
 

Organization for Rare Diseases India (ORDI), a non-profit Organization, founded in Feb 

2014, with the mission to improve health of patients with Rare diseases through 

Awareness, Advocacy, Patient Support programs, Collaborations & Information 

dissemination 

ORDI works to connect Rare disease patients, policy makers, medical fraternity and 

Health Care Industry 



  

ORDI is a patient – centered 

organization with a vision to make 

lives better for people with Rare 

Diseases & is a torch bearer for the 

Rare Disease (RD) community in 

India. 

Prasanna Shirol, Co-founder of ORDI, has undergone an odyssey of 7 years to unravel his 

daughter Nidhi’s diagnosis of Pompe, a rare disease. Having struggled medically & 

financially for 14 years to manage Nidhi’s condition, he initiated many activities & co-

founded ORDI (an umbrella RD organization) after realizing the absence of government 

support or policies to guide or bear the exorbitant burden of Rare diseases.  
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ORDI strives to be the collective voice for people living with RD 

in India, reduce inequalities & ensure equal access to health 

resources as any other population 

For over 10 years, ORDI has been instrumental in bringing RD 

discussion into public forum, thus driving Government’s 

attention 
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Vision: 
A Better Life for people with Rare Diseases 
 
Mission: 
ORDI’s mission is to be the strong united voice for all rare diseases in India, to 
reduce inequalities and ensure that people living with rare diseases have 
access to the same resources as any other population 
 
Objectives: 
1. To promote Rare Diseases as human rights priority through public 

awareness. 
2. To contribute towards development of Public Policy and take part in 

implementation, such as Rare Disease Policy and Orphan Drug Policy. 
3. To collaborate with advocacy organizations from India, & people living with 

rare diseases; working jointly to connect them with national & international 
forums such as NORD, EURORDIS, RDI, Global gene, UDN 

4. To accelerate diagnosis and treatment options for patients with rare 
diseases through public-private partnerships, and by advocating mandatory 
New Born screening 

5. To Facilitate & encourage Clinical Trials, Research & Orphan drug 
development activities. 

Organization for Rare Diseases India is committed to systematically & holistically address 

the challenges faced by RD community by engaging with key opinion leaders & Rare 

Disease experts nationally & internationally 
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Advocacy | Awareness | Patient Support | Clinical Trials | R&D 
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✓ Day Care Ward – (Centre of Excellence for Rare Diseases) at Indira Gandhi 
Institute of Child Health, Bengaluru & Centre for Human Genetics 

 

✓ RDCCC at JSS Hospital (Mysore), Nerve & Muscle Clinic in Baptist Hospital (Blr) 
 

✓ To support Non-Medical Patient Support Services, ORDI MOU with: AIIMS 
(Delhi), Centre for DNA & Finger Printing Diagnostics (Hyderabad), Sri Guru 
Ramdas University of Health Sciences (Amritsar), ICH (Chennai), SAT Hospital 
(Thiruvananthapuram) 
 

✓ Over 11k patients associated. Facilitated over 375 treatments (Rs.280 Cr) 
 

✓ Nearly 3400 doctors & 500 volunteers support our efforts. Working with 80+ 
PAGs worldwide. Over 2,100 advocacy interactions with Policy Makers 
 

✓ Conducted 150+ webinars with over 7,000 webinar participants 
 

✓ Around 12K calls attended at our India`s first Rare Diseases Helpline 
 

✓ Over 40K unique participants in Racefor7 supporting the cause of RD 
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Supporting the Cause… 
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Many a Miles to Go - Many a Milestones to achieve… 
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