and!geographic!range.!!
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Image'4.3:.Interviewer.Xolani.Zungu.scales.a.tree.to.see.over.vegetation.to.locate.households.in.the.
rural.field.site.(Umhlabuyalingana).

9 Methodological&strengths&and&limitations&

The!major!limitation!of!the!quantitative!survey!was!the!variation!in!stratification!

and!allocation!between!the!urban!and!rural!sites.!Attempts!were!made!to!inY

crease!the!representivity!of!the!rural!sample!and!mimic!the!positive!aspects!of!
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randomisation!through!socioeconomic!and!geographic!variation!of!isigodis,!

though!it!is!possible!that!some!unknown!difference!between!the!sites!biased!the!

samples.!Another!limitation!was!the!use!of!selfYreport!surveys,!which!for!a!varieY

ty!of!reasons!including!stigma,!lack!of!knowledge,!or!selfYreflection!bias,!may!not!

accurately!capture!the!health,!responsibility,!and!demographic!aspects!of!particY

ipants’!lives.!However,!these!were!the!only!methods!for!which!the!study!could!

have!collected!relevant!data!within!the!setting.!

The!study!also!had!substantial!strengths,!including!the!large!sample!size!(n&=!

4,952!participants,!n!=!2,476!pairs),!use!of!standardised!measures!that!are!valid!

and!reliable!in!the!South!African!context,!and!collection!of!data!in!two!diverse!

settings.!To!the!author’s!knowledge,!this!is!the!largest!study!exploring!the!relaY

tionship!between!parental!illness!and!child!responsibility,!the!only!site!quantitaY

tively!comparing!differences!in!responsibilities!between!children!affected!and!

unaffected!by!parental!illness,!and!the!largest!paired!child/parent!study!conY

ducted!in!subYSaharan!Africa.!As!such,!data!from!the!survey!are!an!important!

contribution!to!knowledge!on!this!topic!in!the!subcontinent!generally!and!South!

Africa!specifically.!!

10 Chapter&Summary&

This!chapter!presents!the!methodology!of!a!crossYsectional!quantitative!survey!

used!to!collect!data!from!a!large!and!representative!sample!of!children!and!parY

ents!in!an!urban!and!rural!setting!of!KwaZuluYNatal!province.!Included!in!this!

chapter!was!a!description!of!ethical!issues!inherent!in!working!with!vulnerable!
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populations,!questionnaire!design,!data!collection,!analysis!strategy,!and!the!

challenges!faced!in!the!field.!

Results!of!the!survey!are!presented!in!the!next!two!chapters,!starting!with!deY

scriptive!results!and!bivariate!associations!in!Chapter&5!and!multiple!regression!

analyses!in!Chapter&6.!

! !
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Chapter(5:(Descriptives(and(bivariate(
associations!
This!chapter!provides!descriptive!statistics!of!predictor!and!outcome!variables!

and!the!results!of!bivariate!analyses.!Bivariate!analyses!examined!the!relationY

ship!between!predictor!and!outcome!variables!in!addition!to!associations!beY

tween!related!predictor!variables.!The!chapter!begins!with!a!description!of!the!

aims!in!Section&1.!Descriptive!statistics!of!participant!demographics!are!presentY

ed!in!Section&2,!standardised!predictors!including!children’s!responsibilities!in!

Section&3,!and!bivariate!associations!in!Section&4.!The!chapter!is!summarised!in!

Section&5.!

1 Chapter&aims&

The!aim!of!this!chapter!is!to!present!descriptive!statistics!on!participants’!socioY

demographic!and!health!variables!and!bivariate!associations!between!predictor!

and!outcome!variables.!Bivariate!analyses!served!two!purposes.!The!first!purY

pose!was!to!identify!statistically!relevant!variables!for!inclusion!in!multiple!reY

gression!analyses!presented!in!the!next!chapter.!The!second!was!to!contextualise!

the!results!of!regression!analyses.!While!regression!analyses!can!identify!the!

drivers!of!an!outcome,!bivariate!association!analysis!can!identify!overarching!

demographic!characteristics!that!entail!greater!responsibilities!in!children.!For!

instance,!where!bivariate!analyses!may!find!that!significantly!greater!numbers!of!

children!from!the!rural!site!engaged!in!intimate!care,!regression!analyses!may!

find!that!when!controlling!for!the!myriad!socioYdemographic!factors!location!is!

no!longer!significant,!and!that!the!driver!is!distance!from!local!clinic.!Both!factors!
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would!be!important!for!interventions!seeking!to!reduce!children’s!involvement!

in!intimate!care,!but!while!regression!analyses!may!identify!the!driving!factor!

(i.e.,!distance!from!the!clinic),!bivariate!associations!can!identify!specific!groups!

who!are!most!at!risk,!which!in!this!case!would!be!children!from!a!rural!site.!

2 Participant&demographics&

In!total,!n&=!4,952!participants!(2,476!pairs)!were!included!for!analysis!in!the!

quantitative!study.!Seven!interviewed!pairs!were!removed!prior!to!analysis!due!

to!ineligibility!or!ethical!considerations.!These!factors!included!five!incomplete!

child!interviews,!one!pair!where!the!interviewed!‘parent’!was!a!paid!domestic!

worker,!and!one!pair!where!the!child!interviewed!was!18!at!the!time!of!recruitY

ment.!Of!the!five!incomplete!questionnaires,!two!were!stopped!because!the!child!

refused!to!continue,!another!two!where!the!child!stopped!for!an!unspecified!reaY

son,!and!one!where!the!child!interview!was!not!conducted.!!

Nearly!all!participants!were!black!African!(99.9%;!n!=!2,473);!the!remainder!

were!ethnically!coloured/mixed!race!(0.1%;!n!=!3).!A!vast!majority!spoke!isiZulu!

at!home!(95.9%;!n!=!2,374).!Other!languages!included!isiXhosa!(2.6%;!n!=!64),!

Xitsonga!(0.6%;!n&=!16),!Sesotho!(0.5%;!n!=!12),!Siswati!(0.1%;!n!=!3),!English!

(0.1%;!n!=!3),!Sishangani!(0.1%;!n!=!3)!and!Sepedi!(<!0.1%;!n!=!1).!!

2.1 Parents&

At!the!time!of!recruitment,!parents’!mean!age!was!44.23!years!old!(SD!=!13.87)!

with!a!range!of!18!(n!=!9)!to!92!(n!=!1)!years!old.!The!vast!majority!of!interY

viewed!parents!were!female!(88.7%;!n!=!2,197).!!
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2.2 Children&

All!children!were!between!the!ages!of!10!and!17!at!the!time!of!recruitment!as!per!

eligibility!requirements!with!a!mean!age!of!13.57!years!(SD!=!2.23).!The!children!

were!nearly!evenly!divided!by!gender,!with!just!over!half!girls!(53.9%;!n!=!

1,334).!!

Children!were!dichotomised!between!those!aged!10Y14!and!15Y17!based!on!sugY

gestions!in!existing!literature!about!15Y17!being!the!‘prime!age!for!caring’!

(Robson,!2000,!p.!66)!and!previous!analyses!of!child!labour!using!this!dichotomiY

sation!(Bray,!2003;!Budlender!et!al.,!2001;!Rama!&!Richter,!2007).!The!majority!

of!children!were!in!the!10Y14!age!bracket!(62.5%;!n!=!1,548).!

Nearly!oneYthird!of!children!were!orphaned!(32.0%;!n!=!793).!SixtyYsix!(2.7%)!

had!lost!both!parents.!The!majority!of!children!who!had!lost!only!one!parent!(n!=!

727)!had!lost!their!father!(59.7%;!n!=!434).!

2.2.1 Education&

Children’s!mean!grade!(including!the!last!year!of!education!for!those!not!attendY

ing!school)!was!seventh!grade!(6.87;!SD!=!2.43).!Among!children!in!this!sample,!

nearly!fifteen!per!cent!had!completed!ninth!grade!(14.9%;!n!=!370).!Nearly!all!

children!in!the!sample!were!attending!school!(97.8%;!n!=!2,420).!Sixteen!of!the!

55!children!who!were!not!attending!school!(29.1%)!had!completed!primary!eduY

cation;!six!(10.9%)!had!completed!twelfth!grade.!Nine!children!(16.4%!of!those!

not!attending)!had!never!attended!school.!

Children!16!years!and!older!were!dichotomised!based!on!whether!they!had!

completed!primary!school.!Of!the!n!=!614!children!16!years!or!older,!51%!(n!=!
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313)!had!completed!primary!school!education.!While!families!are!hesitant!to!reY

move!children!from!school!to!take!on!responsibilities,!Robson!(2000,!2004)!sugY

gests!children!who!have!completed!primary!school!are!more!likely!to!sacrifice!

schooling!for!responsibility!than!those!who!have!yet!to!reach!this!milestone.!The!

rationale!is!that!the!educational!milestone!indicates!a!level!of!attainment,!giving!

the!child!better!future!prospects!and!securing!the!parent’s!own!future.!Given!a!

normal!educational!trajectory!(i.e.,!starting!school!at!the!appropriate!age!and!

progressing!yearYbyYyear)!children!are!expected!to!finish!primary!school!by!the!

time!they!are!16!years!of!age!(see!Chapter&2,!Section&3.3.3!for!a!more!detailed!disY

cussion).!!

2.3 Parent&type&
Biological!mothers!and!fathers!accounted!for!the!majority!of!participant!parents,!

comprising!63.8%!(n!=!1,574)!of!all!parents.!The!majority!of!biological!parents!

were!mothers,!making!up!91.6%!of!biological!parents!and!58.2%!of!all!parents!(n!

=!1,441).!Grandparents!accounted!for!19.5%!(n!=!485)!of!the!sample,!the!vast!

majority!of!whom!were!grandmothers!(96.5%;!n!=!468).!Nineteen!parents!

(0.9%)!were!classified!as!‘other,’!and!included!cousins!(n!=!8),!neighbours!or!

family!friends!(n!=!6),!inYlaws!(n!=!4),!and!social!worker/care!worker!(n!=!1).!

Parent!types!are!summarised!in!Figure&5.1.!
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Figure'5.1:.Parent.types.

Children!were!asked!whom!they!identified!as!their!primary!caregiver.!In!92.1%!

(n!=!2,279)!of!the!pairs,!the!childYidentified!primary!caregiver!was!the!same!as!

interviewed!parent.!Of!the!7.9%!(n!=!189)!pairs!where!the!childYidentified!priY

mary!caregiver!was!not!interviewed,!44.4%!(n!=!84)!of!the!interviewed!guardiY

ans!were!grandmothers,!20.6%!(n!=!39)!biological!mothers,!19.0%!(n!=!36)!bioY

logical!fathers,!11.1%!(n!=!21)!sisters,!4.2%!(n!=!8)!brothers,!and!0.5%!(n!=!1)!

uncles.!!
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For!the!purposes!of!analyses,!parent!types!were!placed!into!three!categories!and!

transformed!into!dummy!variables:!biological!parents,!grandparents,!and!all!

others!or!foster!parents.!Parental!categorisations!were!based!on!existing!eviY

dence!covered!in!the!literature!review.!First,!children!being!cared!for!by!grandY

parents!can!indicate!a!disruption!of!the!‘generational!bargain’!according!to!Van!

Blerk!and!Ansell!(2007),!resulting!in!children,!rather!than!their!adult!parents,!

providing!care!for!elderly!grandparents.!Second,!qualitative!evidence!suggests!

that!foster!carers!(i.e.,!nonYbiological!parents!or!grandparents)!sometimes!exY

ploit!fostered!children!for!their!labours,!expecting!them!to!contribute!to!houseY

hold!maintenance!to!a!greater!degree!than!nonYfostered!children!(Abebe!&!

Skovdal,!2010;!Evans,!2010c;!Harms!et!al.,!2010;!Korevaar,!2009;!RuizYCasares,!

2009;!Skovdal,!2009b;!Van!Blerk!&!Ansell,!2007).!This!is!described!in!greater!deY

tail!in!Chapter&2,!Section&3.3.3.!

For!comparison,!the!Alabama!Parenting!Questionnaire!(APQ)!(Frick,!1991)!a!

standardised!measure!of!parenting!style!was!included!in!the!child!questionnaire.!

The!APQ!was!analysed!using!ANOVA!and!tYtests!to!assess!underlying!differences!

between!the!three!parental!categorisations.!The!APQ!measures!three!factors:!

positive!parenting,!inconsistent!discipline,!and!poor!supervision.!Higher!scores!

denote!better!parenting.!Analysis!only!included!pairs!where!children!had!identiY

fied!the!interviewed!parent!as!their!primary!caregiver.!

ANOVA!analysis!showed!significant!differences!between!the!different!parental!

types!(F[2,!2,276]!=!4.07;!p!=!.017).!Underlined!scores!denote!significantly!greatY

er!values!(see!Table&5.1).!!
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Table.5.1.
Mean'APQ'Scores'by'Parent'Type'for'Children'Who'Identified'Interviewed'Adult'as'Primary'Caregiver'
(ANOVA)'
! Parent.type.(SD).

Overall.
Biological.parent.

(n.=.1,496).
Grandparent..
(n.=.434).

Foster.parent..
(n.=.349).

APQ.score. 35.06!(4.66)! 34.62!(4.83)! 34.33!(4.99)! 34.86!(4.75)**!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

Mean!differences!were!compared!in!three!separate!t;tests!to!determine!the!diY

rection!of!the!effect.!Only!scores!between!biological!parents!and!foster!parents,!

with!biological!parents!scoring!‘better,’!were!significantly!different!(t[1,843]!=!

3.42;!p&<!.001).!Results!are!presented!in!Table&5.2.!

Table.5.2.
Mean'APQ'Scores'by'Parent'Type'for'Children'Who'Identified'Interviewed'Adult'as'Primary'Caregiver'
(t.test)'

!
Parent.type.(SD).

Mean.difference.
Biological.parent.

(n.=.1,496).
Grandparent.
(n.=.434).

APQ!score! 35.06!(4.65)! 34.62!(4.83)! .44!

!

! Biological.parent.
(n.=.1,496).

Foster.parent.
(n.=.349). !

APQ!score! 35.06!(4.66)! 34.33!(4.99)! .73**!

!

! Grandparent.
(n.=.434).

Foster.parent.
(n.=.349). !

APQ!score! 34.62!(4.83)! 34.33!(4.99)! .29!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

Given!theoretical!considerations!surrounding!the!different!parent!types!(e.g.,!

severing!of!the!‘generational!bargain’!with!children!being!cared!for!by!grandparY

ents!and!evidence!that!foster!carers!exploit!children!for!their!labours),!all!three!

variables!were!included!in!further!analyses.!In!regressions,!the!variables!were!

analysed!as!‘dummy!variables’!with!biological!parent!as!the!constant.!
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2.3.1 Child/parent&genderDmatching&

More!than!half!the!pairs!in!the!sample!were!genderYmatched!(55.0%;!n!=!1,362).!

Of!those!pairs,!88.8%!(n!=1,209)!were!female!pairs!and!the!remaining!11.2%!(n!=!

153)!male.!

2.4 Household&characteristics&

2.4.1 Urban/rural&location&

Participants!were!nearly!evenly!divided!between!those!recruited!from!the!urban!

(48.3%;!n!=!1,197)!and!rural!sites!(51.7%;!n!=!1,297).!

2.4.2 Adult&presence&

Mean!household!size!was!six!members!(SD!=!2.68),!the!same!as!that!found!in!a!

household!survey!of!KwaZuluYNatal!province!demographics!(Provide!Project,!

2009).!Household!size!ranged!from!two!(n!=!95)!to!40!members!(n!=!1).!The!

household!size!of!40!was!an!outlier;!the!next!largest!household!size!was!21!(n!=!

1).!The!mean!number!of!adults!per!household!was!2.95!(SD!=!1.27),!with!a!range!

of!one!(n!=!433)!to!13!(n!=!1).!Mean!number!of!children!was!3.04!(SD!=!1.75)!

with!a!range!of!1!(n!=!440)!to!28!(n!=!1).!!

The!number!of!adults!was!divided!by!the!number!of!children!within!each!houseY

hold!to!provide!an!indicator!of!adult!presence.!Number!of!adults,!children,!or!toY

tal!people!in!a!household!is!not!useful!in!assessing!adult!presence;!rather,!these!

absolute!numbers!are!likely!indicative!of!poverty!or!rural!location;!polygamous!

households,!rare!in!urban!areas!but!common!in!rural!areas,!were!often!spread!

across!multiple!homes!in!the!rural!field!site.!Higher!adult:child!ratios!were!taken!

to!indicate!greater!adult!presence.!The!mean!ratio!per!household!was!1.27!adults!

to!children!(SD!=!1.01).!The!ratio!statistic!was!both!skewed!(skewness!=!2.13)!
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and!peaked!(Kurtosis!=!6.82).!A!square!root!transformation!reduced!both!to!

within!acceptable!ranges!(skewness!=!1.01;!Kurtosis!=!1.15).!Adjusted!adult:child!

ratio!was!used!as!an!indicator!of!adult!presence!in!bivariate!associations!preY

sented!in!Section&4!of!this!chapter.!

2.4.3 Access&to&healthcare&services&

Children!reported!a!mean!travel!time!of!29.42!minutes!(SD!=!25.52)!to!their!local!

clinic.!Based!on!clinic!utilisation!data!from!KwaZuluYNatal!(Tanser!et!al.,!2006),!

travel!times!were!dichotomised!at!two!cutYoffs:!>!30!minutes!and!>!50!minutes.!

Households!were!evenly!divided!at!the!>!30!minute!cutYoff,!with!47.9%!(n&=!

1,186)!requiring!more!than!half!an!hour!to!travel!time!to!get!to!their!local!clinic.!

FourteenYpointYsix!per!cent!(n&=!362)!of!households!required!more!than!50!

minutes!of!travel!time!to!the!local!clinic.!The!two!dichotomisations!were!comY

pared!on!bivariate!associations!to!evaluate!which!had!greater!association!with!

outcome!variables!(Section&4.3.3).!

2.4.4 Home&communityDbased&carer&presence&

Home!communityYbased!carers!had!visited!12.0%!(298)!of!households!at!least!

once!in!the!previous!month,!according!to!the!combined!reports!of!children!and!

parents.!Between!children!and!parents,!there!was!little!agreement!on!whether!

the!household!had!been!visited!by!a!home!communityYbased!carer;!positive!reY

sponses!overlapped!in!only!21.1%!(n!=!63)!of!cases.!In!most!cases!of!disagreeY

ment,!the!carer!had!identified!the!presence!of!a!home!communityYbased!carer!

but!the!child!had!not!(75.3%;!n!=!177).!!
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3 Standardised&predictor&and&outcome&variables&

3.1 Parental&illness&

3.1.1 General&health&and&functioning&&

Mean!scores!on!the!12YItem!Short!Form!Health!Survey!(SFY12)!were!calculated!

using!recommended!scoring!techniques;!designated!items!were!reversed,!

weighted,!and!transformed!to!a!0Y100!scale!where!higher!scores!denote!better!

health.!Parents’!mean!SFY12!score!was!68.22!(SD!=!19.33).!Internal!reliability!of!

the!SFY12!was!‘good’!(α!=!.86).!!

The!two!primary!subscales,!the!Physical!and!Mental!Component!Summaries,!

were!both!dichotomised!at!the!lowest!quintile!of!scores!to!use!as!a!predictor!varY

iable!in!bivariate!association!analyses.!For!the!Physical!Component!Summary!

with!a!mean!of!70.95!(SD!=!24.50)!this!was!a!score!of!47.!For!the!Mental!CompoY

nent!Summary!with!a!mean!of!65.96!(SD!=!18.36),!this!was!50.!

3.1.2 Chronic&illnesses&

The!most!prevalent!illness!among!the!parental!cohort!was!tuberculosis!(n!=!808;!

32.6%),!followed!by!arthritis!(n&=!733;!29.6%),!hypertension/high!blood!presY

sure!(n!=!701;!28.3%),!and!HIV/AIDS!(n!=!679;!27.4%).!One!hundred!and!sevenY

tyYfour!parents!(7.0%)!described!themselves!as!having!some!type!of!disability.!

Listed!disabilities!included!hearing!impairments,!work/crime!injuries,!strokes,!

and!being!wheelchair!bound.!Disability!descriptions!were!provided!as!qualitative!

responses,!making!it!difficult!to!separate!the!various!ailments!into!discrete!cateY

gories.!Half!the!parent!sample!had!at!least!one!illness!(n!=!1,203;!48.6%),!and!

almost!oneYthird!reported!two!or!more!(n!=!730;!29.5%).!Parental!illness!prevaY

lence!is!presented!in!Figure&5.2.!
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Figure'5.2..Prevalence.of.chronic.illnesses.among.parental.cohort.

3.1.3 Mental&health&

Parental!mental!health!was!assessed!using!three!tools.!The!first!of!these!is!the!

Mental!Component!Summary!of!the!SFY12,!on!which!participants!were!dichotoY

mised!at!the!low!quintile!(see!Section&3.1.1!of!this!chapter!for!more!detail).!InterY

nal!reliability!of!this!measure!was!‘acceptable’!(α!=!.72).!!

The!two!remaining!scales!were!standardised!measures!of!specific!mental!health!

disorders:!the!Beck!Anxiety!Scale!and!the!Center!for!Epidemiologic!Studies!DeY

pression!Scale.!Mean!parental!anxiety!score!was!12.07!(SD!=!12.83!range:!0Y63).!

Internal!reliability!of!this!scale!was!‘excellent’!(α!=!.95).!Scores!were!comparable!

to!those!reported!among!a!sample!of!isiXhosaYspeaking!South!African!students!!

(M!=!14.94;!SD!=!11.56;!α!=!.92)!(Steele,!2003).!Fifteen!per!cent!(n!=!376;!15.2%)!

of!parents!met!or!exceeded!scores!for!‘severe’!anxiety,!at!which!point!they!were!

dichotomised.!!
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Mean!parental!depression!score!was!13.54!(SD!=!12.32,!range:!0!to!60).!Internal!

reliability!in!this!scale!was!‘excellent’!(α!=!.95).!When!analysed!as!a!categorical!

variable!35.7%!(n!=!883)!of!the!sample!met!or!exceeded!the!cutYoff!for!clinically!

significant!depression!(≥!16,!Radloff,!1977).!Depression!scores!were!similar!to!

that!of!another!study!of!parents!in!KwaZuluYNatal!province!(12.53;!SD!=!9.75;!

30.33%!meeting!or!exceeding!cutYoff)!(Kuo,!2010).!

3.2 SocioDeconomic&factors&

3.2.1 Poverty&

Household!poverty!was!measured!via!three!consumption!surveys:!the!Economic!

Asset!Index,!the!Indicators!of!Poverty!and!Social!Exclusion,!and!the!South!African!

Food!Consumption!Survey.!!

Parents’!mean!score!on!the!Economic!Asset!Index!was!.10!(SD!=!1.91;!range!=!Y

8.88!to!23.00),!similar!to!scores!in!similar!South!African!populations!reported!in!

Kuo!(2010)!(.05;!SD!=!.67;!range!=!Y4.42!to!1.11)!and!Booysen!(2001)!(Y.06;!SD!=!

1.07;!range!=!Y12.17!to!2.32).!The!greater!range!of!responses!was!likely!due!to!

inclusion!of!both!urban!and!rural!samples!(Booysen,!Van!der!Berg,!Burger,!von!

Maltitz,!&!Du!Rand,!2008).!However,!this!index!was!highly!skewed!(3.52)!and!

peaked!(45.37).!As!the!purpose!of!the!measure!was!to!identify!the!effects!of!povY

erty,!participants!were!divided!into!quintile!categories!as!recommended!

(Booysen,!2001)!and!dichotomised!at!the!lowest!scoring!quintile!(Y1.26),!which!

is!used!in!further!analyses.!

Indicators!of!Poverty!and!Social!Exclusion,!a!scale!administered!to!children,!had!

a!mean!score!of!6.52!(SD!=!2.12;!range!=!0Y8),!indicating!children’s!families!were!
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able!to!afford!nearly!seven!out!of!the!eight!items!on!the!survey.!This!measure!

had!‘good’!internal!reliability!(α!=!.84).!

Children’s!mean!score!on!the!Food!Consumption!Survey!was!.64!(range:!0Y14).!

The!scale’s!two!items!asked!first!how!many!days!in!the!previous!week!the!child!

did!not!have!enough!food!to!eat,!and!second!how!many!days!in!the!previous!

week!the!child!had!gone!to!bed!without!food.!Participant!responses!were!highly!

skewed!(3.33)!and!peaked!(12.09),!which!along!with!the!low!mean!indicated!that!

hunger!was!an!uncommon!occurrence!among!participants!in!this!study.!The!first!

item!of!the!Food!Consumption!Survey!was!used!to!categorise!children!based!on!

whether!the!child!was!experiencing!hunger,!which!has!been!identified!as!an!indiY

cator!of!poverty!in!South!Africa!(May,!1998;!referenced!in!Woolard,!2002).!

Though!in!resourceYdeprived!settings!there!are!demographic!differences!in!inY

traYhousehold!food!allocation,!potentially!making!child!hunger!an!inconsistent!

indicator!of!poverty,!it!is!unclear!which!(i.e.,!age!and!gender)!are!favoured;!a!litY

erature!review!of!intraYhousehold!food!distribution!in!lowY!to!middleYincome!

countries!found!that!research!variously!indicates!younger!and!older!children!and!

women!as!‘favoured,’!with!no!trends!in!preference!in!any!specific!region!(Berti,!

2012).!The!second!Food!Consumption!Survey!variable!was!excluded!as!it!may!

indicate!a!type!of!punishment!rather!than!an!inadequate!amount!of!food!rather!

than!resource!constraints.!Fourteen!per!cent!(n!=!346)!of!children!reported!not!

having!enough!to!eat!at!least!one!day!in!the!previous!week.!!

3.2.2 Social&support&

Scores!on!the!Medical!Outcomes!Social!Support!Survey!were!adjusted!to!fit!a!0Y

100!scale.!Parents’!mean!score!was!65.15!(SD!=!32.01).!Scale!reliability!was!‘exY
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cellent’!(α!=!.99).!Scores!were!similar!to!a!study!of!149!adults!receiving!anY

tiretroviral!medication!in!KwaZuluYNatal!(64.4;!SD!=!14.7;!α!=!.64)!(Ncama!et!al.,!

2008).!For!further!analyses,!social!support!scores!were!dichotomised!at!≥!70,!the!

score!at!which!social!support!is!considered!‘adequate!and!available’!(Kornblith!et!

al.,!2001,!p.!447).!!Half!the!child!sample!reported!scores!≥!70!(51.7%;!n!=!1,281).!

3.3 Children’s&responsibilities&
This!section!covers!children’s!responses!to!the!Child!Responsibility!Measure,!

which!recorded!the!prevalence!of!children’s!engagement!in!and!time!spent!on!

each!category,!subcategory,!and!type!of!responsibility.!Mean!times!were!derived!

only!from!children!who!indicated!engaging!in!the!specific!responsibility.!!

3.3.1 Prevalence&

Nearly!every!child!had!engaged!in!some!type!of!responsibility!in!the!previous!

week!(98.2%;!n!=!2,432)!and!oneYfifth!(19.5%;!n!=!482)!of!children!were!providY

ing!care.!The!most!common!types!of!medical!care!tasks!were!reminding!an!ill!

person!to!take!their!medicine!(11.0%;!n!=!272)!and!giving!the!ill!person!mediY

cine!(10.2%;!n!=!253).!Children!who!were!administering!medicine!or!treatment!

were!asked!to!give!qualitative!answers!describing!what!was!being!administered.!

Among!those!mentioned!were!tuberculosis!medication!(n!=!13),!ART!(n!=!10),!

diabetes!medication!(n!=!3),!asthma!medication!(n!=!3),!traditional!medicine!(n!=!

3),!epilepsy!medication!(n!=!1),!medication!to!help!with!throat!cancer!treatment!

(n!=!1),!and!mental!health!disorder!medication!(n&=!1).!The!remainder!were!tabY

lets!for!flu,!pain,!or!were!not!otherwise!specified.!A!number!of!children!indicated!

they!did!not!know!what!the!medication!was!for!(n!=!16).!One!child!refused!to!tell!

interviewers!the!type!of!medicine!she!was!providing.!!
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One!in!ten!children!(9.8%;!n!=!243)!reported!providing!intimate!care!for!an!unY

well!person.!The!most!prevalent!intimate!care!task!was!massaging!or!rubbing!

the!body!of!the!ill!person!(4.9%,!n!=!121),!followed!by!staying!with/looking!after!

the!ill!person!(4.6%;!n!=!113).!Less!than!three!per!cent!of!participants!indicated!

they!engaged!in!the!remaining!intimate!care!responsibilities.!

Nearly!all!children!engaged!in!some!type!of!domestic!responsibility!(98.2%;!n!=!

2,431),!and!nearly!the!same!number!engaged!in!a!type!of!housework!(97.8%;!n!=!

2,232).!The!most!common!responsibility!was!washing!dishes!(85.9%;!n!=!2,127),!

followed!by!cleaning!the!home!and!yard!(82.0%;!n!=!2,030).!!

OneYquarter!(26.6%;!n!=!659)!of!children!were!providing!care!for!other!children!

within!their!home.!The!most!prevalent!responsibility!within!the!childcare!subY

category!was!feeding!other!children!(20.0%;!n!=!496).!

One!in!twenty!children!(5.2%;!n!=!128)!engaged!in!incomeYgenerating!activities.!

Rather!than!being!provided!with!a!list!of!different!types!of!incomeYgenerating!

activities,!children!were!asked!to!give!qualitative!responses!to!describe!how!they!

earned!money.!The!reason!for!this!was!the!wideYrange!of!incomeYgenerating!reY

sponsibilities!that!emerged!in!the!exploratory!study!(see!Chapter&3,!Section&3.3.1,!

and!Chapter&4,!Section&4.3).!Several!responsibilities!were!the!same!as!those!cateY

gorised!as!housework,!such!as!collecting!firewood!(n!=!8),!fetching!water!(n!=!6),!

working!in!a!garden!(n!=!6),!herding!cattle!(n!=!3),!cleaning!yards!(n!=!2)!and!

washing!laundry!(n!=!1).!IncomeYgenerating!activities!differed!from!housework!

in!that!the!child!was!being!paid!for!their!services.!Some!incomeYgenerating!activY

ities!appeared!to!be!part!of!the!formal!sector!such!as!product!promotions!(n!=!2),!

working!at!the!local!grocery!story!(n!=!1),!and!modelling!(n!=!1).!Other!jobs!were!
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indicative!of!the!informal!economy,!including!selling!goods!from!a!tuck!shop!(n!=!

9),!taxi!conductor!(n!=!3),!and!catching!fish!(n!=!1).!The!remaining!incomeY

generating!activities!were!not!clearly!part!of!either!the!formal!or!informal!econY

omy,!such!as!hairstyling!(n!=!9),!cutting!trees!(n!=!3),!cutting!grass!(n!=!2),!auto!

mechanics/car!repair!(n!=!2),!building!chicken!coops!(n!=!1),!working!at!a!car!

wash!(n!=!1),!and!roofing!(n&!=!1).!

3.3.2 Time&burden&

Children!spent!on!average!ten!hours!per!week!engaging!in!their!responsibilities!

(9!hours,!56!minutes!per!week;!SD!=!11h52m).!Among!children!engaging!in!perY

sonal!care!responsibilities,!mean!time!spent!on!those!responsibilities!was!nearly!

three!and!a!half!hours!per!week!(3h23m;!SD!=!11h54m).!Intimate!care!(excludY

ing!‘stay!with!a!sick!person’)!accounted!for!nearly!two!hours!(2h00m;!SD!=!

4h07m),!and!medical!care!accounted!for!just!over!an!hour!per!week!(1h05m;!SD!

=!0h45m).!

Staying!with!an!ill!person!required!the!most!amount!of!time!of!any!intimate!care!

responsibility!at!seven!hours!per!week!(7h26m;!SD!=!13h01m).!The!time!burden!

of!this!task!was!four!times!greater!than!helping!an!ill!person!get!around!the!

house!(1h48m;!SD!=!2h51m),!the!next!most!timeYintensive!responsibility.!In!furY

ther!analyses!(bivariate!associations!and!regressions),!staying!with!an!ill!person!

is!not!included!as!an!instance!of!intimate!care.!Therefore,!if!staying!with!an!ill!

person!is!the!only!intimate!care!responsibility!a!child!engages!in,!he!or!she!is!not!

categorised!as!engaging!in!intimate!care.!This!is!because!other!intimate!care!reY

sponsibilities!involve!physical!touching!and!might!be!bound!by!cultural!standY
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ards!of!what!is!acceptable!between!children!and!adults,!particularly!if!they!are!of!

opposite!sexes.!!

Medical!care!tasks!with!the!highest!time!burden!were!taking!an!ill!person!to!the!

clinic,!which!on!average!required!an!hour!per!week!of!the!child’s!time!(1h04m;!

SD!=!1h38m),!followed!by!collecting!medicine!from!the!clinic!at!threeYquarters!of!

an!hour!(0h49m;!SD!=!1h13m).!These!responsibilities!were!unique!among!mediY

cal!care!tasks!in!that!they!contained!a!transport!component!yet!lacked!an!adminY

istrative!role!(i.e.,!the!child!had!no!direct!involvement!in!treatment).!The!two!

remaining!tasks,!reminding!an!ill!person!to!take!their!medicine!(0h34m;!SD!=!

1h23m),!and!giving!an!ill!person!their!medicine!(0h33m;!SD!=!1h06m),!were!

both!involved!in!medical!treatment!administration.!Additionally,!both!were!perY

formed!at!greater!frequency!and!less!time!per!instance!than!transportYrelated!

medical!care!tasks!(Table&5.3).!!

Table.5.3:..
Mean'Frequency'and'Time'Spent'on'Medical'Care'Responsibilities,'Grouped'by'Nature'of'Task'(Treat.
ment'Administration'Versus'Clinic.Based'Responsibility)'

! Mean.frequency,.
days.per.week.(SD).

Mean.time.per.day.of.
responsibility.(SD).

Mean.week.time.per.
day.of.responsibility.

(SD).

Treatment.
administration.

Remind!sick!person!
to!take!medicine! 3.50d!(2.31)! 9.65m!(16.51)! 34.06m!(83.41)!

Give!sick!person!
medicine! 3.55d!(2.24)! 9.28m!(16.69)! 32.82m!(66.32)!

ClinicDbased.
responsibility.

Collect!medicine!
from!the!clinic! 1.76d!(1.56)! 26.84m!(28.65)! 48.79m!(72.81)!

Take!sick!person!to!
the!clinic! 1.55d!(1.17)! 42.83m!(60.51)! 63.66m!(98.42)!

!

Children!spent!a!mean!of!nearly!nine!hours!per!week!on!domestic!responsibiliY

ties!(8h46m;!SD!=!10h36m);!housework!accounted!for!the!vast!majority!of!time!

spent!on!responsibilities,!with!nearly!seven!hours!per!week!(6h55m;!SD!=!
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9h20m).!The!most!time!consuming!domestic!responsibility!was!cooking!for!othY

er!people!(3h10m;!SD!=!4h22m).!!

Childcare!responsibilities!accounted!for!a!mean!of!just!over!two!hours!of!responY

sibility!per!week!(2h28m;!SD!=!2h49m).!The!most!timeYdemanding!responsibilY

ity!within!the!subcategory!was!walking!other!children!to!school/crèche!(1h33m;!

SD!=!0h12m).!IncomeYgenerating!activities!on!average!required!nearly!six!hours!

(5h58m;!SD!=!11h33m).!

Children’s!responsibility!prevalence!and!time!burden!are!summarised!in!Table&

5.4.!
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Table.5.4..
Prevalence'and'Time'Burden'of'Responsibilities'in'the'Previous'Week'Among'Participant'Children'

Responsibility. %.engaging.(n). Mean.responsibility.time.
(minutes)(SD).

Total. 98.2%!(2,432)! 556.25!(714.02)!
Personal.care. 19.5%!(482)! 202.81!(524.31)!
. Intimate.care*. 8.2%!(203)! 120.45!(247.32)!

Clean!up!after!person!has!been!sick! 0.7%!(18)! 76.28!(147.59)!
Help!sick!person!get!around!the!house! 1.6%!(39)! 108.31!(170.65)!

Help!sick!person!get!dressed! 2.9%!(73)! 100.15!(22.05)!
Help!sick!person!to!use!the!toilet! 0.9%!(23)! 83.41!(88.11)!
Massage!sick!person/rub!body! 4.9%!(121)! 55.02!(127.32)!

Stay!with!sick!person*! 4.6%!(113)! 426.26!(780.99)!
Wash!or!bathe!sick!person! 1.2%!(29)! 102.34!(263.27)!

. Medical.care. 15.6%!(385)! 65.29!(44.61)!
Collect!medicine!from!the!clinic! 3.5%!(86)! 48.79!(72.81)!
Give!sick!person!their!medicine! 10.2%!(253)! 32.82!(66.32)!

Remind!sick!person!to!take!their!medicine! 11.0%!(272)! 34.06!(83.41)!
Take!sick!person!to!the!clinic! 2.1%!(53)! 63.66!(98.42)!

Domestic.responsibilities. 98.2%!(2,431)! 526.34!(635.57)!
. Housework. 97.8%!(2,232)! 474.95!(560.41)!

Clean!your!home,!yard,!etc.! 82.0%!(2,030)! 118.45!(199.84)!
Collect!firewood/make!fires! 35.0%!(867)! 113.12!(157.50)!

Cook!for!other!people! 49.3%!(1,220)! 190.44!(262.11)!
Do!grocery!shopping! 17.1%!(424)! 101.69!(146.39)!

Fetch!water! 45.6%!(1,129)! 119.03!(186.16)!
Wash!dishes! 85.9%!(2,127)! 104.81!(139.93)!

Wash!other!people’s!clothes! 42.1%!(1,042)! 87.54!(116.80)!
Work!in!food!garden!or!tend!animals! 31.9%!(789)! 110.71!(182.18)!

. Childcare. 26.6%!(659)! 127.99!(168.69)!
Feed!other!children! 20.0%!(496)! 63.87!(93.44)!

Walk!other!children!to!school/crèche! 8.5%!(211)! 93.10!(11.52)!
Wash!other!children! 17.7%!(438)! 75.56!(112.59)!

. IncomeDgenerating.activities. 5.2%!(128)! 357.81!(692.82)!
Note:'*.‘Stay.with.sick.person’.not.included.as.‘intimate.care’.responsibility.in.analyses.due.to.the.
lack.of.contact.between.sick.person.and.child.

The!n!=!2,476!children’s!sample!engaged!in!a!sum!of!22,954!hours!of!responsibilY

ity!in!the!week!prior!to!interview.!The!vast!majority!of!this!time!was!dedicated!to!

domestic!responsibilities!(92.9%;!n!=!21,325).!

4 Bivariate&associations&

This!section!reports!on!correlations,!tYtests,!ANOVAs,!and!chiYsquares!among!and!

between!predictor!variables!and!selected!outcome!measures.!Where!there!were!

significant!differences,!larger!scores!are!underlined!to!clarify!directionality.!PY
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values!of!all!predictorYoutcome!associations!are!presented!in!Table&2.25!at!the!

end!of!this!chapter.!

Selected!outcome!measures!included!engagement!in!intimate,!medical,!and!

childcare,!incomeYgenerating!activities,!and!total!responsibility!time.!Personal!

care!was!not!included!in!this!or!further!analyses,!as!it!was!a!summary!of!enY

gagement!in!either!intimate!or!medical!care!responsibilities.!While!domestic!and!

housework!responsibility!time!burdens!were!included!in!the!sums!of!‘total!reY

sponsibility!time,’!engagement!in!either!was!not!included!as!outcome!variables!

for!a!number!of!reasons.!First,!nearly!all!children!engaged!in!domestic!(98.2%)!

or!housework!responsibilities!(97.8%)!(see!Table&5.4);!differences!on!engageY

ment!in!these!activities!would!have!been!irrelevant.!Second,!differences!in!enY

gagement!in!domestic!and!household!responsibilities!were!not!a!focus!of!this!

thesis;!evidence!presented!in!the!literature!review!and!the!exploratory!study!

suggest!that!most!children!engage!in!these!responsibilities!regardless!of!parental!

illness.!Robson!(2000)!and!Bray!(2003)!argue!the!impact!of!parental!illness!on!

children’s!responsibilities!is!in!the!time!burden!and!intensity.!While!engagement!

in!either!activity!is!not!used!as!an!outcome!in!and!of!itself,!time!devoted!to!each!

activity!within!this!category!and!subcategory!of!child!responsibility!is!a!vital!

component!of!the!outcome!variable!‘total!responsibility!time.’!!

Bivariate!associations!between!predictor!variables!were!only!run!if!they!fell!

within!the!same!factor!(e.g.,!three!measures!of!mental!health)!or!there!were!eviY

dence!or!theoretical!reasons!for!doing!so!(e.g.,!evidence!of!strong!association!beY

tween!rural!location!and!poverty).!
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The!purpose!of!bivariate!associations!was!twofold.!First,!bivariate!associations!

were!run!prior!to!regression!analyses!to!identify!socioYdemographic!factors!that!

were!more!strongly!associated!with!children’s!responsibilities.!Second,!where!

there!were!several!measures!of!the!same!factor!(e.g.,!three!measures!of!parental!

mental!health),!bivariate!associations!identified!which!was!most!closely!associY

ated!with!outcomes!and!thus!used!as!a!predictor.!Additionally,!bivariate!associaY

tions!between!predictors!were!conducted!to!identify!potential!sources!of!multiY

collinearity!in!regression!analyses.!

4.1 Child&demographics&

4.1.1 Child&age&

Being!an!older!child!was!significantly!associated!with!engagement!in!medical!

care!(x2[1]!=!14.04;!p!<!.001),!childcare!(x2[1]!=!4.67;!p!=!.031),!income!generatY

ing!responsibilities!(x2[1]!=!23.81;!p!<!.001),!and!greater!total!responsibility!time!

(t[1,651.05]!=!Y6.79;!p!<!.001)!(Table&5.5).!

Table.5.5.
Bivariate'Associations,'Child'Age'and'Responsibility'Outcomes'

Responsibility.outcome. 10D14.years..
(n'.=.1,548).

15D17.years..
(n.=.928). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 7.6%!(118)! 9.2%!(85)! 1.6%!

Medical!care! 13.4%!(208)! 19.1%!(177)! 5.7%***!

Childcare! 25.1%!(389)! 29.1%!(270)! 4.0%*!

IncomeYgenerating!activities! 3.5%!(54)! 8.0%!(74)! 4.5%***!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 477.59!(647.24)! 687.47!(796.56)! 209.88***!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

4.1.2 Child&gender&

Being!a!female!child!was!significantly!associated!with!engagement!in!intimate!

care!(x2[1]!=!9.19;!p!=!.002)!and!childcare!(x2[1]!=!71.89;!p!<!.001),!and!apY
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proached!significance!with!medical!care!(x2[1]!=!3.82;!p!=!.051).!Girls!reported!

spending!nearly!five!more!hours!per!week!on!responsibilities!than!boys!

(t[2,293.25!=!Y10.94;!p!<!.001).!Significantly!more!boys!than!girls!engaged!in!inY

comeYgenerating!activities!(x2[1]!=!10.70;!p!=!.001)!(Table&5.6).!

Table.5.6.
Bivariate'Associations,'Child'Gender'and'Responsibility'Outcomes'

Responsibility.outcome. Boys..
(n'.=.1,142).

Girls..
(n.=.1,334). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 6.4%!(73)! 9.7%!(130)! 3.3%**!

Medical!care! 14.0%!(160)! 16.9%!(225)! 2.9%!

Childcare! 18.5%!(211)! 33.6%!(448)! 15.1%***!

IncomeYgenerating!activities! 6.7%!(77)! 3.8%!(51)! 2.9%***!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 395.96!(522.04)! 693.77!(819.99)! 297.81***!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

4.1.3 Orphanhood&

Having!lost!one!or!more!parent!was!positively!associated!with!children’s!enY

gagement!in!medical!care!(x2[1]!=!7.28;!p!=!.007),!incomeYgenerating!activities!

(x2[1]!=!4.58;!p!=!.032),!and!greater!total!responsibility!time!burden!(t[1,245.72!=!

Y10.94;!p!=!.!043),!while!being!nonYorphaned!was!positively!associated!with!

childcare!(x2[1]!=!4.62;!p!=!.032)!(Table&5.7).!!
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Table.5.7.
Bivariate'Associations,'Orphanhood'and'Responsibility'Outcomes'

Responsibility.outcome. Orphaned.
(n.=.793).

NonDorphaned.
(n.=.1,683). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 8.8%!(70)! 7.9%!(133)! 0.9%!

Medical!care! 18.4%!(146)! 14.2%!(239)! 4.2%**!

Childcare! 23.8%!(189)! 27.9%!(470)! 4.1%*!

IncomeYgenerating!activities! 6.6%!(52)! 4.5%!(76)! 2.1%*!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 602.80!(841.32)! 534.32!(644.51)! 68.48*!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

Several!impacts!of!being!orphaned!could!influence!these!associations,!including!

surviving/adoptive!parents!suffering!from!poorer!health!due!to!transmissibility!

of!an!illness!such!as!HIV/AIDS,!stress,!financial!shock!of!a!parental!death,!or!lost!

educational!opportunities.!For!these!reasons!orphaned!and!nonYorphaned!chilY

dren!were!compared!on!theoretically!related!predictor!outcomes!(Table&5.8).!

Being!orphaned!was!negatively!associated!with!completion!of!compulsory!eduY

cation!by!at!16!(x2[1]!=!4.19;!p!=!.041)!and!positively!associated!with!having!eiY

ther!a!grandparent!(x2[1]!=!39.17;!p!<!.001)!or!foster!parent!(x2[1]!=!125.78;!p!<!

.001)!as!primary!carer,!and!parental!HIV/AIDSYillness!(x2[1]!=!9.66;!p!=!.002),!

anxiety!(x2[1]!=!8.70;!p!=!.003),!and!depression!(x2[1]!=!5.98;!p!=!.014).!Orphaned!

children!were!significantly!poorer!as!indicated!by!significant!differences!comY

pared!to!nonYorphaned!children!on!the!Indicators!of!Poverty!and!Social!ExcluY

sion!(t[1,446]!=!3.16;!p!=!.002),!the!Economic!Asset!index!(x2[1]!=!6.94;!p!=!.008)!

and!greater!prevalence!of!hunger!(x2[1]!=!4.61;!p!=!.032).!Given!the!strong!assoY

ciation!with!outcomes,!orphanhood!is!used!in!regression!analyses,!though!assoY

ciated!predictor!variables!are!controlled!for.!
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Table.5.8.
Bivariate'Associations,'Orphanhood'and'Potentially'Related'Predictor'Variables'

Predictor.variables. Orphaned.
(n.=.793).

NonDorphaned.
(n.=.1,683). Mean.difference.

Dichotomous.predictors:.%.(n).

Completion!of!compulsory!education! 46.1%!(119)! 54.5%!(194)! 8.4%*!

Grandparent!caregiver! 26.9%!(213)! 16.2%!(272)! 10.7%***!

Foster!parent! 29.1%!(231)! 11.1%!(186)! 18.0%***!

Parental!HIV/AIDSYillness! 31.4%!(249)! 25.5%!(430)! 5.9%**!

Parental!anxiety! 18.3%!(145)! 13.7%!(231)! 4.6%**!

Parental!depression! 39.1%!(310)! 34.0%!(573)! 5.1%*!

Economic!Asset!Index!(poverty)! 23.1%!(183)! 18.5%!(312)! 4.6%**!

Hunger!(poverty)! 16.2%!(128)! 13.0%!(218)! 3.2%*!

Continuous.predictors:.mean.(standard.deviation).

SFY12!(general!health)! 66.59!(19.92)! 68.99!(19.00)! 2.40**!

Poverty!&!Social!Exclusion!(poverty)! 6.32!(2.24)! 6.62!(2.06)! .30**!

Adult:Child!ratio! 1.05!(.41)! 1.06!(.39)! .01!

Social!support! 65.08!(31.18)! 65.18!(32.41)! .10!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

4.1.4 Level&of&education&

Children!who!had!not!completed!compulsory!education!by!age!16!engaged!in!

significantly!more!childcare!(x2[1]!=!1.33;!p!=!.002).!No!other!association!was!

significant!(Table&5.9).!Further!chiYsquare!analyses!found!that!among!children!

aged!16Y17!years,!girls!(54.7%;!n!=!192)&were!more!likely!to!have!completed!

compulsory!education!than!boys!(46.0%;!n!=!121)!(x2[1]!=!4.55;!p!=!.033).!
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Table.5.9.
Bivariate'Associations,'Completion'of'Compulsory'Education'and'Responsibility'Outcomes'

Responsibility.outcome.
Completed.compulD
sory.education.
(n'.=.313).

Not.completed.comD
pulsory.education.

(n.=.301).
Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 9.3%!(29)! 12.0%!(36)! 2.7%!

Medical!care! 18.5%!(58)! 23.9%!(72)! 5.4%!

Childcare! 22.7%!(71)! 33.9%!(102)! 11.2%**!

IncomeYgenerating!activities! 7.3%!(23)! 9.7%!(30)! 2.4%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 715.40!(833.19)! 719.26!(866.60)! 3.86!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

4.2 Parent&type&
ANOVAs!found!significant!differences!between!the!three!parent!groups!on!chilY

dren’s!engagement!in!intimate!(x2[1]!=!15.99;!p!<!.001),!medical!(x2[1]!=!17.28;!p!

<!.001),!and!childcare!(x2[1]!=!13.43;!p!=!.001)!(Table&5.10).!

Table.5.10.
Bivariate'Associations,'Parent'Type'and'Responsibility'Outcomes'(ANOVA)'

Responsibility.outcome. Biological.parents.
(n.=.1,574).

Grandparents.
(n.=.485).

Foster.parent.
(n.=.417). Sample.mean.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 7.8%!(123)! 12.2%!(59)! 5.0%!(21)! 8.2%***!

Medical!care! 15.0%!(236)! 21.0%!(102)! 11.3%!(47)! 15.6%***!

Childcare! 29.0%!(457)! 21.4%!(104)! 23.5%!(98)! 26.6%***!

IncomeYgenerating!activities! 9.1%!(83)! 5.6%!(27)! 4.3%!(18)! 5.2%!

Continuous.responsibility.outcomes:.(standard.deviation).

Total!responsibility!time!(min)! 555.05!(662.15)! 562.10!(809.20)! 555.35!(783.75)! 556.25!(714.02)!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

Further!analyses!were!conducted!with!tYtests!exploring!individual!associations!

between!two!parent!type!categories.!Children!with!grandparents!as!caregivers!

engaged!in!significantly!more!intimate!care!than!those!with!biological!parents!or!

foster!parents.!Children!being!cared!for!by!biological!parents!engaged!in!signifiY

cantly!more!childcare!than!both!those!cared!for!by!grandparents!and!foster!parY
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ents;!additionally,!their!higher!prevalence!of!engagement!in!intimate!and!mediY

cal!care!than!those!with!foster!parents!approached!significance!(p!=!.051!and!p!=!

.053)!(Table&5.11).!!

Table.5.11.
Bivariate'Associations,'Parent'Type'and'Responsibility'Outcomes'(t.test)'

Responsibility.outcome.
Parent.type.(SD).

Mean.difference.
Biological.parent.

(n.=.1,496).
Grandparent.
(n.=.434).

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 7.8%!(123)! 12.2%!(59)! 4.4%**!

Medical!care! 15.0%!(236)! 21.0%!(102)! 6.0%**!

Childcare! 29.0%!(457)! 21.4%!(104)! 7.6%***!

!

! Biological.parent.
(n.=.1,496).

Foster.parent.
(n.=.349). !

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 7.8%!(123)! 5.0%!(21)! 2.8%!

Medical!care! 15.0%!(236)! 11.3%!(47)! 3.7%!

Childcare! 29.0%!(457)! 23.5%!(98)! 5.5%*!

!

! Grandparent.
(n.=.434).

Foster.parent.
(n.=.349). !

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 12.2%!(59)! 5.0%!(21)! 7.2%***!

Medical!care! 21.0%!(102)! 11.3%!(47)! 9.7%***!

Childcare! 21.4%!(104)! 23.5%!(98)! 2.1%!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

Contrary!to!hypotheses!suggesting!that!foster!parents!take!in!orphaned!children!

in!exchange!for!contributions!to!household!maintenance!(see!Chapter&1,!Section&

3.1!and!Chapter&2,&Section&3.3.3),!children!with!foster!parents!did!not!engage!in!

significantly!more!incomeYgenerating!activities!or!have!significantly!greater!reY

sponsibility!time!burdens.!Nevertheless,!this!relationship!is!further!assessed!in!

regression!analyses.!
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4.2.1 Child/parent&genderDmatching&

GenderYmatching!was!significantly!associated!with!children’s!engagement!in!inY

timate!care!(x2[1]!=!8.96;!p!=!.003)!and!childcare!(x2[1]!=!47.62;!p!<!.001).!ChilY

dren!in!genderYmatched!pairs!had!nearly!fours!more!hours!of!responsibility!than!

nonYmatched!children!(t[2459.61]!=!Y8.08;!p&<!.001)!(Table&5.12).!

Given!that!88.8%!of!genderYmatched!pairs!were!female/female!and!girls!were!

found!to!have!greater!responsibility!(Section&4.1.2!of!this!chapter),!there!is!a!

strong!possibility!that!these!associations!are!tied!to!child!gender;!indeed,!the!asY

sociations!listed!here!are!similar!to!those!found!in!that!section!on!child!gender.!

For!instance,!being!in!nonYgenderYmatched!pairs,!which!primarily!consisted!of!

boys!with!female!carers,!approached!significance!in!terms!of!greater!engagement!

in!incomeYgenerating!activities!(p&!=!.058);!in!bivariate!analysis!of!child!gender,!

boys!were!found!to!engage!in!incomeYgenerating!activities!in!significantly!greatY

er!proportions.!

The!effect!of!genderYmatching!is!further!assessed!in!multiple!regression!analY

yses,!in!which!child!gender!is!controlled!for.!
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Table.5.12.
Bivariate'Associations,'Child/Parent'Gender.Matching'and'Responsibility'Outcomes'

Responsibility.outcome. GenderDmatched.
(n.=.1,362).

NonDmatched.
(n.=.1,113). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 9.7%!(132)! 6.4%!(71)! 3.3%**!

Medical!care! 16.6%!(226)! 14.3%!(159)! 2.3%!

Childcare! 32.2%!(438)! 19.8%!(221)! 12.4%***!

IncomeYgenerating!activities! 4.4%!(60)! 6.1%!(68)! 1.7%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 657.21!(784.42)! 433.20!(594.73)! 224.01***!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

4.3 Household&characteristics&

4.3.1 Urban/rural&location&

Children!from!the!urban!site!engaged!in!significantly!more!intimate!(x2[1]!=!

14.37;!p!<!.001)!and!medical!care!(x2[1]!=!10.27;!p!=!.001)!than!those!from!the!

rural!site.!More!rural!children!engaged!in!childcare!(x2[1]!=!149.99;!p!<!.001)!and!

had!greater!total!responsibility!time!(t[2473]!=!Y9.48;!p!<!.001)!(Table&5.13).!

Table.5.13.
Bivariate'Associations,'Urban/Rural'Location'and'Responsibility'Outcomes'

Responsibility.outcome. Urban.
(n'.=.1,197).

Rural.
(n.=.1,279). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 10.4%!(124)! 6.2%!(79)! 4.2%***!

Medical!care! 18.0%!(215)! 13.3%!(170)! 4.7%***!

Childcare! 15.4%!(184)! 37.1%!(475)! 21.7%**!

IncomeYgenerating!activities! 4.5%!(54)! 5.8%!(74)! 1.3%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 418.16!(654.23)! 685.81!(743.12)! 267.65***!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

There!were!several!significant!differences!between!pairs!from!urban!and!rural!

sites!on!other!socioYdemographic!variables.!Parents!from!the!urban!site!scored!

better!on!the!Short!Form!Health!Survey!(t[2,471]!=!2.27;!p!=!.023),!and!had!lower!
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rates!of!HIV/AIDSYillness!(x2[1]!=!293.06;!p!<!.001),!anxiety!(x2[1]!=!9.00;!p!=!

.003),!and!depression!(x2[1]!=!66.16;!p!<!.001).!Urban!households!were!less!likely!

to!be!impoverished!as!indicated!by!scores!on!the!Economic!Asset!Index!(x2[1]!=!

343.45;!p!<!.001),!Indicators!of!Poverty!and!Social!Exclusion!(t[2,367.31]!=!17.81;!

p!<!.001),!and!child!hunger!(x2[1]!=!55.97;!p!<!.001).!Urban!households!also!reY

ported!higher!adult:child!ratios!(t[2,328.23]!=!15.26;!p!<!.001).!Although!previY

ous!research!has!found!more!people!in!rural!households!on!average!(Steinberg!

et!al.,!2002),!these!data!suggest!there!are!fewer!adults!per!child!in!rural!houseY

holds.!Children!in!rural!households!reported!longer!travel!times!to!the!local!clinY

ic!(>!30!minutes:!x2[1]!=!172.95;!p!<!.001;!>!50!minutes:!x2[1]!=!243.19;!p!<!.001).!

Parents!in!urban!households!were!more!likely!to!report!having!adequate!and!

available!social!support!(x2[1]!=!15.37;!p!<!.001),!contrary!to!a!suggestion!in!

Evans!and!Becker!(2009)!that!nuclear!households!in!urban!areas!would!reduce!

connections!to!extended!family,!and!as!a!result,!have!lower!social!support.!HowY

ever,!the!social!support!scale!did!not!account!for!the!source!of!social!support;!it!

is!possible!that!urban!households!receive!less!social!support!from!extended!

families,!yet!much!more!from!their!communities.!Rural!households!were!signifiY

cantly!more!likely!to!have!been!visited!by!a!home!communityYbased!carer!in!the!

previous!month!(t[1,732.83]!=!Y14.33;!p!<!.001),!which!was!unsurprising!given!

the!presence!of!home!communityYbased!care!organisation!and!rural!research!

partner!Tholulwazi!Uzivikele!(Table&5.14).!
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Table.5.14.
Bivariate'Associations,'Urban/Rural'Location'and'Potentially'Related'Predictor'Variables'

Responsibility.outcome. Urban.
(n'.=.1,197).

Rural.
(n.=.1,279). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

!Parental!HIV/AIDSYillness! 18.8%!(225)! 35.5%!(454)! 16.7%***!

Parental!anxiety! 12.9%!(155)! 17.3%!(221)! 4.4%**!

Parental!depression! 27.6%!(330)! 43.2%!(553)! 15.6%***!

Economic!Asset!Index!!
(dichotomised)! 4.6%!(55)! 34.4%!(440)! 29.8%***!

Hunger!(poverty)! 8.7%!(104)! 18.9%!(242)! 10.2%***!

Adequate!social!support! 52.1%!(668)! 47.9%!(613)! 4.2%***!

Travel!time!to!local!clinic!(>!30!min)! 34.3%!(410)! 60.7%!(776)! 26.4%***!

Travel!time!to!local!clinic!(>!50!min)! 3.2%!(38)! 25.3%!(324)! 22.1%***!

Home!communityYbased!carer!presence! 2.9%!(35)! 20.6%!(263)! 17.7%***!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

SFY12!(general!health)! 69.14!(19.49)! 67.37!(19.16)! 1.77*!

Adult:Child!ratio! 1.17!(.41)! .94!(.34)! .23***!

Indicators!of!Poverty!and!Social!Exclusion! 7.25!(1.70)! 5.83!(2.25)! 1.42***!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

Despite!the!strong!relationships!with!other!predictor!variables,!urban/rural!loY

cation!was!still!used!as!a!predictor!variable!in!regression!analyses!due!to!its!

strong!association!with!responsibilities!and!importance!as!a!contextual!factor!of!

children’s!responsibilities.!

4.3.2 Adult&presence&

Children!in!households!with!lower!ratios!of!adults!to!children!engaged!in!signifiY

cantly!more!childcare!(r!=!Y.229;!p!<!.001),!and!had!greater!total!responsibility!

time!burdens!(r!=!Y.088;!p!<!.001).!Interestingly,!higher!household!adult:child!raY

tios!were!significantly!correlated!with!children’s!engagement!in!intimate!care!(r!

=!.054;!p!=!.007)!(Table&5.15).!!
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Table.5.15.
Bivariate'Association,'Adult:Child'Ratio'and'Responsibility'Outcomes'
!

Intimate.care. Medical.care. Childcare.
IncomeD
generating.
activities.

Total.responD
sibility.time.

Adult:Child!ratio! .054**! .022! Y.229***! Y.013! Y.088***!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

4.3.3 Access&to&healthcare&services&

Dichotomisation!of!travel!time!to!a!local!clinic!with!a!higher!cutYoff!(>!50!

minutes)!was!associated!with!more!responsibility!outcomes!than!the!dichotomiY

sation!with!a!lower!cutYoff!(>!30!minutes).!The!higher!cutYoff!dichotomisation!

was!significantly!associated!with!children’s!engagement!in!childcare!(x2[1]!=!

23.48;!p!<!.001),!and!incomeYgenerating!activities!(x2[1]!=!4.53;!p!=!.033),!and!

greater!total!responsibility!time!(t[436.90]!=!Y8.26;!p!<!.001).!Interestingly,!sigY

nificantly!fewer!children!who!were!further!from!a!clinic!at!the!>!50!minute!cutY

off!engaged!in!medical!care!(x2[1]!=!6.54;!p!=!.011).!From!these!results,!which!are!

summarised!in!Table&5.16,!it!appeared!that!the!higher!cutYoff!travel!time!variable!

was!a!better!indicator!of!reduced!healthcare!access,!and!as!such!was!used!in!reY

gression!analyses.!
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Table.5.16.
Bivariate'Associations,'Travel'Time'to'Local'Clinic'and'Responsibility'Outcomes'

Responsibility.outcome. >.30.minutes.travel.
time.(n.=.1,186).

≤.30.minutes.travel.
time.(n'.=.1,290). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 7.8%!(93)! 8.5%!(110)! 0.7%!

Medical!care! 15.4%!(183)! 15.7%!(202)! 0.3%!

Childcare! 28.8%!(342)! 24.6%!(317)! 4.2%**!

IncomeYgenerating!activities! 5.8%!(69)! 4.6%!(59)! 1.2%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 664.52!(807.41)! 456.71!(599.07)! 207.81***!

. . . .

. >.50.minutes.travel.
time.(n.=.362).

≤.50.minutes.travel.
time.(n.=.2,114). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 6.6%!(24)! 8.5%!(179)! 1.9%!

Medical!care! 11.0%!(40)! 16.3%!(345)! 5.3%*!

Childcare! 37.0%!(134)! 24.8%!(525)! 12.2%***!

IncomeYgenerating!activities! 7.5%!(27)! 4.8%!(101)! 2.7%*!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 894.22!(868.61)! 498.38!(667.34)! 395.84***!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

4.3.4 Home&communityDbased&carer&

Children!from!households!that!had!been!visited!at!least!once!by!a!home!commuY

nityYbased!carer!in!the!previous!month!engaged!in!more!medical!care!(x2[1]!=!

10.12;!p!=!.001),!childcare!(x2[1]!=!24.87;!p!<!.001),!and!incomeYgenerating!activiY

ties!(x2[1]!=!14.38;!p!<!.001),!and!had!greater!total!responsibility!time!(t[343.10]!

=!Y4.92;!p!<!.001)!(Table&5.17).!
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Table.5.17.
Home.Based'Carer'Presence'and'Responsibility'Outcomes'

Responsibility.outcome. Carer.present.
(n'.=.298).

Carer.not.present.
(n.=.2,178). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 10.4%!(31)! 7.9%!(172)! 2.5%!

Medical!care! 21.8%!(65)! 14.7%!(320)! 7.1%***!

Childcare! 38.6%!(115)! 25.0%!(544)! 13.6%***!

IncomeYgenerating!activities! 9.7%!(29)! 4.5%!(99)! 5.2%***!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 793.62!(912.26)! 524.01!(676.30)! 269.61***!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

The!association!between!being!visited!by!a!home!communityYbased!carers!and!

greater!responsibility!in!children!was!expected!given!that!only!homes!with!the!

most!unwell!members!and!in!the!greatest!need!would!be!eligible!for!such!serY

vices.!Indeed,!parents!in!households!visited!by!a!carer!exhibited!poorer!health!

(t[2,471]!=!5.64;!p!<!.001),!more!HIV/AIDSYillness!(x2[1]!=!43.38;!p!<!.001),!and!

clinically!significant!anxiety!(x2[1]!=!21.89;!p!<!.001)!and!depression!(x2[1]!=!

33.26;!p!<!.001),!in!addition!to!those!households!being!poorer!based!on!parental!

Economic!Asset!Index!scores!(x2[1]!=!16.65;!p!<!.001),!children’s!Indicators!of!

Poverty!and!Social!Exclusion!scores!(t[2,474]!=!2.94;!p!=!.003),!and!hunger!(x2[1]!

=!25.81;!p!<!.001).!Additionally,!more!of!the!homes!visited!by!a!carer!were!furY

ther!from!the!local!clinic!in!terms!of!travel!time!(x2[1]!=!11.54;!p!=!.001)!(Table&

5.18).!
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Table.5.18.
Home'Community.Based'Carer'Presence'and'Predictor'Variables'

Responsibility.outcome. Carer.present.
(n'.=.298).

Carer.not.present.
(n.=.2,178). Mean.difference.

Dichotomous.responsibility.outcomes.(per.cent.engaging,.n).

Poor!parental!health!and!functioning! 27.2%!(81)! 17.6%!(384)! 9.6%***!

Parental!HIV/AIDSYillness! 36.6%!(109)! 26.2%!(570)! 10.4%***!

Parental!chronic!illness!(nonYHIV/AIDS)! 33.9%!(101)! 35.5%!(773)! 1.6%!

Parental!anxiety! 24.2%!(72)! 14.0%!(304)! 10.2%***!

Parental!depression! 50.7%!(151)! 33.6%!(732)! 17.1%***!

Economic!Asset!Index! 28.9%!(86)! 18.8%!(409)! 10.1%***!

Hunger!(poverty)! 23.6%!(70)! 12.7%!(276)! 10.9%***!

Time!to!clinic!(>!50!min)! 21.1%!(63)! 13.7%!(299)! 7.4%***!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Adult:Child!ratio! 1.14!(.88)! 1.28!(1.03)! .14*!

Indicators!of!Poverty!and!Social!Exclusion! 6.18!(2.12)! 6.57!(2.12)! .39**!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

Home!communityYbased!carer!presence!was!used!in!regression!analyses,!which!

controls!for!parental!illness,!to!determine!whether!being!visited!by!a!carer!was!a!

significantly!protective!factor!against!children’s!engagement!in!caring!tasks!and!

responsibility!workload.!!

4.4 Standardised&predictor&and&outcome&variables&

4.4.1 Parental&illness&

Physical!health!and!chronic!illness!

All!parental!chronic!illnesses!were!associated!with!children’s!engagement!in!

medical!care.!Parental!HIV/AIDS,!tuberculosis!(TB),!and!diabetes!were!each!sigY

nificantly!associated!with!three!outcomes!(intimate,!medical,!and!childcare).!No!

type!of!parental!illness!was!significantly!associated!with!children’s!engagement!

in!incomeYgenerating!activities.!An!additional!variable!was!created!to!analyse!the!

impact!of!nonYHIV/AIDS!chronic!illnesses,!which!dichotomised!only!those!parY
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ents!not!identified!as!HIV/AIDSYill.!Nearly!half!of!nonYHIV/AIDSYill!parents!

(48.6%;!n!=!874)!had!at!least!one!nonYHIV/AIDS!chronic!illness.!Parental!nonY

HIV/AIDS!chronic!illness!was!significantly!associated!with!children’s!engageY

ment!in!intimate!care!(x2[1]!=!53.36;!p!<!.001)!and!medical!care!(x2[1]!=!100.13;!p!

<!.001).!Interestingly,!childcare!was!more&prevalent!among!children!whose!parY

ents!did!not!have!a!chronic!illness!(x2[1]!=!5.94;!p!=!.015).!This!finding!could!be!

the!result!of!the!large!number!of!bivariate!analyses!conducted!in!this!chapter!

without!using!a!correspondingly!conservative!pYvalue!or!Bonferroni!correction.!

Bivariate!analyses!of!associations!between!parental!illness!types!and!children’s!

responsibilities!are!summarised!in!Table&5.20.!

Table.5.20.
Bivariate'Associations,'Parental'Chronic'Illness'and'Responsibility'Outcomes'

Responsibility.outcome.
Poor.health.and.
functioning.
(n.=.465).

Better.health.and.
functioning.
(n.=.2,011).

Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 17.8%!(83)! 6.0%!(120)! 11.8%***!

Medical!care! 33.8%!(157)! 11.3%!(228)! 22.5%***!

Childcare! 29.7%!(138)! 25.9%!(521)! 3.8%!

IncomeYgenerating!activities! 7.5%!(35)! 4.6%!(93)! 2.9%*!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 675.11!(862.93)! 528.77!(672.19)! 146.34***!

! ! ! !

. HIV/AIDS.
(n'.=.679).

NonDHIV/AIDS.
(n.=.1,797). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 12.2%!(83)! 6.7%!(120)! 5.5%***!

Medical!care! 24.9%!(169)! 12.0%!(216)! 12.9%***!

Childcare! 34.5%!(234)! 23.7%!(425)! 10.8%***!

IncomeYgenerating!activities! 5.6%!(38)! 5.0%!(90)! 0.6%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 640.21!(764.74)! 540.10!(731.97)! 100.11**!

!
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! Tuberculosis.
(n.=.416).

NonDTB.
(n.=.2,060). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 11.1%!(46)! 7.6%!(157)! 3.5%*!

Medical!care! 25.0%!(104)! 13.6%!(281)! 11.4%***!

Childcare! 32.5%!(135)! 25.4%!(254)! 7.1%**!

IncomeYgenerating!activities! 6.5%!(27)! 4.9%!(101)! 1.6%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 642.91!(831.89)! 538.75!(686.67)! 104.16*!

!
! Cancer.

(n.=.20).
NonDcancer.
(n.=.2,456). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 25.0%!(5)! 8.1%!(198)! 16.9%**!

Medical!care! 40.0%!(8)! 15.4%!(377)! 14.6%**!

Childcare! 45.0%!(9)! 26.5%!(650)! 18.5%!

IncomeYgenerating!activities! 5.0%!(1)! 5.2%!(127)! 0.2%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 716.70!(959.18)! 554.94!(711.85)! 161.76!

!
! Diabetes.

(n.=.136).
NonDDiabetes.
(n.=.2,340). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 19.9%!(27)! 7.5%!(176)! 12.4%***!

Medical!care! 31.6%!(43)! 14.6%!(342)! 17.0%***!

Childcare! 21.3%!(29)! 26.9%!(630)! 5.6%!

IncomeYgenerating!activities! 3.8%!(5)! 5.3%!(123)! 1.5%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 585.68!(833.42)! 554.54!(706.63)! 31.14!

!
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! Epilepsy.
(n.=.27).

NonDepilepsy.
(n.=.2,448). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 18.5%!(5)! 8.1%!(198)! 10.4%*!

Medical!care! 33.3%!(9)! 15.4%!(376)! 17.9%**!

Childcare! 22.2%!(6)! 26.7%!(653)! 4.5%!

IncomeYgenerating!activities! 7.4%!(2)! 5.1%!(126)! 2.3%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 320.71!(454.44)! 558.85!(715.98)! 238.14!

!
! Asthma.

(n.=.120).
NonDasthma.
(n.=.2,356). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 13.3%!(16)! 7.9%!(187)! 5.4%*!

Medical!care! 28.3%!(34)! 14.9%!(351)! 13.4%***!

Childcare! 26.3%!(25)! 26.9%!(634)! 0.6%!

IncomeYgenerating!activities! 7.1%!(8)! 5.1%!(120)! 2.0%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 496.53!(549.05)! 559.29!(721.43)! 62.77!

!

! Hypertension.
(n.=.700).

NonDhypertension.
(n.=.1,776). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 13.0%!(91)! 6.3%!(112)! 6.7%***!

Medical!care! 26.3%!(184)! 11.3%!(201)! 15.0%***!

Childcare! 26.7%!(187)! 26.6%!(472)! 0.1%!

IncomeYgenerating!activities! 6.3%!(44)! 4.7%!(84)! 1.6%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 581.59!(738.79)! 546.27!(703.98)! 35.32!

!



!

! 193!

. Arthritis.
(n.=.733).

NonDarthritis.
(n.=.1,743). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 13.1%!(96)! 6.1%!(107)! 7.0%***!

Medical!care! 25.0%!(183)! 11.6%!(202)! 13.4%***!

Childcare! 25.5%!(187)! 27.1%!(472)! 1.6%!

IncomeYgenerating!activities! 5.0%!(37)! 5.2%!(91)! 0.2%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 548.74!(806.19)! 559.41!(671.71)! 10.67!

!
! Disability.

(n.=.174).
NonDdisability.
(n.=.1,602). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 12.1%!(21)! 7.9%!(182)! 4.2%!

Medical!care! 24.7%!(43)! 14.9%!(342)! 9.8%***!

Childcare! 24.7%!(43)! 26.8%!(616)! 2.1%!

IncomeYgenerating!activities! 5.2%!(9)! 5.2%!(119)! 0.0%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 706.08!(1,042.39)! 544.93!(681.80)! 161.15*!

! ! ! !
! Chronic.illness.

(nonDHIV/AIDS).
(n.=.874).

NonDchronic.illness..
.

(n.=.1,602).
Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 11.1%!(97)! 6.6%!(106)! 4.5%***!

Medical!care! 19.9%!(174)! 13.2%!(211)! 6.7%***!

Childcare! 23.7%!(207)! 28.2%!(452)! 4.5%*!

IncomeYgenerating!activities! 5.4%!(47)! 5.1%!(81)! 0.3%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 552.82!(656.47)! 562.55!(809.31)! 9.73!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

To!evaluate!the!validity!of!illnesses!accounted!for!in!the!survey,!parents!indicatY

ing!an!illness!were!compared!on!general!health!and!functioning!(SFY12)!scores!to!

those!who!did!not.!Every!type!of!parental!chronic!illness!was!significantly!assoY

ciated!with!poorer!general!health!and!functioning!as!measured!by!the!SFY12!

(Figure&5.3).!
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!

Figure'5.3:.Bivariate.associations,.parental.chronic.illness.and.general.health.(SFD12).
Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

Several!chronic!illnesses!were!significantly!associated!with!greater!age:!diabetes!

(t[2,471]!=!18.66;!p!<!.001),!asthma!(t[2,471]!=!5.01;!p&<!.001),!hypertension!

(t[1,179.23]!=!Y19.93;!p!<!.001),!disability!(t[2,471]!=!11.52;!p&<!.001),!and!comY

bined!nonYHIV/AIDS!chronic!illness!(t[1,552.44]!=!Y19.55;!p!<!.001);!parental!

HIV/AIDSYillness!was!significantly!associated!with!being!younger!(t[2,470]!=!

13.62;!p&<!.001)!(Figure&5.4).!
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!

Figure'5.4..Bivariate.associations,.parental.chronic.illness.and.age.
Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

Two!parental!chronic!illness!variables!were!selected!for!use!in!regression!analY

yses:!HIV/AIDSYillness!and!nonYHIV/AIDS!chronic!illness.!Parental!HIV/AIDSY

illness!was!selected!for!several!reasons.!First,!it!was!associated!with!more!child!

responsibility!outcomes!than!any!other!chronic!illness!variable!other!than!tuberY

culosis.!While!parental!tuberculosis!was!significantly!associated!with!the!same!

outcomes,!it!was!also!significantly!associated!with!HIV/AIDSYillness!(x2[1]!=!

260.35;!p!<!.001);!indeed,!tuberculosis!infection!is!much!more!likely!among!

HIV/AIDSYill!individuals!due!to!the!suppression!of!the!immune!system!(Lawn,!

Bekker,!Middelkoop,!Myer,!&!Wood,!2006)!and!may!merely!indicate!people!

whose!HIV/AIDSYillness!had!a!greater!impact!on!their!ability!to!resist!other!inY

fections.!As!such,!the!associations!between!parental!TB!illness!and!children’s!reY

sponsibilities!are!likely!to!have!been!due!to!compromised!immune!systems!

among!HIV/AIDSYill!participants.!Second,!parental!HIV/AIDSYillness!was!signifiY

cantly!associated!with!being!younger.!Illness!in!younger!parents!may!have!difY

ferent!affects!on!household!needs!compared!to!illness!in!older!parents.!For!inY

stance,!a!younger!parent!is!more!likely!to!be!earning!money!and!an!illness!in!that!
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person!can!result!in!a!lost!income.!Third,!specifics!of!the!illness’s!course!and!

treatment!may!affect!children’s!responsibility!outcomes!differently.!HIV/AIDSY

treatments!in!the!form!of!ART!require!strict!adherence!to!a!complex!regimen!to!

maintain!effectiveness,!which!entail!greater!involvement!in!administration!and!

reminding!for!a!child!with!a!HIV/AIDSYill!parent!than!one!with!a!hypertensionY

unwell!parent.!Additionally,!HIV/AIDSYill!individuals!cycle!through!periods!of!

relatively!good!and!poor!health.!While!a!child!may!be!providing!medical!care!in!

the!form!of!treatment!administration!consistently,!periods!of!need!for!intimate!

care!may!be!more!sporadic!than!for!parents!with!other!illnesses.!Lastly,!

HIV/AIDSYstigma!may!limit!household!members’!access!to!healthcare!or!reduce!

social!support!from!the!community!and!extended!family.&

NonYHIV/AIDS!chronic!illness!was!selected!for!use!in!regression!analyses!to!capY

ture!the!effect!of!illnesses!other!than!HIV/AIDS!on!children’s!responsibilities.!

The!variable!was!included!in!regression!analyses!due!to!its!strong!association!

with!both!children’s!intimate!and!medical!care!responsibilities,!and!because!it!

included!illnesses!affecting!a!small!number!of!parents!such!as!cancer!(n!=!20)!

and!epilepsy!(n!=!27).!Additionally,!the!unexpected!association!between!parental!

chronic!illness!and!lower!prevalence!of!children’s!engagement!in!childcare!

prompts!further!investigation.!

Mental!health!

Parent’s!scores!on!the!Becker!Anxiety!Inventory!and!Center!for!Epidemiologic!

Studies!Depression!Scale!were!dichotomised!at!standardised!cutYoff!points!(BAI!

≥!26;!CESYD!≥!16),!and!on!the!Mental!Component!Score!of!the!SFY12!at!the!poorY

est!scoring!quintile.!Of!the!three!mental!health!measures,!only!depression!was!
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associated!with!all!responsibility!outcomes.!A!combined!variable!indicating!

whether!parents!had!either!type!of!mental!health!problem!(37.9%;!n!=!938)!was!

also!significantly!associated!with!all!outcome!measures!(Table&5.21).!

The!combined!parental!anxiety/depression!variable!was!selected!for!use!in!reY

gression!analyses!as!the!only!parental!mental!health!indicator!because!it!acY

counts!for!both!types!of!parental!mental!health!disorders!without!risking!multiY

collinearity,!a!realistic!concern!given!the!strong!association!between!the!two!paY

rental!mental!health!disorders!(x2[1]!=!477.45;!p!<!.001).!

Table.5.21.
Bivariate.Associations,.Anxiety,.Depression,.and.Combined.and.Responsibility.Outcomes.

Responsibility.outcome.

Mental.Component.
Summary,.lowest.

quintile.
(n.=.562).

Mental.Component.
Summary,.remainD

der.
(n.=.1,914)..

Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 14.9%!(84)! 6.2%!(119)! 8.7%***!

Medical!care! 28.1%!(158)! 11.9%!(227)! 16.2%***!

Childcare! 29.7%!(167)! 25.7%!(492)! 4.0%!

IncomeYgenerating!activities! 6.6%!(37)! 4.8%!(91)! 1.8%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 629.56!(825.34)! 534.73!(676.60)! 94.83*!

! ! ! !

! Anxiety..
(n.=.376).

NonDanxiety..
(n.=.2,100). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 14.4%!(54)! 7.1%!(149)! 7.3%***!

Medical!care! 23.9%!(90)! 14.0%!(295)! 9.9%***!

Childcare! 25.5%!(96)! 26.8%!(563)! 1.3%!

IncomeYgenerating!activities! 8.0%!(30)! 4.7%!(98)! 3.3%**!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 604.80!(740.11)! 547.56!(709.08)! 57.24!

!



!

! 198!

! Depression..
(n.=.883).

NonDdepression.
(n.=.1,593). Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 11.6%!(102)! 6.3%!(101)! 5.3%***!

Medical!care! 22.1%!(195)! 11.9%!(190)! 10.2%***!

Childcare! 30.7%!(271)! 24.4%!(388)! 6.3%***!

IncomeYgenerating!activities! 6.9%!(61)! 4.2%!(67)! 2.7%**!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 625.14!(782.00)! 518.07!(670.60)! 107.07***!

! ! !
! Combined.

(n.=.938).

Neither.anxiety.nor.
depression.
(n.=.1,538).

Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 11.4%!(107)! 6.2%!(96)! 5.2%***!

Medical!care! 21.9%!(205)! 11.7%!(180)! 10.2%***!

Childcare! 30.5%!(286)! 24.3%!(373)! 6.2%***!

IncomeYgenerating!activities! 7.0%!(66)! 4.0%!(62)! 3.0%***!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 632.32!(788.90)! 509.86!(660.19)! 122.46***!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

4.4.2 SocioDeconomic&factors&

Poverty!

Of!the!three!measures!of!household!poverty!(Economic!Asset!Index,!Indicators!of!

Poverty!and!Social!Exclusion,!and!‘hunger’),!‘hunger’!was!significantly!associated!

with!the!most!child!responsibility!outcomes!including!engagement!in!intimate!

(x2[1]!=!8.28;!p!=!.004),!medical!(x2[1]!=!23.29;!p!<!.001),!and!childcare!(x2[1]!=!

13.36;!p!<!.001),!and!greater!total!responsibility!time!(t[395.28]!=!Y5.4;!p!<!.001).!

Being!in!the!poorest!quintile!of!the!Economic!Asset!Index!was!associated!with!

children’s!greater!engagement!in!childcare!(x2[1]!=!39.47;!p!<!.001)!and!greater!

total!responsibility!time!(t[635.15]!=!Y4.89;!p!<!.001).!On!the!Indicators!of!PovY

erty!and!Social!Exclusion,!where!lower!scores!denote!greater!poverty,!poorer!
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children!were!more!likely!to!engage!in!childcare!(r!=!Y.078;!p!<!.001),!incomeY

generating!activities!(r!=!Y.047;!p!=!.020),!and!have!greater!total!responsibility!

time!(r!=!Y.125;!p!<!.001).!Interestingly,!this!was!the!only!poverty!measure!to!be!

significantly!associated!with!children’s!engagement!in!incomeYgenerating!activiY

ties!(Tables&5.22!and!5.23).!

Child!hunger!was!selected!for!use!as!an!indicator!of!poverty!in!regression!analY

yses!for!two!reasons.!First,!hunger!was!significantly!associated!with!a!greater!

number!of!children’s!responsibility!outcomes!than!either!of!the!other!poverty!

measures.!Second,!the!presence!of!hunger!may!identify!extremes!of!poverty!

(where!a!child!does!not!have!enough!to!eat)!amidst!generalised!poverty!(where!

it!is!rare!for!a!household!to!have!a!refrigerator!or!car).!Both!the!Economic!Asset!

Index!and!the!Indicators!of!Poverty!and!Exclusion!focused!primarily!on!material!

assets,!and!were!highly!influenced!by!location!as!indicated!by!in!Section&4.3.1!and!

Table&5.14!of!this!chapter.!Child!hunger!was!also!significantly!associated!with!urY

ban/rural!location,!but!as!noted!above,!it!is!likely!a!better!indicator!of!extreme!

poverty,!which!would!be!expected!to!be!more!common!in!resourceYpoor!rural!

communities.!However,!the!myopic!focus!of!this!indicator!(child!hunger!as!asY

sessed!by!one!variable)!holds!implications!that!are!elucidated!in!the!discussion.!

Table.5.22.
Bivariate.Associations,.SocioDEconomic.Status.and.Responsibility.Outcomes.

!
Intimate.care. Medical.care. Childcare.

IncomeD
generating.
activities.

Total.responD
sibility.time.

Indicators!of!Poverty!
and!Social!Exclusion! Y.028! Y.007! Y.078***! Y.047*! Y.125***!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.
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Table.5.23.
Bivariate.Associations,.Poverty,.Hunger,.and.Responsibility.Outcomes.

Responsibility.outcome.
Economic.Asset.Index,.

poorest.quintile.
(n.=.495).

Economic.Asset.InD
dex,.top.80%.
(n.=.1981).

Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 7.9%!(39)! 8.3%!(164)! 0.4%!

Medical!care! 13.1%!(65)! 16.2%!(320)! 3.1%!

Childcare! 37.8%!(187)! 23.8%!(472)! 14.0%***!

IncomeYgenerating!activities! 5.9%!(29)! 5.0%!(99)! 0.9%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 695.86!(890.53)! 521.37!(658.28)! 174.49***!

! ! ! !

.
Not.enough.food.at.
least.once.a.week.

(n.=.346).

Enough.food.all.
week.

(n'.=.2,129).
Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 12.1%!(42)! 7.6%!(161)! 4.5%**!

Medical!care! 24.3%!(84)! 14.1%!(301)! 10.2%***!

Childcare! 34.7%!(120)! 25.3%!(539)! 9.4%***!

IncomeYgenerating!activities! 7.2%!(25)! 4.8%!(103)! 2.4%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 811.05!(985.46)! 515.00!(650.54)! 296.05***!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

Social!support!

Inadequate!social!support!as!indicated!by!scores!<!70!on!the!Medical!Outcomes!

Social!Support!Survey!were!significantly!associated!with!children’s!greater!enY

gagement!in!intimate!(x2[1]!=!8.62;!p!=!.003),!medical!(x2[1]!=!9.10;!p!=!.003),!and!

childcare!(x2[1]!=!11.92;!p!=!.001)!(Table&5.24).!
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Table.5.24.
Bivariate'Associations,'Social'Support'and'Responsibility'Outcomes'

Responsibility.outcome.
Adequate.social.

support.
(n'.=.1,281).

Inadequate.social.
support.

(n.=.1,195).
Mean.difference.

Dichotomous.responsibility.outcomes:.%.(n).

Intimate!care! 6.6%!(85)! 9.9%!(118)! 3.3%**!

Medical!care! 13.4%!(172)! 17.8%!(213)! 4.4%**!

Childcare! 23.7%!(303)! 29.8%!(356)! 6.1%***!

IncomeYgenerating!activities! 5.0%!(64)! 5.4%!(64)! 0.4%!

Continuous.responsibility.outcomes:.mean.(standard.deviation).

Total!responsibility!time!(min)! 572.67!(663.66)! 538.65!(757.88)! 34.02!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

5 Chapter&summary&

Responsibilities!were!nearly!ubiquitous!among!children!in!the!sample.!Almost!

every!child!was!engaged!in!some!type!of!domestic!responsibility!and!around!

oneYfifth!was!providing!care!to!an!unwell!person.!On!average,!children!engaged!

in!ten!hours!of!responsibilities!per!week.!

Several!factors!were!associated!with!children!having!greater!total!responsibility!

time,!providing!care!for!an!unwell!person,!and!caring!for!other!children!in!the!

home.!These!included:!

• Being!an!older!or!female!child!
• Child!and!parental!genderYmatching!
• Greater!distance!to!a!local!clinic!
• Being!visited!by!an!home!communityYbased!carer!
• Poor!parental!physical!health,!HIV/AIDSYillness,!chronic!illness,!and!

mental!health!disorders!!
• Poverty!
• Lack!of!social!support!

Some!associations!were!counterYintuitive!such!as!being!from!an!urban!area’s!asY

sociation!with!less!time!spent!on!responsibilities!but!a!greater!engagement!in!

providing!care!despite!better!overall!parental!health!and!lower!illness!prevaY
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lence.!Regression!analyses,!covered!in!the!next!chapter,!were!necessary!to!exY

plore!this!and!other!relationships!and!to!identify!drivers!of!child!responsibility.!

PredictorYoutcome!associations!are!summarised!in!Table&5.25.!

Several!predictor!factors!including!poverty/socioYeconomic!status!and!parental!

physical!and!mental!health!were!assessed!with!multiple!measures.!To!avoid!mulY

ticollinearity!in!regression!analysis,!only!one!variable!per!factor!was!used!in!the!

models.!For!each!outcome,!variables!were!selected!using!the!strength!and!numY

ber!of!associations!with!child!responsibility!outcomes!found!in!this!chapter!and!

the!theoretical!considerations!and!suggestions!of!existing!research!presented!in!

the!literature!review!(Chapter&2).!Hypothesised!moderating!socioYdemographic!

factors!are!presented!along!with!their!indicative!measures!in!Table&5.26.!Selected!

measures!are!indicated!with!‘*’.!
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Table.5.25.
Summary,'Significance'of'Predictor'and'Outcome'Associations'

!
Intimate.care. Medical.care. Childcare.

IncomeD
generating.
activities.

Total.responD
sibility.time.

Parental.illness.indicator.

Poor!physical!health! <!.001***! <!.001***! .097! .011*! .001***!

HIV/AIDS! <!.001***! <!.001***! <!.001***! .555! .007**!

Tuberculosis! .020*! <!.001***! .003**! .182! .017*!

Cancer! .006**! .002**! .062! .973! .313!

Diabetes! <!.001***! <!.001***! .151! .419! .670!

Epilepsy! .049*! .010**! .603! .597! .085!

Asthma! .036*! <!.001***! .142! .448! .348!

Hypertension! <!.001***! <!.001***! .944! .115! .268!

Arthritis! <!.001***! <!.001***! .420! .859! .734!

Disability! .054! .001***! .556! .999! .046*!

Combined!chronic!illness!
(nonYHIV/AIDS)! <!.001***! <!.001***! .015*! .730! .746!

Poor!mental!health!(MCS!from!
SFY12)! <!.001***! <!.001***! .059! .085! .013*!

Anxiety!(BAI)! <!.001***! <!.001***! .606! .008**! .165!

Depression!(CESYD)! <!.001***! <!.001***! !.001***! !.004**! .001***!

Combined,!depression!and!
anxiety! <!.001***! <!.001***! .001***! .001***! <!.001***!

Household/community.factors.

Adult:Child!ratio!(transY
formed)! .007**! .269! <!.001***! .511! <!.001***!

Urban/rural!location! <!.001***! .001***! <!.001***! .152! <!.001***!

Poverty!(hunger)! .004**! <!.001***! <!.001***! .063! <!.001***!

Economic!Asset!Index!(diY
chotomised)! .772! .097! <!.001***! .624! <!.001***!

Indicators!of!Poverty!and!SoY
cial!Exclusion! .161! .726! <!.001***! .020*! <!.001***!

Adequate!social!support!
(MOS)! .003**! .003**! .001***! .686! .234!

Time!to!clinic!(>!30!min)! .534! .875! .017*! .162! <!.001***!

Time!to!clinic!(>!50!min)! .239! .011*! <!.001***! .033*! <!.001***!

Home!communityYbased!carer!
presence! .139! .001***! <!.001***! <!.001***! <!.001***!
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! Intimate.care! Medical.care! Childcare!
IncomeD
generating.
activities!

Total.responD
sibility.time!

Parent.type! . . . . .

Parent!type!(biological!parent,!
grandparent,!foster)! <!.001***. <!.001***. .001***. .667. .982.

Biological!parent!!
vs.!grandparent! .003**! .002**! .001***! Y! Y!

Biological!parent!!
vs.!foster! .051! .053! .025*! Y! Y!

Grandparent!
vs.!foster! <!.001***! <!.001***! .046*! Y! Y!

Child/parent!genderY
matching! .003**. .113. <!.001***. .058. <!.001***.

Child.factors.

Age! .177! <!.001***! .031*! <!.001***! <!.001***!

Gender! .002**! .051! <!.001***! .001***! <!.001***!

Orphanhood! .434! .007**! .032*! .032*! .043*!

Completion!of!compulsory!
education! .278! .102! .002**! .248! .955!

Note:.*p.≤...05,.**p.≤...01,.***p.≤...001.

.
! .
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Table.5.26.
Factors'and'Selected'Measures'

Factor. . Measures.

Child.factors.

Child!age! Child!age!(dichotomised,!10Y14!and!15Y17)*!

Child!gender! Child!gender*!

Orphanhood! Whether!a!child!has!lost!either!his!mother!or!father*!

Level!of!education! Completion!of!compulsory!education*!

Parental.factors.

General!health!and!!
physical!illness!

General!health!and!functioning!(SFY12)!

Lowest!quintile!of!Physical!Component!Scores!(SFY12)*!

HIV/AIDSYillness*!

Tuberculosis!illness!

Cancer!

Diabetes!

Epilepsy!

Asthma!

Hypertension!

Disability!

Combined!chronic!illness!(nonYHIV/AIDS)*!

Parental!mental!health!

Centre!for!Epidemiologic!Studies!Depression!Scale!(CESYD)!

Beck!Anxiety!Inventory!(BAI)!

Combined!(depression!and!anxiety,!dichotomised)*!

Child/parent..
relationship.factors.

Parent!type! Parent,!grandparent,!and!foster!dummy!variables*!

Child/parent!!
genderYmatching! Child/parent!genderYmatching*!

Household/community.
factors.

Adult!presence! Household!Adult:Child!ratio!(transformed)*!

Urban/rural!location! Urban/rural!location*!

Poverty!

South!African!Food!Consumption!Survey!

South!African!Food!Consumption!Survey!(dichotomised!at!
one!day!of!not!having!enough!food)*!

Economic!Asset!Index!(dichotomised!at!lowest!quintile)!

Indicators!of!Poverty!and!Social!Exclusion!

Access!to!healthcare!!
Travel!time!to!clinic!(dichotomised!at!>!50!minutes)*!

Travel!time!to!clinic!(dichotomised!at!>!30!minutes)!

Visited!by!home!!
communityYbased!carer!!

Presence!of!home!communityYbased!carer!in!previous!
month*!

Social!support! MOS!Social!Support!Survey!(dichotomised!at!‘adequate’!
score![≥!70])!*!
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Chapter(6:(Results!
This!chapter!presents!the!results!of!multiple!regression!analyses!to!identify!

which!parental!illness!and!socioYdemographic!factors!drive!child!responsibility.!

Section&1&discusses!the!aims!of!this!chapter!and!briefly!covers!the!significance!

criteria.!Section&2!presents!results!of!preliminary!analyses!on!the!associations!

between!each!individual!parental!illness!indicator!and!responsibility!outcomes!

while!controlling!for!participant!demographics!(urban/rural!location,!poverty,!

child!age!and!gender).!Section&3!describes!stepwise!regression!analyses!for!each!

individual!responsibility!outcome!(engagement!in!intimate!care,!medical!care,!

childcare,!and!incomeYgenerating!activities;!total!responsibility!time)!with!preY

dictor!variables!that!had!either!been!significantly!associated!with!outcomes!in!

the!previous!chapter!or!were!theoretically!relevant!to!the!analysis.!Within!the!

context!of!research!questions,!results!are!summarised!in!Section&4.!

1 Chapter&aims&
The!aim!of!this!chapter!is!to!conduct!multiple!regression!analyses!addressing!the!

following!research!questions:!

Predictors'of'children'caring'for'their'parents'

• Does!parental!illness!predict!children’s!engagement!in!intimate!or!
medical!care?!

• What!other!factors!predict!children’s!engagement!in!intimate!or!
medical!care?!

Predictors'of'children’s'responsibility'workload'

• Does!parental!illness!predict!greater!responsibility!workloads!in!
children?!

• What!other!factors!predict!greater!responsibility!workloads!in!chilY
dren?!
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Due!to!the!large!number!of!analyses!conducted!in!this!chapter,!significance!was!

set!at!a!conservative!p!≤!.01!to!avoid!Type!I!Error,!or!incorrect!rejection!of!a!true!

null!hypothesis.!

2 Parental&illness&and&children’s&responsibilities&

In!the!previous!chapter,!bivariate!analyses!found!significant!associations!beY

tween!parental!illness!and!children’s!responsibilities.!This!section!determines!

whether!parental!health!indicators!(poor!physical!health,!HIV/AIDSYillness,!nonY

HIV/AIDS!chronic!illness,!and!anxiety/depression)!are!independently!associated!

with!children’s!responsibilities!while!controlling!for!socioYdemographic!factors!

(child!age,!child!gender,!urban/rural!location,!and!poverty!as!assessed!by!hunY

ger).!All!regression!models!in!this!section!were!significant!at!p!<!.001.!Results!are!

presented!at!the!end!of!this!section!in!Tables&6.1!to!6.4.!

Children!with!parents!in!the!poorest!physical!health!quintile!were!significantly!

more!likely!to!engage!in!intimate!(OR!=!3.42;!99%!CI!=!2.28Y5.12)!and!medical!

care!(OR!=!3.89;!99%!CI!=!2.83Y5.34),!and!have!greater!responsibility!time!burY

dens!(β!=!.07;!p!=!.001)!when!controlling!for!socioYdemographic!variables.!There!

were!no!independent!associations!between!parental!illness!and!children’s!enY

gagement!in!childcare!or!incomeYgenerating!activities.!Associations!between!paY

rental!poor!physical!health!and!children’s!responsibility!outcomes!controlling!for!

socioYdemographic!variables!are!presented!in!Table&6.1.!

Children!with!HIV/AIDSYill!parents!were!more!likely!to!engage!in!intimate!care!

(OR!=!2.16;!99%!CI!=!1.44Y3.24),!medical!care!(OR!=!2.64;!99%!CI!=!1.93Y3.61),!

and!childcare!(OR!=!1.37;!99%!CI!=!1.04Y1.79)!when!controlling!for!socioY
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demographic!variables.!They!were!no!more!likely!to!engage!in!incomeY

generating!activities!or!have!greater!total!responsibility!time.!Associations!beY

tween!parental!HIV/AIDSYillness!and!children’s!responsibility!outcomes!while!

controlling!for!socioYdemographic!variables!are!presented!in!Table&6.2.!!

Children!whose!parents!suffered!from!a!nonYHIV/AIDS!chronic!illness!were!more!

likely!to!engage!in!intimate!(OR!=!1.62;!99%!CI!=!1.10Y2.38)!and!medical!care!

(OR!=!1.54;!99%!CI!=!1.14Y2.07)!when!controlling!for!socioYdemographic!variaY

bles.!They!were!no!more!likely!to!engage!in!childcare!or!incomeYgenerating!acY

tivities,!or!to!have!greater!total!responsibility!times.!Associations!between!paY

rental!chronic!illness!and!children’s!responsibility!outcomes!controlling!for!soY

cioYdemographic!variables!are!presented!in!Table&6.3.!

Children!whose!parents!met!cutYoffs!for!either!anxiety!or!depression!were!more!

likely!to!engage!in!intimate!(OR!=!2.09;!99%!CI!=!1.41Y3.10)!and!medical!care!

(OR!=!2.19;!99%!CI!=!1.62Y2.95)!and!incomeYgenerating!activities!(OR!=!1.67;!

99%!CI!=!1.03Y2.71)!when!controlling!for!socioYdemographic!variables.!There!

was!no!link!between!parental!depression/anxiety!and!children’s!engagement!in!

childcare!or!total!responsibility!time.!Associations!between!parental!mental!

health!and!children’s!responsibility!outcomes!controlling!for!socioYdemographic!

variables!are!presented!in!Table&6.4.!
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Table.6.1.
Multiple'Regressions,'Parental'illness,'and'Child'Responsibilities'(OR'99%'CI;'Standardised'Coeffi.
cients)'
!

Intimate.care. Medical.care. Childcare.
IncomeD
generating.
activities.

Total.responD
sibility.time.

Parental.illness.indicator.

Poor!physical!
health!

3.42**!
(2.28Y5.12)!

3.89**!
(2.83Y5.34)!

1.18!
(.86Y1.61)!

1.56!
(.91Y2.67)! .07**!

Household.factors.

Rural!location! .51**!
(.34Y.76)!

.63**!
(.46Y.85)!

3.33**!
(2.59Y4.32)!

1.34!
(.83Y2.18)! .18**!

Food!poverty! 1.63!
(.99Y2.69)!

1.84!
(1.25Y2.71)!

1.24!
(.88Y1.74)!

1.42!
(.77Y2.62)! .11**!

Child.demographics.

Older! 1.12!
(.76Y1.67)!

1.46**!
(1.08Y1.98)!

1.30*!
(1.01Y1.67)!

2.53**!
(1.56Y4.08)! .14**!

Being!female! 1.66**!
(1.11Y2.48)!

1.29!
(.95Y1.74)!

2.30**!
(1.78Y2.97)!

.52**!
(.32Y.84)! .20**!

Model.statistics.

R! Y! Y! Y! Y! .34!

R2! Y! Y! Y! Y! .12!

Adjusted!R2/!
Nagelkerke!R2! .09! .11! .14! .05! .12!

Note:'*p.≤..01,.**p.≤...001,'ns'=.not.significant.
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Table.6.2.
Multiple'Regressions,'Parental'HIV/AIDS.Illness,'and'Child'Responsibilities'(OR'99%'CI;'Standardised'
Coefficients)''
!

Intimate.care. Medical.care. Childcare.
IncomeD
generating.
activities.

Total.responD
sibility.time.

Parental.illness.indicator.

HIV/AIDS! 2.16**!
(1.44Y3.24)!

2.64**!
(1.93Y3.61)!

1.37*!
(1.04Y1.79)!

1.07!
(.63Y1.82)! Y.01!

Household.factors.

Rural!location! .46**!
(.30Y.69)!

.54**!
(.40Y.74)!

3.18**!
(2.44Y4.15)!

1.32!
(.81Y2.17)! .18**!

Food!poverty! 1.70*!
(1.04Y2.80)!

1.86**!
(1.27Y2.72)!

1.20!
(.85Y1.69)!

1.49!
(.81Y2.75)! .12**!

Child.demographics.

Older! 1.18!
(.80Y1.74)!

1.54**!
(1.14Y2.07)!

1.31*!
(1.01Y1.68)!

2.55**!
(1.58Y4.12)! .15**!

Being!female! 1.57*!
(1.06Y2.34)!

1.21!
(.90Y1.63)!

2.29**!
(1.77Y2.96)!

.52**!
(.32Y.84)! .20**!

Model.statistics.

R! Y! Y! Y! Y! .34!

R2! Y! Y! Y! Y! .11!

Adjusted!R2/!
Nagelkerke!R2! .06! .08! .14! .05! .11!

Note:'*p.≤..01,.**p.≤...001,'ns'=.not.significant.
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Table.6.3.
Multiple'Regressions,'Parental'Non.HIV/AIDS'Chronic'Illness'and'Child'Responsibilities'(OR'99%'CI;'
Standardised'Coefficients)''
!

Intimate.care. Medical.care. Childcare.
IncomeD
generating.
activities.

Total.responD
sibility.time.

Parental.illness.indicator.

Chronic!illness!
(nonYHIV/AIDS)!

1.62**!
(1.10Y2.38)!

1.54**!
(1.41Y2.07)!

.97!
(.74Y1.27)!

1.06!
(.64Y1.74)! .04!

Household.factors.

Rural!location! .57**!
(.38Y.85)!

.70*!
(.51Y.94)!

3.31**!
(2.54Y4.32)!

1.35!
(.83Y2.21)! .18**!

Food!poverty! 1.97**!
(1.21Y3.21)!

2.18**!
(1.50Y3.16)!

1.27!
(.90Y1.77)!

1.51!
(.82Y2.76)! .12**!

Child.demographics.

Older! 1.14!
(.77Y1.68)!

1.46**!
(1.09Y1.96)!

1.30*!
(1.01Y1.68)!

2.54**!
(1.57Y4.10)! .15**!

Being!female! 1.60*!
(1.08Y2.38)!

1.24!
(.93Y1.67)!

2.29**!
(1.77Y2.96)!

.52**!
(.32Y.84)! .20**!

Model.statistics.

R! Y! Y! Y! Y! .34!

R2! Y! Y! Y! Y! .11!

Adjusted!R2/!
Nagelkerke!R2! .04! .05! .14! .05! .11!

Note:'*p.≤..01,.**p.≤...001,'ns'=.not.significant.



!

! 212!

Table.6.4.
Multiple'Regressions,'Parental'Anxiety/'Depression,'and'Child'Responsibilities'(OR'99%'CI;'Standard.
ised'Coefficients)'
!

Intimate.care. Medical.care. Childcare.
IncomeD
generating.
activities.

Total.responD
sibility.time.

Parental.illness.indicator.

Depression!or!anxY
iety!

2.09**!
(1.41Y3.10)!

2.19**!
(1.62Y2.95)!

1.12!
(.87Y1.45)!

1.67*!
(1.03Y2.71)! .04!

Household.factors.

Rural!location! .46**!
(.31Y.70)!

.57**!
(.42Y.77)!

3.27**!
(2.51Y4.26)!

1.24!
(.76Y2.02)! .17**!

Food!poverty! 1.71*!
(1.04Y2.80)!

1.90**!
(1.30Y2.77)!

1.24!
(.88Y1.74)!

1.37!
(.74Y2.53)! .11**!

Child.demographics.

Older! 1.16!
(.78Y1.71)!

1.49**!
(1.11Y2.00)!

1.30*!
(1.01Y1.67)!

2.52**!
(1.56Y4.08)! .15**!

Being!female! 1.60*!
(1.08Y2.38)!

1.25!
(.93Y1.67)!

2.29**!
(1.78Y2.96)!

.52**!
(.32Y.85)! .20**!

Model.statistics.

R! Y! Y! Y! Y! .34!

R2! Y! Y! Y! Y! .11!

Adjusted!R2/!
Nagelkerke!R2! .06! .07! .14! .06! .11!

Note:'*p.≤..01,.**p.≤...001,'ns'=.not.significant.

Preliminary!regression!analyses!found!that!every!parental!illness!indicator!was!

associated!with!at!least!two!child!responsibility!outcomes.!All!four!parental!illY

ness!indicators!were!associated!with!children’s!engagement!in!intimate!and!

medical!care.!The!only!parental!illness!associated!with!responsibility!time!burY

den!was!poor!physical!health.!No!parental!health!indicators!other!than!parental!

HIV/AIDS!were!associated!with!children’s!childcare!responsibilities,!and!only!

parental!anxiety!or!depression!was!associated!with!children’s!engagement!in!inY

comeYgenerating!activities.!To!avoid!problems!from!multicollinearity,!regresY

sions!including!either!parental!HIV/AIDS!or!chronic!illness!did!not!include!the!

poor!physical!health!variable.!
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3 Parental&illness&and&socioDdemographic&factors&
The!following!analyses!were!conducted!to!determine!whether!parent!type,!

household/community,!and!child!factors!were!significant!predictors!of!children’s!

responsibilities!and!whether!they!moderated!the!impact!of!parental!illness.!!

3.1 Personal&care&responsibilities&
This!section!presents!analyses!of!the!impact!of!parental!illness!and!socioY

demographic!factors!on!children’s!engagement!in!personal!care!outcomes!(intiY

mate!and!medical!care)!to!address!the!following!questions:!

Predictors'of'children'caring'for'their'parents'

• Does!parental!illness!predict!children’s!engagement!in!intimate!or!
medical!care?!

• What!other!factors!predict!children’s!engagement!in!intimate!or!
medical!care?!

Multiple!logistic!regressions!were!used!to!identify!significant!predictor!variables.!

Results!are!given!as!odds!ratios.!

3.1.1 Intimate&care&

Predictors!that!were!selected!for!their!significant!association!with!children’s!enY

gagement!in!intimate!care!tasks!included!parental!HIV/AIDSYillness,!nonY

HIV/AIDS!chronic!illness,!anxiety/depression,!and!type,!adult:child!ratio,!urY

ban/rural!location,!hunger,!and!child!gender.!Time!to!clinic!(>!50!min)!and!home!

communityYbased!carer!presence!were!not!significantly!associated!with!this!outY

come!but!were!included!for!theoretical!reasons.!For!one,!both!factors!were!inY

dicative!of!a!household’s!access!to!healthcare;!greater!travel!time!or!absence!of!

home!communityYbased!carers!may!each!result!in!greater!reliance!on!internal!

resources!including!children!to!meet!its!caring!needs,!or!an!increase!in!need!if!

appropriate!treatments!and!medicines!are!unobtainable.!Additionally,!potential!
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confounders!may!have!masked!the!effect!and!directionality!of!both!variables!in!

bivariate!association!analyses.!Home!communityYbased!carer!presence!may!also!

indicate!other!coYresident!ill!individuals!that!the!child!may!be!caring!for.!The!litY

erature!review!identified!having!a!home!communityYbased!carer!as!potentially!

protective!against!children!engaging!in!intimate!care!responsibilities,!theorising!

that!a!carer!would!reduce!a!household’s!illness!burden!by!providing!care!to!the!

ill!person!and/or!addressing!of!other!domestic!needs.!Results!are!presented!in!

Table&6.5.!GenderYmatching!was!included!in!separate!analyses!of!boys!and!girls!

to!avoid!the!confounding!nature!of!children’s!gender;!the!analyses!only!include!

children!with!a!parent!identified!as!ill.!Results!of!the!followYup!analyses!are!preY

sented!in!Table&6.6.!

Parental!HIV/AIDSYillness!(Model!4:!OR!=!4.76;!99%!CI!=!2.48Y9.13)!and!chronic!

illness!(Model!4:!OR!=!3.59;!99%!CI!=!1.90Y6.78)!were!significant!predictors!of!

children’s!engagement!in!intimate!care!when!controlling!for!relevant!socioY

demographic!factors,!while!anxiety/depression!approached!significance!(p!=!

.012)!(Model!4:!OR!=!1.50;!99%!CI!=!.99Y2.27).!Girls!had!significantly!greater!

odds!of!engaging!in!intimate!care!(Model!4:!OR!=!1.60;!99%!CI!=!1.07Y2.39),!

while!adequate!social!support!was!protective!against!it!(Model!4:!OR!=!.65;!99%!

CI!=!.44Y.96).!Surprisingly,!being!from!the!rural!site!was!also!protective!against!

children’s!engagement!in!intimate!care!(Model!4:!OR!=!.45;!99%!CI!=!.28Y.73).!In!

the!regressions!presented!in!Table&6.6,!genderYmatching!was!not!a!significant!

predictor!of!either!girls’!or!boys’!engagement!in!intimate!care.!
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Table.6.5.
Multiple'Regressions'Testing'Associations'of'Parental'illness,'Parent'Type,'Household/Community,'and'
Child'Factors'on'Children’s'Engagement'in'Intimate'Care'(OR'99%'CI)'

! Model.1. Model.2. Model.3. Model.4.

Parental.illness.indicator.

HIV/AIDSYillness! 4.72**!
(2.50Y8.93)!

4.63**!
(2.45Y8.78)!

4.78**!
(2.49Y9.15)!

4.76**!
(2.48Y9.13)!

Chronic!illness!(nonYHIV/AIDS)! 4.64**!
(2.52Y8.57)!

4.16**!
(2.22Y7.78)!

3.62**!
(1.92Y6.83)!

3.59**!
(1.90Y6.78)!

Anxiety!or!depression! 1.51*!
(1.01Y2.24)!

1.47!
(.99Y2.19)!

1.50!
(.99Y2.27)!

1.50!
(.99Y2.27)!

Parent.type.(constant:.biological.parent).

Grandparent! Y! 1.35!
(.85Y2.14)!

1.23!
(.77Y1.96)!

1.24!
(.78Y1.99)!

Foster!parent! Y! .74!
(.39Y1.40)!

.70!
(.37Y1.33)!

.68!
(.36Y1.30)!

Household/community.factors.

Adult:Child!ratio! Y! Y! 1.28!
(.79Y2.09)!

1.30!
(.79Y2.13)!

Rural!location! Y! Y! .45**!
(.28Y.72)!

.45**!
(.28Y.73)!

Food!poverty! Y! Y! 1.42!
(.86Y2.36)!

1.42!
(.85Y2.35)!

Adequate!social!support! Y! Y! .65*!
(.44Y.96)!

.65*!
(.44Y.96)!

Time!to!clinic!(>!50!min)! Y! Y! .93!
(.49Y1.75)!

.92!
(.49Y1.74)!

Carer!presence! Y! Y! 1.51!
(.84Y2.69)!

1.51!
(.84Y2.70)!

Child.demographics.

Older! Y! Y! Y! 1.19!
(.80Y1.77)!

Being!female! Y! Y! Y! 1.60*!
(1.07Y2.39)!

Model.statistics.

Nagelkerke!R2! .08! .08! .11! .12!

Overall!pYvalue! <!.001! ns& <!.001! .005!

Note:'*p.≤..01,.**p.≤...001,'ns'=.not.significant.
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Table.6.6.
Linear'Regression'Testing'Associations'of'Intimate'Care'Responsi.
bilities'and'Child/Parent'Gender.Matching'by'Boys'and'Girls'with'Ill'
Parents'(OR'99%'CI)'
. Boys. Girls.

Parent.type.(constant:.biological.parent).

Grandparent! 1.22!
(.57Y2.64)!

1.08!
(.59Y1.95)!

Foster!parent! .61!
(.19Y1.99)!

.67!
(.29Y1.58)!

Household/community.factors.

Adult:Child!ratio! 1.34!
(.58Y3.11)!

1.29!
(.67Y2.45)!

Rural!location! .44*!
(.19Y.98)!

.50*!
(.27Y.92)!

Food!poverty! 1.32!
(.54Y3.24)!

1.54!
(.81Y2.94)!

Adequate!social!support! .57!
(.29Y1.14)!

.59*!
(.35Y.99)!

Time!to!clinic!(>!50!min)! .71!
(.21Y2.36)!

1.14!
(.53Y2.47)!

Carer!presence! 1.93!
(.73Y5.13)!

1.47!
(.69Y3.12)!

Child.demographics.

Older! 1.21!
(.60Y2.42)!

1.25!
(.75Y2.10)!

GenderYmatching! 1.25!
(.46Y3.41)!

1.26!
(.45Y3.49)!

Model.statistics.

Nagelkerke!R2! .06! .05!

Overall!pYvalue! .024! .004!

Note:'*p.≤..01,.**p.≤...001,'ns'=.not.significant.

3.1.2 Medical&care&

Predictors!selected!for!their!significant!association!with!children’s!engagement!

in!medical!care!tasks!in!bivariate!analyses!included!parental!HIV/AIDSYillness,!

nonYHIV/AIDS!chronic!illness,!mental!health!indicators,!parent!type,!urban/rural!

location,!social!support,!clinic!travel!time,!home!communityYbased!carer!presY

ence,!and!child!age,!gender!(approaching!significance;!p!=!.051),!and!orphan!staY
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tus.!Only!variables!that!were!significantly!associated!with!children’s!engagement!

in!medical!care!in!bivariate!analyses!were!included!in!this!regression!model.!ReY

sults!of!regressions!analysis!assessing!the!impact!of!parental!illness!on!children’s!

engagement!in!medical!care!are!summarised!in!Table&6.7.!

Parental!HIV/AIDSYillness!(Model!4:!OR!=!6.01;!99%!CI!=!3.68Y9.82),!chronic!illY

ness!(Model!4:!OR!=!4.05;!99%!CI!=!2.50Y6.55),!and!anxiety/depression!(Model!4:!

OR!=!1.52;!99%!CI!=!1.10Y2.09)!were!all!significant!predictors!of!children’s!enY

gagement!in!medical!care!responsibilities!when!controlling!for!relevant!socioY

demographic!variables.!Poverty!as!measured!by!hunger!(Model!4:!OR!=!1.56;!

99%!CI!=!1.05Y2.32),!home!communityYbased!carer!presence!(Model!4:!OR!=!

1.67;!99%!CI!=!1.07Y2.60),!and!being!older!(Model!4:!OR!=!1.52;!99%!CI!=!1.12Y

2.08)!were!also!significant!predictors.!Adequate!social!support!was!a!significant!

protective!factor!(Model!4:!OR!=!.72;!99%!CI!=!.53Y.97).!Similar!to!the!findings!of!

the!regression!on!children’s!engagement!in!intimate!care,!rural!location!was!a!

protective!factor!against!children’s!engagement!in!medical!care!(Model!4:!OR!=!

.54;!99%!CI!=!.38Y.77),!and!high!clinic!travel!time!approached!significance!as!a!

protective!factor!against!children!engaging!in!medical!care!(p!=!.012)!(Model!4:!

OR!=!.61;!99%!CI!=!.37=1.01).!
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Table.6.7.
Multiple'Regressions'Testing'Associations'of'Parental'illness'with'Parent'Type,'Household/Community,'
and'Child'Factors'on'Children’s'Engagement'in'Medical'Care'(OR'99%'CI)'

. Model.1. Model.2. Model.3. Model.4.

Parental.illness.indicator.

HIV/AIDSYillness! 5.97**!
(3.70Y9.63)!

5.92**!
(3.67Y9.56)!

6.06**!
(3.72Y9.87)!

6.01**!
(3.68Y9.82)!

Chronic!illness!(nonYHIV/AIDS)! 4.95**!
(3.12Y7.87)!

4.59**!
(2.86Y7.37)!

4.16**!
(2.58Y6.72)!

4.05**!
(2.50Y6.55)!

Anxiety!or!depression! 1.57**!
(1.16Y2.13)!

1.54**!
(1.13Y2.09)!

1.53**!
(1.11Y2.11)!

1.52**!
(1.10Y2.09)!

Parent.type.(constant:.biological.parent).

Grandparent! Y! 1.27!
(.88Y1.83)!

1.19!
(.82Y1.72)!

1.19!
(.81Y1.74)!

Foster!parent! Y! .87!
(.56Y1.38)!

.85!
(.53Y1.34)!

.76!
(.47Y1.23)!

Household/community.factors.

Rural!location! Y! Y! .53**!
(.38Y.75)!

.54**!
(.38Y.77)!

Food!poverty! Y! Y! 1.58*!
(1.07Y2.33)!

1.56*!
(1.05Y2.32)!

Adequate!social!support! Y! Y! .72*!
(.53Y.98)!

.72*!
(.53Y.97)!

Time!to!clinic!(>!50!min)! Y! Y! .63!
(.38Y1.05)!

.61!
(.37Y1.01)!

Carer!presence! Y! Y! 1.69*!
(1.09Y2.63)!

1.67*!
(1.07Y2.60)!

Child.demographics.

Older! Y! Y! Y! 1.52**!
(1.12Y2.08)!

Being!female! Y! Y! Y! 1.23!
(.91Y1.67)!

Orphanhood! Y! Y! Y! 1.19!
(.85Y1.65)!

Model.statistics.

Nagelkerke!R2! .12! .12! .16! .17!

Overall!pYvalue! <!.001! ns& <!.001! <!.001!

Note:'*p.≤..01,.**p.≤...001,.ns.=.not.significant.
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3.1.3 Urban&versus&rural&

Given!the!surprising!findings!regarding!the!impact!of!location!on!children’s!enY

gagement!in!personal!care!responsibilities,!followYup!analyses!examined!each!

site!separately!to!determine!whether!there!were!alternative!drivers!or!patterns!

at!each!site.!The!findings!are!summarised!in!Tables&6.8!and!6.9.!

In!the!rural!site,!being!female!was!a!significant!predictor!of!children’s!engageY

ment!in!intimate!care!and!being!older!was!a!significant!predictor!for!medical!

care,!though!neither!was!the!case!in!the!urban!site.!Additionally,!parental!anxieY

ty/depression!was!a!significant!predictor!of!children’s!engagement!in!both!perY

sonal!care!responsibilities,!but!only!in!the!rural!site.!!
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Table.6.8.
Multiple'Regression'Model'of'Children’s'Engagement'in'Intimate'
Care'by'Urban/Rural'Location'(OR'99%'CI)'
. Urban.site. Rural.site.

Parental.illness.indicator.

HIV/AIDSYillness! 5.81**!
(2.38Y14.21)!

3.63**!
(1.40Y9.41)!

Chronic!illness!(nonYHIV/AIDS)! 4.13**!
(1.80Y9.47)!

2.82*!
(1.02Y7.78)!

Anxiety!or!depression! 1.22!
(.71Y2.10)!

2.07*!
(1.05Y4.08)!

Parent.type.(constant:.biological.parent).

Grandparent! 1.33!
(.74Y2.39)!

1.07!
(.48Y2.40)!

Foster!parent! .72!
(.32Y1.62)!

.65!
(.22Y1.90)!

Household/community.factors.

Adult:Child!ratio! 1.29!
(.71Y2.34)!

1.34!
(.56Y3.18)!

Food!poverty! 1.49!
(.70Y3.18)!

1.37!
(.69Y2.74)!

Adequate!social!support! .60!
(.36Y1.01)!

.71!
(.38Y1.34)!

Time!to!clinic!(>!50!min)! .80!
(.16Y3.97)!

.95!
(.47Y1.93)!

Carer!presence! 1.87!
(.62Y5.65)!

1.37!
(.69Y2.73)!

Child.demographics.

Older! 1.08!
(.64Y1.81)!

1.40!
(.74Y2.62)!

Being!female! 1.40!
(.84Y2.34)!

2.00*!
(1.03Y3.87)!

Model.statistics.

Nagelkerke!R2! .12! .11!

Overall!pYvalue! <!.001! <!.001!

Note:'*p.≤..01,.**p.≤...001,'ns'=.not.significant.
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Table.6.9.
Multiple'Regression'Model'of'Children’s'Engagement'in'Medical'Care'
by'Urban/Rural'Location'(OR'99%'CI)'
. Urban.site. Rural.site.

Parental.illness.indicator.

HIV/AIDSYillness! 9.51**!
(4.40Y20.54)!

3.87**!
(2.06Y7.30)!

Chronic!illness!(nonYHIV/AIDS)! 6.49**!
(3.18Y13.23)!

2.24*!
(1.12Y4.50)!

Anxiety!or!depression! 1.30!
(.83Y2.07)!

1.86**!
(1.16Y3.00)!

Parent.type.(constant:.biological.parent).

Grandparent! 1.26!
(.77Y2.07)!

1.00!
(.53Y1.88)!

Foster!parent! .66!
(.34Y1.27)!

.98!
(.49Y1.96)!

Household/community.factors.

Food!poverty! 1.21!
(.62Y2.34)!

1.93**!
(1.17Y3.20)!

Social!support! .53!
(.35Y.81)!

.99!
(.63Y1.56)!

Time!to!clinic!(>!50!min)! .66!
(.18Y2.48)!

.61!
(.35Y1.06)!

Carer!presence! 2.42!
(.93Y6.31)!

1.50!
(.90Y2.48)!

Child.demographics.

Older! 1.42!
(.93Y2.18)!

1.76**!
(1.11Y2.79)!

Being!female! 1.26!
(.83Y1.92)!

1.20!
(.76Y1.89)!

Orphanhood! 1.33!
(.85Y2.10)!

1.06!
(.65Y1.72)!

Model.statistics.

Nagelkerke!R2! .20! .15!

Overall!pYvalue! <!.001! <!.001!

Note:'*p.≤..01,.**p.≤...001,'ns'=.not.significant.

3.1.4 Parent&type&and&personal&care&responsibilities&

Whilst!controlling!for!parental!illness!in!the!previous!analyses,!child/parent!relaY

tionship!exhibited!no!effect!on!whether!a!child!engaged!in!either!intimate!or!
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medical!care.!It!was!suspected!that!while!parental!illness!may!drive!caring!reY

sponsibilities!in!children,!they!might!have!been!more!common!among!certain!

child/parent!relationships.!Thus,!the!fourth!models!of!both!personal!care!stepY

wise!regressions!were!run!excluding!parental!illness!indicators.!Though!this!reY

gression!may!have!omitted!factors!that!were!the!drivers!of!children’s!engageY

ment!in!personal!care,!these!models!could!identify!living!situations!in!which!

children!are!most!likely!to!be!caring!for!an!unwell!parent.!However,!neither!type!

of!child/parent!relationship!was!significantly!predictive!of!children’s!engageY

ment!in!either!intimate!or!medical!care!responsibility.!Results!are!presented!in!

Table&6.10.!
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Table.6.10.
Multiple'Regression'Model'of'Children’s'Engagement'in'Intimate'and'
Medical'Care'Excluding'Health'Indicators'(OR'99%'CI)'
. Intimate.

care.
Medical.
care.

Parent.type.(constant:.biological.parent).

Grandparent! 1.12!
(.70Y1.78)!

1.12!
(.77Y1.63)!

Foster!parent! .64!
(.32Y1.28)!

.70!
(.42Y1.16)!

Household/community.factors.

Adult:Child!ratio! 1.32!
(.79Y2.20)! Y!

Rural!location! .48**!
(.29Y.78)!

.54**!
(.38Y.77)!

Food!poverty! 1.49!
(.89Y2.51)!

1.83**!
(1.23Y2.73)!

Adequate!social!support! .58**!
(.39Y.88)!

.62**!
(.45Y.85)!

Time!to!clinic!(>!50!min)! .99!
(.52Y1.89)!

.68!
(.41Y1.13)!

Carer!presence! 1.60!
(.88Y2.89)!

1.72*!
(1.09Y2.70)!

Child.demographics.

Older! 1.24!
(.82Y1.88)!

1.53**!
(1.11Y2.10)!

Being!female! 1.75**!
(1.14Y2.66)!

1.30!
(.95Y1.78)!

Orphanhood! Y! 1.25!
(.89Y1.75)!

Model.statistics.

Nagelkerke!R2! .06! .07!

Overall!pYvalue! .001! <!.001!

Note:'*p.≤..01,.**p.≤...001,'ns'=.not.significant.

3.1.5 Parental&anxiety&and&depression&and&general&physical&health&

Another!surprising!finding!was!that!parental!anxiety/depression!was!a!signifiY

cant!predictor!of!children’s!engagement!in!medical!care!and!approached!signifiY

cance!with!intimate!care.!It!was!hypothesised!that!while!these!regression!models!

controlled!for!parental!HIV/AIDS!and!chronic!illness,!the!variables!did!not!indiY
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cate!the!state!of!parents’!physical!health.!Some!parents,!for!instance,!may!have!

been!HIVYpositive!or!living!with!another!chronic!illness!yet!in!relatively!good!

health.!Thus,!the!Physical!Component!Score!of!the!SFY12,!a!continuous!indicator!

of!parental!physical!health!(which!excludes!any!mental!health!items!in!the!SFY12!

to!avoid!multicollinearity),!was!included!in!the!following!regression!model!to!

gauge!whether!a!common!factor,!poor!parental!physical!health,!was!driving!both!

children’s!caring!responsibilities!and!parental!anxiety!and!depression.!The!exY

pected!outcome!was!that!parental!physical!health!would!be!a!significant!predicY

tor!of!children’s!caring!responsibilities!and!parental!anxiety/depression!would!

no!longer!be!significant.!!

The!findings,!summarised!in!Table&6.11,!show!that!parental!anxiety/depression!

was!still!a!significant!predictor!of!children’s!engagement!in!both!intimate!and!

medical!care!tasks!even!when!controlling!for!parental!physical!health.!AdditionY

ally,!parental!physical!health!was!predictive!of!children’s!engagement!in!both!

types!of!care.!The!next!chapter!contains!a!discussion!of!these!findings.!
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Table.6.11.
Multiple'Regression'Model'of'Children’s'Engagement'in'Intimate'and'
Medical'Care'to'Identify'Impact'of'Parental'Mental'Health'Disorder'
Controlling'for'Physical'Health'and'Functioning'(OR'99%'CI)'
. Intimate.

care.
Medical.
care.

Parental.illness.indicator.

General!health!and!functioning!!
(SFY12,!Physical!Composite!Score)!!

.98**!
(.98Y.99)!

.98**!
(.98Y.99)!

Anxiety!or!depression! 1.67**!
(1.11Y2.51)!

1.73**!
(1.26Y2.37)!

Parent.type.(constant:.biological.parent).

Grandparent! .99!
(.62Y1.58)!

.91!
(.62Y1.33)!

Foster!parent! .64!
(.34Y1.22)!

.70!
(.44Y1.12)!

Household/community.factors.

Adult:Child!ratio! 1.26!
(.76Y2.07)! Y!

Rural!location! .46**!
(.29Y.74)!

.57**!
(.40Y.80)!

Food!poverty! 1.47!
(.88Y2.45)!

1.66**!
(1.12Y2.47)!

Adequate!social!support! .64*!
(.43Y.96)!

.71*!
(.53Y.97)!

Time!to!clinic!(>!50!min)! .95!
(.50Y1.79)!

.63!
(.38Y1.05)!

Carer!presence! 1.47!
(.81Y2.64)!

1.61*!
(1.03Y2.51)!

Child.demographics.

Older! 1.18!
(.79Y1.76)!

1.49**!
(1.09Y2.03)!

Being!female! 1.60*!
(1.07Y2.39)!

1.24!
(.92Y1.69)!

Orphanhood! Y! 1.24!
(.89Y1.73)!

Model.statistics.

Nagelkerke!R2! .12! .15!

Overall!pYvalue! .005! <!.001!

Note:'*p.≤..01,.**p.≤...001,'ns'=.not.significant.
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3.2 Total&responsibility&time&
This!section!presents!analysis!of!the!impact!of!parental!illness!and!socioY

demographic!factors!on!children’s!total!responsibility!time.!Total!responsibility!

time!was!the!sum!of!time!devoted!to!all!responsibilities!in!the!previous!week.!

The!following!research!questions!addressed!in!this!section!are:!

Predictors'of'children’s'responsibility'workload'

• Does!parental!illness!predict!greater!responsibility!workloads!in!
children?!

• What!other!factors!predict!greater!responsibility!workloads!in!chilY
dren?!

Linear!multiple!regressions!were!used!to!identify!significant!predictors!of!chilY

dren’s!responsibility!time!burden.!Predictors!that!were!selected!for!statistically!

significant!association!with!children’s!total!responsibility!time!included!parental!

poor!physical!health!and!anxiety/depression,!adult:child!ratio,!urban/rural!locaY

tion,!food!poverty,!clinic!travel!time,!home!communityYbased!carer!presence,!and!

child!age,!gender,!and!orphanhood.!In!the!literature!review,!both!parent!type!and!

completion!of!compulsory!education!were!suggested!to!be!important!factors,!

however,!each!was!far!from!statistical!significance!in!bivariate!associations!in!the!

previous!chapter!(p&=!.982!and!p!=!.955).!Thus,!neither!was!included!in!this!reY

gression.!Results!are!presented!as!standardised!coefficients!in!Table&6.12.!

Significant!predictors!of!children’s!greater!total!responsibility!time!included!paY

rental!poor!physical!health!(Model!3:!β!=!.06;!p!=!.002),!rural!location!(Model!3:!β!

=!.11;!p!<!.001),!food!poverty!(Model!3:!β!=!.10;!p!<!.001),!greater!clinic!travel!

time!(Model!3:!β!=!.14;!p!<!.001),!home!communityYbased!carer!presence!(Model!

3:!β!=!.06;!p!=!.001),!and!the!child’s!being!older!(Model!3:!β!=!.14;!p!<!.001)!and!
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female!(Model!3:!β!=!.20;!p!<!.001).!Adequate!social!support!approached!signifiY

cance!as!a!predictor!of!greater!responsibility!time!(Model!3:!β!=!.05;!p!=!.015).!!

Table.6.12.
Linear'Regressions'Testing'Associations'of'Parental'illness'Excluding'Poor'Health'Variable,'House.
hold/Community,'and'Child'Factors'on'Children’s'Total'Responsibility'Time'(Standardised'Coefficients)'

! Model.1. Model.2. Model.3.

Parental.illness.indicator.

Poor!physical!health! .07**! .06*! .06*!

Anxiety!or!depression! .07**! .02! .02!

Household/community.factors.

Adult:Child!ratio! Y! Y.04! Y.03!

Rural!location! Y! .10**! .11**!

Food!poverty! Y! .10**! .10**!

Adequate!social!support! Y! .05! .05!

Time!to!clinic!(>!50!min)! Y! .14**! .14**!

Carer!presence! Y! .07**! .06**!

Child.demographics.

Older! Y! Y! .14**!

Being!female! Y! Y! .20**!

Orphanhood! Y! Y! .01!

Model.statistics.

R! .11! .28! .38!

Adjusted!R2! .01! .08! .14!

Overall!pYvalue! <!.001! <!.001! <!.001!

Note:'*p.≤..01,.**p.≤...001,.ns.=.not.significant.

3.2.1 Personal&and&domestic&responsibility&time&burdens&

FollowYup!analyses!were!conducted!to!evaluate!the!impact!of!parental!illness!

and!socioYdemographic!factors!on!children’s!engagement!in!personal!care!and!

domestic!responsibility!time!burdens.!There!was!an!expectation!that!having!an!

ill!parent!would!increase!a!child’s!personal!care!time!burden,!though!it!was!unY

clear!whether!this!would!correspond!with!an!increase!in!domestic!responsibility!
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time!burdens!as!found!in!the!UK!in!Warren!(2007),!a!decrease!as!children!realign!

their!responsibilities!within!finite!time!constraints!as!suggested!in!Robson,!

Ansell,!Huber,!Gould,!and!Van!Blerk!(2006),!or!no!change!if!children!added!

personal!care!responsibilities!without!any!corresponding!impact!in!domestic!

responsibility!time!burden.!The!results,!which!indicate!that!parental!health!only!

affects!children’s!personal!care!responsibility!time!burdens,!are!presented!in!

Table&6.13.!

Table.6.13.
Linear'Regressions'Testing'Associations'of'Parental'illness,'House.
hold/Community,'and'Child'Factors'on'Children’s'Personal'Care'and'
Domestic'Responsibility'Time'(Standardised'Coefficients)'

!
Responsibility.time.

Caring.. Domestic.

Parental.illness.indicator.

Poor!physical!health! .15**! .02!

Anxiety!or!depression! .03! .02!

Household/community.factors.

Adult:Child!ratio! Y.01! Y.05!

Rural!location! Y.05! .15**!

Food!poverty! .08**! .09**!

Adequate!social!support! .00! .04!

Time!to!clinic!(>!50!min)! .00! .16**!

Carer!presence! .07**! .05*!

Child.demographics.

Older! .01! .16**!

Female! .04! .21**!

Orphanhood! .02! .00!

Model.statistics.

R! .21! .42!

Adjusted!R2! .04! .17!

Overall!pYvalue! <!.001! <!.001!

Note:'*p.≤..01,.**p.≤...001,.ns.=.not.significant.
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3.2.2 Gender&and&total&responsibility&time&

A!second!followYup!was!conducted!to!evaluate!the!differences!in!how!socioY

demographic!factors!affect!boys’!and!girls’!responsibility!time!burdens.!Findings!

from!bivariate!and!multiple!regression!analyses!indicate!that!girls!engage!in!sigY

nificantly!more!responsibilities!than!boys.!Additionally,!qualitative!evidence!

from!the!literature!review!suggests!alternative!pathways!for!responsibility!beY

tween!boys!and!girls!due!to!cultural!reluctance!to!remove!boys!from!school!to!

provide!help!and!traditional!ideas!about!the!stereotypically!gendered!nature!of!

most!responsibilities!(see!Chapter&2,!Section&3.3.3).!This!analysis!included!all!varY

iables!controlled!for!in!the!above!section.!Results!are!presented!in!Table&6.14.!

Poor!parental!physical!health!was!significantly!predictive!of!boys’!responsibility!

time!burden!(β!=!.12;!p!<!.001)!but!not!girls.!Home!communityYbased!carer!presY

ence!was!significantly!predictive!of!girls’!responsibility!time!burden!(β!=!.09;!p!=!

.001),!but!not!boys.!The!remaining!significant!predictive!factors!of!rural!location,!

poverty!as!assessed!by!hunger,!time!to!the!local!clinic,!and!being!older,!were!the!

same!for!both!genders.!
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Table.6.14.
Linear'Regressions'on'Children’s'Total'Responsibility'Time,'Sepa.
rated'by'Gender'(Standardised'Coefficients)'

!
Total.responsibility.time.

Boys. Girls.

Parental.illness.indicator.

Poor!physical!health! .12**! .03!

Anxiety!or!depression! .01! .04!

Household/community.factors.

Adult:Child!ratio! Y.01! Y.04!

Rural!location! .15**! .09*!

Food!poverty! .08*! .11**!

Adequate!social!support! .03! .06!

Time!to!clinic!(>!50!min)! .13**! .15**!

Carer!presence! .02! .09**!

Child.demographics.

Older! .09*! .17**!

Orphanhood! .00! .02!

Model.statistics.

R! .30! .35!

Adjusted!R2! .09! .12!

Overall!pYvalue! <!.001! <!.001!

Note:'*p.≤..01,.**p.≤...001,.ns.=.not.significant.

3.3 Domestic&maintenance&responsibilities&
This!section!presents!analyses!of!the!impact!of!parental!illness!and!socioY

demographic!factors!on!children’s!engagement!in!nonYpersonal!care!responsibilY

ities!(childcare!and!incomeYgenerating!responsibilities).!Housework!responsibilY

ities!were!not!included!for!reasons!discussed!in!the!previous!chapter!(Section&4).!

The!analyses!address!the!following!research!questions:!
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Predictors'of'children’s'responsibility'workload'

• Does!parental!illness!predict!greater!responsibility!workloads!in!
children?!

• What!other!factors!predict!greater!responsibility!workloads!in!chilY
dren?!

Logistic!multiple!regressions!were!used!to!identify!significant!parental!health!

and!socioYdemographic!predictor!variables,!and!results!are!presented!as!odds!

ratios.!

3.3.1 Childcare&

Predictors!that!were!selected!for!their!significant!association!with!children’s!enY

gagement!in!childcare!included!parental!poor!physical!health!and!anxieY

ty/depression,!child/parent!relationship!type,!adult:child!ratio,!rural!location,!

food!poverty,!adequate!social!support,!clinic!travel!time,!and!home!communityY

based!carer!presence,!as!well!as!child!age,!gender,!orphanhood,!and!completion!

of!compulsory!education.!Child/parent!genderYmatching!was!also!significantly!

associated!with!engagement!in!childcare,!though!it!was!likely!due!to!its!close!asY

sociation!with!the!child!being!a!girl!and!was!therefore!not!included!in!this!reY

gression!due!to!the!risk!of!multicollinearity!and!a!lack!of!any!theoretical!raY

tionale!for!association.!Dichotomised!child!age!and!children’s!completion!of!

compulsory!education!were!not!included!in!the!same!regression!due!to!the!risk!

of!multicollinearity.!Table&6.15!presents!the!results!of!the!regression!including!

child!age!and!excluding!the!completion!of!compulsory!education!variable.!The!

regression!analysis!including!children’s!completion!of!compulsory!education!in!

lieu!of!their!age!was!not!significant!(p!=!.278)!and!as!such!is!neither!presented!

nor!interpreted.!
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Parental!HIV/AIDSYillness!was!significantly!predictive!of!children’s!childcare!reY

sponsibility!for!Models!1!and!2,!but!only!approached!significance!in!Model!3!with!

the!inclusion!of!household/community!factors;!in!Model!4,!it!approached!signifiY

cance!(p!=!.011).!Significant!socioYdemographic!predictors!of!children’s!engageY

ment!in!childcare!included!a!lower!household!adult:child!ratio!(Model!4:!OR!=!

.28;!99%!CI!=!.19Y.42),!rural!location!(Model!4:!OR!=!2.33;!99%!CI!=!1.74Y3.13),!

and!the!child!being!older!(Model!4:!OR!=!1.41;!99%!CI!=!1.08Y1.83)!and!female!

(Model!4:!OR!=!2.27;!99%!CI!=!1.75Y2.94).!Interestingly,!orphanhood!was!signifiY

cantly!protective!against!children!engaging!in!childcare!(Model!4:!OR!=!.71;!99%!

CI!=!.53Y.95).!
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Table.6.15.
Logistic'Regression'Testing'Associations'of'Parental'illness,'Parent'Type,'Household/Community'and'
Child'Factors'on'Children’s'Engagement'in'Childcare'(OR'99%'CI)'

! Model.1. Model.2. Model.3. Model.4.

Parental.illness.indicator.

HIV/AIDSYillness! 1.61**!
(1.24Y2.09)!

1.54**!
(1.18Y2.00)!

1.29!
(.97Y1.70)!

1.33!
(1.00Y1.77)!

Anxiety!or!depression! 1.21!
(.95Y1.56)!

1.24!
(.96Y1.59)!

1.04!
(.80Y1.36)!

1.06!
(.81Y1.39)!

Parent.type.(constant:.biological.parent).

Grandparent! Y! .70*!
(.51Y.97)!

.86!
(.61Y1.21)!

.93!
(.65Y1.32)!

Foster!parent! Y! .79!
(.56Y1.10)!

.89!
(.63Y1.27)!

.96!
(.66Y1.39)!

Household/community.factors.

Adult:Child!ratio! Y! Y! .29**!
(.19Y.42)!

.28**!
(.19Y.42)!

Rural!location! Y! Y! 2.22**!
(1.67Y2.96)!

2.33**!
(1.74Y3.13)!

Food!poverty! Y! Y! 1.11!
(.79Y1.57)!

1.13!
(.79Y1.60)!

Adequate!social!support! Y! Y! .81!
(.63Y1.04)!

.80!
(.62Y1.03)!

Time!to!clinic!(>!50!min)! Y! Y! 1.08!
(.77Y1.51)!

1.11!
(.79Y1.57)!

Carer!presence! Y! Y! 1.33!
(.93Y1.90)!

1.31!
(.90Y1.89)!

Child.demographics.

Older!(15Y17!years)! Y! Y! Y! 1.41**!
(1.08Y1.83)!

Being!female! Y! Y! Y! 2.27**!
(1.75Y2.94)!

Orphanhood! Y! Y! Y! .71*!
(.53Y.95)!

Model.statistics.

Nagelkerke!R2! .02! .03! .14! .19!

Overall!pYvalue! <!.001! .006! <!.001! <!.001!

Note:'*p.≤..01,.**p.≤...001,.ns.=.not.significant.
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3.3.2 IncomeDgenerating&activities&

Predictors!that!were!selected!for!their!significant!association!with!children’s!enY

gagement!in!incomeYgenerating!activities!included!parental!poor!physical!health!

and!anxiety/depression,!clinic!travel!time,!home!communityYbased!carer!presY

ence,!child!age,!gender,!and!orphanhood.!Food!poverty!approached!significance!

in!bivariate!analysis!(p!=!.063)!and!was!included!to!test!whether!children!took!on!

incomeYgenerating!activities!to!supplement!poor!households’!income.!Results!

are!presented!in!Table&6.16.!

Three!variables!were!predictive!of!children’s!engagement!in!incomeYgenerating!

activities:!presence!of!a!home!communityYbased!carer!(Model!3:!OR!=!2.06;!99%!

CI!=!1.14Y3.72),!being!older!(Model!3:!OR!=!2.43;!99%!CI!=!1.50Y3.95),!and!being!

male!(Model!3:!OR!=!.52;!99%!CI!=!.32Y.85).!Interestingly,!poverty!as!assessed!by!

hunger!was!not!a!significant!predictor!of!children’s!engagement!in!incomeY

generating!activities.!!
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Table.6.16.
Logistic'Regressions'Testing'Associations'of'Parental'illness,'Household/Community,'and'Child'Factors'
on'Children’s'Engagement'in'Income.Generating'Activities'(OR'99%'CI)'

! Model.1. Model.2. Model.3.

Parental.illness.indicator.

Poor!physical!health! .1.49!
(.86Y2.55)!

1.40!
(.81Y2.43)!

1.34!
(.77Y2.34)!

Anxiety!or!depression! 1.68*!
(1.04Y2.72)!

1.54!
(.94Y2.52)!

1.52!
(.93Y2.50)!

Household/community.factors.

Food!poverty! Y!
1.23!

(.66Y2.27)!
!

1.26!
(.68Y2.34)!

Carer!presence! Y! 1.98*!
(1.11Y3.54)!

2.06*!
(1.14Y3.72)!

Child.demographics.

Older! Y! Y! 2.43**!
(1.50Y3.95)!

Being!female! Y! Y! .52**!
(.32Y.85)!

Orphanhood! Y! Y! 1.22!
(.74Y1.99)!

Model.statistics.

Nagelkerke!R2! .02! .03! .07!

Overall!pYvalue! .001! .009! !<!.001!

Note:.*p.≤..01,.**p.≤...001,.ns.=.not.significant.

4 Chapter&summary&
This!chapter!is!summarised!with!responses!to!each!of!the!research!questions!

presented!at!the!beginning!of!this!chapter:!

Predictors'of'children'caring'for'their'parents'

• Does!parental!illness!predict!children’s!engagement!in!intimate!or!
medical!care?!

• What!other!factors!predict!children’s!engagement!in!intimate!or!
medical!care?!

Both!parental!HIV/AIDS!and!nonYHIV/AIDS!chronic!illness!were!significant!preY

dictors!of!children’s!engagement!in!intimate!and!medical!care!when!controlling!
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for!socioYdemographic!variables.!Parental!anxiety/depression!was!also!predicY

tive!of!children’s!engagement!in!medical!care!and!approached!significance!as!a!

predictor!of!children’s!engagement!in!intimate!care.!Further!analyses!that!conY

trolled!for!parental!health!using!a!continuous!indicator!of!physical!health!indiY

cated!the!relationship!between!parental!mental!health!disorders!and!children’s!

caring!responsibilities!was!independent!of!other!health!problems.!

Child/parent!relationship!type!was!not!predictive!of!children’s!caring!responsiY

bilities,!even!in!regressions!that!excluded!parental!illness.!

Controlling!for!parental!illness!and!poverty!among!other!socioYdemographic!varY

iables,!children!from!the!urban!site!were!significantly!more!likely!to!engage!in!

both!types!of!personal!care.!Separate!analysis!found!only!three!differences!in!

significant!predictors!between!the!urban!and!rural!site:!parental!anxieY

ty/depression!and!children’s!being!older!or!female!were!only!predictive!in!the!

rural!site.!

Travel!time!to!the!local!clinic!approached!significance!as!a!protective!factor!

against!children!engaging!in!medical!care.!Girls!were!more!likely!to!provide!inY

timate!care.!Separate!analyses!indicated!being!genderYmatched!with!a!sick!parY

ent!was!not!a!significant!predictor!of!children’s!engagement!in!intimate!care.!

Older!children!were!more!likely!to!provide!medical!care.!!

Predictors'of'children’s'responsibility'workload'

• Does!parental!illness!predict!greater!responsibility!workloads!in!
children?!

• What!other!factors!predict!greater!responsibility!workloads!in!chilY
dren?!
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Parental!poor!physical!health!was!predictive!of!greater!responsibility!time!burY

den!in!children!when!controlling!for!socioYdemographic!variables,!though!furY

ther!analysis!found!this!was!only!true!of!caring!responsibility!time!burden,!and!

only!in!boys.!Other!factors!that!were!predictive!of!children’s!greater!responsibilY

ity!time!burden!were!rural!location,!food!poverty,!greater!distance!to!the!clinic,!

presence!of!a!home!communityYbased!carer,!and!the!child!being!older!and!feY

male.!

Parental!HIV/AIDSYillness!approached!significance!as!a!predictor!of!children’s!

engagement!in!childcare.!Lower!adult:child!ratios,!rural!location,!and!the!child!

being!older!and!female!were!also!predictive!of!children’s!engagement!in!childY

care,!while!orphanhood!was!protective.!

No!parental!health!indicator!was!predictive!of!children’s!engagement!in!incomeY

generating!activities!when!controlling!for!socioYdemographic!factors.!Predictive!

socioYdemographic!factors!included!being!visited!by!a!home!communityYbased!

carer!and!the!child!being!older!and!male.!This!was!the!only!child!responsibility!

that!was!more!common!among!boys.!Surprisingly,!poverty!as!measured!by!child!

hunger!was!not!a!significant!predictor.!

!

! !
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Chapter(7:!Discussion(and(conclusion!
The!research!and!findings!presented!within!this!thesis!explore!the!relationship!

between!parental!illness!and!child!responsibility!in!South!Africa.!The!first!phase!

of!research!was!a!literature!review!that!summarised!what!was!known!about!the!

interaction!between!parental!illness!and!child!responsibility!in!subYSaharan!AfriY

ca!and!highlighted!substantial!research!gaps.!The!most!notable!gaps!were!a!limY

ited!amount!of!quantitative!evidence!exploring!how!parental!illness!affects!child!

responsibilities!and!the!moderating!influence!of!socioYdemographic!factors!such!

as!child!gender!and!poverty.!Additionally,!it!was!noted!that!all!of!the!existing!

tools!used!to!assess!child!responsibility!had!either!not!been!adapted!to!the!South!

African!context!or!did!not!include!caring!responsibilities.!The!second!phase!of!

research!was!an!exploratory!study!that!collected!data!from!children!living!with!

an!ill!parent!to!identify!their!range!of!responsibilities.!These!data!were!used!to!

create!the!Child!Responsibility!Measure,!designed!to!assess!the!range!and!time!

burden!of!responsibilities!among!children!in!deprived!South!African!communiY

ties.!The!third!phase!of!this!research!was!a!crossYsectional!quantitative!survey,!

which!collected!data!from!a!large!and!representative!sample!of!children!and!

their!parents!regarding!responsibility,!parental!illness,!and!socioYdemographic!

factors.!The!resulting!data!were!analysed!first!to!find!associations!between!these!

factors,!then!with!multiple!regressions!to!determine!drivers!of!child!responsibilY

ity.!

This!thesis’s!findings!are!discussed!within!the!context!of!existing!literature!in!

Section&1.!Section&2!lists!strengths!and!limitations!of!the!research!within!this!theY

sis.!Section&3!covers!implications!for!policy!and!practice,!and!suggestions!for!fuY
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ture!research!are!presented!in!Section&4.!The!thesis!ends!with!a!conclusion!in!

Section&5.!

1 Key&findings&and&interpretation&

Parental!illness!was!found!to!be!a!key!determinant!of!children’s!engagement!in!

personal!care!and!responsibility!time!burdens.!However,!many!socioY

demographic!factors!were!found!to!influence!children’s!responsibility!range!and!

burden,!including!gender,!urban/rural!location,!and!social!support.!Some!findY

ings,!including!the!link!between!urban!location!and!caring!responsibility,!were!

unexpected.!This!section!interprets!the!meaning!of!findings!within!the!context!of!

existing!research.!!!

1.1 Parental&illness&and&children&as&care&providers&

Parental!HIV/AIDSYillness!and!nonYHIV!chronic!illness!were!significant!predicY

tors!of!children’s!engagement!in!caring!responsibilities.!Parental!mental!health!

disorder!(anxiety!or!depression)!was!predictive!of!children’s!caring!responsibiliY

ties,!even!when!controlling!for!physical!health!indicators!(parental!HIV/AIDSY

illness,!nonYHIV!chronic!illness,!and!in!separate!set!of!regression!analyses,!genY

eral!physical!health).!

The!relationship!between!parental!illness!and!children’s!caring!responsibilities!

was!expected;!qualitative!evidence!from!the!literature!review!and!exploratory!

study!had!previously!linked!these!factors.!The!significance!of!this!finding!relates!

to!the!types!of!parental!illness!that!are!predictive!of!children’s!caring!responsiY

bilities.!Children!with!HIV/AIDSYill!parents!had!the!greatest!odds!of!engaging!in!

both!intimate!and!medical!care!responsibilities.!The!latter!was!expected!given!
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the!increasing!availability!of!ART!in!South!Africa!(WHO/UNAIDS/UNICEF,!2011)!

and!their!complex!adherence!regimes!that!may!benefit!from!child!assistance.!

However,!as!parental!HIV/AIDSYillness!was!the!strongest!health!predictor!of!

children’s!engagement!in!intimate!care,!it!appears!that!many!remain!severely!

affected!by!the!virus!and!that!there!is!clearly!still!a!need!for!greater!access!to!efY

fective!treatment.!Also!noteworthy!was!the!association!between!parental!chronic!

illness!and!children’s!caring!responsibilities,!highlighting!the!importance!of!nonY

HIV/AIDS!illnesses.!As!argued!in!the!introduction,!the!prevalence!of!HIV/AIDS!

and!its!impact!on!public!health!and!demographics!make!it!the!most!prominent!

illness!in!the!country,!which!can!divert!attention!from!other!health!problems.!

Certainly!the!magnitude!of!parental!HIV/AIDSYillness!was!greater!than!that!of!

chronic!illnesses,!though!it!is!possible!a!more!focused!analysis!of!specific!health!

problems!would!reveal!those!most!likely!to!result!in!the!burden!of!care!falling!to!

children.!Among!illnesses!assessed!in!the!survey,!bivariate!analyses!indicate!paY

rental!tuberculosis,!cancer,!and!diabetes!have!strong!links!to!children’s!caring!

responsibilities.!

The!relationship!between!parental!anxiety/depression!and!children’s!personal!

care!responsibilities!was!unexpected.!Research!presented!in!the!literature!reY

view!suggested!that!children!provide!care!for!parents!with!mental!health!disorY

ders,!though!mainly!in!the!form!of!emotional!support!(Abebe,!2007;!Evans!&!

Becker,!2007,!2009;!Robson,!2000,!2004;!Robson!&!Ansell,!2000).!The!Child!ReY

sponsibility!Measure,!which!was!used!to!assess!children’s!responsibility!in!this!

thesis’s!quantitative!study,!did!not!include!any!emotional!support!tasks;!all!perY

sonal!care!tasks!involved!some!form!of!physical!engagement.!Additionally,!there!
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were!no!indications!from!the!exploratory!study!that!children!were!providing!any!

sort!of!intimate!or!medical!care!to!address!an!adult’s!mental!health!disorder!speY

cifically.!Associations!between!parental!anxiety/depression!and!children’s!caring!

responsibilities!found!in!the!bivariate!analysis!section!were!presumed!to!be!the!

result!of!a!third!factor!(e.g.,!parental!physical!illness,!poverty,!or!a!lack!of!social!

support)!driving!both!parent’s!mental!health!disorders!and!children’s!caring.!For!

instance,!mental!health!disorders!often!accompany!physical!illness!as!a!result!of!

physical!health!problems!associated!with!severe!illnesses!like!cancer!or!

HIV/AIDSYrelated!stigma!(Bird,!Bogart,!&!Delahanty,!2004;!Lee,!Kochman,!&!

Sikkema,!2002;!A.!L.!Pillay,!2001;!Simbayi!et!al.,!2007).!Regardless,!regression!

analyses!found!that!independent!of!physical!health,!parental!anxiety/depression!

drove!children’s!caring!responsibility.!However,!given!the!limited!evidence!linkY

ing!the!two,!it!remains!unclear!how!parental!mental!health!disorders!would!

drive!children’s!caring.!For!instance,!while!it!was!possible!that!children!adminisY

tered!medication!to!address!a!parent’s!mental!health!disorder,!only!one!child!in!

the!quantitative!study!described!doing!so.!

An!alternative!explanation!lies!in!reversing!the!direction!of!this!relationship.!ReY

search!from!the!literature!review!suggests!ambivalence!concerning!children!who!

provided!care!for!their!ill!parents.!Expectations!appear!to!be!rooted!in!times!priY

or!to!the!HIV/AIDSYepidemic,!though!children!are!now!required!to!go!beyond!

cleaning!the!household!and!helping!with!cooking!to!bathing!and!feeding!a!parent!

(Skovdal,!2009a;!Skovdal!&!Andreouli,!2011).!While!often!praised!for!helping!in!

the!abstract,!children!in!Martin!(2006)!reported!being!chastised!by!community!

members!for!providing!care!to!their!parents,!while!home!communityYbased!carY
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ers!in!Kang'ethe!(2010)!were!openly!hostile!to!the!idea!of!children!providing!

care.!In!the!latter!article,!carers’!stated!reasoning!was!that!children!were!not!caY

pable!of!providing!proper!care,!though!Akintola!(2004)!describes!children!being!

sent!away!during!home!communityYbased!carers’!demonstrations!of!proper!care!

even!though!it!was!often!the!child!who!provided!the!care.!Parents,!as!members!of!

these!communities,!may!also!harbour!negative!feelings!about!children!providing!

care!(in!addition!to!positive!perceptions!in!the!abstract),!and!find!it!difficult!to!

cope!with!being!cared!for!by!a!child.!Thus,!it!may!not!be!that!parental!mental!

health!disorders!drive!children’s!caring!responsibilities,!but!rather!the!reverse.!

1.2 Parental&illness&and&domestic&responsibilities&

Poor!physical!health!was!the!only!parental!illness!indicator!that!was!significantly!

predictive!of!children’s!total!responsibility!time;!however,!further!analyses!

found!the!effect!was!with!personal!care!time!burden!but!not!domestic!responsiY

bility!time!burden.!Stepwise!regression!analyses!found!parental!HIV/AIDSY

illness!to!be!predictive!of!children’s!engagement!in!childcare!prior!to!the!incluY

sion!of!household/community!factors.!No!parental!illness!indicator!was!predicY

tive!of!children’s!engagement!in!incomeYgenerating!activities.!

Existing!research!suggested!that!parental!illness!would!not!only!create!a!need!for!

care!but!also!domestic!maintenance,!as!an!ill!adult!would!no!longer!be!able!to!

meet!his!or!her!household!obligations.!Robson!et!al.!(2006)!argue!that!children!

have!finite!capacities,!shifting!or!dropping!existing!responsibilities!to!adopt!new!

and!more!immediately!necessary!tasks;!if!this!were!the!case!there!would!have!

been!an!appreciable!and!significant!drop!in!domestic!responsibility!time!burden!

in!accordance!with!the!increase!in!personal!care!time!burden,!of!which!multiple!
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regression!analyses!in!this!thesis!found!no!evidence.!While!personal!care!time!

burden!increased!with!parental!illness,!domestic!responsibility!time!burden!was!

not!affected,!suggesting!that!responsibilities!are!added!to!what!children!already!

do;!however,!evidence!from!the!literature!review!and!the!exploratory!study!sugY

gests!that!responsibilities!may!be!taken!on!at!the!expense!of!social!or!educationY

al!activities.!Further,!parental!illness!was!associated!with!an!overall!increase!in!

children’s!responsibility!time!burdens.!The!relationship!may!be!more!nuanced,!

however,!as!children!from!the!rural!site,!who!had!significantly!larger!time!burY

dens,!were!less!likely!to!engage!in!personal!care!responsibilities.!Differences!beY

tween!children!from!the!urban!and!rural!sites!are!discussed!in!greater!detail!in!

the!next!section!under!the!heading!Urban/rural!location.!

Also!noteworthy!is!the!lack!of!association!between!parental!illness!and!children’s!

engagement!in!either!childcare!or!incomeYgenerating!activities!when!controlling!

for!socioYdemographic!factors.!Prior!to!the!inclusion!of!household/community!

factors!in!stepwise!regression!models,!parental!HIV/AIDS!was!a!significant!preY

dictor!of!children’s!engagement!in!childcare.!In!terms!of!children’s!engagement!

in!incomeYgenerating!activities,!the!lack!of!association!with!other!factors!such!as!

poverty!indicates!that!the!responsibility!is!impervious!to!household!need,!chilY

dren!are!sent!away!to!reduce!household!burden!or!earn!remittances!in!times!of!

financial!stress,!or!that!the!measures!of!poverty!were!inadequate.!Potential!exY

planations!for!this!finding!are!presented!in!the!next!section!under!the!subtitle!

Poverty.!
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1.3 Moderating&effects&of&socioDdemographic&factors&

Child!gender!

In!regression!analyses,!girls!were!significantly!more!likely!to!engage!in!intimate!

care!and!childcare!and!have!greater!responsibility!time!burdens.!However,!furY

ther!analysis!found!that!the!association!with!intimate!care!responsibilities!was!

only!significant!at!the!rural!site,!and!the!association!with!time!burdens!only!apY

plied!to!domestic!responsibilities.!Further!analyses!also!found!that!parental!illY

ness!only!affected!boys’!total!responsibility!time!burdens.!Boys!were!significantY

ly!more!likely!to!engage!in!incomeYgenerating!activities.!GenderYmatching!was!

not!a!significant!predictor!of!children’s!intimate!care!responsibilities.!

Findings!regarding!the!impact!of!gender!on!intimate!care!were!in!line!with!existY

ing!research,!excluding!Bauman!et!al.!(2006);!however,!there!were!limitations!to!

this!study,!which!are!described!in!detail!in!Chapter&2,!Section&3.4.1.!However,!it!

was!unexpected!that!this!association!would!only!be!significant!at!the!rural!site.!

Possibly,!this!is!related!to!the!relative!strengths!of!traditional!cultural!values!beY

tween!the!study!sites,!which!existing!research!suggests!dictate!a!gendered!diviY

sion!of!labour!(Abebe,!2007;!Abebe!&!Skovdal,!2010;!Evans,!2010c;!Evans!&!

Becker,!2009;!Robson!&!Ansell,!2000;!Wittenberg,!2009).!Many!aspects!of!the!

rural!site!were!indicative!of!more!traditional!values,!from!the!prevalence!of!poY

lygamous!homesteads!to!the!prominence!of!tribal!power!structure.!!

Girls!were!also!expected!to!have!greater!responsibility!time!burdens,!though!unY

expectedly!regression!analyses!showed!this!only!applied!to!domestic!responsiY

bilities.!It!is!likely!that!the!caring!and!household!needs!introduced!by!parental!

illness!demand!child’s!labours!without!preference!of!gender,!supported!by!the!
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lack!of!relationship!between!intimate!care!and!genderYmatching.!Similar!to!a!

point!presented!in!Section&1.2!of!this!chapter!concerning!children’s!finite!capacity!

for!responsibility,!girls!may!already!be!engaged!in!the!maximum!amount!of!reY

sponsibility!possible,!and!it!is!only!when!an!adult!becomes!ill!that!boys’!time!

burdens,!significantly!lower!than!girls’,!begin!to!increase.!Separate!analysis!of!

boys’!and!girls’!time!burdens!found!that!parental!illness!only!affected!boys’!reY

sponsibility!time!burdens.!This!analysis!also!found!that!home!communityYbased!

carer!presence!increased!time!burdens!in!girls!only.!Possibly,!carers!impart!skills!

on!girls,!who!are!already!socialised!to!be!carers!and!have!more!responsibility,!

thus!increasing!households’!reliance!on!them.!The!relationship!between!carers!

and!children’s!responsibilities!is!discussed!in!greater!detail!under!the!Home!

communityYbased!carer!heading!later!in!this!section.!

The!one!area!in!which!boys!had!more!responsibility!was!incomeYgenerating!acY

tivities,!which!much!of!the!existing!literature!suggested!was!reflective!of!genY

dered!divisions!of!labour.!Interestingly,!poverty!was!not!a!significant!predictor,!

though!as!Bray!(2003)!notes,!when!boys!perform!tasks,!it!is!often!only!for!their!

own!benefit.!It!is!possible!that!when!boys!earn!money,!they!are!earning!cash!to!

meet!their!own!wants!and!needs.!The!relationship!between!poverty!and!incomeY

generating!activities!is!discussed!in!greater!detail!in!this!section!under!the!headY

ing!Poverty.!

Child!age!

Older!children!were!significantly!more!likely!to!engage!in!medical!care!and!

childcare,!and!to!have!greater!responsibility!time!burdens.!There!was!no!associaY
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tion!between!child!age!and!children’s!engagement!in!intimate!care!in!either!bivaY

riate!or!multiple!regression!analyses.!

The!findings!are!mostly!consistent!with!existing!research,!which!suggest!that!

older!children!are!given!more!responsibility!due!to!their!greater!intellectual,!

emotional,!and!physical!capacities,!and!the!primacy!of!birth!order!in!supervision!

of!other!children.!Though!qualitative!evidence!indicated!that!many!responsibiliY

ties!start!young,!the!intensity!and!prevalence!appear!skewed!towards!older!chilY

dren.!

The!one!exception!is!the!lack!of!association!between!intimate!care!and!child!age,!

which!was!unexpected!given!that!some!intimate!care!responsibilities!require!

substantial!physical!strength!that!younger!children!often!lack.!Bauman!et!al.!

(2006)!report!a!similar!lack!of!association;!however,!given!the!problems!with!

measurement!tools!and!sampling,!the!similarity!in!findings!may!be!due!to!a!conY

textually!inappropriate!tools!and!a!lack!of!statistical!power!(see!Chapter&2,!Sec;

tion&3.4.1!for!a!more!detailed!discussion).!The!lack!of!association!may!be!the!reY

sult!of!a!phenomenon!suggested!elsewhere!in!this!chapter,!that!households!with!

caring!needs!are!desperate!for!help!and!turn!to!whatever!resources!are!available!

with!limited!opportunities!to!exercise!preferences!regarding!ageY

appropriateness.!!

Parent!type!and!orphanhood!

While!parent!type!was!significantly!associated!with!children’s!engagement!in!inY

timate!care,!medical!care,!and!childcare!in!bivariate!analyses,!there!were!no!sigY

nificant!associations!in!regression!analyses.!Orphanhood,!which!was!significantly!

associated!with!children’s!engagement!in!medical!care,!childcare,!incomeY
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generating!activities,!and!total!responsibility!time!in!bivariate!analyses,!was!only!

significantly!associated!with!childcare!in!regression!analyses,!in!this!case!as!a!

protective!factor.!

The!lack!of!relationship!was!unexpected!for!two!reasons.!First,!qualitative!reY

search!suggests!grandparents!frequently!require!care!due!to!poorer!health!and!

illness,!which!would!normally!be!provided!by!their!healthy,!working!age!chilY

dren.!With!the!interruption!of!the!‘generational!bargain,’!however,!orphaned!

children,!in!lieu!of!their!deceased!parents,!become!responsible!for!their!adoptive!

grandparents’!care.!Indeed,!greater!parental!age!was!significantly!associated!

with!poorer!health!generally!and!all!illnesses!aside!from!HIV/AIDS!(which!was!

more!common!among!younger!parents),!and!bivariate!analyses!found!children!

with!grandparent!‘primary!caregivers’!were!providing!more!personal!care.!As!

such,!it!was!thought!that!a!regression!excluding!parental!illness!variables!would!

find!an!association,!though!this!was!not!the!case.!!

The!second!reason!the!findings!regarding!parent!type!were!unexpected!was!that!

research!suggested!adoptive!parents!become!carers!for!orphaned!children!to!

gain!their!potential!labours,!or!that!the!strain!of!new!additions!to!the!home!neY

cessitated!adopted!children!to!contribute!for!household!survival.!Yet!this!associY

ation!was!not!seen!in!either!bivariate!or!regression!analyses.!Interestingly,!these!

findings!were!consistent!with!those!of!a!longitudinal!study!in!Parikh!et!al.!

(2007),!which!found!no!support!for!the!‘Cinderella!myth’!of!intraYhousehold!laY

bour!differences!between!coYresident!orphaned!and!nonYorphaned!children.!

A!possible!explanation!for!the!above!findings!is!that!the!extended!family!houseY

hold!is!more!common!in!South!Africa,!and!the!notion!of!a!distinct!‘primary!careY
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giver’!may!not!be!as!strong.!Generalised!care!by!all!adults!for!all!children!within!

a!household!may!limit!the!importance!of!‘primary!caregivers,’!or!make!this!cateY

gorisation!irrelevant!in!many!households.!Granted,!data!from!the!crossYsectional!

survey!found!near!unanimity!in!identifying!the!interviewed!adult!as!the!child’s!

primary!caregiver;!however,!this!may!have!reflected!the!preYinterview!selection!

and!priming!of!a!child!to!endorse!the!relationship!rather!than!an!elicitation!of!a!

genuine!response.!The!questionnaire,!therefore,!may!have!forced!children!to!

place!an!artificial!paradigm!on!the!relationship!they!had!with!the!interviewed!

adult.!

The!one!significant!finding!in!the!realm!of!parent!type/orphanhood!was!that!beY

ing!an!orphan!was!significantly!protective!against!children!engaging!in!childcare.!

Research!on!young!carers!and!childYheaded!households!indicates!that!older!chilY

dren!often!become!surrogate!parents!to!their!younger!siblings!following!parental!

incapacity!or!death;!but!while!older!children!took!on!greater!amounts!of!childY

care,!orphaned!children!were!significantly!less!likely.!There!was!nothing!in!the!

literature!or!in!either!the!findings!presented!in!this!thesis!to!offer!insight!into!

this!association.!

Children’s!educational!attainment!

Children’s!educational!attainment!was!not!associated!with!any!responsibility!

outcome!in!multiple!regression!analyses.!This!finding!was!not!in!line!with!sugY

gestions!from!existing!research!suggesting!that!independent!of!child!age,!having!

reached!an!educational!milestone!would!increase!the!likelihood!that!a!child!

would!be!removed!from!school!to!provide!care!or!become!responsible!for!the!

home!(Robson,!2000,!2004).!
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Adult!presence!

In!multiple!regression!analyses,!the!ratio!of!adults!to!children!was!only!predicY

tive!of!children’s!engagement!in!childcare,!with!more!adults!per!children!being!a!

protective!factor.!Bivariate!analyses!found!associations!between!adult:child!ratio!

and!intimate!care!and!greater!responsibility!time!burdens!as!well.!!

The!association!between!reduced!adult!presence!and!children’s!engagement!in!

childcare!was!consistent!with!findings!in!existing!research!(Evans!&!Becker,!

2009;!Steinberg!et!al.,!2002).!Though!greater!responsibility!time!burden!was!asY

sociated!with!reduced!adult!presence!in!bivariate!associations,!it!was!not!signifiY

cant!when!controlling!for!socioYdemographic!variables!in!regression!analysis.!

What!is!surprising!about!this!finding!is!that!while!children!in!rural!households!

were!expected!to!have!greater!responsibility!time!burdens,!it!was!suspected!this!

was!partially!a!function!of!reduced!adult!presence!and!the!a!resulting!need!to!reY

ly!on!children!to!provide!for!domestic!needs.!However,!when!controlling!for!ruY

ral!location,!adult:child!ratio!was!not!a!significant!predictor!of!children’s!responY

sibility!time!burdens,!which!suggests!that!some!aspect!of!rural!location!other!

than!adult!presence!is!responsible!for!children’s!increased!household!contribuY

tions.!

Urban/rural!location!

In!both!bivariate!and!multiple!regression!analyses,!children!from!the!urban!site!

were!much!more!likely!to!engage!in!caring!responsibilities!than!their!rural!counY

terparts.!Conversely,!rural!children!had!greater!responsibility!time!burdens!and!

were!more!likely!to!engage!in!childcare.!
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The!finding!that!urban!children!were!much!more!likely!to!engage!in!personal!

care!responsibilities!was!unexpected!and!inconsistent!with!existing!research.!

Despite!most!risk!factors!being!far!more!prevalent!in!the!rural!site,!both!bivariY

ate!and!multiple!regression!analyses!that!did!and!did!not!control!for!such!factors!

found!the!same!association.!Such!findings!suggest!that!another!unmeasured!asY

pect!of!the!urban!setting!drives!children!to!engage!in!personal!care!for!ill!people,!

or!of!the!rural!site!preventing!children!from!doing!so.!Evans!and!Becker!(2009)!

argue!that!the!typically!nuclear!makeup!of!urban!households!disconnects!them!

from!extended!family!and!kin!networks,!resulting!in!fewer!internal!and!external!

resources!to!rely!on.!However,!adequate!social!support!was!more!prevalent!in!

the!urban,!though!the!scale!did!not!differentiate!between!internal!and!external!

sources!of!support.!Another!possibility!is!found!within!the!extent!to!which!chilY

dren!are!relied!upon!in!their!homes!for!domestic!maintenance.!Children!in!the!

rural!site!spent!nearly!11½!hours!per!week!on!responsibilities,!almost!six!and!a!

half!more!hours!than!their!urban!counterparts.!As!noted!elsewhere!in!this!secY

tion,!Robson!et!al.!(2006)!write!that!children!have!finite!capacities!to!provide!for!

the!home,!especially!when!attending!schooling,!and!that!it!is!less!the!addition!of!

caring!tasks!than!the!shifting!of!other!responsibilities.!This!explanation!is!also!

problematic,!however.!A!separate!analysis!of!personal!care!and!domestic!reY

sponsibility!time!burdens!found!that!while!parental!illness!increased!personal!

care!time!burdens,!there!was!no!reciprocal!effect!on!domestic!responsibility!time!

burdens.!If!children!did!shift!around!their!responsibilities!to!meet!their!immediY

ate!household!and!caring!needs,!one!would!expect!a!significant!reduction!in!doY

mestic!responsibility!time!burdens.!!
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For!intimate!care!specifically,!a!third!possibility!is!that!traditional!values,!which!

were!likely!more!prominent!in!the!rural!field!site,!strongly!discourage!intimate!

contact!between!children!and!parents.!For!instance,!Skovdal!and!Andreouli!

(2011)!suggest!differences!between!impoverished!rural!and!middle!class!urban!

households!in!terms!of!expectations!of!children!and!the!perceived!appropriateY

ness!of!certain!responsibilities.!If!such!attitudes!were!less!pronounced!in!the!urY

ban!site,!families!would!have!fewer!barriers!to!allowing!their!children!to!care!for!

an!ill!parent.!

In!terms!of!medical!care,!rural!children’s!engagement!may!have!been!limited!by!

the!availability!of!healthcare!options.!All!of!the!medical!care!tasks!involved!basic!

assistance!with!formal!healthcare!provision:!collecting,!administering,!or!reY

minding!an!ill!person!to!take!medicines,!or!accompanying!the!ill!person!to!the!

clinic!or!hospital.!Where!those!services!are!unavailable,!children!cannot!assist!in!

them.!Thus!the!greater!prevalence!of!medical!care!responsibilities!in!the!urban!

site!may!have!been!indicative!of!greater!availability!and!use!of!public!healthcare!

services.!However,!the!reliance!on!medical!care!tasks!based!on!engagement!with!

formal!healthcare!systems!highlights!a!potential!bias!of!the!Child!Responsibility!

Measure!against!the!role!of!traditional!medicine.!While!in!the!introduction!it!is!

argued!that!traditional!medicine!can!be!detrimental!to!communityY!and!individY

ualYlevel!health,!engagement!with!traditional!medical!care!tasks!would!nevertheY

less!be!considered!a!responsibility.!!

Associations!between!rural!location!and!greater!responsibility!time!burden!and!

engagement!in!childcare!were!consistent!with!the!existing!research.!InterestingY

ly,!this!did!not!appear!to!be!a!function!of!poverty!or!long!clinic!travel!times,!both!
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of!which!were!controlled!for!in!multiple!regression!analysis.!Rural!location!was!

predictive!of!greater!domestic!responsibility!time!burden,!but!not!of!personal!

care!time!burden,!supporting!arguments!that!rural!households!are!more!difficult!

to!maintain!and!require!more!work!(Bray,!2003).!Also!of!note!is!that!rural!locaY

tion!was!predictive!of!children’s!engagement!in!childcare!even!when!controlling!

for!adult:child!ratio,!which!was!thought!to!be!the!primary!driver!of!this!responY

sibility.!If!not!related!to!adult!presence,!the!greater!propensity!for!rural!children!

to!engage!in!childcare!may!be!another!reflection!of!stronger!traditional!values;!

caring!for!younger!siblings!has!been!identified!as!an!important!part!of!socialisaY

tion!in!African!cultures!(Cicirelli,!1994;!Evans,!2010c;!R.!A.!LeVine!et!al.,!1996;!

Weisner,!1982).!

Differences!between!urban!and!rural!settings!must!be!interpreted!with!caution,!

however.!As!noted!in!Chapter&5,!there!were!variations!in!recruitment!strategies!

between!the!urban!and!rural!sites.!There!are!few!obvious!explanations!for!how!

the!difference!in!sampling!methods!could!have!confounded!analyses,!though!givY

en!a!skew!towards!highYvisibility,!easily!accessible!areas!within!the!rural!site,!the!

rural!sample!may!have!been!biased!towards!areas!with!better!access!to!services.!

However,!experience!on!the!field!and!quantitative!analyses!suggested!that!

households!in!the!urban!site!generally!had!better!access!to!services.!

Poverty!

Poverty!was!a!significant!predictor!of!children’s!engagement!in!medical!care,!

though!further!analysis!found!that!the!relationship!was!only!present!in!the!rural!

field!site.!Poverty!was!also!predictive!of!greater!responsibility!time!burdens,!

both!caring!and!domestic!and!for!boys!and!girls.!There!were!no!associations!beY
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tween!poverty!and!children’s!engagement!in!intimate!care,!childcare,!and,!most!

surprisingly,!incomeYgenerating!activities!in!regression!analyses.!

Associations!between!poverty!and!children’s!engagement!in!medical!care!were!

mostly!consistent!with!the!literature.!As!noted!in!Evans!and!Becker!(2009)!and!

Harms!et!al.!(2010),!poverty!can!restrict!access!to!medical!care,!while!those!with!

preYexisting!yet!treatable!conditions!such!as!HIV/AIDS,!tuberculosis,!or!asthma!

may!avoid!treatment!until!absolutely!necessary.!In!impoverished!settings,!sicker!

parents!would!present!a!greater!need!for!children!to!provide!care.!Interestingly,!

this!only!applied!at!the!rural!field!site.!Poverty!may!not!have!presented!as!large!a!

barrier!to!healthcare!access!in!the!urban!site,!where!due!to!higher!population!

density,!travelling!to!the!clinic!is!not!as!dependent!on!paying!for!transport.!!

Contrary!to!research!presented!in!the!literature!review,!which!hypothesised!that!

poverty!would!result!in!poorer!health!among!the!ill!and!fewer!options!for!care!

(Bray,!2003;!Evans!&!Becker,!2009;!Lalloo!et!al.,!2004;!Steinberg!et!al.,!2002),!

poverty!was!not!predictive!of!children’s!intimate!care!responsibilities.!A!potenY

tial!explanation!may!lie!in!the!decision!to!use!child!hunger!as!an!indicator!of!

poverty,!which!was!selected!for!its!association!with!child!responsibility!outY

comes!in!bivariate!analyses!and!its!potential!to!identify!extremes!within!a!setting!

of!generalised!poverty.!Indeed,!bivariate!analyses!found!hunger!to!be!associated!

with!the!greatest!number!of!child!responsibility!outcomes!(one!exception!was!

incomeYgenerating!activities,!which!was!only!associated!with!Indicators!of!PovY

erty!and!Social!Exclusion;!the!implications!of!this!relationship!are!discussed!beY

low).!However,!differences!in!intraYhousehold!food!allocation!may!have!limited!

the!validity!of!this!indicator.!Existing!research,!which!identifies!demographic!difY
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ferences!(i.e.,!age!and!gender)!in!household!food!allocation,!conflicts!about!who!

is!favoured!(Berti,!2012).!As!the!child!questionnaire!only!collected!data!concernY

ing!hunger!and!responsibility!from!one!child,!it!is!possible!that!households!facing!

hunger!engaged!in!strategic!resource!allocation,!prioritising!the!nutritional!

needs!of!children!most!essential!to!household!survival.!Thus,!a!household!may!

have!been!experiencing!hunger,!though!only!data!from!a!caring!or!working!child!

was!collected,!missing!other!indicators!of!a!household’s!limited!resources.!

There!were!no!theoretical!reasons!to!suspect!that!poverty!would!increase!a!

household’s!reliance!on!children!for!childcare!other!than!a!highly!significant!reY

lationship!in!bivariate!analyses.!For!this!reason,!poverty!was!included!in!regresY

sion!analyses!of!children’s!childcare!responsibilities,!where!it!was!found!not!to!

be!a!significant!predictor.!The!most!likely!explanation!for!the!significant!relaY

tionship!in!bivariate!analyses!that!was!absent!in!regression!analyses!is!the!deY

gree!to!which!poverty!was!associated!with!other!factors!predictive!of!children’s!

childcare!responsibilities.!Notably,!in!the!childcare!regression,!both!adult:child!

ratio!and!urban/rural!location!were!controlled!for!and!significantly!predictive,!

suggesting!they!rather!than!poverty!were!the!drivers!of!this!responsibility!

among!children.!

The!most!surprising!finding!concerning!poverty!was!that!it!was!not!predictive!of!

children’s!engagement!in!incomeYgenerating!activities.!Evidence!from!the!literaY

ture!review!and!anecdotal!experiences!from!the!exploratory!study!suggested!

that!children!earn!money!to!help!alleviate!household!poverty!(Barnard,!2002;!

Bray,!2003,!2009;!Evans!&!Becker,!2009;!Skovdal,!2009a).!This!may!be!partially!

explained!by!the!reason!given!above!concerning!the!use!of!child!hunger!as!an!inY
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dicator!of!poverty!and!strategic!resource!allocation,!which!may!mean!working!

children!are!more!likely!to!have!their!nutritional!needs!met.!Another!potential!

explanation!is!that!children!in!the!quantitative!study!were!not!working!to!alleviY

ate!household!income!but!rather!to!meet!or!supplement!their!own!material!

wants!and!needs.!For!one,!the!Economic!Asset!Index,!which!assessed!household!

material!wealth,!was!not!significantly!associated!with!children’s!incomeY

generating!activities!in!bivariate!analyses!and!child!hunger!only!approached!sigY

nificance,!while!scores!on!the!Indicators!of!Poverty!and!Social!Exclusion!were!

significant.!What!is!interesting!about!the!latter!scales!is!that!they!are!more!reY

flective!of!the!children’s!material!wealth/deprivation!than!the!household’s;!hunY

ger!was!only!based!on!the!interviewed!child,!and!Indicators!of!Poverty!and!Social!

Exclusion!were!mostly!composed!of!items!concerning!the!child’s!own!school!

supplies!and!clothing.!Furthermore,!incomeYgeneration!was!more!common!

among!boys,!who,!as!noted!under!the!subheading!Gender,!are!suggested!to!perY

form!tasks!mainly!for!their!own!benefit.!Thus,!when!children!earn!money,!they!

may!be!directing!much!of!it!towards!their!own!material!wants!and!needs.!

Another!potential!explanation!lies!in!how!children!were!recruited.!Though!atY

tempts!were!made!to!randomly!select!an!eligible!child!within!a!home,!it!is!likely!

that!the!recruitment!strategy!missed!many!children!who!worked!long!hours,!esY

pecially!considering!fieldwork!was!scheduled!to!avoid!conflicts!with!school;!

Skovdal!(2009a)!notes!that!children’s!responsibility!time!burden!increased!alY

most!fourfold!during!weekends!when!they!were!out!of!school.!Further,!the!quanY

titative!survey!may!have!excluded!economically!viable!children!with!its!focus!on!

coYresident!child/parent!dyads;!qualitative!evidence!and!the!literature!review!
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documented!cases!of!(usually!older)!children!leaving!home!to!earn!money!for!

remittances!(Skovdal,!2009b;!Skovdal!et!al.,!2009).!

Healthcare!access!

Greater!distance!to!the!local!clinic!was!not!predictive!of!children’s!engagement!in!

either!type!of!personal!care,!though!it!approached!significance!as!a!protective!

factor!against!children!engaging!in!medical!care!and!was!predictive!of!total!reY

sponsibility!time!burden.!!

The!lack!of!association!between!distance!to!the!local!clinic!and!children’s!enY

gagement!in!intimate!care!was!inconsistent!with!existing!research,!which!had!

found!greater!travel!times!were!a!significant!barrier!to!clinic!utilisation!(Tanser!

et!al.,!2006).!This!was!suggested!to!exacerbate!poor!health!and!increase!the!need!

for!children!to!provide!care.!However,!the!finding!of!greater!clinic!travel!time’s!

protective!nature!against!children!engaging!in!medical!care!contains!a!counterinY

tuitive!logic.!The!further!a!household!is!from!a!clinic,!the!fewer!opportunities!

children!have!to!interact!with!clinicYbased!medical!care.!In!cases!where!the!

child’s!parent!is!ill,!he!or!she!may!be!in!greater!need!for!care,!though!extensive!

travel!times!(and!their!associated!monetary!costs)!still!present!a!substantial!barY

rier.!

Though!long!clinic!travel!times!were!thought!to!be!indicative!of!greater!responY

sibility!time,!it!was!unexpected!that!this!would!be!correlated!with!only!domestic!

tasks.!However,!the!results!are!consistent!with!those!described!above:!if!a!child!

is!not!more!likely!to!engage!in!intimate!care,!and!possibly!even!less!likely!to!enY

gage!in!medical!care,!any!increase!in!responsibilities!would!be!among!domestic!

responsibilities.!Additionally,!long!clinic!travel!times!are!likely!indicative!of!
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greater!household!isolation,!and!children!may!have!to!spend!more!time!traveling!

to!shops!or!collecting!water,!two!domestic!tasks!essential!for!survival.!

Home!community?based!care!

Home!communityYbased!carer!presence!was!not!a!protective!factor!against!chilY

dren!engaging!in!intimate!care,!though!it!was!predictive!of!their!engagement!in!

medical!care!and!total!responsibility!time!burden.!Further!analysis!found!the!asY

sociation!with!responsibility!time!burden!was!only!significant!with!girls.!

The!findings!of!the!regression!analyses!ran!contrary!to!existing!literature,!which!

had!suggested!that!carers!would!alleviate!caring!and!household!burdens!and!reY

duce!reliance!on!children!(Akintola,!2004;!Bray,!2009;!Evans!&!Becker,!2009;!

Thomas,!2006).!A!possible!explanation!for!the!associations!with!children’s!enY

gagement!in!medical!care!is!that!carer!presence!increases!a!household’s!medical!

care!options.!For!one,!carers!could!inform!ill!individuals!and!their!households!

about!the!types!of!treatment!available!to!them!and!how!to!acquire!them.!AddiY

tionally,!while!Akintola!(2004)!writes!that!children!were!often!sent!away!while!

carers!demonstrated!proper!methods!of!care,!this!likely!applied!to!intimate!care,!

which!is!often!cited!as!culturally!inappropriate!between!children!and!adults.!

Lacking!intimate!contact,!medical!care!would!not!violate!social!norms!and!carers!

would!be!more!likely!to!teach!a!child!the!appropriate!means!of!acquiring!and!

administering!treatment,!leading!them!to!be!relied!on!for!future!medical!care!

needs.!!

The!association!between!carer!presence!and!children’s!greater!responsibility!

time!burdens!were!also!contrary!to!the!expectations!of!the!literature,!though!an!

explanation!may!lie!in!the!finding!that!this!applied!only!to!girls.!As!noted!under!
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the!heading!Child!gender,!carers!may!be!imparting!skills!on!household!members!

during!their!visits.!Research!suggests!that!girls!are!socialised!to!take!on!caring!

and!domestic!responsibility,!and!thus!carers!may!be!teaching!girls!the!appropriY

ate!means!to!provide!care.!This!is!further!evidenced!by!the!fact!that!carer!presY

ence!increased!the!time!burdens!of!personal!care!but!not!domestic!responsibilY

ity.!

Alternatively,!the!presence!of!a!carer!may!otherwise!be!an!indicator!of!greater!

caring!and!domestic!needs.!Bivariate!analyses!found!that!parents!in!households!

visited!by!a!home!communityYbased!carer!were!in!poorer!health!and!their!homes!

were!poorer,!further!from!a!clinic,!and!had!fewer!adults!per!children.!!

Social!support!

Adequate!social!support!was!significantly!protective!against!children’s!engageY

ment!in!personal!care!responsibilities.!Unexpectedly,!adequate!social!support!

approached!significance!as!a!predictor!of!greater!responsibility!time!burdens!in!

children.!!

The!finding!that!social!support!was!protective!against!children!engaging!in!perY

sonal!care!responsibilities!was!consistent!with!existing!research,!which!suggestY

ed!adequate!social!support!would!be!a!source!of!necessary!material!goods!like!

food,!school!fees,!and!medicine,!in!addition!permitting!caring!and!domestic!burY

dens!to!be!distributed!among!a!larger!number!and!more!culturally!acceptable!

demographic!(i.e.,!adults)!of!people!(Bray,!2009;!Evans,!2010b;!Evans!&!Becker,!

2009;!Withell,!2009).!However,!the!association!with!greater!time!burdens!may!

be!reflective!of!the!expectations!of!reciprocity!within!social!support!networks!

rather!than!its!function!as!a!protective!factor.!Thomas!(2006)!and!Skovdal!
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(2009a,!2009b)!argue!that!social!support!networks!require!individuals!to!conY

tribute!in!order!to!receive!its!benefits.!Children!who!are!busy!providing!care!

would!be!less!able!to!contribute!to!support!networks,!and!would!therefore!reY

ceive!fewer!of!the!benefits!of!social!support.!Interestingly,!adequate!social!supY

port!approached!significance!as!a!predictor!of!children’s!greater!domestic!reY

sponsibility!time!burden.!This!suggests!that!children!with!adequate!support!

networks!are!in!general!contributing!more!in!terms!of!domestic!responsibility,!

whether!to!their!own!household!or!people!within!the!kin!network,!but!in!times!

of!need!they!are!less!likely!to!be!given!more!domestic!tasks!than!new!caring!reY

sponsibilities.!!

2 Study&strengths&and&limitations&
There!were!several!limitations!in!the!methods!of!this!thesis.!First,!the!large!numY

ber!of!analyses!conducted!in!the!quantitative!study!could!have!resulted!in!a!Type!

II!error,!whereby!false!associations!were!reported!as!statistically!valid.!The!risk!

was!partially!mitigated!by!the!use!of!a!conservative!pYvalue!in!multiple!regresY

sion!analyses!(p&≤!.01).!Another!limitation!was!the!use!of!crossYsectional!rather!

than!longitudinal!data,!which!do!not!provide!any!information!on!the!temporal!

order!of!associations.!Several!questions!remain!regarding!the!use!of!tools!used!in!

the!quantitative!survey.!For!one,!despite!a!rigorous!translation!process!(see!

Chapter&4,!Section&4.4!for!a!more!detailed!description)!there!were!issues!noted!

with!isiXhosa!and!isiZulu!versions!of!questionnaires;!several!errors!were!

brought!to!project!managers’!attention!weeks!or!months!into!fieldwork.!In!other!

cases,!translations!of!tools!designed!in!Western!settings!may!not!have!captured!

conceptually!similar!themes!or!concepts!in!the!target!population!(Kuo,!2010).!
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Additionally,!the!fieldwork!experience!presented!the!author!of!this!thesis!with!

some!questions!regarding!the!numeracy!skills!of!both!children!and!parents,!parY

ticularly!in!the!rural!site.!Frequently,!children!had!difficulty!telling!interviewers!

how!old!they!were,!referring!them!to!birth!certificates!to!calculate!their!age.!InY

terviewers!described!cases!where!children!had!difficulty!differentiating!between!

small!and!large!units!of!time.!To!counter!this,!the!Child!Responsibility!Measure!

would!have!done!well!to!incorporate!the!threeYpoint!frequency!scale!(0!=!‘never’;!

1!=!‘some!of!the!time’;!2!=!‘a!lot!of!the!time’)!used!in!the!MACAYYC18!(Joseph!et!

al.,!2009)!to!determine!responsibility!burden,!which!was!significantly!correlated!

with!hours!spent!on!responsibilities.!Nevertheless,!analysis!of!rural!sample!data!

was!mostly!consistent!with!hypotheses!regarding!responsibility!time!burdens.!

The!focus!on!the!child/parent!dyad!in!the!quantitative!study!excluded!many!othY

er!aspects!of!South!African!family!life!that!would!influence!children’s!responsibilY

ities.!For!one,!the!average!household!size!was!six!members,!meaning!that!the!

health!and!responsibility!data!for!roughly!four!people!per!household!were!not!

collected.!The!findings!of!this!thesis!indicate!that!responsibilities!are!not!bound!

by!the!child/parent!dynamic,!as!children!were!caring!for!other!children!and!were!

likely!assisted!in!their!own!responsibilities!by!siblings!or!other!adults.!

Aside!from!the!unintended!exclusion!of!the!‘feed/help!an!adult!to!eat’!variable,!

there!remain!questions!about!the!validity!of!the!Child!Responsibility!Measure,!

which!had!been!created!using!data!from!the!literature!review!and!the!exploratoY

ry!study.!Though!efforts!were!made!to!include!relevant!items!based!on!the!setY

tings,!very!little!of!the!data!had!been!collected!from!among!isiZuluYspeaking!

populations!in!the!KwaZuluYNatal!province.!There!were!differences!between!reY
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gional!and!ethnic!groups!in!the!studies,!most!notably!the!apparent!absence!of!

subsistence!agriculture!in!Western!Cape!populations!and!the!prominence!of!traY

ditional!medicine!in!KwaZuluYNatal.!Efforts!were!made!to!include!participants!

from!deprived!and!rural!communities!and!to!use!data!from!the!literature!review,!

which!included!research!in!more!agrarian!communities,!in!creating!items!in!the!

Child!Responsibility!Measure.!

The!studies!within!this!thesis!had!considerable!strengths!as!well,!one!of!which!

was!the!use!of!mixed!methods!in!addressing!the!research!topic;!these!include!a!

literature!review!to!identify!research!gaps,!an!exploratory!study!to!collect!data!

on!the!range!and!type!of!responsibilities!among!children!with!unwell!parents,!

and!a!crossYsectional!quantitative!survey!that!collected!and!analysed!data!from!a!

large!and!representative!sample.!The!quantitative!survey!also!used!paired!data!

to!analyse!the!relationship!between!parental!illness!and!child!responsibility,!

which!reduced!reliance!on!less!accurate!second!hand!accounts.!While!there!were!

weakness!in!the!Child!Responsibility!Measure!noted!above,!it!nevertheless!firmly!

rooted!the!research!in!the!South!African!context!by!creating!a!tool!based!on!data!

collected!in!South!Africa!and!elsewhere!in!the!subcontinent.!Finally,!to!the!auY

thor’s!knowledge!this!is!the!largest!study!on!children’s!responsibilities!as!related!

to!parental!illness,!and!of!paired!data,!ever!conducted!in!subYSaharan!Africa.!

3 Implications&for&policy&and&practice&&
This!thesis!addresses!a!substantial!gap!in!existing!research!regarding!quantitaY

tive!data!on!the!relationship!between!parental!illness!and!child!responsibility!in!

South!Africa!and!identifies!potential!areas!in!which!to!focus!interventions.!HowY

ever,!the!author!of!this!thesis!stresses!the!limitations!of!its!findings.!First,!while!
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the!majority!of!literature!on!children’s!caring!roles!portrays!such!responsibilities!

as!inherently!negative,!several!researchers!note!this!may!not!be!the!case!(Evans!

&!Becker,!2007,!2009;!Olsen,!1996;!Skovdal,!2009b).!Prior!to!the!development!of!

any!interventions!aimed!at!limiting!children’s!caring!responsibilities,!there!needs!

be!rigorous!quantitative!research!into!their!impact!on!children.!As!of!this!writing!

such!evidence!is!limited!(e.g.,!Gwandure,!2007).!On!the!other!hand,!there!appears!

to!be!a!substantial!amount!of!research!indicating!exaggerated!responsibility!time!

burdens!are!detrimental!to!children’s!educational!attendance!and!performance!

(Barnard,!2002;!Bray,!2009;!Evans,!2010b,!2010c;!Evans!&!Becker,!2009;!Harms!

et!al.,!2010;!Lindsey!et!al.,!2003;!Martin,!2006;!Robson,!2000;!Robson!et!al.,!2006;!

Skovdal,!2010;!Skovdal!et!al.,!2009;!Thomas,!2006;!Wood!et!al.,!2006).!In!this!

case,!the!thesis!identifies!children!most!at!risk!for!exaggerated!responsibility!

time!burdens:!poorer,!older,!and!female!children!in!rural!settings!who!travel!

more!than!50!minutes!to!reach!their!local!clinic!whose!parents!are!in!relatively!

poor!physical!health.!Interestingly,!children!with!the!greatest!responsibility!time!

burdens!are!also!more!likely!to!be!visited!by!a!home!communityYbased!carer,!

which!can!provide!a!useful!means!of!access!to!this!population.!

Another!reason!to!resist!the!temptation!to!label!children’s!caring!responsibilities!

as!inherently!harmful!is!the!way!in!which!they!may!benefit!their!parents,!famiY

lies,!and!communities.!Indeed,!some!factors!that!are!protective!against!children!

engaging!in!medical!care!may!be!indicative!of!limited!healthcare!access,!resulting!

in!worse!health!outcomes!in!parents!and!other!family!members.!Several!articles!

argue!that!child!carers!are!a!last!resort!for!resourceYdeprived!households!

(Martin,!2006;!Robson,!2000,!2004;!Robson!et!al.,!2006;!Skovdal,!2009a,!2009b;!
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Van!Blerk!&!Ansell,!2002),!suggesting!that!children!may!be!the!only!source!of!

support!for!some!ill!parents.!With!the!detrimental!impact!of!the!HIV/AIDS!epiY

demic!on!the!public!health!sector!(Oramasionwu!et!al.,!2011;!Shisana!et!al.,!

2003)!and!government!endorsement!of!homeYbased!care!(DOH,!2001),!it!is!unY

likely!that!a!reliance!on!children!to!provide!care!will!change!any!time!soon.!AlY

ternatives!may!include!expanding!home!communityYbased!carer!programmes,!

education!programmes!to!teach!children!proper!care!techniques,!or!some!comY

bination!of!the!two.!Such!programmes!would!have!to!acknowledge!the!reality!of!

public!healthcare!problems!in!deprived!South!African!communities!while!also!

imparting!skills!on!children!and!improving!the!health!of!ill!parents.!

Another!implication!of!this!study!pertains!to!AIDS!exceptionalism.!While!parenY

tal!HIV/AIDSYillness!was!the!most!important!health!predictor!of!children’s!enY

gagement!in!personal!care!responsibility,!nonYHIV/AIDS!chronic!illness!and!anxY

iety/depression!were!both!significant!to!a!high!degree!of!magnitude.!NonY

communicable!diseases!are!a!source!of!considerable!burden!in!South!Africa,!as!

evidenced!in!both!this!thesis!and!existing!research!(Bradshaw!et!al.,!2003;!

Bradshaw!et!al.,!2007;!Mayosi!et!al.,!2009;!Norman!et!al.,!2007;!M.!Schneider!et!

al.,!2009;!Tollman!et!al.,!2008;!WHO,!2009),!though!HIV/AIDS!still!receives!what!

some!argue!is!a!disproportionate!amount!of!attention!and!funding!(England,!

2007,!2008;!R.!Levine!&!Oomman,!2009;!Shiffman,!Berlan,!&!Hafner,!2009).!AddiY

tionally,!AIDSYfocused!interventions!ignore!children!burdened!by!other!parental!

health!problems,!and!can!stigmatise!a!programme!and!its!beneficiaries!(Kuo,!

2010).!This!is!not!to!downplay!the!negative!impact!of!HIV/AIDS!on!public!and!

family!health!in!South!Africa,!only!to!recognise!that!in!terms!of!children’s!care!
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provision!and!accumulated!responsibilities,!a!substantial!amount!of!the!burden!

is!attributable!to!other!types!of!parental!health!problems.!

4 Directions&for&future&research&
The!findings!of!this!thesis!address!an!important!gap!in!research!on!the!impact!of!

parental!illness!on!children’s!responsibilities.!However,!these!findings!should!

only!represent!the!beginning!of!quantitative!study!on!this!topic.!This!section!

provides!several!suggestions!for!future!research.!

4.1 Longitudinal&research&
Some!associations!raised!questions!about!the!causal!relationship!between!preY

dictors!and!child!responsibility!outcomes.!Specifically,!the!link!between!parental!

anxiety/depression!and!children’s!caring!tasks!was!especially!surprising!given!

that!it!appeared!independent!of!parent’s!physical!health.!Some!hypotheses!were!

suggested!to!explain!this!finding,!though!the!directionality!of!this!relationship!

remains!unclear!(i.e.,!whether!parental!mental!health!disorders!result!in!chilY

dren’s!caring,!or!children’s!caring!results!in!parental!distress!that!manifests!as!

mental!health!disorder),!a!longitudinal!study!would!be!the!most!appropriate!

means!of!disentangling!the!pathways!in!this!association.!

Another!finding!that!would!benefit!from!a!longitudinal!study!is!the!relationship!

between!home!communityYbased!carer!presence!and!children’s!medical!care!reY

sponsibilities,!which!was!unexpected!as!carers!were!imagined!to!alleviate!

household!care!burdens!resulting!from!parental!illness.!Some!possibilities!were!

offered!to!explain!this!finding!including!carers!teaching!children!how!to!provide!

care!or!introducing!households!to!previously!unavailable!and/or!unknown!types!

of!treatment,!thus!opening!a!new!range!of!responsibilities!to!children.!AlternaY
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tively,!carer!presence!may!be!a!more!accurate!indicator!of!greater!care!needs!

than!dichotomous!parental!illness!variables.!A!longitudinal!study!would!be!helpY

ful!in!disentangling!the!temporal!order!of!these!relationships.!

4.2 Risks&and&impacts&of&responsibilities&
Impacts!of!providing!care!were!beyond!the!scope!of!this!thesis,!however,!it!is!the!

next!step!in!research!on!the!relationship!between!parental!illness!and!child!reY

sponsibility.!!

With!regards!to!caring!responsibilities,!there!is!evidence!that!children!whose!

parents!are!in!homeYbased!care!programmes!have!poorer!mental!health!outY

comes!(Akintola,!2006;!Gwandure,!2007;!Lindsey!et!al.,!2003),!though!the!reY

search!is!limited!and!has!not!yet!linked!the!provision!of!care!to!such!outcomes.!

Given!the!paucity!of!skills!and!appropriate!equipment,!several!articles!note!the!

inherent!risk!of!infection!in!providing!care!(Akintola,!2004,!2006;!Bray,!2009;!

Kidman,!Hanley,!Subramanian,!Foster,!&!Heymann,!2010;!Nnko!et!al.,!2000;!

Skovdal,!2009b;!Steinberg!et!al.,!2002;!Thomas,!2006);!tuberculosis!in!particular!

presents!substantial!risks!of!infection,!especially!among!carers!with!HIV/AIDS!or!

otherwise!compromised!immune!systems!(Cluver!et!al.,!2013;!Shisana!et!al.,!

2003).!Further,!Lindsey!et!al.!(2003)!and!Akintola!(2004)!note!risks!of!sexual!

abuse!among!girls!who!provide!care,!which!carries!with!it!the!risk!of!exposure!to!

HIV.!

Large!time!burdens,!especially!those!resulting!from!domestic!responsibilities,!

have!been!noted!to!negatively!impact!children’s!education!(Barnard,!2002;!

Evans,!2010b,!2010c;!Evans!&!Becker,!2009;!Harms!et!al.,!2010;!Lindsey!et!al.,!

2003;!Martin,!2006;!Robson,!2000;!Skovdal,!2010;!Skovdal!et!al.,!2009;!Thomas,!
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2006;!Wittenberg,!2005;!Wood!et!al.,!2006).!The!impact!appears!mostly!to!affect!

school!attendance!and!performance!rather!than!forcing!children!to!withdraw,!

though!children!with!full!time!caring!responsibilities!have!been!known!to!drop!

out!entirely!(Barnard,!2002;!Bray,!2003;!Robson!et!al.,!2006).!The!extent!to!

which!responsibilities!negatively!affect!schooling!needs!to!be!investigated!to!deY

termine!the!point!at!children’s!education!begins!to!suffer!and!the!ways!in!which!

this!can!be!remedied.!Furthermore,!research!in!China!has!linked!large!amounts!

of!domestic!responsibility!to!depressive!symptoms!in!children!(Yu!et!al.,!2012).!

Future!research!could!investigate!the!relationship!between!chores!and!children’s!

mental!health!outcomes!in!subYSaharan!Africa.!One!potential!measure!of!outY

comes!is!the!Positive!and!Negative!Outcomes!of!Caring!Questionnaire!(PANOCY

YC20)!in!Joseph!et!al.!(2009),!though!it!must!first!be!adapted!to!and!validated!in!

the!subYSaharan!Africa!(or!more!specific)!context.!

Another!possible!direction!for!future!research!is!the!impact!on!adults!of!being!

cared!for!by!a!child.!HomeYcommunity!based!carers!in!Kang'ethe!(2010)!raised!

the!issue!of!parents!receiving!inadequate!care!as!a!result!of!it!being!provided!by!

children.!One!stated!‘we!do!not!expect!any!good!care!productivity!from!children!

caregivers,’!while!another!said,!‘the!government!and![home!communityYbased!

care!programme]!authorities!should!not!allow!the!sick!to!be!taken!care!of!by!

children.!It!takes!away!the!clients’!rights!to!good!care,’!(p.!198).!!

4.2.1 Interventions&
If!future!research!links!responsibilities!to!negative!outcomes,!the!focus!can!then!

move!to!interventions.!This!thesis!provides!quantitative!data!identifying!the!

conditions!under!which!children!are!likely!to!engage!in!specific!types!of!responY

sibilities!and!have!greater!time!burdens,!which!may!be!used!to!identify!children!
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who!are!at!greatest!risk!of!negative!outcomes.!For!instance,!if!intimate!care!reY

sponsibilities!produce!negative!health!outcomes!in!children,!interventions!would!

do!well!to!focus!on!urban!environments!and!female!children!with!ill!parents.!!

Importantly,!interventions!should!not!focus!solely!on!the!child!or!children!

providing!care!or!maintaining!the!household!but!the!entire!family!unit.!For!one,!

neither!the!literature!nor!this!thesis!explores!the!quality!of!care!children!are!

providing!other!than!to!comment!on!children’s!potential!health!risks.!Potential!

interventions!may!focus!on!improving!the!quality!of!care!children!provide,!which!

may!not!only!improve!parental!illness!but!also!improve!general!household!living!

conditions.!This!strategy!is!not!without!its!risks,!however.!For!one,!if!intervenY

tions!target!children!as!care!providers,!some!children,!particularly!girls,!may!be!

viewed!as!natural!carers!and!burdened!with!an!even!greater!degree!of!responsiY

bility.!This!could!lead!to!some!children!being!overburdened!with!caring!responY

sibilities!at!the!expense!of!their!education!and!possibly!mental!health.!!

4.3 Familial&response&to&household&illness&
As!noted!elsewhere!in!this!chapter,!one!of!the!limitations!of!this!thesis!was!the!

focus!on!a!child/parent!dyad,!which!ignored!interactions!between!different!indiY

viduals!in!response!to!household!need.!Evidence!from!the!literature!review!and!

children!in!the!exploratory!study!suggest!that!in!the!face!of!familial!illness,!chilY

dren!often!serve!as!‘secondary’!carers!to!adults,!or!work!with!other!children!to!

address!both!caring!and!domestic!needs!(Akintola,!2004,!2006;!Harris,!2008;!

Harris!&!Stuart,!2006;!Lindsey!et!al.,!2003;!Robson,!2000,!2004;!Skovdal,!2009a,!

2009b).!It!would!be!interesting!to!explore!the!allocation!of!responsibilities!withY

in!the!household;!for!one,!findings!from!the!exploratory!study,!the!quantitative!
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survey,!and!other!research!(Akintola,!2004,!2006;!Martin,!2006;!RuizYCasares,!

2009;!Skovdal!et!al.,!2009)!indicate!that!responsibilities!between!household!

members!are!divided!according!to!age!(or!birth!order)!and!gender.!Additionally,!

future!studies!could!further!explore!the!acquisition!of!and!obstacles!to!external!

resources,!be!they!from!the!neighbourhood,!community,!or!kin!network.!One!poY

tential!area!is!whether!and!how!older!children!are!sent!or!leave!home!for!ecoY

nomic!centres!to!provide!remittances!in!response!to!financial!need.!!

4.4 Validity&and&utility&of&the&Child&Responsibility&Measure&
Many!of!the!quantitative!survey!findings!were!consistent!with!hypotheses,!sugY

gesting!the!Child!Responsibility!Measure!was!a!valid!measure!of!child!responsiY

bility!in!South!Africa,!in!spite!of!the!error!resulting!in!the!exclusion!of!‘feed/help!

an!adult!to!eat’!noted!in!Chapter&4,!Section&4.3.!Regardless,!future!research!may!

increase!the!validity!of!this!measure!and!its!adaptability!to!other!cultures!within!

South!Africa!and!the!subcontinent!as!a!whole.!For!one,!much!of!the!data!used!to!

create!this!measure!were!derived!from!a!study!in!the!Western!Cape!province,!

which!is!very!different!in!terms!of!demography!and!economics!from!the!rest!of!

the!subcontinent.!One!specific!area!of!concern!is!the!breadth!of!items!in!medical!

care!responsibilities.!The!unexpected!finding!that!children!from!the!rural!site!

were!significantly!less!likely!to!engage!in!medical!care!may!have!reflected!the!

relatively!wellYestablished!dominance!of!Western!medicine!in!the!Western!Cape!

province!in!which!data!for!the!Child!Responsibility!Measure!had!been!collected;!

Chapter&3,!Section&3.2!notes!that!no!child!mentioned!providing!traditional!mediY

cines.!Had!some!of!the!data!been!collected!in!other!provinces!such!as!KwaZuluY

Natal!or!the!Eastern!Cape,!medical!care!items!may!have!reflected!the!more!promY

inent!role!of!traditional!medicine!found!elsewhere!in!the!country.!
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4.5 The&past&and&future&of&homeDbased&care&
The!findings!of!this!thesis!indicate!a!tension!between!cultural!expectations!and!

the!reality!of!child!caring!responsibilities.!While!on!the!one!hand!children!are!

expected!to!contribute!to!their!households!and!help!their!parents!in!times!of!

need,!there!also!appear!to!be!strong!cultural!proscriptions!against!tasks!such!as!

providing!care!for!an!adult.!However,!such!attitudes!were!shaped!prior!to!the!

HIV/AIDSYepidemic,!putting!strains!on!traditional!and!public!means!of!care!and!

likely!challenging!traditional!notions!about!the!appropriateness!of!childY

provided!care,!forcing!them!to!adapt!to!present!needs!and!limitations.!

There!is!evidence!that!cultural!expectations!have!changed!since!the!beginning!of!

the!HIV/AIDSYepidemic.!Evans!and!Becker!(2007,!2009),!Robson!(2000,!2004),!

and!Skovdal!(2009a,!2009b)!argue!that!preferences!for!genderYmatching!beY

tween!children!who!provide!intimate!care!for!their!ill!parents!are!dependent!on!

adequate!availability!of!children!who!meet!a!gendered!criteria,!and!that!the!

strains!of!the!HIV/AIDSYepidemic!have!reduced!the!importance!of!such!preferY

ences.!Unfortunately,!findings!in!this!thesis!reflect!only!one!moment!in!time!and!

cannot!be!used!in!comparison!to!a!previous!era.!However,!one!could!argue!that!

the!urban!site,!located!within!the!Durban/eThekwini!area,!is!subject!to!more!inY

fluence!from!international,!particularly!Western,!notions!of!childhood,!and!attiY

tudes!would!thus!drift!away!from!‘traditional’!beliefs.!Indeed,!some!of!the!differY

ences!found!between!the!urban!and!rural!cohorts!may!be!attributable!to!the!

greater!prominence!of!‘traditional’!beliefs!in!the!rural!site.!In!particular,!the!

greater!propensity!for!children!in!the!urban!site!to!engage!in!intimate!care!sugY

gests!that!restrictions!against!intimate!care!contact!between!children!and!adults!

have!eroded.!
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Changes!in!the!HIV/AIDSYepidemic,!whether!perceived!or!real,!will!also!impact!

how!care!is!provided!in!the!future.!Akintola!(2004,!2006)!argues!the!creation!of!

homeYbased!care!programmes!in!southern!Africa!were!a!response!to!the!sudden!

crisis!of!overwhelming!demand!for!care!and!diminished!capacity!to!provide!it!

resulting!from!the!onset!of!the!epidemic.!Many!of!these!organisations!are!deY

pendent!on!international!funding,!which!itself!is!strongly!rooted!in!perceptions!

of!the!continuing!detrimental!effects!of!HIV/AIDS!in!the!subcontinent!and!may!

be!reduced!if!attention!is!to!shift!away!(Kates,!Wexler,!Lief,!Avila,!&!Gobet,!2011;!

Lynch!&!Maclean,!2009).!There!are!already!signs!that!the!global!financial!crisis!

has!threatened!HIV/AIDS!funding!(IzazolaYLicea!et!al.,!2009;!UNAIDS,!2009).!

These!issues!are!especially!pertinent!when!considering!that!a!reduction!in!AIDSY

related!death!will!lead!to!a!rise!in!people!suffering!from!and!dying!of!other!illY

nesses!(Mayosi!et!al.,!2009;!Tollman!et!al.,!2008;!WHO,!2009),!and!the!longYterm!

detrimental!impact!of!HIV/AIDS!will!leave!demographic!challenges!for!generaY

tions!to!come!(Heuveline,!2004;!Porter!&!Zaba,!2004).!All!of!this!leads!to!the!conY

clusion!that!with!strained!resources,!homeYbased!care!is!likely!to!continue!as!a!

lowYcost!alternative!to!hospice!care,!and!that!research!and!policy!will!need!to!

acknowledge!the!role!of!children!as!important!contributors!to!adult!care.!AddiY

tionally,!traditional!and!formal!care!mechanisms!will!need!to!work!with!children!

to!provide!the!most!efficient,!lowYcost,!and!effective!care!for!both!ill!parents!and!

their!children.!

5 Conclusion&
In!the!introduction,!this!thesis!set!out!a!problem,!noting!the!lack!of!research!and!

policy!concerning!young!carers!in!subYSaharan!Africa!(Becker,!2007;!Skovdal,!
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2009b).!Much!of!the!existing!research!originated!in!the!United!Kingdom,!a!

wealthy!nation!with!low!disease!burden!and!a!comprehensive!public!healthcare!

service.!This!was!contrasted!with!South!Africa,!a!nation!with!little!research!on!

this!subject,!yet!numerous!indications!that!many!children!were!at!risk!for!a!wide!

range!of!caring!and!domestic!responsibility.!Among!these!were!huge!degrees!of!

inequality!and!deprivation,!high!disease!burden!including!but!not!limited!to!

HIV/AIDS,!limited!public!healthcare,!and!cultural!values!that!emphasise!chilY

dren’s!duty!to!their!parents!and!family.!Some!aspects!of!the!limited!research!inY

cluded!the!lack!of!a!tool!adapted!or!designed!for!the!South!African!context!and!

quantitative!evidence!linking!not!only!parental!illness!to!child!caring!but!also!to!

other!types!of!responsibility!and!the!impact!of!socioYdemographic!factors.!

This!thesis!addresses!these!gaps,!first!in!producing!a!contextuallyYspecific!tool!to!

capture!the!range!and!time!burden!of!children’s!responsibilities,!then!by!collectY

ing!and!analysing!data!from!a!large,!representative!sample!of!children!living!

within!deprived!South!African!communities.!The!results!support!many!of!the!

findings!and!suggestions!of!qualitative!research:!there!is!indeed!a!phenomenon!

of!children!caring!for!ill!parents;!children!do!more!when!their!parents!are!unY

well;!and!girls!are!generally!doing!more!than!boys.!Other!findings!challenge!exY

isting!research,!such!as!the!greater!prevalence!of!intimate!care!responsibilities!

among!children!in!the!urban!site!and!the!lack!of!evidence!that!adoptive!carers!

take!in!foster!children!in!exchange!for!their!labours.!Other!findings!lead!to!even!

more!questions,!like!the!link!between!parental!mental!health!disorders!and!chilY

dren’s!caring!responsibilities!and!the!ability!of!home!communityYbased!carers!to!

address!household!caring!needs!adequately.!
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Nevertheless,!this!is!the!first!study!to!quantitatively!analyse!the!relationship!beY

tween!parental!illness!and!child!responsibility!using!a!large,!representative!samY

ple!of!deprived!communities!in!South!Africa.!The!use!of!multiple!regression!

analyses!disentangled!related!causes!including!parental!illness!and!household!

poverty!to!produce!clearer!ideas!about!the!drivers!of!children’s!responsibility.!

Finally,!this!thesis!sought!to!broaden!the!scope!of!research!on!the!effect!of!illness!

in!subYSaharan!Africa!beyond!the!immediate!impacts!of!HIV/AIDS.!It!is!the!hope!

of!this!author!that!the!findings!presented!in!this!thesis!will!be!used!to!direct!fuY

ture!research!and!to!inform!interventions!focusing!not!only!on!reducing!chilY

dren’s!responsibility!burden,!but!also!ways!to!improve!the!quality!of!care!they!

provide.!

!

!

! !
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Appendix!
The!following!documents!are!contained!in!the!following!order!in!the!appendix:!

1) Exploratory!study!!
a. Ethics!approval!forms!

i. Department!of!Social!Policy!and!Social!Work!ReY
search!Ethics!Committee,!University!of!Oxford!

ii. Health!Sciences!Faculty!Research!Ethics!CommitY
tee,!University!of!Cape!Town!

b. English!language!girl!version!of!questionnaire!with!inY
formation!sheet!and!consent!form!

c. Certificate!of!participation!
2) CrossYsectional!quantitative!survey!!

a. Ethics!approval!forms!
i. Department!of!Social!Policy!and!Social!Work!ReY
search!Ethics!Committee,!University!of!Oxford!

ii. InterYdivisional!Research!Ethics!Committee,!UniY
versity!of!Oxford!

iii. Humanities!and!Social!Sciences!Ethics!Committee,!
University!of!KwaZuluYNatal!

iv. KwaZuluYNatal!provincial!Department!of!Health!
v. KwaZuluYNatal!provincial!Department!of!EducaY

tion!
b. Blank!referral!report!sheet!
c. Example!referral!
d. Example!training!schedule!
e. Fieldwork!protocol!manual!
f. Training!certificate!for!staff!in!rural!site!
g. Questionnaires!

i. Sampling!sheet!with!eligibility!screening!
flowchart!

ii. Bilingual!(English!and!isiZulu)!version!of!adult!
questionnaire!

iii. English!language!version!of!child!(Teen&Talk)!
questionnaire!

h. Child!certificate!of!participation!with!important!contact!
information!









(To be filled in by interviewer) 
 
Name   __________________  DOB   __________________ 
Address  __________________  School   __________________ 

  __________________  Grade   __________________  
Phone #  __________________  Date   __________________ 
 
Interviewer  __________________  Questionnaire # __________________ 
__________________________________________________________________________________________ 
 
 
 
 
 
 
 
 

                   
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
    

Please draw your picture in this box, and personalise this page! 
 

Hello! My name is: 
 

I am a __ year old girl 
Let me tell you about myself! 

    
Welcome to your book! Please fill in the sections the best you can. You can draw or write your responses. 

Make your voices heard, but don't forget to have fun with this book! 
-the 'kids who care' researchers 

 
 
 
 
Tic this box if you'd like to have a copy of this workbook returned to you 
 



         
 

Department of Social Policy  Cape Town        Department of    
        and Social Work                  Child Welfare              Social Development 

            

‘kids who care’ information sheet 
 

You are being invited to take part in a research study. Before you decide, it is important for you to know 
why the research is being done and what will happen. Please take time to read this sheet carefully. Ask 
the research team if there is anything that is not clear or if you have questions. Take time to decide 
whether or not you wish to take part. Thank you for reading this. 
 
What is this study about? This study is about the care and help that families give to each other. The 
government wants to know more about this so they can plan how to help families better. 
 
Do I have to take part? Not at all. It is up to you to decide whether or not to take part. If you do 
not want to, this will not affect any help you may be getting from anyone. You will not get in any trouble 
if you do not want to take part. 
 
If you decide to take part, you are still free to stop taking part at any time and without giving a reason. 
Again, this will not affect any help or support you are getting from anyone. 
 
What would I have to do? If you decide to take part, you will first sign a consent form (on the next 
page), and then take a few minutes to complete this workbook with a researcher. 
 
What if the questions upset me? You can leave the activities at any point, and you do not have to 
give a reason. You can also contact the research team at any point after the group, and say that you want 
your answers about certain questions to be destroyed, which we will do without hesitation. If you want to 
talk to someone about anything that has been raised in the group session, you can tell one of the 
facilitators or contact Lucie Cluver or Tyler Lane at Cape Town Child Welfare (021 638 3127). 
 
Why should I take part in this study? This study may help us to know more about what kind of 
things families in South Africa need to support each other. The things we learn from you during the focus 
groups and interviews will be used to inform future government policy for families, and the children who 
help out. 
 
What if I have a complaint? If there is anything to do with this research which you are unhappy 
with, you can complain to Dr. Lucie Cluver at the University of Oxford (lucie.cluver@socres.ox.ac.uk). 
 
Would my taking part in this study be kept confidential? All information you tell us about 
yourself will be kept strictly confidential, and will not be told to anyone else. Any information about you 
would have your name and address removed so that you cannot be recognised from it. 
 
 
During this study, it may become clear that you are suffering from serious difficulties. If so, the 
interviewer will explain to you some possibilities for further help. If there is a safety issue, we may 
contact a welfare organisation for you. All this will be talked over with you first. 
 
What will happen to the results of the research study? The results of this study will be used to 
help the government to make policies regarding kids and families in situations much like yours. 
 
Who is organising and reviewing the research? The research is being organised by the University of 
Oxford in England and the Department of Social Development in Pretoria. Ethics groups in both countries 
have approved the research. 
 
Contact for further information:    Tyler Lane 

Cape Town Child Welfare 
Lower Klipfontein Road 
Gatesville, Athlone 
South Africa 8000 
+21 (0)71 087 4557 
tyler.lane@socres.ox.ac.uk 

 
 
Thank you for reading this sheet. If you feel comfortable with everything, you 



can then check the boxes, and sign and date this sheet: 
 
Consent for participation                                 Please tick boxes 
      
 

1. I have read and understand the information sheet for 
this study and have had the chance to ask questions 
2. I understand that I have chosen to take part and that 
I am free to stop at any time, without giving any reason. This will 
not change any support or help I am getting 
3. I agree that any words I may say during the interview 
can be used, without giving my name, in the presentation of the 
research. I agree to take part in the study 

 
 
__________________ _____________ ________
  
Name of Participant Signature Date   
 
________________________ 
Name of Researcher 
 
 
 
 
 
 
 
 
 
 
 
 



 

The Story of 
Winnie 

 
Winnie is a girl much like you. She lives with two of her brothers, a girl cousin, 
her grandmother and her mother. Winnie loves to go to school where she can see 
her friends and learn maths. Her favourite singer is Beyoncé, and one day she 
would like to go to France. When she grows up, she wants to be a teacher. 
 
Recently, Winnie’s mother has become sick. She hasn’t been able to walk Winnie’s 
brothers to school like she used to, and Winnie has had to cook meals for the 
family. The other day, she even had to clean up her mother’s bed after she had 
been sick in it. Her grandmother helps out where she can, but Winnie has found 
herself busy all the time. 
 
Winnie is worried that she won’t have time to do her homework, or even go to 
school anymore. She finds that she is tired all the time, and not as happy as she 
once was. She is proud that she is able to handle so much responsibility, but she 
is afraid that she’ll miss a lot of important things at school. It also upsets her to 
see her mother be so sick. 
 
Throughout this book, Winnie has written about her experience to help you write 
about yours. Though her story may be like yours, her experiences may not be the 
same.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 
 
 

My home 
 
Can you list everyone who lives in your home on this page? Draw your house, show 
where they sleep, and include their ages and how they are related to you: 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Can you circle who is sick in your house? 
 
 
 
 
 
 

✱◆❉❃❋✴❉❍❅❻ ❁■❄ ❁
 ❄❅❃❏❍❐❒❅▲▲❏❒

❁❒❅ ■❅❅❄❅❄ ▼❏ ▲❅❅ ▼❈❉▲ ❐❉❃▼◆❒❅✎



 

Life Changing Moments 

 
Can you write about the most important moments in your life, including how old 
you were when it happened, and how it made you feel? This could be anything 
like the birth of a new brother or sister, a parent getting sick, or the death of 
someone you cared about. Winnie has already written in one of his milestones for 
you. (You don’t have to fill in all the boxes) 
 
Life changing       How old I was:      How it made me feel: 
moment: 
Ex: my father died Nine years old I was very sad when  

my father died 
 

   
   
   
   
   
   
   



 Helping When   
 Someone is sick 

Listed below are a few examples of things kids do when someone in their home is 
sick. Do you have do of these, or do anything else not listed here? Please circle 
those you do, and add in those that we missed. Then, tell us who is sick in the 
home, and draw them: 
 
Cooking       Shopping 
 
Waking up brothers/sisters    Cleaning up around the house 
in the morning 
 
Washing clothes     Feeding an adult 
 
Giving medication     Watching brothers or sisters 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Can you tell us why you help when someone is sick? 
 
 
 
 
 
 



 

   My day 
On this page you can tell us about a typical day. List any of your daily tasks, at 
what time you do them and how long you spend doing each, and then write down 
how each makes you feel. Winnie has already provided a few examples for you. 
(You don’t have to fill in all the boxes) 
 
 Time:       What I do:   How long I do it:      How I feel: 
Example: 
7am 

I change my 
mother's sheets 

Half an hour I am proud that I 
am able to help mom,  
but it makes sad to  
see her so sick 

    

    

    

    

    

    

    



    

    

    

    

    

    

    

    

    

    

    

 



 
 

 
Changes 

Here we want you to tell us about how things have changed since an adult in your 
house got sick. Write about any new responsibilities that you have had to take 
on, or of any things you have had to give up. 
 
School: 
 
 
 
 
 
Relationships with others: 
 
 
 
 
 
Health and sickness: 
 
 
 
 
 
 
Things I feel: 
 
 
 
 
 
Other: 
 
 
 
 
 
 



 

    Support 
Here, we’d like you to tell us about the ways people outside your home help you 
and the people you live with. It could come from a sibling who has moved away, 
or from a government programme.  
 
Emotional: 
 
 
 
Medical: 
 
 
 
Money and things: 
 
 
 
Other: 
 
 
 
Now that you’ve told us about the types of support you and the 
people in your home receive, what other types of support would you 
like to receive? Winnie has already written about the support he 
would like to receive. 
 
 
 
 
 
 
 
 
 
 
 



Open page!!  

On this page, we’d like you to write whatever you’d like about the study. Is 
there anything you’d like to tell us about the study that you particularly liked? 
Anything you wish we had done differently? Is there anything else you’d like to 
tell us about the responsibilities you take on? Then put it all down here! 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 

 
Other Kids 

On this last page, we’d like you to recommend three other young people who also 
live in a house where there is a sick adult. 
 
 
 
_______________   _______________  _______________ 
     Full Name       Phone Number                           Age 
 
_______________   _______________  _______________ 
_______________           School    Grade 
_______________ 
     Address 
 
 
 
_______________   _______________  _______________ 
     Full Name       Phone Number                           Age 
 
_______________   _______________  _______________ 
_______________           School    Grade 
_______________ 
     Address 
 
 
 
_______________   _______________  _______________ 
     Full Name       Phone Number                           Age 
 
_______________   _______________  _______________ 
_______________           School    Grade 
_______________ 
     Address 
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SOCIAL SCIENCES & HUMANITIES 
INTER-DIVISIONAL RESEARCH ETHICS COMMITTEE 
 
Hayes House, 75 George Street, Oxford. OX1 2BQ 
Tel: +44(0)1865 614871  Fax: +44(0)1865 614855 
ethics@socsci.ox.ac.uk  www.socsci.ox.ac.uk 
 
Co-ordinator of the IDREC 
Social Sciences Divisional Office 

_ 

 
Ref. SSD/2/3/IDREC 

08.12.09 
Dr. Lucie Cluver 
Department of Social Policy and Social Work, 
Barnett House 
32 Wellington Square 
Oxford 
OX1 2ER 
 
 
Dear Dr. Lucie Cluver, 
 

Application for research ethics approval 
 

Ref No.: SSD/CUREC2/09 – 52 
 

Title: Young Carers for AIDS-ill family members in South Africa: Predictors for providing care and 
psychological, health, and educational outcomes 

 
 The above application has been considered on behalf of the Social Sciences and Humanities 
Inter-divisional Research Ethics Committee (IDREC) in accordance with the procedures laid down by the 
University for ethical approval of all research involving human participants.  
 

I am pleased to inform you that, on the basis of the information provided to the IDREC, the 
proposed research has been judged as meeting appropriate ethical standards, and accordingly approval 
has been granted.  
 

Should there be any subsequent changes to the project, which raise ethical issues not covered in 
the original application, you should submit details to the IDREC for consideration. 

 
 
Yours sincerely, 
 

 

 
 
Dr Chris. Ballinger 

 
cc: Elaine Evers, Department of Social Policy and Social Work 
 

HBP/CAJB 

















Referral'report'sheet'

Field'worker'name:'

Date:'

Referee'details:'
Full$name:$
Date$of$birth:$
Address:$
Contact$number:$
Description$of$incident:$

$
$
$
$
$
$
$
$
$
$

Date$of$incident:$
Name$of$perpetrator$if$known:$

Other'information:'
School$name:$
School$principal:$
School$contact$number:$
School$address$

RA'signature:'

'

Project'manager'signature:'
$



DEPARTMENT OF SOCIAL POLICY AND SOCIAL WORK 
 
Barnett House, 32 Wellington Square, Oxford  OX1 2ER 
Tel: +44(0)1865 270325  Fax: +44(0)1865 270324 
www.spsw.ox.ac.uk 

Email: tyler.lane@socres.ox.ac.uk 

_ 

 
 
 
To Whom It May Concern: 
 
My name is Tyler Lane, and I am visiting University of KwaZulu-Natal from the University of 
Oxford in the UK. I am a Project Manager on a research project on children and their caregivers, 
investigating how they help each other and how the well being of one affects the other. In the 
course of this project we occasionally come across incidents that require a referral. 
 
In this case a respondent, Mr XXXX XXXX (DOB: 00/00/0000; address: 00 XXXXXXX Street; 
ID# XXXXXXXXX; contact # XXX XXXX XXX)) who is currently staying with two of his 
younger sibling brothers. XXXX’s mother, XXXX XXXX (ID# XXXXXXXXX) has mental 
health problems, which has resulted in XXXX taking on responsibility for the children. 
 
The house has no source of income or grant money due to problems that arose in January 2010 
and is struggling in steep poverty. Additionally, XXXX reported the need of a social worker, as 
the mother is unstable, one of the younger children has quit school and steals from his mother. 
 
This child headed household finds it very difficult to survive while their mother suffers from 
mental health problems compounded with the lack of any source of income. They would greatly 
appreciate a visit from social services. 
 
Thank you for taking the time to read this letter. 
 
 
Kind regards 
 
 
Tyler Lane 
 
DPhil candidate 
Department of Social Policy and Social Work 
University of Oxford 
 
Project Manager 
Young Carers/Ukunakekela Project 
Health Economics and HIV/AIDS Research Division 
University of KwaZulu-Natal 
 
 



Date% Topics% Team%members%
1/9/09%–%
2/9/09%

Introduction%
9Team%introduction%(activity)%
9Context%and%project%background%
9General%project%description%
9Project%timeline%
9Brief%overview%of%survey%methods%
9Ethics%%
9HIV/AIDS%discussion%and%activities%

Field%team;%data%team%

3/9/09% Recruitment%
9Introducing%oneself%
9Describing%the%project%
9Acquiring%consent%
9Who%to%interview%and%how%to%select%them%
9Answering%questions%about%the%project%

Field%team%

4/9/09%–%
5/9/09%

Back9translation%of%questionnaires% Selected%RAs%
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Charlotte%Ritchie%(consider%breaking%into%
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15/9/09%
&%
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or%
16/9/09%
&%
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Data%training%(Mike%Rogan)% Data%team%(avoid%overlap%
with%GIS%training%for%
research%managers%and%
data%manager)%
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Project summary 
In this section you will find a brief summary of the project that you can refer to 
when describing the project to people in the community. 

Background 
In many households in South Africa, children help adults with their care and take on 
other responsibilities. Sometimes when there is an illness in the family, children 
take on even more responsibility. 

The South African government wishes to inform policies regarding children and 
their carers based with research. This national project will interview children and 
their carers to find their wellbeing and how they help each other out. 

What we’re doing 
The research team will be interviewing a child-caregiver pair from every eligible 
home in  

Purposes 
This project will consist of interviews with caregivers and their children to find: 

• Health outcomes of caregivers and their children when living with someone 
who is unwell 

• How children help 
• Types of support families receive 

Collaboration 
This project is a collaboration between several national government departments 
(Health, Education, Social Development, Agriculture and Fisheries), universities 
(KwaZulu-Natal, Cape Town, Witwatersrand, Oxford, Brown), and NGOs (Cape Town 
Child Welfare, HEARD). Many people around the world will see the results of this 
study in addition to the South African government. 

   

 



Logistics 
In this section you will find helpful guides on fieldwork logistics. 

Recruitment 
After appropriate introductions have been made and the project introduced, RAs 
will then proceed to acquire the following information: 

 

If there is more than child/caregiver pair, randomly select one pair per household.  

Remember: INFORMATION FROM EVERY HOME MUST BE RECORDED!! It is re-
quired that each house in the enumeration area has been approached and docu-
mented, even if no one in the house is interviewed, or the homeowners refuse to 
participate. If we find there is no data on a home, the RA responsible for that home 
will be sent back to collect this information! This information includes: 

• Date 
• GPS device number 
• GIS latitude 
• GIS longitude 
• Waypoint 

What is a ‘household’? 
For this project a household is defined as a place where someone sleeps for four or 
more nights a week for the past four weeks, and where everyone shares from the  

Privacy code 
RAs will be responsible for assigning a privacy code to each interview. It is com-
posed of the RAs initials, the date, and the number of questionnaires for that day. 

Interviewing 
Each RA will be responsible for the child/caregiver pair of interviews. Each partici-
pant will be interviewed one at a time and in as private a setting as possible.  



Ex. Nelson Mandela, 17 September, third interview of the day = NM-17-09-03 

Informed Consent 
Before beginning interviews, RAs will need to acquire informed consent from care-
givers, and informed consent plus parent/caregiver consent for each child.  

Handling data and quality checking 
Everyone from RAs to project managers is responsible for handling questionnaires. 
At every handoff a record will be made of date of the handoff and that question-
naire’s privacy code. They will first be handed from RAs to field coordinators, then 
coordinators to the data manager. At each stage the questionnaires will be quality 
checked (QC). 

• RAs 
o Check for completeness before leaving home 
o QC at home 
o Hand in to field coordinator next morning 

• Field coordinators 
o QC a portion interviews during the day 
o Hand in to data manager before going into field the next morning 

• Data manager 
o Have data team capture data and note any errors 

Correcting mistakes 
If a mistake is found in a questionnaire, such as a missing answer, the RA who con-
ducted the interview will be responsible for fixing the mistake. If the mistake is 
caught before leaving the home, the RA can easily refer back to the question. If the 
mistake is found after leaving the home, such as by the RA, the coordinator, data 
manager or project manager, the RA will be required to go back to the house and 
complete that questionnaire.1 

                                                
1 Exception: a participant withdraws during an interview. You will not be penalised 
for this, nor will you need to return to the home to complete the questionnaire. 



Protocols 
In the field we may come across incidents that are difficult or impossible to resolve 
by ourselves. We have set up a list of protocols for your and our protection when 
dealing with these incidents.  

Incident book 
Every member of the field team will have an incident book to carry with them while 
they’re in the field. Any time they come across an incident that requires reporting, 
they are required to make a note of it. Incident books will be filled out as follow: 

Date Time Address Type of incident Who it was reported to 
     
     

Referrals 
During our research we are likely to come across families where we suspect abuse. 
In cases where we have reason to suspect abuse, it is our responsibility to report 
the incident. 

Questions about an incident: 

1) Has the participant disclosed some type of abuse (e.g., rape, child abuse, 
domestic violence, neglect) that requires referral? 

2) Is there evidence that the abuse is ongoing? 
3) Is the person currently in danger? 

If it appears that the people in question are in immediate danger, make a referral 
as soon as you can. Incidents that require immediate attention include: 

• When a person’s life or health is in danger 
• Cases of rape that happened less than three days prior 

Next step: 

1) Speak to your field coordinator about the incident. Report everything you 
found. 

2) RA to phone project manager 
3) RA and field manager to make a note in their Incident Book 

Safety 
In addition to watching for the safety of the people we speak to, we also have to be 
concerned for our own wellbeing. Here are some guidelines for staying safe in the 
field: 

• Wear your team t-shirt at all times 
• Wear good walking shoes 
• Have your panic alarm 
• Make sure your mobile is always charged 
• Stay within eyesight of other members of the team 
• Don’t stay in the field after dark 

o On weekends, be out before the afternoon 
• Always have a black male present 
• Don’t have any items of value 
• Don’t resist if you’re not in physical danger 
• Use your panic alarm if you are in danger 



Health 
We also have to be mindful of our own health. Fieldwork can be tiring, dirty, and 
strenuous. It is important you consider your own health when you are in the field. 
Following these strategies should keep you well: 

• Avoid long sun exposure 
• Make sure you get enough food and water 
• Avoid conducting interviews in a home where someone is coughing; take the 

interview outside 
• Wash hands or use hand sanitizer frequently 

Emergency  
Sometimes in the field we may come across an incident that requires emergency 
attention. If there appears to be an emergency in the field, follow these steps: 

1. What type of emergency 
a. Medical (heart attack, car accident, etc.) 
b. Criminal (robbery, assault, threat, etc.) 
c. Other (fire, storm, etc.) 

2. Decide seriousness of emergency 
a. Is this a matter of life or death? 
b. Is someone seriously hurt? 
c. Is there potential for either death or injury (such as during a crime or 

storm)? 
3. Ensure own safety 
4. Ensure the safety of others if possible 
5. Contact relevant emergency services first, then field coordinators and pro-

ject managers 

Do not: 

• Administer medical care unless you are qualified to do so 



Appendix 

Emergency contacts 
These numbers should be in your mobile already, but if not they are listed here: 

Services 

Cell phone emergency number:  112 

Police emergency number:   10111 

Ambulance/fire:    10177 

Team 

Reggie:     082 431 7845 

Thokozisiwe:     082 224 5738 

Marisa:     082 909 0276 

Tyler:      083 342 8957 
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Q
4.
8	
�
    
/	
�
    Y

eb
o	
�
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b
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.	
�
    /
	
�
    U
no

ku
si
za
	
�
    a
ba
ny
e	
�
    
(a
ba
za
li,
	
�
    o
th
is
ha
,	
�
    

iz
in

ga
ne

).
1

2
3

N
ow

 I 
w

an
t t

o 
le

ar
n 

ab
ou

t y
ou

r c
hi

ld
’s

 b
eh

av
io

r. 
Pl

ea
se

 a
ns

w
er

 N
ot

 T
ru

e,
 S

om
ew

ha
t T

ru
e 

or
 C

er
ta

in
ly

 T
ru

e 
fo

r t
he

 fo
llo

w
in

g 
st

at
em

en
ts

. I
t w

ou
ld

 
he

lp
 u

s 
if 

yo
u 

an
sw

er
ed

 a
ll 

ite
m

s 
as

 b
es

t y
ou

 c
an

 e
ve

n 
if 

yo
u 

ar
e 

no
t a

bs
ol

ut
el

y 
ce

rt
ai

n.
 P

le
as

e 
gi

ve
 y

ou
r a

ns
w

er
s 

on
 th

e 
ba

si
s 

of
 y

ou
r c

hi
ld

’s
 b

eh
av

io
ur

 o
ve

r t
he

 la
st

 
m

on
th

. /
 M

an
je

 n
gi

th
an

da
 u

kw
az

i n
go

ku
zi

ph
at

ha
 k

om
tw

an
a 

w
ak

ho
. N

gi
ce

la
 u

ph
en

du
le

 u
ku

th
i a

ku
lo

na
 iq

in
is

o,
 k

uc
is

he
 k

ub
e 

yi
qi

ni
so

, k
uy

iq
in

is
o 

uq
ob

o 
ku

le
zi

zi
ta

ti-
m

en
de

 e
zi

la
nd

el
ay

o.
 K

uy
os

is
iz

a 
ka

kh
ul

u 
um

a 
un

ga
ph

en
du

la
 k

on
ke

 n
ga

w
ow

on
ke

 a
m

an
dl

a 
ak

ho
 n

om
a 

un
ge

na
so

 k
ah

le
 is

iq
in

is
ek

o.
 S

ic
el

a 
us

in
ik

ez
e 

Iz
im

pe
nd

ul
o 

zo
ku

z-
ip

ha
th

a 
ko

m
tw

an
a 

w
ak

ho
 u

qo
nd

an
is

e 
na

le
ny

an
ga

 e
dl

ul
e.
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Question 
Number / 
Inombolo 
yombuzo

...
..4

.1
1 

co
nt

in
ue

d 
fro

m
 a

bo
ve

 / 
…

.4
.1

1 
uq

hu
nt

sw
a 

ok
us

uk
el

a 
ph

ez
ul

u

W
ou

ld
 y

ou
 s

ay
 ..

...
.. 

/  
U
ng

at
hi
ni
	
�
    k
ul
ok
hu

	
�
    ..
...
	
�
    

1 
= 

N
ot

 tr
ue

 / 
A

ku
-

lo
na

 iq
in

is
o

2 
= 

So
m

ew
ha

t 
tr

ue
 / 

K
uc

is
he

 
ku

be
 iq

in
is

o

3 
= 

C
er

ta
in

ly
 tr

ue
 

/ I
qi

ni
so

 im
pe

la

4.
11

u
Th

in
ks
	
�
    th

in
gs
	
�
    o
ut
	
�
    b
ef
or
e	
�
    
ac
tin

g.
	
�
    /	
�
    
U
ya
zi
ca
ba
ng

is
is
a	
�
    
iz
in
to
	
�
    n
ga
ph

am
bi
	
�
    k
ok
uz
en
za
.

1
2

3
4.

11
v

St
ea
ls
	
�
    fr
om

	
�
    h
om

e,
	
�
    s
ch
oo

l	
�
    o
r	
�
    e

ls
ew

he
re
.	
�
    /
	
�
    U
ya
nt
sh
on

ts
ha
	
�
    e
kh
ay
a,
	
�
    e
si
ko
le
ni
	
�
    n
ak
w
ez
in
ye
	
�
    iz
in
da
w
o.

1
2

3

4.
11

w
G
et
s	
�
    
al
on

g	
�
    
be
tte

r	
�
    w
ith

	
�
    a
du

lts
	
�
    th

an
	
�
    w
ith

	
�
    o
th
er
	
�
    y
ou

th
.	
�
    /
	
�
    U
zw

an
a	
�
    
ka
ng

co
no

	
�
    n
ab
ad
al
a	
�
    
ku
ne
nt
sh
a	
�
    

en
ye

.
1

2
3

4.
11

x
M
an
y	
�
    
fe
ar
s,
	
�
    e
as
ily
	
�
    s
ca
re
d.
	
�
    /	
�
    
U
no

kw
es
ab
a	
�
    
ok
un

in
gi
,	
�
    u
th
us
w
a	
�
    
ub

al
a.

1
2

3

4.
11

y
G

oo
d 

at
te

nt
io

n 
sp

an
, s

ee
s 

ch
or

es
 o

r h
om

ew
or

k 
th

ro
ug

h 
to

 th
e 

en
d.

 / 
Iz

in
ga

 la
kh

e 
lo

ku
la

le
la

 n
ok

u-
co

ph
el

el
a 

lip
he

zu
lu

 fu
th

i w
en

za
 u

m
se

be
nz

i w
es

ik
ol

e 
aw

uq
ed

e.
1

2
3

Question 
Number / 
Inombolo 
yombuzo

N
ow

 I 
w

an
t t

o 
le

ar
n 

ab
ou

t h
ow

 y
ou

 a
nd

 y
ou

r c
hi

ld
 g

et
 o

n.
 W

ou
ld

 y
ou

 s
ay

...
. /

 M
an

je
 n

gi
th

an
da

 
uk
w
az
i	
�
    u
ku
th
i	
�
    w

en
a	
�
    
no

m
tw
an
a	
�
    
w
ak
ho

	
�
    n
iz
w
an
a	
�
    
ka
nj
an
i.	
�
    
U
ng

at
hi
…

1 
= 

N
ev

er
 

/ N
ge

ke
 

ng
ik

w
en

-
ze

2 
= 

A
lm

os
t 

N
ev

er
 / 

N
gi

ng
ah

le
 

ng
ik

w
en

-
ze

3 
= 

So
m

e-
tim

es
 / 

N
ge

zi
ny

e 
iz

ik
ha

th
i

4 
= 

O
fte

n 
/ K

un
ok

-
w

en
ze

ka
 

ka
ni

n-
ga

na
 

5 
= 

A
lw

ay
s 

/ 
N

ja
lo

 n
je

4.
12

a
Yo

u	
�
    
le
t	
�
    y
ou

r	
�
    c
hi
ld
	
�
    k
no

w
	
�
    w
he
n	
�
    
he
/s
he
	
�
    is
	
�
    d
oi
ng

	
�
    a
	
�
    g
oo

d	
�
    
jo
b	
�
    
w
ith

	
�
    s
om

et
hi
ng

	
�
    /	
�
    
U
ya
m
ts
he
la
	
�
    u
m
tw
an
a	
�
    

w
ak

ho
 m

ay
en

za
 u

m
se

be
nz

i o
m

uh
le

 n
go

ku
th

ile
1

2
3

4
5

4.
12

b
Yo

u	
�
    
th
re
at
en
	
�
    to

	
�
    p
un

is
h	
�
    
yo
ur
	
�
    c
hi
ld
	
�
    a
nd

	
�
    th
en
	
�
    d
o	
�
    
no

t	
�
    a
ct
ua
lly
	
�
    p
un

is
h	
�
    
hi
m
/h
er
	
�
    /	
�
    
U
ya
ye
	
�
    u
m
es
ab
is
e	
�
    

ng
ok

um
je

zi
sa

 b
es

e 
un

ga
m

je
zi

si
1

2
3

4
5

4.
12

c
Yo

ur
	
�
    c
hi
ld
	
�
    g
oe
s	
�
    
ou

t	
�
    w
ith

ou
t	
�
    a
	
�
    s
et
	
�
    ti
m
e	
�
    
to
	
�
    b
e	
�
    
ho

m
e	
�
    
/	
�
    U

m
tw
an
a	
�
    
w
ak
ho

	
�
    u
zi
ye
la
	
�
    n
ga
ph

an
dl
e	
�
    

kw
ek

ha
ya

 k
uz

ek
w

eq
e 

is
ik

ha
th

i s
as

ek
ha

ya
1

2
3

4
5

4.
12

d
Yo

ur
	
�
    c
hi
ld
	
�
    ta
lk
s	
�
    
yo
u	
�
    
ou

t	
�
    o
f	
�
    b

ei
ng

	
�
    p
un

is
he
d	
�
    
w
he
n	
�
    
he
/s
he
	
�
    h
as
	
�
    d
on

e	
�
    
so
m
et
hi
ng

	
�
    w
ro
ng

	
�
    /	
�
    
U
m
tw
an
a	
�
    

w
ak

ho
 u

ya
zi

kh
ul

um
el

a 
um

a 
ku

fa
ne

le
 u

m
je

zi
se

 b
es

e 
um

ye
ke

la
 n

om
a 

on
ile

1
2

3
4

5

4.
12

e
Yo

ur
	
�
    c
hi
ld
	
�
    s
ta
ys
	
�
    o
ut
	
�
    in
	
�
    th

e	
�
    
ev
en
in
g	
�
    
pa
st
	
�
    th

e	
�
    
tim

e	
�
    
he
/s
he
	
�
    is
	
�
    m
ea
nt
	
�
    to

	
�
    b
e	
�
    
ho

m
e	
�
    
/	
�
    U

m
tw
an
a	
�
    
w
ak
ho

	
�
    
uz

ih
la

le
la

 n
ga

ph
an

dl
e 

eb
us

uk
u 

no
m

a 
se

ku
dl

ul
e 

is
ik

ha
th

i s
ok

ub
a 

se
kh

ay
a

1
2

3
4

5

4.
12

f
Yo

u	
�
    
co
m
pl
im
en
t	
�
    y
ou

r	
�
    c
hi
ld
	
�
    w
he
n	
�
    
he
/s
he
	
�
    h
as
	
�
    d
on

e	
�
    
so
m
et
hi
ng

	
�
    w
el
l	
�
    /
	
�
    U
ya
m
nc
om

a	
�
    
um

tw
an
a	
�
    

w
ak

ho
 m

ay
en

ze
 o

ku
hl

e
1

2
3

4
5

4.
12
g

Yo
u	
�
    
pr
ai
se
	
�
    y
ou

r	
�
    c
hi
ld
	
�
    w
he
n	
�
    
he
/s
he
	
�
    b
eh
av
es
	
�
    w
el
l	
�
    /
	
�
    U
ya
m
tu
sa
	
�
    u
m
tw
an
a	
�
    
w
ak
ho

	
�
    m
ay
ez
ip
ha
th
a	
�
    

ka
hl

e
1

2
3

4
5

4.
12

h
Yo

ur
	
�
    c
hi
ld
	
�
    g
oe
s	
�
    
ou

t	
�
    w
ith

	
�
    fr
ie
nd

s	
�
    
yo
u	
�
    
do

n’
t	
�
    k
no

w
	
�
    /	
�
    
U
m
tw
an
a	
�
    
w
ak
ho

	
�
    u
ha
m
ba
	
�
    n
ab
an
ga
ni
	
�
    o
ng

ab
az
i

1
2

3
4

5

4.
12

i
Yo

u	
�
    
le
t	
�
    y
ou

r	
�
    c
hi
ld
	
�
    o
ut
	
�
    o
f	
�
    a
	
�
    p
un

is
hm

en
t	
�
    e
ar
ly
	
�
    /	
�
    
U
sh
es
he
	
�
    u
m
de
de
le
	
�
    u
m
tw
an
a	
�
    
w
ak
ho

	
�
    e
si
gw

eb
en
i	
�
    

om
ni

ke
 s

on
a 

en
ga

ka
si

qe
di

1
2

3
4

5

4.
12
j

Yo
u	
�
    
te
ll	
�
    
yo
ur
	
�
    c
hi
ld
	
�
    th

at
	
�
    y
ou

	
�
    a
pp

re
ci
at
e	
�
    
th
at
	
�
    th

ey
	
�
    h
el
p	
�
    
ou

t	
�
    a
ro
un

d	
�
    
th
e	
�
    
ho

us
e	
�
    
/	
�
    U

ya
m
ts
he
la
	
�
    u
m
t-

w
an

a 
w

ak
ho

 u
ku

th
i u

ku
bo

ng
a 

ka
ng

ak
an

an
i u

ku
ba

 w
us

iz
o 

kw
ak

he
 e

nd
lin

i
1

2
3

4
5

30
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E
LA

31
Question 

Number / Inom-
bolo yombuzo

Pe
op

le
 s

om
et

im
es

 lo
ok

 to
 o

th
er

s 
fo

r c
om

pa
ni

on
sh

ip
, a

ss
is

ta
nc

e,
 o

r o
th

er
 ty

pe
s 

of
 s

up
-

po
rt

. H
ow

 o
fte

n 
is

 e
ac

h 
of

 th
e 

fo
llo

w
in

g 
ki

nd
s 

of
 s

up
po

rt
 a

va
ila

bl
e 

to
 y

ou
 if

 y
ou

 n
ee

d 
it?

 / 
K

w
ez

in
ye

 iz
ik

ha
th

i a
ba

nt
u 

ba
bh

ek
a 

ab
an

ye
 u

ku
ba

ni
ka

 u
bu

ng
an

i, 
us

iz
o 

no
m

a 
ez

in
ye

 iz
in

-
hl

el
o 

zo
kw

es
ek

el
w

a.
 K

uk
an

ga
ka

na
ni

 le
zi

zi
nh

lo
bo

 z
os

iz
o 

ng
az

in
ye

 u
zi

th
ol

a 
um

a 
uz

id
in

ga
?

W
ou

ld
	
�
    y
ou

	
�
    s
ay
...
	
�
    /	
�
    
U
ng

at
hi
	
�
    ..
..

1 
= 

N
on

e 
of

 th
e 

tim
e 

 
/ L

ut
ho

 
so

nk
e 

is
ik

ha
th

i

2 
= 

A 
lit

tle
 

of
 th

e 
tim

e 
/ K

an
ca

n-
ya

na
 

3 
= 

So
m

e 
of

 th
e 

tim
e 

/ K
w

ez
in

ye
 

iz
ik

ha
th

i

4 
= 

M
os

t o
f 

th
e 

tim
e 

/ 
N

ge
zi

kh
at

hi
 

ez
in

in
gi

5 
= 

A
ll 

of
 

th
e 

tim
e 

/ N
ga

so
-

so
nk

e 
is

ik
ha

th
i

5.
1a

So
m
eo
ne
	
�
    to

	
�
    h
el
p	
�
    
yo
u	
�
    
if	
�
    
yo
u	
�
    
w
er
e	
�
    
co
nfi

ne
d	
�
    
to
	
�
    b
ed
.	
�
    /
	
�
    U
m
un

tu
	
�
    o
ng

ak
us
iz
a	
�
    
um

a	
�
    
un

ga
kw

az
i	
�
    

uk
up

hu
m

a 
em

bh
ed

en
i.

1
2

3
4

5

5.
1b

So
m
eo
ne
	
�
    y
ou

	
�
    c
an
	
�
    c
ou

nt
	
�
    o
n	
�
    
to
	
�
    li
st
en
	
�
    to

	
�
    y
ou

	
�
    w
he
n	
�
    
yo
u	
�
    
ne
ed
	
�
    to

	
�
    ta
lk
.	
�
    /
	
�
    U
m
un

tu
	
�
    o
yo
hl
al
a	
�
    

ek
ho

na
 u

ku
ku

la
le

la
 m

aw
uf

un
a 

uk
uk

hu
lu

m
a.

1
2

3
4

5

5.
1c

So
m
eo
ne
	
�
    to

	
�
    g
iv
e	
�
    
yo
u	
�
    
go

od
	
�
    a
dv
ic
e	
�
    
ab
ou

t	
�
    a
	
�
    c
ris

is
.	
�
    /
	
�
    U
m
un

tu
	
�
    o
ng

ak
un

ik
ez
a	
�
    
is
el
ul
ek
o	
�
    
es
ih
le
	
�
    

um
a 

us
en

ki
ng

en
i.

1
2

3
4

5

5.
1d

So
m
eo
ne
	
�
    to

	
�
    ta
ke
	
�
    y
ou

	
�
    to
	
�
    th

e	
�
    
do

ct
or
	
�
    if
	
�
    y
ou

	
�
    n
ee
de
d	
�
    
it.
	
�
    /	
�
    
U
m
un

tu
	
�
    o
ng

ak
us
a	
�
    
ku
do

ko
te
la
	
�
    

m
aw

ud
in

ga
 u

ku
ya

.
1

2
3

4
5

5.
1e

So
m
eo
ne
	
�
    w
ho

	
�
    s
ho

w
s	
�
    
yo
u	
�
    
lo
ve
	
�
    a
nd

	
�
    a
ffe

ct
io
n.
	
�
    /	
�
    
U
m
un

tu
	
�
    o
ng

ak
ut
sh
en
gi
sa
	
�
    u
th
an
do

	
�
    n
em

-
fu

du
m

al
o.

1
2

3
4

5

5.
1f

So
m
eo
ne
	
�
    to

	
�
    h
av
e	
�
    
a	
�
    
go

od
	
�
    ti
m
e	
�
    
w
ith

.	
�
    /
	
�
    U
m
un

tu
	
�
    e
ni
ng

ab
a	
�
    
no

m
um

na
nd

i	
�
    n
ay
e.

1
2

3
4

5

5.
1g

So
m
eo
ne
	
�
    to

	
�
    g
iv
e	
�
    
yo
u	
�
    
in
fo
rm

at
io
n	
�
    
to
	
�
    h
el
p	
�
    
yo
u	
�
    
un

de
rs
ta
nd

	
�
    a
	
�
    s
itu

at
io
n.
	
�
    /	
�
    
U
m
un

tu
	
�
    o
ng

ak
un

i-
ka

 im
in

in
in

gw
an

 e
ng

ak
us

iz
a 

uk
uq

on
da

 is
im

o 
ob

he
ka

ne
 n

as
o.

1
2

3
4

5

5.
1h

So
m
eo
ne
	
�
    to

	
�
    c
on

fid
e	
�
    
in
	
�
    o
r	
�
    t
al
k	
�
    
to
	
�
    a
bo

ut
	
�
    y
ou

rs
el
f	
�
    o

r	
�
    y
ou

r	
�
    p
ro
bl
em

s.
	
�
    /	
�
    
U
m
un

tu
	
�
    o
ng

ak
hi
ph

a	
�
    
im
fih

lo
	
�
    y
ak
ho

	
�
    k
uy
e,
	
�
    u
kh
ul
um

e	
�
    
ng

ob
uw

en
a	
�
    
ob

uj
ul
e,
	
�
    n
ez
in
ki
ng

a	
�
    
za
kh
o.
	
�
    

1
2

3
4

5

5.
1i

So
m
eo
ne
	
�
    to

	
�
    h
ug

	
�
    y
ou

.	
�
    /
	
�
    U
m
un

tu
	
�
    o
ng

ak
ug

on
a,
	
�
    a
ku
si
ng

at
he
.

1
2

3
4

5

5.
1j

So
m
eo
ne
	
�
    to

	
�
    g
et
	
�
    to

ge
th
er
	
�
    w
ith

	
�
    fo
r	
�
    r
el
ax
at
io
n.
	
�
    /	
�
    
U
m
un

tu
	
�
    o
ng

ah
la
ng

an
a	
�
    
na
ye
	
�
    n
ip
hu

m
ul
e.

1
2

3
4

5

5.
1k

So
m
eo
ne
	
�
    to

	
�
    p
re
pa
re
	
�
    y
ou

r	
�
    m
ea
ls
	
�
    if
	
�
    y
ou

	
�
    w
er
e	
�
    
un

ab
le
	
�
    to

	
�
    d
o	
�
    
it	
�
    
yo
ur
se
lf.
	
�
    /	
�
    
U
m
un

tu
	
�
    o
ng

ak
w
en

-
ze

la
 u

ku
dl

a 
m

hl
az

an
e 

un
ga

kw
az

i u
ku

ze
nz

el
a.

1
2

3
4

5

5.
1l

So
m
eo
ne
	
�
    w
ho

se
	
�
    a
dv
ic
e	
�
    
yo
u	
�
    
re
al
ly
	
�
    w
an
t.	
�
    
/	
�
    U

m
un

tu
	
�
    o
m
un

ye
	
�
    	
�
    i
sa
lu
le
ko
	
�
    s
ak
he
	
�
    o
ku
yi
so
na
	
�
    

os
id

in
ga

yo
.

1
2

3
4

5

5.
1m

So
m
eo
ne
	
�
    to

	
�
    d
o	
�
    
th
in
gs
	
�
    w
ith

	
�
    to
	
�
    h
el
p	
�
    
yo
u	
�
    
ge
t	
�
    y
ou

r	
�
    m
in
d	
�
    
of
f	
�
    t
hi
ng

s.
	
�
    /	
�
    
U
m
un

tu
	
�
    o
ng

en
za
	
�
    n
ay
e	
�
    

iz
in

to
 e

zi
ph

um
uz

a 
um

qo
nd

o.
1

2
3

4
5

5.
1n

So
m
eo
ne
	
�
    to

	
�
    h
el
p	
�
    
w
ith

	
�
    d
ai
ly
	
�
    c
ho

re
s	
�
    
if	
�
    
yo
u	
�
    
w
er
e	
�
    
si
ck
.	
�
    /
	
�
    U
m
un

tu
	
�
    o
ng

ak
us
iz
a	
�
    
ng

em
is
eb
en

-
za

na
 y

ak
ho

 y
os

uk
u 

m
aw

un
ga

ph
ile

 k
ah

le
.

1
2

3
4

5

5.
1o

So
m
eo
ne
	
�
    to

	
�
    s
ha
re
	
�
    y
ou

r	
�
    m
os
t	
�
    p

riv
at
e	
�
    
w
or
rie

s	
�
    
an
d	
�
    
fe
ar
s	
�
    
w
ith

.	
�
    /
	
�
    U
m
un

tu
	
�
    o
ng

ax
ox
a	
�
    
na
ye
	
�
    

uk
w

es
ab

a 
kw

ak
ho

 o
ku

se
ku

ju
le

ni
 k

w
en

hl
iz

iy
o.

1
2

3
4

5

5.
1p

So
m
eo
ne
	
�
    to

	
�
    tu
rn
	
�
    to

	
�
    fo
r	
�
    s

ug
ge
st
io
ns
	
�
    a
bo

ut
	
�
    h
ow

	
�
    to
	
�
    d
ea
l	
�
    w

ith
	
�
    a
	
�
    p
er
so
na
l	
�
    p
ro
bl
em

.	
�
    /
	
�
    U
m
un

tu
	
�
    

on
ga

ya
 k

uy
e 

ak
up

he
 im

ib
on

o 
yo

ku
bh

ek
an

a 
ne

zi
m

o 
ez

is
em

pi
lw

en
i y

ak
ho

.
1

2
3

4
5

5.
1q

So
m
eo
ne
	
�
    to

	
�
    d
o	
�
    
so
m
et
hi
ng

	
�
    e
nj
oy
ab
le
	
�
    w
ith

.	
�
    /
	
�
    U
m
un

tu
	
�
    e
ni
ng

en
za
	
�
    n
ay
e	
�
    
in
to
	
�
    e
ja
bu

lis
ay
o.

1
2

3
4

5

5.
1r

So
m
eo
ne
	
�
    w
ho

	
�
    u
nd

er
st
an
ds
	
�
    y
ou

r	
�
    p
ro
bl
em

s.
	
�
    /	
�
    
U
m
un

tu
	
�
    o
zi
qo

nd
ay
o	
�
    
iz
nk
in
ga
	
�
    z
ak
ho

.
1

2
3

4
5



Question 
Number / Inom-
bolo yombuzo

...
.5
.2
	
�
    c
on
tin
ue
d	
�
    
fro
m
	
�
    a
bo
ve
	
�
    /	
�
    
…
.5
.2
	
�
    u
qh
un
ts
w
a	
�
    
ok
us
uk
el
a	
�
    
ph
ez
ul
u

W
ou

ld
	
�
    y
ou

	
�
    s
ay
...
	
�
    /	
�
    
U
ng

at
hi
	
�
    ..
..

1 
= 

N
on

e 
of

 th
e 

tim
e 

 
/ L

ut
ho

 
so

nk
e 

is
ik

ha
th

i

2 
= 

A 
lit

tle
 

of
 th

e 
tim

e 
/ K

an
ca

n-
ya

na
 

3 
= 

So
m

e 
of

 th
e 

tim
e 

/ K
w

ez
in

ye
 

iz
ik

ha
th

i

4 
= 

M
os

t o
f 

th
e 

tim
e 

/ 
N

ge
zi

kh
at

hi
 

ez
in

in
gi

5 
= 

A
ll 

of
 

th
e 

tim
e 

/ N
ga

so
-

so
nk

e 
is

ik
ha

th
i

5.
1s

So
m
eo
ne
	
�
    to

	
�
    lo
ve
	
�
    a
nd

	
�
    m
ak
e	
�
    
yo
u	
�
    
fe
el
	
�
    w
an
te
d.
	
�
    /	
�
    
U
m
un

tu
	
�
    o
ng

ku
at
ha
nd

a	
�
    
fu
th
i	
�
    a
kw

en
ze
	
�
    u
z-

iz
w

e 
ud

in
ge

ki
le

.
1

2
3

4
5

5.
1t

So
m
eo
ne
	
�
    to

	
�
    h
el
p	
�
    
ta
ke
	
�
    c
ar
e	
�
    
of
	
�
    y
ou

r	
�
    c
hi
ld
re
n	
�
    
w
he
n	
�
    
yo
u	
�
    
ca
n’
t.	
�
    
/	
�
    U

m
un

tu
	
�
    o
ng

an
ak
el
el
a	
�
    

ab
an

tw
an

a 
ba

kh
o 

um
a 

w
en

a 
un

ga
kw

az
i.

1
2

3
4

5

5.
1u

So
m
eo
ne
	
�
    to

	
�
    le
nd

	
�
    y
ou

	
�
    m
on

ey
	
�
    o
r	
�
    f
oo

d	
�
    
if	
�
    
yo
u	
�
    
ne
ed
ed
	
�
    it
.	
�
    /
	
�
    U
m
un

tu
	
�
    o
ng

ak
ub

ol
ek
a	
�
    
im
al
i	
�
    n
om

a	
�
    
uk

ud
la

 u
m

a 
uk

ud
in

ga
.

1
2

3
4

5

5.
1v

So
m
eo
ne
	
�
    to

	
�
    te
ll	
�
    
yo
u	
�
    
th
at
	
�
    y
ou

	
�
    a
re
	
�
    d
oi
ng

	
�
    a
	
�
    g
oo

d	
�
    
jo
b.
	
�
    /	
�
    
U
m
un

tu
	
�
    o
ku
ts
he
la
	
�
    u
ku
th
i	
�
    w

en
za
	
�
    

um
se

be
nz

i o
m

uh
le

.
1

2
3

4
532

Th
er

e 
ar

e 
so

m
e 

pe
op

le
 w

e 
ar

e 
m

or
e 

lik
el

y 
to

 b
e 

ab
le

 to
 re

ly
 o

n 
fo

r p
ar

tic
ul

ar
 ty

pe
s 

of
 s

up
po

rt
. W

e 
w

ou
ld

 li
ke

 to
 le

ar
n 

ab
ou

t w
ho

 p
ro

vi
de

s 
yo

u 
w

ith
 s

up
po

rt
. /

 K
un

ab
an

tu
 

ok
uy

ib
on

a 
es

in
ga

th
em

be
la

 k
ub

on
a 

uk
us

is
ek

el
a.

 S
in

ga
th

an
da

 u
kw

az
i u

ku
th

i o
ba

ni
 a

ba
ku

ni
ka

 u
si

zo
 n

ok
us

ek
el

w
a.

N
ot
e	
�
    
to
	
�
    S
ur
ve
y	
�
    
S
ta
ff:
	
�
    P
le
as
e	
�
    
m
ar
k	
�
    
al
l	
�
    b
ox
es
	
�
    th
at
	
�
    a
pp
ly.
	
�
    N
ot
e	
�
    
th
at
	
�
    y
ou
	
�
    c
an
	
�
    li
st
	
�
    m
or
e	
�
    
th
an
	
�
    o
ne
	
�
    p
er
so
n	
�
    
in
	
�
    th
e	
�
    
‘o
th
er
s’
	
�
    c
ol
um

n.
	
�
    /	
�
    
A
ba
se
be
nz
i	
�
    b
oc
w
an
in
go
	
�
    a
ba
bh
ek
e	
�
    
lo
kh
u:
	
�
    N
gi
ce
la
	
�
    n
ib
ek
e	
�
    

up
ha
w
u	
�
    
ku
w
o	
�
    
w
on
ke
	
�
    a
m
ab
ho
ki
si
ni
	
�
    a
lo
kh
o	
�
    
en
iv
um

el
an
a	
�
    
na
kh
o.
	
�
    N
az
i	
�
    u
ku
th
i	
�
    n
in
ga
si
ni
ke
za
	
�
    a
ba
ng
ap
he
zu
lu
	
�
    k
oy
ed
w
a	
�
    
ku
le
nd
aw

o	
�
    
eb
ha
lw
e	
�
    
“o
ku
ny
e”
.

Question Number / Inombolo 
yombuzo

O
ve

r t
he

 p
as

t 1
2 

m
on

th
s 

ha
s 

an
yo

ne
...

 / 
K

ul
ez

iz
in

ya
ng

a 
ez

iy
is

hu
m

i n
am

bi
li 

ez
ed

lu
le

 
ng

ab
e 

uk
ho

na
 o

ku
ni

ke
 le

zi
zi

nh
lo

bo
 e

zi
la

n-
de

la
yo

 z
ok

us
ek

el
w

a.
..

Mother	
�
    /	
�
    Umama

Father	
�
    /	
�
    Ubaba

Sister(s) / Osisi

Brother(s) / Obhuti

Son(s)	
�
    /	
�
    Amadodana

Daughter(s)	
�
    /	
�
    Amadodakazi

Male friend(s) or 
neighbour(s)	
�
    /	
�
    Abangani	
�
    

besilisa, 
omakhelwane

Female  friend(s) or 
neighbour(s)	
�
    /	
�
    Abangani	
�
    
besifazane,	
�
    Omakhelwane

Male partner/spouse/boy-
friend	
�
    /	
�
    Umlingani	
�
    wesilisa/
umkhwenyana/ohlekisana	
�
    

naye (wesilisa)

Female	
�
    partner/spouse/girl-
friend	
�
    /	
�
    Umlingani	
�
    wesifa-
zane/inkosikazi/	
�
    ohlekisana	
�
    

naye (wesifazane)

No	
�
    one	
�
    /	
�
    Akekho

Doesn’t apply: never needed 
this	
�
    help	
�
    /	
�
    Akungeni	
�
    kimi:	
�
    

angikaze	
�
    
ngiludinge	
�
    lolusizo

O
th

er
(s

) (
sp

ec
ify

 re
la

tio
ns

hi
p 

to
	
�
    c
ar
er
	
�
    a
nd
	
�
    g
en
de
r	
�
    o
f	
�
    e
ac
h	
�
    

pe
rs
on
	
�
    b
y	
�
    
m
ar
ki
ng
	
�
    ‘M

’	
�
    o
r	
�
    ‘
F’
)	
�
    /
	
�
    

A
ba
ny
e 

(c
ac

is
a 

ub
ud

le
lw

an
e 

no
m

na
ke

le
li,

 u
bu

lil
i b

om
un

ut
u 

no
m

un
tu

 u
be

ka
 u

ph
aw

u 
uk

ut
hi

 
“M
’	
�
    n
om

a”
	
�
    F
’

5.
2a

…
le

nt
 y

ou
  m

on
ey

 o
r o

th
er

 it
em

s 
(e

.g
. f

oo
d,

 
m

ed
ic

in
es

)?
 If
	
�
    ‘n
o’
,	
�
    m

ar
k	
�
    
th
e	
�
    
‘n
o-­
on
e’
	
�
    c
ol
um

n.
	
�
    If
	
�
    

‘y
es
’,	
�
    
as
k:

 W
ho

 w
as

 th
e 

pe
rs

on
 th

at
 p

ro
vi

de
d 

yo
u 

w
ith

 th
e 

m
os

t s
up

po
rt

 w
ith

 m
on

ey
 o

r 
ot

he
r i

te
m

s 
ov

er
 th

e 
pa

st
 1

2 
m

on
th

s?
	
�
    (D

o	
�
    
no
t	
�
    

pr
om

pt
.	
�
    C

irc
le
	
�
    o
nl
y	
�
    
on
e	
�
    
re
sp
on
se
)	
�
    /
	
�
    W

ak
ub

ol
e-

ka
 im

al
i n

om
a 

ez
in

ye
 iz

in
to

 (n
je

ng
ok

ud
la

, 
im

ith
i)?

	
�
    U
m
a	
�
    
‘c
ha
’fa
ka
	
�
    u
ph
aw

u	
�
    
	
�
    k
u	
�
    
“a
ke
kh
o”
.	
�
    

U
m
a	
�
    
‘y
eb
o,
’	
�
    b
uz
a:
	
�
    U
ba
ni
	
�
    lo
w
om

un
tu
	
�
    o
ku
ni
ke
	
�
    

uk
us

ek
el

w
a 

ok
uk

hu
lu

 n
ge

m
al

i n
om

a 
ez

in
ye

 
iz

in
to

  k
ul

ez
iz

in
ya

ng
a 

ez
iy

is
hu

m
i n

am
bi

li 
ez

ed
lu

le
?	
�
    
(U
ng
ab
uz
is
is
i.	
�
    
K
ok
el
ez
el
a	
�
    
im
pe
nd
ul
o	
�
    

ey
od

w
a 

ku
ph

el
a)

1
2

3
4

5
6

7
8

9
10

11
12

13



33
Question Number / Inombolo 

yombuzo

...
..5
.2
	
�
    c
on
tin
ue
d	
�
    
fro
m
	
�
    a
bo
ve
	
�
    /	
�
    
…
.5
.2
	
�
    u
qh
un
ts
w
a	
�
    

ok
us
uk
el
a	
�
    
ph
ez
ul
u:
	
�
    O

ve
r t

he
 p

as
t 1

2 
m

on
th

s 
ha

s 
an

yo
ne

...
 / 

K
ul

ez
iz

in
ya

ng
a 

ez
iy

is
hu

m
i 

na
m

bi
li 

ez
ed

lu
le

 n
ga

be
 u

kh
on

a 
ok

un
ik

e 
le

z-
iz

in
hl

ob
o 

ez
ila

nd
el

ay
o 

zo
ku

se
ke

lw
a.

..

Mother	
�
    /	
�
    Umama

Father	
�
    /	
�
    Ubaba

Sister(s) / Osisi

Brother(s) / Obhuti

Son(s)	
�
    /	
�
    Amadodana

Daughter(s)	
�
    /	
�
    Amadodakazi

Male friend(s) or 
neighbour(s)	
�
    /	
�
    Abangani	
�
    

besilisa, 
omakhelwane

Female  friend(s) or 
neighbour(s)	
�
    /	
�
    Abangani	
�
    
besifazane,	
�
    Omakhelwane

Male partner/spouse/boy-
friend	
�
    /	
�
    Umlingani	
�
    wesilisa/
umkhwenyana/ohlekisana	
�
    

naye (wesilisa)
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TEEN TALK
Whatever	
�
   you	
�
   say	
�
   is	
�
   confidential.	
�
   This	
�
   
means	
�
   we	
�
   will	
�
   not	
�
   report	
�
   your	
�
   real	
�
   name.

Would	
�
   you	
�
   mind	
�
   if	
�
   we	
�
   contacted	
�
   you	
�
   again?	
�
   Please	
�
   write	
�
   
your	
�
   address	
�
   and	
�
   telephone	
�
   number	
�
   so	
�
   we	
�
   can	
�
   get	
�
   back	
�
   in	
�
   touch:

Address:	
�
   ..............................
.........................................
.........................................
Telephone:	
�
   ...........................

This is not a test. There are no right 

or wrong answers! This research aims 

to help young people in South Africa. 

Thank you for taking the time to help.

Please	
�
   write	
�
   your	
�
   name	
�
   here:

........................................

Now,	
�
    please	
�
    think	
�
    of	
�
    a	
�
    different	
�
   
name which we can use when we 
are	
�
    writing	
�
    about	
�
    this	
�
    research.	
�
   
You	
�
   can	
�
   pick	
�
   any	
�
   name	
�
   you	
�
   want!

...................................

TEEN	
�
   TALK	
�
   SOUTH	
�
   AFRICA

Questionnaire	
�
   number:	
�
   ................	
�
   Boy/Girl

Place	
�
   of	
�
   interview:	
�
   ......................................

School/org:	
�
   ..............................	
�
   Grade:	
�
   .......

ID	
�
   number:	
�
   ...............................................

Interviewer:	
�
   .............................	
�
   Date:	
�
   .........

Enumeration	
�
   Area	
�
   Number:	
�
   ............................

GPS	
�
   lattitude	
�
   (S):	
�
   	
�
   S	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   º	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   .	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   ‘	
�
   

GPS	
�
   longitude	
�
   (E):	
�
   E	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   º	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   .	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   ‘ oungCare
rs

PROJECT SOUTH AFRICA

Privacy	
�
   code:	
�
   ...................

EMIS	
�
   #:	
�
   ...........................

P	
�
   #:	
�
   .....



Please take time to read this sheet carefully and decide whether you do or don’t want to take part. 

Ask the research team if there is anything that is not clear or if you have questions. Thank you for 

reading this.

What is this study about? This study is about young people and their feelings about their lives. The 

government wants to know more so they can plan how to help young people and families better.

Do I have to take part? Not at all. It is up to you to decide whether or not to 

take part. If you do not want to, this will not affect any help you may be 

getting from anyone. You will not get in any trouble if you do not want to 

take part.

If you decide to take part, you are still free to stop at any time. You 

don’t have to give a reason. Again, this will not affect any help or 

support you are getting from anyone. In one year’s time, we will visit 

you again to see how you are doing. You can choose then whether 

you want to talk to us again!

What would I have to do? If you decide to take part, you will 

first	
�
   sign	
�
   a	
�
   consent	
�
   form	
�
   (on	
�
   the	
�
   next	
�
   page),	
�
   and	
�
   then	
�
   spend	
�
   
about an hour talking together and doing activities with a researcher.

What if the questions upset me? You can stop at any point, and you do not 

have to give a reason. You can also contact the research team at any point 

after the group, and say that you want your answers about certain questions to 

be destroyed, which we will do straight away. If you want to talk to someone 

about anything that has come up from this, you can tell one of the researchers 

or	
�
   contact	
�
   the	
�
   Young	
�
   Carers	
�
   Team	
�
   at	
�
   Cape	
�
   Town	
�
   Child	
�
   Welfare	
�
   (021	
�
   638	
�
   3127).

Why should I take part in this study? This may help us to know more about 

what can help young people in South Africa. What you tell us will help inform 

future government policy.

What if I have a complaint? If there is anything to do with this research which 

you	
�
   are	
�
   unhappy	
�
   with,	
�
   you	
�
   can	
�
   complain	
�
   to	
�
   Dr.	
�
   Lucie	
�
   Cluver	
�
   at	
�
   Oxford	
�
   
University	
�
   (lucie.cluver@socres.ox.ac.uk).

Will	
�
   what	
�
   I	
�
   say	
�
   be	
�
   kept	
�
   confidential? Anything you tell us about yourself will be 

kept	
�
   strictly	
�
   confidential,	
�
   and	
�
   will	
�
   not	
�
   be	
�
   told	
�
   to	
�
   anyone	
�
   else.	
�
   Any	
�
   information	
�
   
about you would have your name and address changed so that you cannot be 

recognised from it.

But during this study, it may become clear that you are suffering from serious 

difficulties.	
�
   If	
�
   so,	
�
   the	
�
   interviewer	
�
   will	
�
   explain	
�
   to	
�
   you	
�
   some	
�
   possibilities	
�
   for	
�
   
further help. If there is a safety issue, we may contact a welfare organisation 

for	
�
   you.	
�
   All	
�
   this	
�
   will	
�
   be	
�
   talked	
�
   over	
�
   with	
�
   you	
�
   first.

What will happen to the results of the research study? The results of this study will be 

used to help the government and others to make policies for young people and families 

in situations much like yours.

TEEN TALK SOUTH AFRICA

2



Could you give us the names, addresses and telephone numbers of 2 people (who you don’t live with) who 

you think would know how to contact you in a few years time?

1. ......................................................... 2. .........................................................
    .........................................................     .........................................................
    .........................................................     .........................................................
    .........................................................     .........................................................
    .........................................................     .........................................................

Who is organising and reviewing the research? The research is being organised by the University of Oxford in Eng-
land, the University of Witwatersrand, the University of KwaZulu-Natal and is being tested by the University of Cape 
Town. The research is also organised by The Department of Social Development, the Department of Health and the 
Department of Education in Pretoria. Ethics groups in both countries have approved the research. If you have any 
complaints about ethics in the Western Cape, please contact the UCT Health Sciences Research Ethics Committee 
(E52-23 Old Main Building, Groote Schuur Hospital, Observatory, 7925). If you have any complaints in Kwa-Zulu Natal, 
please contact the University of Kwa-Zulu Natal Research Ethics Committee - telephone: (031) 260 3587. If you have 
any complaints in Mpumalanga or in Gauteng, please contact the University of Witwatersrand Research Ethics Com-
mittee - telephone: (011) 717 71234.

Contact for further information: Dr Lucie Cluver, Cape Town Child Welfare, Lower Klipfontein Road, Gatesville, 
Athlone, South Africa 8000 
Email: lucie.cluver@socres.ox.ac.uk

Thank	
�
   you	
�
   for	
�
   reading	
�
   this	
�
   sheet.	
�
   If	
�
   you	
�
   feel	
�
   comfortable	
�
   with	
�
   everything,	
�
   you	
�
   can	
�
   fill	
�
   in	
�
   the	
�
   box:

Do I want to take part?
I have read and understand the information sheet for this study and have had the chance to ask 1. 
questions

I understand that I have chosen to take part and that I am free to stop at any time, without giving 2. 
any reason. This will not change any support or help I am getting

I agree that any words I may say during the interview can be used, without giving my name, in the 3. 
presentation of the research. I agree to take part in the study

Tick:

...............................................................  ..................................................
Name of participant     Signature

...............................................................  ..................................................
Name of researcher      Date

Sign:
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people looking after 

other people

Please circle the one which 
is most like your home:

On a normal weekday, how many 
hours do you spend:

Sleeping? ......

At school? ......

Playing? ......

Doing homework? ......

Working for money? ......

Helping at home/helping with sick 
people? ......

Other (what?): ..........................

............................................

............................................

My day

If you do, please write their name here: .....................
How old is this person? ..............

Is this person your:
..... Brother  ..... Uncle
..... Stepfather ..... Neighbour/family friend
..... Grandma  ..... Biological father
..... Sister  ..... Aunt
..... Foster mother ..... Stepmother
..... Grandpa  ..... Biological mother
..... No-one    ..... Social worker/careworker
..... Foster father ..... Other (who? ............................... 
          .......................................)

Do you have a parent, guardian 
or caregiver staying with you 

and taking care of you at home?    
........ yes        ........ no

!

!

!

!

!

!

!

!

3. shack on its own plot

1. house made of 
brick or concrete

2. hut made of 
traditional materials

4. living on 
the street

7. children’s 
home or 

shelter for 
kids

8. other (what kind? 
..............................)

5. shack in a 
back yard

6. block of flats

4

Where do you get your water from?

1: ..... a tap in my house
2: ..... a community tap that lots of  
           people use (how long does it 
           take you to get to it? ............)
3: ..... a river or stream

My house

Has your caregiver talked to you about who you 
will live with if they aren’t able to look after you 
anymore?        
                  ......... Yes ......... No

If they have, who will that person be? 
...................................................................................

P #: .....



How many rooms are there in your home, like a bathroom kitchen 

and other rooms? Draw them below.

1) Who sleeps in each room? 2) Write down their relationship to 

you, 3) whether they are a boy or girl and 4) how old they are!

5) Please circle anyone in the house who is sick.

6) Now, could you put a tick next to anyone in the home who has a 
job? Write down next to them whether it is a regular job (every day) 
a part-time job (some days each week) or a ‘sometimes’ job (like just 

over harvest, or on a building project).

People I live with

5



Never Almost never Sometimes Often Always

Your carer says you have done something well

Your carer threatens to punish you and then does not do it

You go out without a set time to be home

You talk your carer out of punishing you after you have done some-

thing wrong

You stay out in the evening past the time you are supposed to be at 

home

Your carer compliments you when you have done something well

Your carer praises you for behaving well

Your carer does not know who you are friends with

Your carer lets you out of a punishment early

Your carer tells you that they like it when you help out around the 

house

Please answer these questions about stuff that 
happens at home - just tick the best answer:

Is the household receiving 
any grants?     
..... no grants

..... foster care grant 

..... child support grant

..... pension

..... disability grant

..... care dependency grant

If you should be getting a grant but aren’t, do you know the reason why?
.....	
�
   Didn’t	
�
   have	
�
   the	
�
   right	
�
   documents	
�
   	
�
   (ID,	
�
   birth	
�
   certificate	
�
   etc)
..... Waiting for a social worker to do an assessment

.....	
�
   Can’t	
�
   afford	
�
   transport	
�
   to	
�
   the	
�
   grant	
�
   office

.....	
�
   The	
�
   grant	
�
   office	
�
   sent	
�
   us	
�
   away	
�
   

..... Another reason (tell us?

       .......................................................................................

	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   .......................................................................................)

..... Not applicable

Please tick the things which you can afford at home:

o  3 meals a day

o  school uniform

o  visit to the doctor 
when you are ill, and all 
the medicines you need

o  enough clothes to 
keep you warm and dry

o  more than 
one pair of shoes

o  school equipmento  school fees

o  toiletries to be able 
to wash every day

Do you have an ID book?     ..... Yes       ..... No

Do	
�
   you	
�
   have	
�
   a	
�
   birth	
�
   certificate?	
�
   	
�
   	
�
   .....	
�
   Yes	
�
   	
�
   	
�
   	
�
   	
�
   .....	
�
   No	
�
   

Sometimes kids don’t have enough food in their home. How many days in the past 7 days did 
you not have enough food in your home? ...............

How many days did you go to bed hungry? .............

Do you get the same amount of food as other kids in your home?
..... More ..... The same  ..... Less 

6

Stuff athome

XX



In the past month did you:

Wish you were dead? .............
Want to hurt yourself? ..............
Think about killing yourself? .............
Think of a way to kill yourself? ..........
Try to kill yourself? ...............

What I think and feel...

This part of the questionnaire looks at sadness and other 

difficulties	
�
   which	
�
   many	
�
   people	
�
   experience	
�
   at	
�
   some	
�
   point	
�
   in	
�
   
their	
�
   lives.	
�
   For	
�
   each	
�
   group	
�
   of	
�
   3	
�
   statements,	
�
   pick	
�
   out	
�
   which	
�
   
best	
�
   describes	
�
   how	
�
   you	
�
   have	
�
   felt	
�
   in	
�
   the	
�
   last	
�
   2	
�
   weeks…

1.	
�
   I	
�
   worry	
�
   a	
�
   lot	
�
   of	
�
   the	
�
   time yes no

2.	
�
   I	
�
   worry	
�
   about	
�
   what	
�
   my	
�
   carers	
�
   will	
�
   say	
�
   to	
�
   me yes no

3.	
�
   I	
�
   feel	
�
   that	
�
   others	
�
   do	
�
   not	
�
   like	
�
   the	
�
   way	
�
   I	
�
   do	
�
   things yes no

4.	
�
   It	
�
   is	
�
   hard	
�
   for	
�
   me	
�
   to	
�
   get	
�
   to	
�
   sleep	
�
   at	
�
   night yes no

5.	
�
   I	
�
   worry	
�
   about	
�
   what	
�
   other	
�
   people	
�
   think	
�
   about	
�
   me yes no

6.	
�
   I	
�
   feel	
�
   alone	
�
   even	
�
   when	
�
   there	
�
   are	
�
   people	
�
   with	
�
   me yes no

7.	
�
   I	
�
   worry	
�
   about	
�
   what	
�
   is	
�
   going	
�
   to	
�
   happen yes no

8.	
�
   Other	
�
   children	
�
   are	
�
   happier	
�
   than	
�
   I	
�
   am yes no

9.	
�
   I	
�
   have	
�
   bad	
�
   dreams yes no

10.	
�
   I	
�
   wake	
�
   up	
�
   scared	
�
   some	
�
   of	
�
   the	
�
   time yes no

11.	
�
   I	
�
   worry	
�
   when	
�
   I	
�
   go	
�
   to	
�
   bed	
�
   at	
�
   night yes no

12.	
�
   I	
�
   am	
�
   nervous yes no

13.	
�
   A	
�
   lot	
�
   of	
�
   people	
�
   are	
�
   against	
�
   me yes no

14.	
�
   I	
�
   often	
�
   worry	
�
   about	
�
   something	
�
   bad	
�
   happening	
�
   to	
�
   me yes no

Many	
�
   kids	
�
   and	
�
   teenagers	
�
   
feel	
�
   nervous	
�
   or	
�
   anxious	
�
   
at	
�
   times.	
�
   	
�
   Please	
�
   say	
�
   
which	
�
   of	
�
   these	
�
   is	
�
   true	
�
   for	
�
   
you:

.....	
�
   I	
�
   am	
�
   sad	
�
   once	
�
   in	
�
   a	
�
   while

.....	
�
   I	
�
   am	
�
   sad	
�
   many	
�
   times

.....	
�
   I	
�
   am	
�
   sad	
�
   all	
�
   the	
�
   time

.....	
�
   Nothing	
�
   will	
�
   ever	
�
   work	
�
   out	
�
   for	
�
   me

.....	
�
   I	
�
   am	
�
   not	
�
   sure	
�
   if	
�
   things	
�
   will	
�
   work	
�
   out	
�
   for	
�
   me

.....	
�
   Things	
�
   will	
�
   work	
�
   out	
�
   for	
�
   me	
�
   OK

.....	
�
   Things	
�
   bother	
�
   me	
�
   all	
�
   the	
�
   time

.....	
�
   Things	
�
   bother	
�
   me	
�
   many	
�
   times

.....	
�
   Things	
�
   bother	
�
   me	
�
   once	
�
   in	
�
   a	
�
   while

.....	
�
   I	
�
   look	
�
   OK

.....	
�
   There	
�
   are	
�
   some	
�
   bad	
�
   things	
�
   about	
�
   my	
�
   looks

.....	
�
   I	
�
   look	
�
   ugly

.....	
�
   I	
�
   do	
�
   most	
�
   things	
�
   OK

.....	
�
   I	
�
   do	
�
   many	
�
   things	
�
   wrong

.....	
�
   I	
�
   do	
�
   everything	
�
   wrong

.....	
�
   I	
�
   hate	
�
   myself

.....	
�
   I	
�
   do	
�
   not	
�
   like	
�
   myself

.....	
�
   I	
�
   like	
�
   myself

..... I do not feel alone

.....	
�
   I	
�
   feel	
�
   alone	
�
   many	
�
   times

.....	
�
   I	
�
   feel	
�
   alone	
�
   all	
�
   the	
�
   time

.....	
�
   I	
�
   have	
�
   plenty	
�
   of	
�
   friends

.....	
�
   I	
�
   have	
�
   some	
�
   friends	
�
   but	
�
   wish	
�
   I	
�
   had	
�
   more

.....	
�
   I	
�
   don’t	
�
   have	
�
   any	
�
   friends

.....	
�
   I	
�
   feel	
�
   like	
�
   crying	
�
   every	
�
   day

.....	
�
   I	
�
   feel	
�
   like	
�
   crying	
�
   many	
�
   days

.....	
�
   I	
�
   feel	
�
   like	
�
   crying	
�
   once	
�
   in	
�
   a	
�
   while

.....	
�
   Nobody	
�
   really	
�
   loves	
�
   me

.....	
�
   I	
�
   am	
�
   not	
�
   sure	
�
   if	
�
   anybody	
�
   loves	
�
   me

.....	
�
   I	
�
   am	
�
   sure	
�
   that	
�
   somebody	
�
   loves	
�
   me
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1: For HOME, write on the road:
c whose home were you living in?
c who was the person who looked after you most?
c why did things change?

START!
I was born on (date) ........................

Where?  .........................

Who looked after you most? .........................

my road

SCHOOL
HOME

8



16

15

14

13
12

22

20

19
18

17

2: For SCHOOL, write on the road:
c what grade you are in now
c what are the names of your schools
c any years you repeated and why
c when you left school and why? (also say if you 
     are planning to go back!)

of life

THE
FUTURE

21

23

9



Not at all Sometimes All the time

I’ve been teased 

I’ve been treated badly

People have gossiped behind my back

I worry about being rejected

Parents who know don’t want me around 
their kids

I avoid making new friends

I feel different and alone

If people know, they avoid touching me

If people know, they are afraid of me

If people know, they think I am a bad person

Has your family had help from a traditional 
healer with sickness or death?
..... Yes (what kind of help? .........................
              ...............................................)
..... No

Regular (at least 

once a month)

Sometimes Never

A food parcel

A meal at a 
soup kitchen

How about these kinds of help? 
And how reliable are they?

10

Some kids have parents who were ill for some 
time before they died. Or their parent is unwell 
at	
�
   the	
�
   moment.	
�
   It’s	
�
   difficult	
�
   for	
�
   kids	
�
   to	
�
   handle	
�
   
sometimes. Could you say how much these things 
are true for you?

Because someone in my family is sick 
or has died…

Did this upset you?

..... Not at all 

..... Somewhat 

..... Very much

SUPPORT Has anyone close to you died?  Could you tell us 
who they were? And when? Do you know  what 

happened? (you can write, or draw them)

This person 

is a person in 

my life

This person is help-

ful when I have a 

personal problem 

This person is 

helpful when I need 

money and other 

things 

I have fun with this 

person 
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Your caregiver

Your sisters or brothers

A teacher, or the school principal

A religious leader

Your best friend

Your group of close friends

Other people (tell us who: ...........
...........................................)

What kinds of support do you get from people in your life?



Who is the person who you help look after most? ....................... 

How old are they? ............

How long have they been sick for? .......................
 

In the past month, is this person’s health 
o Very good     o good     o moderate     o bad     o very bad

Has this person been happy in the past month? 
o very happy     o happy     o ok       o sad     o very sad     o angry

How often in the past month has this person been unwell?
o never      o 1 week     o 2 weeks     o 3 weeks     o all month

Not	
�
   at	
�
   all	
�
   difficult A	
�
   little	
�
   difficult Very	
�
   difficult Not able to do it
Carrying shopping
Climbing into a taxi or bus
Bending or kneeling
Walking a kilometre
Walking 100 metres
Washing or dressing
Getting out of bed

CONFIDENTIAL SICKNESS REPORT SHEET
Questionnaire no: ....................

Thank you for helping us 
with this. These questions 
are totally confidential – 

they will be put in a sealed 
envelope. Please don’t write 

your name on this sheet.

o Have they lost weight and become very thin? 
o Have they got diabetes? 
o Have they had any of these things: very pale, or hair changing colour, or legs swelling up, or 
      burning feelings in their feet, or has their skin been very dry? 
o Do they have emotional problems? 
o Have their eyes been yellow, and they’ve had a fever? Or itching? 
o Have they had shingles or a rash on their skin? 
o Have they got high blood pressure? 
o Have they had sores on their body? 
o Have they had ulcers or white patches in their mouth, or problems swallowing food? 
o Do they drink alcohol too much? 
o Do they have cancer? Where is the cancer? ......................
o Have they had trouble breathing, or a cough for more than 2 days with fever? 
o	
�
   Have	
�
   they	
�
   had	
�
   TB	
�
   in	
�
   the	
�
   last	
�
   five	
�
   years?	
�
   
o Do they have arthritis? 
o Have they been bewitched? 
o Have they had diarrhoea or a runny tummy for more than 2 days? 
o Do they have HIV? 
o Have they had anything else we haven’t asked about? (What do they have? .....................
                         ............................................)

When	
�
   people	
�
   are	
�
   unwell,	
�
   they	
�
   find	
�
   it	
�
   difficult	
�
   to	
�
   do	
�
   everyday	
�
   

things.	
�
   Could	
�
   you	
�
   think	
�
   about	
�
   what	
�
   this	
�
   person	
�
   finds	
�
   hard	
�
   to	
�
   do?

Could you tell us what this person is sick with? 
.........................................................
.........................................................
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Fill this out only if someone is unwell in the home.
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P #: .....



CONFIDENTIAL PARENT REPORT SHEET

How was this person related to you? ......................................

How old was this person when they died? .....................

Do you know what happened?

o  road accident

o  illness – do you know what? .....................................................

o  attacked

o  something else (Could you tell us? .......................................................................)

How long were they sick for? .......................

Can	
�
   you	
�
   get	
�
   their	
�
   death	
�
   certificate	
�
   when	
�
   you	
�
   need	
�
   it	
�
   for	
�
   grants?	
�
   	
�
   	
�
   	
�
   o Yes    o No

Questionnaire no: ....................

Thank you for helping us 
with this. These questions 
are totally confidential – 

they will be put in a sealed 
envelope. Please don’t write 

your name on this sheet.

o Did they lose weight and become very thin? 
o Did they have diabetes? 
o Did they have any of these things: very pale, or hair changing colour, or legs swelling up, or 
      burning feelings in their feet, or was their skin very dry? 
o Did they have emotional problems? 
o Were their eyes yellow, and they had a fever? Or itching? 
o Did they have shingles or a rash on their skin? 
o Did they have high blood pressure? 
o Did they have sores on their body? 
o Did they have ulcers or white patches in their mouth, or problems swallowing food? 
o Did they drink alcohol too much? 
o Did they have cancer? Where was the cancer? ......................
o Did they have trouble breathing, or a cough for more than 2 days with fever? 
o	
�
   Did	
�
   they	
�
   have	
�
   TB	
�
   in	
�
   the	
�
   last	
�
   five	
�
   years?	
�
   
o Did they have arthritis?
o Were they bewitched?
o Did they have diarrhoea or a runny tummy for more than 2 days? 
o Did they have HIV? 
o Did they have anything else we haven’t asked about?  (What did they have? .........................
                         .................................................)

Could we ask you about some of the symptoms of sickness your parent had before they died? 

Would you like to draw or write something for your parent?

12

Fill this out only if a parent has died.
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Here are Buntu and Lindiwe, telling us some things which many 
kids in South Africa have experienced. Could you tell us whether 

these things have happened to you also?

Buntu’s family have lots of arguments. Sometimes adults shout at each other and sometimes there is fighting. This last week, how many days were there arguments with adults shouting in your home? .....................

What were these arguments mainly about? ...........................................................
.......................................................................................................................................
How many days were there arguments with adults hitting each other in your home? ............................

There are inappropriate ways to touch Buntu and Lindiwe. 
Has anyone ever touched you in a way that made you feel 
uncomfortable? .......

Has anyone ever made you do anything with your private 
parts or their private parts that you did not want to do? .........

Buntu was attacked and hit 
when he was out. Have you 
ever been hit or attacked 
outside? ...............

Buntu saw someone in his 

neighbourhood being shot. 

Lindiwe saw someone being 

stabbed one evening.

Have you seen someone 

being shot? ......... 

Or stabbed? ............

weekly monthly at least once 

this year

never

Use a stick, belt or other hard item to hit you?

Slap, punch or hit you so you were hurt?

Said that you would be sent away or kicked out of the house?

Said they would call ghosts or evil spirits, or harmful people?

Insulted you by calling you dumb, lazy or other names?

In the past year, how often did your carers...

Stuff that’s been difficult for me

Buntu has been robbed and had his things stolen. This year, 

how many times have you had things stolen?  ............. times

Has anything happened which we have not 
mentioned which has upset you? 

.................................................................................................

.................................................................................................

.................................................................................................

.................................................................................................

.................................................................................................

.................................................................................................
13



Not Some Most All

                             Do you get nightmares or bad dreams about 

                             what happened?

Do you get upset when you think about what happened? 

When something reminds you of what happened, do you get tense or upset?

                           Do you go over and over what happened in 

                             your mind?

Do you think about (or see pictures in your head of) 

what happened even when you don’t want to?

Do you worry that it might happen again?

Do you try not to think about what happened?

Do you try to stay away from things that remind you of what happened?

Do you have trouble remembering important parts of what happened?

Do you act out things or repeat things like what happened?

                                              Do you feel like its happening 

                                             all over again even when it’s not?

!

!

!

!

!

Many kids go through things that are very upsetting or frightening, We would like to know about 

them and how you felt about it. They might have happened recently or they might have hap-

pened a long time ago, but still upset you. They might have been in the list we asked you, or 

something else. 

Can you tell us what was the most upsetting or frightening thing that has happened to you? 

......................................................................................................................

......................................................................................................................

......................................................................................................................

......................................................................................................................

how do you feel about...?

Now for each question, could you tick one box to show whether you have felt this way ‘not at 

all’, ‘some of the time’, most of the time’ or ‘all the time’ in this past month:

14



Not Some Most All

Do you feel it’s hard to have any feelings any more, like you feel numb?

Do you make yourself very busy and do things so you won’t think about 

what happened?

Do you get physically upset when something 

reminds you of what happened – like getting

sweaty, shaking, your heart pounding, getting 

short of breath, or stomach aches?

                                Do you have trouble falling asleep or 

                                staying asleep?

Is it hard for you to pay attention – like 

listening to your teacher, or doing your 

work – because you can’t concentrate well?

Do you feel you need to stay ‘on guard’, like something 

could happen and you need to be ready?

Do you get jumpy or startle easily?

Do you get annoyed (grouchy) or irritable (kind of angry) real easy?

                                      Do you get angry or upset at people 

                                      for no reason?

Do you get so angry at people you hit 

or hurt someone?

Do you ever think you won’t grow up and be what you want to be?

                              Do you feel it’s hard to have fun doing things?

Do you ever feel it’s hard to feel happy?

Do you feel alone even when other people 

are around?

Do you feel bad or guilty – like what happened was your fault?

Do you wet your pants or bed by accident?

Do you feel like you are ‘tuned out’ or in a ‘trance’ so you can go away in 

your mind and not think?

!

!

!

!

!

!

!
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We all get sick sometimes. Can 
you tell us whether you’ve had 
any of these in the past year?

I have problems seeing properly Yes No
I have another kind of disability 
(what kind? ...................................)

Yes No

How do you usually get to your 

local clinic? 

..... Walk ..... Taxi ..... Bus 

..... Driven  ..... Train

How long does it take to get 

there? ............ minutes

Do you have any of these?

Health

Pneumonia or bronchitis 
(really sick with cough, chest pain and 
yellow spit for at least 1 week)

Yes No

Vomiting, diarrhoea or a runny tummy Yes No
Any injury or burn Yes No

Have you had these in the past 6 months?

Do you have these problems?

Does your family have a home-based 
carer who visits you?   
..... yes ..... no

How many times did they visit in the 
last month? ......... times

On the last visit, did they spend time 
with you?  ..... yes ..... no

How did they spend time with you?
..... time spent with emotional support
..... time showing me how to help the 
       sick person
..... bringing protective gloves or other 
       medical resources
..... time spent talking to me about my   
       health
..... time spent helping me with my 
       schoolwork
..... bringing food parcels or clothes or 
       things to help me

        Asthma Yes No
How many asthma attacks in the last month? .................
When you have an attack, do you have a puffer spray you can take? Yes No
        Epilepsy Yes No
How many seizures in the last month? .......................
Are you taking your treatment every day? Yes No
        Diabetes Yes No
How many times have you been sick in the past month? ......... times
Are you taking your injections or medicine every day? Yes No
        If yes to any of these...

When did you last go to hospital for this? ......................
Are you able to keep your clinic appointments: always sometimes never

Cold	
�
   or	
�
   flu Yes No
General body pain 
(headaches, backaches etc)

Yes No

Worms Yes No
Skin conditions (like a rash, or white 
itchy skin, or acne)

Yes No

Have you had these in the past month?

XX



I have problems seeing properly Yes No
I have another kind of disability 
(what kind? ...................................)

Yes No

A cough where you spit up green or yellow stuff? Yes No
A bad cough lasting 3 weeks or longer Yes No
Pains in your chest Yes No
Tiredness and weakness Yes No
Have you lost weight without meaning to? Yes No
Do you have night sweats? Yes No
Are you coughing up blood? Yes No
Are you having a fever? Yes No
Has a nurse or doctor asked you to cough sputum into a little 
bottle test?

Yes - 
TB

Yes - 
not TB

No

Have you had TB in the past 2 years? Yes No
Were you given pills to take every day for TB? Yes No
If yes, how long did you take pills for?   ............. months / none at all

For anything above (like TB, diabetes, flu…) could you tell us whether you 
visited these kinds of healthcare in the past two years?

Tick:
I saw the person I needed to see
I didn’t have enough money for transport
I was too busy helping out at home to go
No one was available to go with me
The health facility was too far away
The queue or wait was too long
The staff were unhelpful or lacked the skills to help me
I could not decide what to do
I didn’t go for a religious reason
I was afraid/embarrassed
Another reason (what reason? ...............................)
I don’t know

Could you tell us how your health has been recently?

Yes No, I didn’t 
need to

I needed to but 
I couldn’t

Chemist/pharmacy
A public clinic
A private doctor
A traditional healer
A healer at a church or medicines from the church
A public hospital
A private hospital
Other (what kind? ....................................)

If you needed to see someone but you couldn’t, could you tell us why?

17
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These are some tasks which kids do to help at home. How often have you done these things 
in the last month, and how long do they take?

Helping out

18

Have you ever washed a sick person, cleaned or put bandages on a cut 
of a sick person, or washed the bedclothes or clothes of a sick person 
when they have vomited or had diarrhoea?

Yes No

If yes, did you wear protective gloves? Always Sometimes Never

If yes, did you wash your hands before and after? Always Sometimes Never

Some kinds of caring mean we should be washing our hands 
or wearing protective gloves (made of a plasticky material).

Doing these things makes me feel:

® proud to help     ® frustrated or irritated     ® closer to the sick person    ® sad

How many 
days in the 
week?

How long 
does this 
take you?

1. Wash other people’s clothes

2. Clean your home, yard, or other parts of the house

3. Work in a food garden or tend animals

4. Fetch water

5.	
�
   Collect	
�
   fireword	
�
   and/or	
�
   make	
�
   fires

6. Do the grocery shopping

7. Cook for other people

8. Wash the dishes

9. Do jobs for money (what kind? .....................................)

10.	
�
   Walk	
�
   your	
�
   siblings	
�
   or	
�
   other	
�
   children	
�
   to	
�
   school/crèche

11. Wash your siblings or other children 

12.	
�
   Feed	
�
   your	
�
   siblings/other	
�
   children	
�
   

13. Collect medicine from the clinic for a sick person 

14. Remind a sick person to take their medicine 

15.	
�
   Give	
�
   a	
�
   sick	
�
   person	
�
   their	
�
   medicine/treatment	
�
   
      (what kind? ............................................................)

16. Take a sick person to the clinic

17. Help a sick person to get dressed

18.	
�
   Massage	
�
   a	
�
   sick	
�
   person/rub	
�
   their	
�
   body

19. Stay with a sick person (to keep company or to watch them)

20. Wash or bathe a sick person (feet, face, or other parts)

21. Help sick person get around the house

22. Help sick person to use the toilet

23. Clean up after person has been sick (vomit, diarrhoea or other   
	
�
   	
�
   	
�
   	
�
   	
�
   	
�
   bodily	
�
   fluids)

XX
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school!
My school is:
..... we pay a school fee

..... other kids pay school fees but I have an exemption

..... a no-fees school

..... I can’t pay my school fees so I owe them to the school

..... I don’t go to school (If you don’t go to school, skip 

       the rest of this page and go on to the  next one!)

Sometimes we miss school a bit, sometimes a lot! And for all sorts of reasons. Remember 
that	
�
   this	
�
   is	
�
   confidential.	
�
   This	
�
   year,	
�
   how	
�
   many	
�
   times	
�
   have	
�
   you	
�
   missed	
�
   school	
�
   for	
�
   more	
�
   than	
�
   
a week? .........

Why was that? ......................

........................................

........................................

........................................

........................................

Could you draw in this timetable 

for the past week what days you 

missed school and why?

Monday

Tuesday

Wednesday

Thursday

Friday

How do you usually get to school? 

..... walk ..... taxi       

..... bus ..... driven 

..... train ..... bicycle

How long does it take you to get there?  

..................... minutes

Tick	
�
   if	
�
   you	
�
   have	
�
   any	
�
   of	
�
   these	
�
   free	
�
   
at school:
..... Free meal at school every day 

       (how many days in the past 7 days? 

        .................)

..... Free transport (like a school bus)

..... Free school uniform

..... Free school textbooks

Have you ever seen a counsellor at school?       

..... yes  ..... no

Does you teacher understand your home situation?

..... no 

..... a little bit 

..... yes, a lot

Are you ever hungry at school?

..... never

..... sometimes

..... often

..... all the time

Do you have problems concentrating at school be-

cause you’re worrying about something?

..... never

..... sometimes

..... often

..... all the time



Not true for 
me

Somewhat 
true for me

Certainly true 
for me

I am usually on my own. I generally play alone or 
keep to myself 
I have one good friend or more
Other people my age generally like me
Other children or young people pick on me
I get on better with adults than with people my age
I try to be nice to other people
I usually share with others
I am helpful if someone is hurt, upset or feeling ill
I am kind to younger children
I often volunteer to help others

OTHER TEENS AND ME

Other kids and teenagers can be great. They can also be really mean to each other. Think about 
how things have been for you in the last 6 months. It would help if you answered all the questions 
even if you are not certain or if it seems silly!

Not at all Once 2-3 times 4 or more 
times

Called me names or swore at me
Tried to get me into trouble with my friends
Took something without permission or stole 
things from me
Made fun of me for some reason
Made me uncomfortable by standing too 
close or touching me
Punched, kicked or beat me up
Hurt me physically in some way
Tried to break or damaged something of 
mine
Refused to talk to me or made other people 
not talk to me

Now we want to know about the past year. During this year have other kids…

20



Not true Somewhat 

true

Definitely	
�
   
true

I	
�
   cut	
�
   classes	
�
   or	
�
   skip	
�
   school.
I	
�
   run	
�
   away	
�
   from	
�
   home.
I	
�
   use	
�
   alcohol	
�
   or	
�
   drugs	
�
   for	
�
   non-‐medical	
�
   purposes.
I	
�
   don’t	
�
   feel	
�
   guilty	
�
   after	
�
   doing	
�
   something	
�
   I	
�
   shouldn’t.
I	
�
   hang	
�
   around	
�
   with	
�
   kids	
�
   who	
�
   get	
�
   in	
�
   trouble.
I	
�
   would	
�
   rather	
�
   be	
�
   with	
�
   older	
�
   kids	
�
   than	
�
   with	
�
   kids	
�
   my	
�
   own	
�
   age.
I	
�
   graffiti	
�
   or	
�
   break	
�
   windows.
I	
�
   steal	
�
   at	
�
   home.
I	
�
   steal	
�
   things	
�
   from	
�
   places	
�
   other	
�
   than	
�
   home.
I	
�
   swear	
�
   or	
�
   use	
�
   dirty	
�
   language.
I	
�
   lie	
�
   or	
�
   cheat.
I	
�
   get	
�
   very	
�
   angry	
�
   and	
�
   often	
�
   lose	
�
   my	
�
   temper.
I	
�
   fight	
�
   a	
�
   lot.	
�
   I	
�
   can	
�
   make	
�
   other	
�
   people	
�
   do	
�
   what	
�
   I	
�
   want.
I	
�
   usually	
�
   do	
�
   as	
�
   I	
�
   am	
�
   told.
I	
�
   carry	
�
   a	
�
   knife	
�
   on	
�
   me	
�
   for	
�
   protection.
I	
�
   carry	
�
   a	
�
   gun	
�
   on	
�
   me	
�
   for	
�
   protection.

During the past month, how often did you drink alcohol?
Never  .....

Every day  .....
Several times per week  .....

Once a week  .....
Once a month  .....

In the past year, have you used any drug to make 
yourself feel high? Tick any you have:

..... not at all  ..... dagga  ..... mandrax 
 
..... glue  ...... petrol                 ...... tik

..... heroin  ...... benzene 

..... other (what? .........................................................)

Have you been drunk in the past 

month? Yes  .....
No  .....

Sometimes	
�
   we	
�
   get	
�
   upset,	
�
   or	
�
   just	
�
   plain	
�
   angry.	
�
   Can	
�
   you	
�
   tell	
�
   
us	
�
   how	
�
   true	
�
   these	
�
   are	
�
   for	
�
   you	
�
   in	
�
   the	
�
   past	
�
   6	
�
   months…?

TEEN TALK CONFIDENTIAL PAGE
Questionnaire no: ....................
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Thank you for helping us with this. These questions are totally confidential – they will be put in a sealed envelope. Please don’t write your name on this sheet.
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We all know that ‘having sex’ can mean a lot of things. Girls can sleep with boys, girls with girls, or 
boys with boys. Some of them have had anal sex. When we say ‘had sex’, we mean any one of these!

Have you ever had sex?  ..... Yes ...... No

If	
�
   your	
�
   answer	
�
   is	
�
   ‘No’,	
�
   do	
�
   not	
�
   fill	
�
   in	
�
   the	
�
   rest	
�
   of	
�
   this	
�
   page.	
�
   Go	
�
   on	
�
   to	
�
   the	
�
   next	
�
   page!

	
�
   	
�
   	
�
   	
�
   	
�
   How	
�
   old	
�
   were	
�
   you	
�
   the	
�
   first	
�
   time	
�
   you	
�
   had	
�
   
     sex? Write down the age: ...........

     How many people have you had sex with in the past 
     year? Write down the number: ..........

Of these people in the past year, write down how many of them were:
........ your main boyfriend/girlfriend, or a husband/wife?
........ someone who wasn’t your main partner, but you had sex with 
           quite regularly?
........ a casual partner like a one-night stand?
........ someone you paid to have sex with?

If you have had sex in the past year, 
how often did you use condoms?
...... always
...... more than half the time
...... half the time
...... less than half the time
...... never

Have you ever had sex with someone 
when you didn’t want to because they 
hurt you, or you were afraid that they 
were going to hurt you if you didn’t? 
               ..... Yes    ..... No

1

TEEN TALK CONFIDENTIAL PAGE
Questionnaire no: ....................

Thank you for helping us with this. These questions are totally confidential – they will be put in a sealed envelope. Please don’t write your name on this sheet.

2

3 4
     Has anyone that you’ve had sex with been     
     more than 5 years older than you?  
   ..... Yes ..... No
5

 Have you ever had sex when you were drunk? 
         ..... Yes         ..... No6
    Have you ever had sex when you were high   
    on a drug like tik, dagga or anything else?
                   ..... Yes        ..... No7

8

People have sex for lots of different  
reasons	
�
   and	
�
   for	
�
   different	
�
   benefits.	
�
   
Sometimes, people give presents to the 
person they are having sex with. Have 
you had any of the following presents 
given to you because you had sex with 
someone? Circle which ones:

Money            Buying you drinks     

          Clothes  Cellphone airtime  

A place to stay           Lifts in a car/taxi       

    Better marks at school     School fees       

Food            Anything else

10

HIV can be spread when people have 
sex. What do you think your chances of 
getting HIV/AIDS are?
..... no chance at all
..... a little chance
..... pretty much 50/50
..... a very big chance
..... I have been tested in the past 3 
       months and know my status
..... I don’t know what HIV/AIDS is

11

Have you ever been pregnant 
or made someone pregnant?
 ..... Yes ..... No12 Do you have any children? Please write their ages:

      ..........................................................1322

Have you ever heard of HIV/AIDS?          
       ..... Yes    ..... No

Quickly write down any things you 
think a person can do to avoid getting 
HIV, the virus that causes AIDS.

...............................................

...............................................

...............................................

...............................................

...............................................

...............................................

9
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MY JOB!

MY PLANS

NOW MY FUTURE!
What job do you want when you are grown up? 

What are your plans to get there?

“The greatest glory in living lies 
not in never falling, but in rising 
every time we fall.”

- Nelson Mandela

Some kids grow food to eat or 
have animals to take care of. 
Can you answer these quick 
questions about your home?

Plants and animals List any vegetables or fruit that you grow in a 

garden, and any animals that your family owns!

.........................................................

.........................................................

.........................................................

.........................................................

.........................................................

Do you or your family grow food to eat in any 

of these?

..... a school garden,

..... a community garden

..... at home



Dear Parents/Guardians

We would like to invite your child to take part in research that is being run by a number of uni-
versities and by the South African government. The research will be asking about the well-being 
of children in South Africa. We will be talking to 6000 children in four different provinces and 
the research will take what children and their carers say to the South African Government and 
to other organisations working with children. The government will use this research to help their 
planning for children.

This research will be asking young people about their everyday lives, their feelings and their 
relationships.	
�
   If	
�
   you	
�
   give	
�
   permission,	
�
   your	
�
   child	
�
   will	
�
   fill	
�
   in	
�
   a	
�
   questionnaire,	
�
   with	
�
   the	
�
   help	
�
   of	
�
   an	
�
   in-
terviewer. This will take about an hour. Young people can choose whether they want to take part 
or not, and they can stop the interview at any time. Everything we are told will be treated as en-
tirely	
�
   confidential,	
�
   unless	
�
   children	
�
   are	
�
   at	
�
   risk	
�
   of	
�
   serious	
�
   harm,	
�
   in	
�
   which	
�
   case	
�
   we	
�
   will	
�
   try	
�
   to	
�
   help.	
�
   

If	
�
   you	
�
   have	
�
   any	
�
   questions	
�
   or	
�
   worries	
�
   about	
�
   the	
�
   research,	
�
   please	
�
   tell	
�
   a	
�
   member	
�
   of	
�
   our	
�
   research	
�
   
team and they will be very happy to discuss or explain further to you.

Please	
�
   fill	
�
   in	
�
   the	
�
   slip	
�
   below	
�
   and	
�
   let	
�
   us	
�
   know	
�
   whether	
�
   you	
�
   give	
�
   permission.

Thank you,

Dr Lucie Cluver (Researcher), Cape Town Child Welfare

If	
�
   you	
�
   have	
�
   any	
�
   questions	
�
   or	
�
   complaints	
�
   about	
�
   this	
�
   study,	
�
   please	
�
   
contact Dr Lucie Cluver at Cape Town Child Welfare: 021 638 3127
Email: lucie.cluver@socres.ox.ac.uk

Name of Participant ....................................        Child’s grade ...............

Can the child I care for take part in this study?            YES            NO

Name of parent/guardian...............................      Date .........................

Caregiver consent form

oungCare
rs

PROJECT SOUTH AFRICA

Privacy code: ...................

24
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