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Why meeting was ‘pointless’
Dead soldier’s uncle tells court family members
walked out five minutes into hospital meeting

as they were not allowed to ask questions.
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Baby with rare gene disease can't eat

» Needs intravenous feeding

By TrACY Sua

SATISHWARAN Ahrumugam tums two
today. But there will be no cake for the
birthda boz'.

Sahs{ either throws up everything he
eats or jt goes right thro him. The only
“fpod’ that he can keep in his body is rice
water and a special nutrient-filled milk
fermula

Since his birth, he has t only about
30 days outside a hospital, as his low im-
mazinity level makes him prone to infec-
tions.

He fell sick so often — he had chest in-
foctions, high fever, fits, liver cirrhosis —
that doctors thought at firet that he might
have contracted pneumonia or liver can-
cer or even the Aids virus.

Bt it turned out that he is afflicted
with a congenital disease so rare his par-
enis have not been able to find a dectar to
treat him. i

Madam Dhevaki Sokkalingam, 32, a
housewife, and Mr Ahrumugam Valai-
tham, 39, a buyer with a computer com-
pany, were at their wits® end watching
lheirilramwn-st of three children constant-
Iy at death'’s door.

What starts out as diarrhoea usually
:;?dg - hamni;fctﬁm s hdm

t year, seplicemin an -
lapsed from septic shock with high fever.

Blood had accumulated in has stomach
and he was given 24 hours to live.

Recalled Madam Dhevaki: “We 1
mmh:}rq ‘What is wrong, what did we do
wrong? and we kept wondering why this
is "

But Sati ulled through, celebrated
his first birthday, wenl to National Und-
versity Hospital for some tests to deter-
mine what he wag suifering from — and

ended up pear death again.

His liver was like that of an alcoholic,
doctors found.

His parents alternated between despair
and frustration. Despair over their inabili-
ty to save their child and frostration that
nobody knew what was ailing him.

But sgain, he pulled through.

His blood les were sent to Austra-

B -and the United States.

» Twice at death’s door

Last October, scientist Dr Hodson
Freeze from The Burnham Institute in
California found that Satish is suffering
from a metabolic disease that afifects
many different organ systems including
digestive and immune systems,

Although there are about 20 ‘?Ip(: of
this disease, Satish's congenital disorder
has never been documented,

Dr Freeze told The Straits Times: “He
is the pioneer and writing his own book.

“The downside is we don't have any
ather patients for comparison. We can’t
predict what lies ahead,

“We are trying to find the specific gene

where he has o problém and if we discov.
er that, it is the first necessary step to try-
ing to find a rational treatment.”

Recognising that their twoe other chil-
dren, three and eight, also deserved
their attention, Satish's parents moved
him to KK Women's and Children's Hos-
pital (KEH), which is closer to home.

The couple spent most of their free
time there, with Mr Ahrumugam even
working from a laptop by his son's hospi-
tal bed,

They estimated that they have spent
about $25,000 on Satish's medical bills, so
much so that their Medisave accounts

T Yy -
PHOTO: DESMOND WEE
have been depleted and they now owe
KEH $20,000.

Satish cannot walk or talk. He weighs
B.6kg when children his age are about
10kg to 15.5kg and can form three- or
four-word sentences and wear their

clothes,
« Dr Tan Ee Shien, regi of the paedi-
atrics department in said that Satish's

main source of nutrition now is a milk for-
mula fed to him intravenousdy. He is alse on
medication to boast his immunity,
Yesterday, he was in hospilal still nurs-
ing an infection that set in after a device
wis implanted in his body to help control

» Disorder never documented: US doc

MUM: I'LL KEEP GIVING 200%

“I'm giving 200 per cent
no matter what, even
though | know some day
we have to face it that
he may not pull through
and may even die...

“I'm still halfway
accepting the fact that
the chances of me
seeing him at 10 years
old are slim.

“But | feel it is worth
all the effort and time
spent trying to find out
what is wrong with him
and the many hours
spent by his bedside
praying for him and
being there for him."”
MADAM DHEVAK) — with daughter
Subethira

m,mmmﬁh—
her twe-year-ald son's condition. "

his feeds and extract blood samples.
Said Madam Dhevaki: “T'm giviag 200
ﬂ.if“l no matter what, even though 1
some day we have to face it that he
may not pull through and may even dic.
“So why not celebrate him when he is

around and tell others about him.
“I'm ‘still halfway accepting the fact
that the chances of me socing him at 10

years old are slim.

“Rut | feel it is worth all the cffort and
time gpent trying to find out what is
wrong with him and the many hours spent
by his bedside [praying for him and being
there for him.'
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