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| urge the concerned Ministries to address these issues urgently, streamline
projects and facilitate the industry’s growth for the benefit of the common wealth and
the nation as a whole. Thank you, Sir.

THE VICE-CHAIRMAN (SHRI GHANSHYAM TIWARI): The following hon. Members
associated themselves with the matter raised by Shri Sanjeev Arora: Dr. John Brittas
(Kerala), Shri A. A. Rahim (Kerala), Shri Sandosh Kumar P (Kerala), Shri Haris
Beeran (Kerala), Shrimati Jebi Mather Hisham (Kerala), Shri P. P. Suneer (Kerala),
Shri Prakash Chik Baraik (West Bengal), Shri Saket Gokhale (West Bengal),
Shri  Ritabrata Banerjee (West Bengal), Dr. Fauzia Khan (Maharashtra),
Shrimati Mahua Maji (Jharkhand), Dr. Sasmit Patra (Odisha) and Shri M. Mohamed
Abdulla (Tamil Nadu).

The next speaker is Shri Manoj Kumar Jha- Concern over rising income
inequality and weakening of Social Welfare Programs.

Concern over rising Income Inequality and weakening of Social Welfare Programs
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detriment. That is my request to you and to the Government. Thank you very much,
Sir.

THE VICE-CHAIRMAN (SHRI GHANSHYAM TIWARI): The following hon. Members
associated themselves with the matter raised by Shri Manoj Kumar Jha: Dr. John
Brittas (Kerala), Dr. V. Sivadasan (Kerala), Shri P. P. Suneer (Kerala), Shri Jose K.
Mani (Kerala), Shri A. A. Rahim (Kerala), Shri Sandosh Kumar P (Kerala),
Shri Haris Beeran (Kerala), Shri Prakash Chik Baraik (West Bengal), Shri Saket
Gokhale (West Bengal), Shri Ritabrata Banerjee (West Bengal), Shri Sanjay Yadav
(Bihar), Dr. Fauzia Khan (Maharashtra), Shrimati Mahua Maji (Jharkhand),
Shri Sujeet Kumar (Odisha), Dr. Sasmit Patra (Odisha) and Shri M. Mohamed
Abdulla (Tamil Nadu).

Demand to provide funds for the research and development of low-cost gene therapy
for Spinal Muscular Atrophy (SMA)

SHRI HARIS BEERAN (Kerala): Mr. Vice-Chairman Sir, | wish to draw the attention
of this august House to the sufferings of patients affected by Spinal Muscular Atrophy,
which | refer to as SMA. The SMA is a very rare genetic disorder that affects the nerve
cells in the spinal cord. This condition is diagnosed in infancy, typically before six
months. If left untreated, it is the primary cause of death. According to estimated
statistics, approximately 8,000 to 25,000 people are affected by SMA every year in
India. There is, however, a positive development. Treatments are available to
manage SMA, although there is no cure. Three types of treatments exist. Firstly,
gene therapy is available for infants below two years. Secondly, there is an injection-
based treatment. Thirdly, molecule therapy is also an option. However, the downside
is that these treatments are exorbitantly priced. The gene therapy costs around 17
crore rupees, which is the cost of the gene therapy medicine. The molecule therapy
medicine costs around 6.2 lakh rupees per bottle, with around 30 bottles required per
year. Consequently, these treatments are unaffordable for most of the people.
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