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Policy for diagnosis and treatment of rare diseases

771. SHRI AJAY SANCHETI: Will the Minister of HEALTH AND FAMILY
WELFARE be pleased to state:

(a) whether Government has started working on a policy for diagnosis and better
treatment of patients suffering from rare diseases;

(b) if so, details thereof including nature of such discases, and
(c) the details of people suffering from these rare diseases?

THE MINISTER OF STATE IN THE MINISTRY OF HEALTH AND FAMILY
WELFARE (SHRI FAGGAN SINGH KULASTE): (a) and (b) According to World
Health Organization (WHO), there are over 5000 diseases that can be classified as

rare diseases and are caused due to genetic anomalies.

The Government of India is implementing a comprehensive National Health
Mission Programme to strengthen health delivery system, which also covers rare

diseases under it.

Health being a State subject, the Government of India provides financial
support to the States to strengthen their health care delivery system, including
screening, as well as treatment of other important diseases including rare diseases
(thalassemia, haemophilia, sickle cell anemia and other genetically inherited

disorders/diseases).

The Government of India also provides technical support to State Governments
under the National Health Mission Programme to deal with such discases.

(c) Prevalence rate in India for rare genetic diseases is not clearly available.
Medical literatures give an incidence of 1:428 million population for Progeria and
1:40000 for Gaucher’s and Pompe discase.



