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O phans in a world with Al DS
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ITis politically insensitive to use the | abel "innocent AIDS victins"
because it reinforces the stigmatisation of persons both infected and
affected by HHV AIDS - the biased inplication being that the guilty
mnority deserve to be infected and die.

But in this instance, | have to differ. Am d the overwhel mi ng H V/ Al DS
pandem c, countless are victim sed.

I have in particular the young in mnd - babies and children bel ow 18
years of age. It is precisely because facts are cold and statistics,
facel ess, that these children renain ignored, despised and further abused.
And they represent our future.

However, four children fromthat invisible mass have identities. For
t hey have been orphaned by AIDS. Their father passed away this year, three
years after the denmi se of the children's nother whom he had i nfected. He
was 37 and she 26.

Vijay, 13, Siva, 12, Mala, 11 and Kunari, 6 (not their real nanes) were
under st andabl y guarded to the point of being defensive. | decided for the
nmonent not to broach their prol onged angui sh of | o0sing one parent soon
after the other. Their maternal grandnother, whomthey affectionately cal
Kupu, had assunmed both the burden and privilege of nurturing them

Instead, the children shared their daily preoccupations, detailing
activities fromdawn to dusk. Kupu is the first to rise and the last to
retire, typical of primary care-givers in nost fanilies. The children
predictably take her for granted. She cooks and cl eans for them and
di sci plines thembecause she | oves t hem

They are not encouraged to | epak after school as they are stil
i npressi onabl e. Even Kupu is unable to nmaintain peace when these siblings
are at war with each other.

"At four, | study as | amafraid that my uncle woul d beat ne," admts
Vijay who will be in Form One next year. This uncle, their late nother's
younger brother, financially supports them He stretches his inconme of
approxi mately RMW700 a nonth to feed and cl ot he his nephews and ni eces. But
his job as a lorry driver is sporadic, thus an insecure one.

At his sister's deathbed, he prom sed her that he woul d not get narried
until her children were self-sufficient. At this point, Kupu breaks down
at the nenory of her |oving daughter who, at 16, had el oped with her
"husband" and had suffered his violence, am d five pregnanci es.

The el dest boy, aged 14, who is nmentally retarded, was placed in a
wel fare home by his father to alleviate the social -econonic pressures of
bringing up these children

Honme in its physical formis a zinc-roof house with wooden walls, well-
kept but susceptible to flooding during thunderstorns. Kupu and her brood
remai n indebted to their kind nei ghbour who had sold themthe [ and (al beit
illegally). The children rarely watch tel evision. That luxury is reserved
for their uncle. But Kunmari, the youngest, spends her days dancing to
musi ¢ fromthe radio.

"Saya sayang senmua. Itu sudah biasa (I love themall. |'"'mused to it),"
Kupu remarks as she | ooks indulgently at the children who were, at this
point, tony relief, less reticent and nore pl ayful.

The daily struggle of this extended fam |y in naking ends neet, in
preserving their fragile unity and threatened existence, is shrouded in a
haze of figures.



UNAI DS, the Joint United Nations Programre in H V/ AIDS, reports that by
the end of 1997, a million children under the age of 15 are expected to be
living with H'V, over 90 per cent of themin devel opi ng countries.

The United States Census Bureau estinmates that by the year 2010, if the
spread of HV is not contained, AIDS may increase infant nortality by as
much as 75 per cent and nortality in children under five by nore than 100
per cent in those regions nost affected by the disease.

Have we in Mal aysia an H V/ Al DS epi dem c?

According to the Ml aysi an AIDS Council (MAC), reported H V and Al DS
cases from 1985 to Septenber 1997 total 22,899 and 1,236 respectively.

H V-infected children bel ow 13 years nunber 77 (0.3 per cent), whil st
those aged between 13 and 19, 436 (1.9 per cent).

Correspondi ngly, children with Al DS aged bel ow 13 and t hose between ages
13 and 19, account for 20 (1.6 per cent) and 4 (0.3 per cent)
respectively. As such, there have been 16 deat hs of children aged bel ow 13
(1.6 per cent) and of those aged between 13 and 19, four deaths (0.4 per
cent).

These grimstatistics seem ngly suggest that children with H V/ AIDS are
adequately nonitored. Absent are parallel epidem ol ogy of children
af fected by H V/ AIDS (those orphaned for instance) and children living in
the shadow of HIV risk (through sexual abuse, sex trade, consensual sex
wi th peers, drug use, displacenent and detention).

Al is not well with us, both globally and locally. It istine to
di spense with a holier-than-thou attitude that deens Ml aysi ans as
i nsul ated fromthe above social nmal ai se that plagues our Asian nei ghbours.

MAC presi dent and chairperson of the Ml aysi an Al DS Foundati on Marina
Mahat hir concurs that "there is no support for children per se, aside from
concentrating on the 46 cases of H V infected babies. W are not thinking
of affected children, those living and coping with parents with H V/ Al DS,
as deeply as we shoul d.

"We, particularly the relevant ninistries, are obviously not ready for
chil dren orphaned by AIDS, who by virtue of the stigma, are already
di sadvant aged. "

Public sensitisation to their plight (and that of other affected
children), is tortuously slow but critical. For Kupu and her
grandchil dren, their coping nmechani sns are ai ded by Hospi ce Cahaya, the
pal liative caring armof MAC. The hospice is in the process of drafting a
fundi ng proposal to MAC, as well as procuring financial relief through the
SOCSO and EPF savings of the children's | ate father

The children are subject to social exclusion. Prasanna Mhandas of the
hospice relates to us a barber's refusal to give Vijay and Siva a hair-cut
for fear of being infected with H'V, where such a risk is nminiml even if
t he boys were HI V-positive.

Clearly, such discrimnation is nisinfornmed and conmpounded by fear,

i gnorance and prejudice. "There is so nuch conspiracy of silence (that
cripples)," asserts Barbara Yen, nedical social worker with University
Hospi t al

"Infected parents are so fearful that they cut off links with avail able
soci al support systens, thus depriving thensel ves of such resources. In
fact, these parents becone so protective of their children that their
fears (of being identified thus stigmatised by friends and strangers) are
passed on to the latter.

O phanages should remain the final resort for they, states UNAI DS, can
be culturally inappropriate, can serve as a "magnet for stignmatisation"
and i nadvertently becone a formof institutionalised care which thrives on
dependency.

The foll owing 1997 Wrld Al DS Canpai gn objectives by the Joint United



Nati ons Programme on H V/ AIDS (UNAIDS) aimto enpower children, their
famlies and their comunities:

* petter understandi ng of the magni tude and diversity of the inpact of
HI V/ Al DS

* stronger comm tnent, inproved policies and increased action for
preventing H V infection and m nim sing the epidenmc's inpact;

* increased and inproved access to quality education and rel evant
information on the prevention and care of H V/ Al DS; and

* greater understanding of the interaction between children's rights,
human rights and H V/ Al DS;

These wel | -neani ng resol utions tend to nunb the nore cynical anobng us
who have becomne disillusioned with the disparity between rhetoric and
conm tted action.

Vijay, Siva, Mala and Kurari believe they have a future for they
collectively aspire to beconme policenen and doctors. For their sakes and
countl ess other infected and affected children, responsible living, a
conpassi onate heart and courage in confronting our fears and ignorance are
valid starting points.
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