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As we know, Thalagsemln s an Inherited blood disorder that causes a person to
have loss haemoglobin than normal and it is a rare burdensome disease requiring lifelong
repeated bload teansfustons, as well ag other expensive medical Interventions for survival,
Based on the rescarch studies, 1t Is estimated thal there are more than approx. 2 lakh
thalassemia major patients In India with 10-12 thousands new births with thalassemia
major each year. The cost of maintalning a child with thalassemia is very high, as a result
most of the thalassemia major remain untrealed.

Under NHM, to address the issue, Ministry has taken various measures and
technical & financial support is provided to States for prevention, awareness and
management of Thalassemia as per annual PIPs, Guidelines for Prevention & Management
of Hemoglobinopathies 2016 were shared with states wherein screening and prevention
counselling is recommended to prevent new Thalassemia birth.

For Thalassemia major discase, HSCT/BMT is the only curative option for patients.
Government of India initiated CSR funded scheme namely-Thalassemia Bal Sewa Yojna
(TBSY) project supported by Coal India Limited (CIL) for curative treatment of
Thalassemia lo help underprivileged patients for one time curative treatment of
Thalassemia.

In this scheme, financlal assistance up to Rs.10 lakh per case is provided by Coal
India to eligible candidates. The scheme was initiated in 2017 and now extended upto 2026.
The scheme has been structured to be implemented by Coordination Committee headed
at the level of Joint Secretary (Policy) and Screening committee consisting of representative
from CIL, Thalssemics India and MoHEW. The applications received in Hospitals or
Thalssemics [ndia Society are recommended by Technical Experts thereafter, coordination
Committee recornmends the cases, The cases ate then sent to respective empanelled center.

You are requested to raise the awareness aboul the scheme in your State and give
wide publicity about the scheme. Any Thalassemics major having the matched HLA for
the Bone Marrow Transplant, may apply through State NHM or directly in any
empanelled hospitals or Thalassacmic India Society. So far, there are 11 Hospitals
empanelled under the scheme (Annexure), Following may be contact for any information
in this respect: '

+  Director NHM I at email "harsh.mangla@ias.nic.in"
. Thalassemics India Society: +91 11 4659 5811/ +91 114182733 or
thalcind@yahvo.co.in -

Tel : 011-23063618, 23061097 E-mall : z;,md-mohfw@nic.ln
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