Genetic dlsorders go undiagnosed
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'married their relatives.”
Sometimes, the disease also
comes from their ancestors.
- “When there are only
around 600 registered
genetic disorder patients in
the country, it is feared that
the country at present has
over 20,000 who were not
diagnosed for the disease.
While the foundation has
registered more than 350

patients from the four
southern states, around 15
to 20 children were feared
to be born with the disease
in Tamil Nadu every year.
Out of 45 types of genetic
disorders, treatment is
done only for four types,”
she said.

Dr Sujatha said it is dif-
ficult even for doctors to

dlagnose the problem And
so, training should be given
to physicians. She also
insisted that newborn
screening and treatment for
all types of disorders be
brought to India.

The treatment comes at a
high cost. It costs Z15 lakhs
per month for the medicine
which has to be taken

‘charitable access program-
‘mes from abroad, said

- Manjit Si.ngp, president of
Irgsogamal '

throughout one’s lifetime
and 10,000 per month for
symptomatic  treatment
alone. Only around 100 chil-
dren have access to the
treatment in the country
free of cost through various

' ‘medication v
avoid many complications
in the child, he added. )

The Fetal Care Research
Foundation, in association
with the LSDSS, convened a
programme in Chennai to
observe ‘Rare Disease
Awareness Month’ and
‘World Rare Disease Day’
(February  28). Actor
Karthik Sivakumar, who
participated in the pro-
gramme, donated Z5 lakhs.




