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Introduction

Suuih Afiico hos o populofion of over 48 milion, of whom 6.5
million are estimated to be HV-positive. Of direct significance fo
children is Ihe foct that an estimated 3.2 millon women of
childbearing age (1510 47) were iving with HIVAIDS in July 2002 Asa
result, petween 1 January and 31 December 2002, 89 000 children
[around 7.5% of the fotal number of children bom dwing this pedod)
were Infecled with HIV, elher af birth or through brecsi-eeding, and
150 000 children lost o mother to AIDS (Dominglon, Brodshow, &
Budlender, 2002).

In Augusl 2001 the Children's Institule wos awarded o tender from the
National Depariment of Health to conduct research 1o inform an
approprigte and co-ordinated national response 1o childran
experencing orphanheod (i.e. children whe hoad been orphaned or

wha werne living in the care of a terminally il The
wias designed as a mulli-site qualilotive resecrch project, bosed iné
sifesin 5 Provinces.

Information was collected through @ combination of child
participatony research aclivifies, interviews, locus group discussions
and erveic particip mcluded children and
caregivers (ffom 118 househoids), a range of senvice providers who
contibuted 1o the households' well-being and/or vulnerability, and a
number of other pecple identified as playing an important role in
children's lives in the research sites.

This article presents some of the findings of the research and is an
adaptation of the chapter on Health in the full research repor
[Glase, Meintias, Croke & Chamberlain, 2003).

Health-related needs of children and their
caregivers

Mainutriticn is first and loremast on the list of health needs
expenienced and expressed by children and cbserved by heallh
workers parficipating in the study. In every one of ihe children's group
acthities, hunger was ralsed as a primary concem. Heallh workers
substantiated children's exper with of ing

Apart from malnutition. the mosl common health-related issues
roised by health workers in relation o children were dicrmhoea, chast
intections and the consaquances of child sexual abuse. HIV infection
in children was not noted as a major concemn by mosl clinic staff
{except in fhe case of clinics rendering prevention of mother-fo-child-
fransmission - PMICT - services). Al tericry level locilities, howewver,
cochons wate very acboul the ion of beds in
poedatne words occupied by HMinfected childen and the
inodequaote care avallable to terminally Il children and adulls within
thair homes,

Children’s descriptions of caring for
sick and dying relofives of home alert
us to a range of ather heatth-related
neads of children experiencing
orphanhood. Care for the sick by
childen almost always look ploce in
condilions of poverty, wilh poor
access to sanitation faciibes ond
water. Health workers expressed fheir
concems obout the health risks of
children coring for odults ond of
children's incraased exposure to
opportunistic infections in HVAIDS-
offected households. Anofher health need thal fhese care
arangements highlight is the psychological and mantal health
impact of ilness and death on children. This is possibly the most poordly
understesd and certainly one of the mast neglecled heallh needs of
the children who parlicipated in this research.

The health sector response
In the face of these experences, the health secter response of The
siters was inadequale in many ways.

Eligizility criferia, administrative hurdles and iregular supphes for the
clinic-based protein-anergy malinuiriion scheme (avallable in 9 of
ihve 13 clinics) and the school-based feeding scheme rendered these
limiteci nulrition-related inferventions ineffectual in the face of such
widespread ond severe hunger. The impact of HVAIDS on children
living in paverty calls for a far more substantial and co-ordinated
response from the Depariment of Health, as one of several key
partners needed in a national food security shrategy.

The research showed a heavy rellonce on tertiary level health care
facilities for the realment and care of HV-pasitive children. Many of
he clinics i in the that they did not have
ihe faciiities fo test children for HIY and most clinics reparted that they
refered HV-positive children and children whom they suspect fo be
HIV-positive to hospitals. Given the emphasis in policy and
programmes on healh service delivery at primary level facilifies,

numbers of children presenting with H and . with

i is a nead for primary level health core stall fo be beter rained,

accounts of children begging or stealing, and of coregivers
pheading wilh health stalf lor food.

and i fo address fhe heclth needs of this
particularly vulnerable group of children.
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The emofional and mental health needs of children who are
suncunded by liness and death were largely unrecognised in the
health service response, White voluntary counselling and testing
andior support groups for adulls were available to varying degrees
at most of the health facilities, tha research revealed a distinet lack of
healih worker copacity to caunsel and support children.

Al mos! of the siles the only pallictive care avallable to temminally il
childien and caregivers was hospital-based. and hospitals lacked
the capacity 1o occommodate the number of people

Early identification of vulnerable children

The early identification of vuinerable children lends lsell 1o imeous
intervenitions. making it imperative that these opporfunities are
optimally utilised. Health workers reported a range of mechanisms for
the identification of vulnerable children. These were almost always
lirmited to contact with children directly, and few health workers used
the appartunity 1o identify vulnercbile children through adult patients
Similary, org v randering hy based core sevices in the
research sites focused aimaos! exclusively on meeting the health care
needs of sick adulls. With o lew nolable exceptions, home-based

these services. Given the responsibiity of care that many children
cany in HIVAIDS-aflecled households, we argue that palliative care
services for sick odulls and children constitute an essenticl
component of a service to childen

arphanhoad.

In addition to the need for fociily-based paliative care, health
outreach and home-based care services are olso required. Of the
21 health fociliies thot participated in fhis research, health workers at
avery one eamphasisad the importance of health outreach senices,
vt 16 of the facilities were unable to do outreach work. The main
reasons cited lor this were lack of stall capacity and transport . A key
component of Governments response o fhe impoact of HIVIAIDS on
children is the p of and P
medical supplies to non-govemmeniol organisalions rendering
hame- and community-bosed care services, In realify however, the
research found very few instonces where focllity-bosed heclth
workers were able or willing fo provide support or supplies to home:
bosed carers. In addition, most arganisations deliverting home-
bosed care senvices complained aboul the difficulties they
experienced In accessing Stale funding. To' ensure accessibility,
quality and conlinuity of core, heolth fecilities need o be more
integrated info organisafions rendering home- and community-
based care sevices. and [financially and prolessionally)  supporl
and be supported by them.

support and

Barrlers to heaith service access

Access fo heclth facilifies varied between and within fhe sites. The
research found several bamiers to hedlth core occess more
pronounced amang children and caregivers living in rural areas. The
CONSEqQUENnces of poor access wale avident in accounts of pecple
dying while aftempting fo gel to hespital, of childen ariving of
clinics with odvanced kwashiokor, and of karge numbers of children
who are nol immunised. Bariers 1o service access and defivery
described in the report include those related fo transport and
dlist: user fees, imited op 1 hours of imited access 1o atfer-
hours focilifies. HIV/AIDS-related stigma and discrimination, negative
statf atfitudes, enafic drug supplies. long walfing fimes, and the
requiramant that children accessing health care are iad

with sick adults in househaold:
an cpparfunity o oddress the needs of vulnerable children in those
households,

Overal, the extent to which socio-economic vulnerabiliies were
identified and followed up by heallh workers or home-based carers
was largely it on the of and an he
i heaith services and
olhver services. The research suggests shrongly that In most healih
taciilies. these collaborative parinerships were nol functioning
optimaly and that, as a result, ofphons and ather vuinerable children
are faling through the sevice gops.

strength of colk

Going the extra mile
Withir thw text of limi
the research documented many cases of individual health workers
attemnpting to fill the gops in sarvice provision, The report describes for
exomple how doctors in Phuthadiihaba, Crange Free Slofe. are
personally financing a step-down focility fo provide paliative cone fo
adults and children whe would otherwise be discharged. In
Ingwavurna, KwaZulu-Natel, docters have established a NGO o
provide food and school fees lo orphans, recognising thot these
children needed sendces ond suppor beyond thal which the
haspital could provide. The research showed uneguivocally that
where haalth workers and ofher service providers worked fogethar,
their copacity fo identity and support orphans and other vuinerable
children wos greatly enhanced.

and healih service challenges,

Without exception, avery one of the heallh fociliies cited “maone stafl™
and "betler stalf suppor” as key areas of need lor improved senvice
delivery o erphans and ofher vulnerable children in the context of
HIVIAIDS. It is essential that we recognise the iImpact of HIVAIDS on
service providers, personally and professionally. and make every
effort lo ensure thal the needs of health workers are met and that
adequote suppor sysfems are in place.

For further information on fhis research, please contoct Sonjo Giase
or Helen Meintjes on [021) 689 5404 or email: sonjoiErmb.uct.oc.za
or helanm@omh, uel oc.20,

by an adult,

Policies regarding the frectment and care of children who anive
unaccompanied af health fociliies differed frem one facility to the
next in the research sites. Some faciities were ngid about their
policies and would not see unaccompanied chidren younger than
14 or 17 years, whereos others reated unoccompanied children of
any agea.
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