Pompe disease included
in Rare Disease Fund

The inherited neuromuscular disorder, which affects 1in every 40,000
live births, can incur more than $500k in medical expenses each year

YUENSIN

TheRareDisease Fundnowcov-
ers Singaporeans with Pompe
disease — arareinheritedneuro-
muscular disorder where
patients can incur medical
expenses in excess of $500,000
eachyear.

The committee overseeing
the fund announced yesterday
that citizens can now apply for
financial aid to help with their
medical expenses for the dis-
ease, which affects about one in
every40,000livebirths.

With the addition, the fund
now covers four conditions
including primary bile acid syn-
thesis disorder; Gaucher dis-
ease; and hyperphenylalani-
naemia due to tetrahydro-
biopterindeficiency.

The fund was launched by the
Ministry of Health and
SingHealth Fund in July this
year. It combines community
donations and government-
matched contributions to pro-
vide aid for Singapore citizens
with specific rare diseases, and
ithasapprovedtwoapplications
for financial support sofar.

One of the beneficiaries is Mr

their son Christopher, who suffers from
primary bile acid synthesis disorder.
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Geoffrey Toi, 35, a public ser-
vant whose three-year-old son
Christopher suffers from pri-
mary bile acid synthesis disor-
der.

The condition interferes with
the production of bile acids and
ifuntreated, canleadtoliverfail -
ure.

The fund covers alarger portion
of Christopher’s medication
costs, which is currently about
$6,250 a month, as compared
with Medifund Junior, which
had previously subsidised part
ofhismedical fees.

“It was a blessing when this
fund was announced,” said Mr
Toi.

Senior Minister of State for
HealthandLawEdwinTongyes-
terday said the fund recently
received significant support
from Temasekandthe TsaoFam-
ily Fund.

It has grown from $70 million
in July to about $90 million,
with the Government matching
community donations by three
toone.

Mr Tong said he hopes more
companies, community groups
and individuals will support the
fund.

“Asmorefundsareraised, the
Rare Disease Fund can be
expanded further to cover even
more types of treatments and
more patients in future,” said
Mr Tong, who was attending a
community carnival organised
by Mount Alvernia Hospital in
support of the fund.

The carnival in Punggol
raised more than $200,000 for
beneficiaries of the fund. The
sumincludesthree-to-onegov-
ernment matching.
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