
Looking
out for
support
Society hopes to raise
awareness on rare disorders
THEMalaysian Rare Disorders

Society is appealing to cor
porations and individuals

for donations to set up a
Foundation on Rare Diseases
Its president Datuk Hatijah

Ayob said the society hoped to
raise RMlmil and ask the
Government to contribute a simi
lar amount for the foundation

The foundation will help fund
the medical needs of those in
need testing and research she
said

Hatijah said there was a lack of
awareness and support for people
suffering from rare diseases and
drug companies were also not
interested in carrying out research
due to a lack of demand for the
drugs

A rare disorder is severe chron
ic often degenerative and some of
the conditions at birth include
osteogenesis imperfecta brittle
bones Duchenne Muscular
Dystrophy Prader Willi Syndrome
and chromosomal abnormalities
Hatijah added that although

there was no data on rare diseases
in Malaysia there were more than
30 types of rare diseases among
the 52 members of the society
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A cycling tour spanning
1 000km from the north to the
south of Peninsular Malaysia will
be held in September to raise
awareness and funds she said

The faster we can raise the
RMlmil the faster we can form
the foundation she said in a press
conference on Rare Disease Day
which falls on Feb 28

She said the problem with rare
diseases was that some had no
medicines and even if there was
it could cost RM200 000 a year for
treatment

Hatijah said she had written to
the Health Ministry to request

that Feb 28 be recognised as the
Rare Disease Day
Universiti Malaya Genetics and

Metabolism Unit head Prof Dr
Thong Meow Keong said rare dis
eases might be rare but there
were as many as 10 000 types of
the diseases
He said the main cause ofdeath

among new bom babies was due
to congenital anomalies and
between 2 and 3 ofbabies bom
every year had some major handi
cap and each ofthe handicaps was
rare

Dr Thong said sadly rare disor
ders did not get much attention
because they were not popular

compared with AIDS diabetes or
cancer and parents needed to
come together to speak up about
their needs
For the lack of expertise and

facilities many parents live in
uncertainty and sometimes sam
ples have to be sent overseas for
proper diagnosis
The Malaysian Rare Disorders

Society is holding an exhibition at
the foyer of the Universiti Malaya
Medical Centre from Feb 2 to 5 to
mark Rare Disease Day on Feb 28
Please call Chew Anna 019

7714543 or the society s office at
03 7958 8459 for further informa
tion on donations
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