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EXNETISIVE MEDIA COVERAGE ON RARE DISEASE DAY AWARNESS
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On the oceasion of Rare
Disease Day, the Rare Dis-
ease India Foundation
organized an important
seminar aimed at increas-
ing awareness about rare
diseases. The seminar pro-
vided erucial information
to health workers and par-
ents about these disorders,
which affect a significant
portion of the population
worldwide. Currently, four
lakh children are born with
new mutations every year
globally. In India alone,
approximately 4% of the
population is suffering
from some form of rare dis-
ease, Unfortunately, duetoa
lack of awareness, the exact
cause of the disorder re-
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mains unidentified in 50%
of the 79 lakh children born
with congenital disorders
each year. This increases the
risk of permanent disabili-
ties among these children.
Dr. Kailash Meena, Super-
intendent of JK Lone Hos-
pital and the chief guest of
the event, emphasized the
government’s commitment
to supporting the treat-
ment of rare diseases. He

mentioned that the state
government had approved
a budget of Rs 22 crore for
the establishment of a Cen-
ter of Excellence and Rs 50
crore under the Bal Sambal
Yojana. These initiatives
are aimed at providing bet-
ter treatment options for
children suffering from
rare diseases, Special guest
Dr. Kusum Devpura, Head
of the Department of Pedi-

atric Medicine at JK Lone
Hospital, highlighted the
progress made in the treat-
ment of rare diseases in re-
cent years. She pointed out
that recent research has
opened new avenues for
the treatment of these disor-
ders, offering hope to those
affected. Dr. Privanshu
Mathur, In-charge of Nodal
Center for Rare Diseases,
JK Lone Hospital, said that
congenital disorders are
the fifth biggest cause of
death of newhorn children
in the country. For its cor-
rect identification, tests like
High Risk Screening, Core
Functional NBS, Hearing
Screening, CCHD should
be done. A Rare Disease
Clinic is organized every
Thursday in the hospital,

d to raise awareness on Rare Disease Day

where children suffering
from rare diseases are given
proper treatment.

Dr. Saurabh Singh, Direc-
tor of Rare Disease India
Foundation, said that his or-
ganization is working with
doctors, health workers,
policy makers and parents
to raise awareness about
rare diseases across the
country. In this sequence,
“Walk for Rare’ was orga-
nized, in which more than
200 people participated
and gave the message of
spreading awareness in
the society. On this occa-
sion, Dr. Lokesh Agarwal
gave information about the
schemes related to rare dis-
eases from the Government
of India and the State Gov-
ernment.
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