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HI DDEN VO CES

True Ml aysi an Experiences of AlDS

Edi ted by Mari na Mahat hir and Wan Zawawi | brahi m

(Mal aysi an Al DS Council, 158 pages)

PEOPLE living with H'V or AIDS (PLWHA) are the best to show us howto care
for them But fewof us have the benefit of encountering them Wichis
why Hi dden Voi ces - True Ml aysi an Experiences of AIDSis a useful and

enl i ght eni ng book

It enables PLWHAs to speak up, with "no interpretation and no sacrifice
to their privacy". It also focuses on care-givers and allows us a peek
into their hearts and m nds.

Most of its stories are tragic and upsetting. Like Nadia's. She was
raped by her husband's drug-addict friends, and her letter, the first
featured in the book, is full of thoughts of regret and death.

You come away thinking the situationis totally hopel ess, but inthe
next chapter you feel her strength t hrough her poemand her desire to go
on so that she can help others of sinlar fate

Benj ami n, an ex-drug addict, wites of howhe Iived after |earning he
was H V positive:

"The only bed | had was nade of cenment, ny mattress was a pi ece of
cardboard. | don't know howto tell you how! lived. | let go of all
responsibility for being a human being; | didn't bathe, |I didn't brush ny
teeth, | didn't care. | had alittle corner, just beside a staircase, and
t here was a garbage chute where all the people inthe flats threw down
their rubbish. | slept just beside that dunp."”

Benjanmin's story is one of the nore personalised, insightful and
descri ptive ones here

Mak Somtells how she is coping with the fact that her el dest son
formerly a drug addict, is HV positive. Kartini, the senior manager of
Pink Triangle, rel ates her experience of caring for young Basariah, from
the tinme the |l atter was undergoing treatnent for TBto her | ast breath.
Basariah used to be a sex worker and drug user.

Hi dden Voices is touching, tinely and necessary. However, it does not
neasure up to Wse Before Their Tinme, edited by Ann Ri chardson and Di et mar
Bolle, the first ever conpilation of PLWHA voices fromall over the world.

One weakness in Hi dden Voices is that sone of the voices are not gui ded
or focused. As you read through the stories, you have many questions, but
they are not answered, or are answered very late in the text.

For instance, Linda tal ks about her health, her confusion and her
trauma, and how she found strength in God.

You keep asking: How did she get it? What were her initial thoughts when
she found out? Who did she tell?

Li nda nentions that she was a nurse when she di scovered her affliction.
You wonder: Di d she get the virus accidentally, while working as a nurse?
The answers are not forthconi ng.

In the next chapter, where her sister Rose speaks, you deduce that
per haps Li nda was i nfected by her husband. But Rose is nerely specul ati ve:
"I know ny sister very well. | amnot taking sides, but I know she woul d
have got it fromher husband and not from sonebody el se."

W se Before Their Tinme conpiles brief autobiographi es of del egates who
attended the Fifth International Conference for People with H V and Al DS,



hel d from Sept enber 11-15, 1991.

One of the strengths of this book is hat its voices are not presented as
those of "victinms". Instead, they speak of the joys of life, the values to
whi ch t hey have been drawn, and howtheir |ives and perspectives have
changed since infection.

The preface has a short introduction on H V/AIDS. The stories are
i nternational in scope, with voices conming fromlndia, Sweden, Mexi co and
further.

They tell of people fromdiverse backgrounds - honbsexual s, ordinary
folk, even a child infected by her nother, who acquired the virus fromher
husband.

This variety is not found i n H dden Voi ces, which focuses very nuch on
t hose who have been invol ved, in one way or another, with Pink Triangle or
Positive Living. Mbst of themwere either former sex workers and addi cts,
or their relatives.

In Wse Before Their Tine, interviews conpl enent and expand on what
partici pants have witten. This gives focus and sequence to t he accounts.
Each chapter has a specific thene. Chapter 2, for exanple, has 13
i ndi vidual s rel ati ng howthey felt when they di scovered they were H V
positive, the first persons they told the fact to, and howthose peopl e
react ed.

Chapter 3 describes the day-to-day experience of living with HV, the
foll owi ng chapter foll ows conpl ex rel ati onshi ps with partners, parents,
children and friends.

The first chapter has four conplete stories, each different fromthe
other, yet simlar in many ways. Prejudice, fears, determnation and
rel ationships are recurring thenes. Because the stories are thematic, you
get a clear idea of what it nmeans to live with H V/ Al DS.

The book shows t he determ nation of PLMHAs. "I|'ve spent ny |ife breaking
out of closets and |' mnot about to be shut up i nto another cl oset called
HV." It explores the difficulty of breaking the news: "One effect of
telling people is that relationships can change."

PLWHAs t al k about how they don't want to be treated. "Oten, they treat
nme as a child, ~Ch, poor Monika.' | don't want to be treated li ke that."
And how t hey have changed: "I think ny Iife has gai ned much nore depth. |
have changed frombeing cl osed to wanting to be open or be opening ...
Just having the opportunity to | ook at things | woul d never have | ooked at

inadifferent [ife, | don't know... it's |like a chance or a chall enge.
But it's hard work."
Sone of the stories, |ike Daisy's, are so personal and vivid that you

cry and cry. Dai sy di ed when she was 21 nont hs ol d, nine nonths after
bei ng di agnosed. Her story is rel ated by her nother.
Unfortunately, Wse Before Their Tine is out of print, according to
Amazon. com Hi dden Voices is the cl osest, vital alternative.
( END)
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