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Government of lndia

Ministry of Health & Family Welfare
Department of Health & Family Welfare

(Rare Disease Cell)

Nirman Bhawan, New Delhi
Dated: 18.01.2023

OFFICE MEMORANDUM

subject: lnclusion of 06 Rare Diseases with categorization under para 6.2 of National policy
for Rare Diseases (NpRD), 2021_ reg.

The undersigned is directed to refer to subject mentioned above and to say that inpursuant to Para 6.2 and 6.3 0fthe Nationar poricy for Rare Diseases (NpRD), 2021, 06 jsix) rare
diseases, reviewed by the centrar Technicar committee for Rare Diseases (crcRD), Directorate
General of Health Services (Dte.GHS) based on updated scientific data, have been included
under the following groups of disorders identified and categorized by experts based on theirclinical experience:

Group 1: Disorders amenable to one_time curative treatment:

i. Laron's Syndrome

Group 2: Diseases requiring.long term / lifelong treatment having relatively lower cost oftreatment and benefit has been documented in riterature and annuar or more frequentsurveillance is required:

(b) Disorders that are amenabre to other forms oftherapy (hormone/ specific drugst:

i. Wilson,s Disease
ii. Congenital Adrenal Hyperplasia (CAH)
iii. Neonatal Onset Multisystem tnflammatory Disease (NOMID)

Group 3: Diseases for which definitive treatment is avairabre but cha[enges are to makeoptimal patient selection for benefit, very high cost and lifelong therapy:

i. HypophosphaticRickets
ii. Atypical Hemolytic Uremic Syndrome (AHUS)

2' The financial assistance to the patients suffering from the above mentioned rare diseasesshall be provided as per the provisions envisaged u-nder the NpRD, 2021 and guiderines andprocedures issued to aI centres of Exceleice (CoEs) vide this Ministry,s retter datedlL.O8.2022.

This comes into effect from the date of issue of this Office Memorandum.

This issues with the approval of the competent authority.
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To,

1, The Secretary, Department of Biotechnology,
Government of lnd ia;

Ministry of Science and Technology,

2. The Secretary, Ministry of Corporate Affairs, Government of lndia;3 The secretary, Department of Health Research/Director General, lndian Council for
Medical Research, New Delhi;

4. The secretary, Department of pharmaceuticars, shastri Bhawan, New Derhi;5' The secretary, Department of promotion of rndustry and rnternar Trade, Udyog Bhawan,
New Delhi;

6. The secretary, Department of Revenue, Ministry of Finance, Government of rndia;7. The Chairman, National pharmaceutical pricing Authorit y, 3d /Srn i["r, ,riOtr,,rr.f
Centre Building 1, Jai Singh Road, New Delhi;

8. The Drugs Controller General of lndia, FDA Bhawan, New Delhi;9' The Director Generar, Directorate Generar of Hearth services & Chairman of crcRD,Nirman Bhawan, New Delhi;
10' Additional chief secretaries/Principal secretaries/commissioner (Health) of all stateGovernments/UT Administration (as per list attached);
11. Director/ln charge, Centres of Excellence (as per list attached);
12. The Nodal Officer, all the 11CoEs (as per list attached).

Copy for information to:
1. PPS to Secretary (H);
2. PPS to AS (Rare Diseases);
3. lFD, MoHFW;
4. PPS to Director (EMR) & Addl. DDG, Dte.GHS, Nirman Bhawan, New Delhi.
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Under Secretary to the Government of lndia


