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• In the year 2013, ORDI was launched to address the unmet needs of the 

Rare Disease patients in India. 

• ORDI serves to be the collective voice and acts as an advocate on behalf of 

Rare Disease patients throughout India. 

• ORDI serves as an umbrella organization for Rare Disease patients and other 

stakeholders pan India. 

 
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 

Without action, there most certainly is no hope 



RD Helpline COERD @IGICH -
CHG 

CME /Conference 

Advocacy                    Medical Awareness        Inspiring Stories           Mass Awareness  

ORDI's Multidimensional Approach Towards the Rare Disease Community 
6+ years, 6000+ Calls, 6000+ Patients   

100+ Volunteers and  Million supporters 
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Why Media ?   

• To communicate or to  reach out to mass about our activity /  cause  /  problem  

• To draw the attention of policymakers when an appeal by individuals/groups is unheard. 

• To draw attention of the stakeholders- Researchers, Doctors, Public, and to gather their support. 

• To Identify and channelize similar Patients, Supporters, Volunteers; basically anyone who can be helpful to 

us, or those who can benefit from our help. 

•  To create a large network of Supporters for the cause- For the Implementation of Policy, all that matters is 

numbers and we are too negligible in number. 



Challenges in India for media Planning 

• 1.36 Billion Population (18% of world  / 1/6th of world 
Population ) 

  
• 2nd most populous country 
 
• 22 official languages (19500 Mother tongues)  
 
• 28 states and 8 union territory (Each state having a population of 

some individual or combined countries) 

 
• 1.18 Lakhs  - No of registered news paper in India  

 
•  926  T V Channels ( National and Local)  

 
• 60-80% literacy level – In Local Languages 

 



Initial Media Strategy – before  2015 

• Media interaction only during major events ,  Luck based interaction and inconsistence. 

• Media Interaction based on the personal contact or referred by hospital/doctor , From Our own 

network of patients and family 

• No formal Media Agency was appointed. 

• Media person would ask- "What is New? " each time; only sensational/emotional news was 

entertained -  This did not meet our objectives. 

• Cost of appointing a PR agency or arranging Press meet was high and no dedicated funds for the same. 

•  No comprehensive strategy 



New Strategy – 2015 onwards – Race for 7 
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New Strategy – 2015 onwards – Race for 7 
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Media Types 

 
Traditional Media – Print, TV, FM 

Channels 

 
New Digital Media – Online Publication, 

Blogs, City Updates etc. 

 
Social media - FB, Twitter, Instagram etc. 

 

 
Whatsapp Group – Self, Team, 
Volunteers, Sponsors,  PAG etc.  



Diseases  Awareness Day creative – Every Day 

Created  107 diseases in  last 9 months  for Social Media  



Awareness drive Before Event  – Social Media creative/banners 

“Do you know 

series” During “race 

for 7” season– Social 

Media drive through 

creative/banners 



Patients participation – Social Media drive through creative/banners- Campaign 



Patients participation – Social Media drive through creative/banners- Campaign 



Patients – Social Media drive through creative Emotional  messages  

Now Because of you, 
 I lead a normal life, 
To be able to study  
and play is much more fun 



RD patients as  Celebrity, Role model , Achiever, Inspiring 



RD patients Individual  and Mother / Care taker  



Videos  of all Stake Holders – Patients, Parent, Doctor Any one who supports 

100+ Videos  



Celebrity – personalised Invitation – Social Media  



Policy maker’s Invitation  – Social Media drive through creative/banners 



Pre Event 

• Race for 7 Budget  included in PR agency Cost.  

• Plan for a Press Meet / Conference – This is  in Press clubs in each state/ City 

• Media invite to all media house for  100% registered and listed with Press club. 2-3 day in advance. 

• Press release is prepared to be given during the Press meet, Also to be sent to all media through email 

even if they don’t attend. They get the information. 50:50 chances of writing 

• Press release shall include who shall address and their quote – ORDI, Doctors, Sponsor and Patients. 



Pre Event - Contd 

• During the address ORDI – why Race for 7,  Doctor –  Medical Challenges and need of Awareness,  

     Sponsor – CSR supporting the cause,      Patients and Families – Inviting the public to support. 

• After briefing Q & A, Personal interview of the Key persons, Patients and Families  

• Display a large poster for the event as backdrop and information leaflets about event and Rare Diseases. 

• While addressing cover both event and Need for Rare Diseases. 



Pre Event  Press meet  

Show case few large event  standees at the venue… 

 

Briefing Team - Genetic experts, ORDI Director, Patient & 

sponsor sharing the dais 

Let the background of the dais be 

covered with a wide backdrop 

mentioning the event….. Releasing the 

Event Poster  

No of Mics 



Pre Event -Press meet  Scenario 

No of reporter and Videos  



Pre Event - Press meet Scenario  

Show case a group photo 

displaying the large 

poster of the event. This 

is to be published in all 

media.. 

 

This group will involve 

ORDI Directors, Genetic 

experts, Sponsor, 

patients, parents and 

caregivers 



Pre Event (News articles).. Drives Registration 

Pre event print 

media articles in 

different media 

with different 

regional 

languages 



Pre Event – impact  



News Paper Impact 

      2020 Events Print media penetration 

News Paper Circulation Volume %ge Circulation Population Covered 

Hindi 52416667 37 26208333 131041667 

English 34000000 24 27200000 136000000 

Marathi 12750000 9 6375000 31875000 

Telugu 8500000 6 5950000 29750000 

Tamil 8500000 6 5950000 29750000 

Kannada 7083333 5 6375000 31875000 

Gajarathi 5666667 4 3966667 19833333 

Malayalam 4250000 3 2125000 10625000 

Oriya 2833333 2 0 0 

Bengali 1416667 1 708333 3541667 

Others 4207500 3 0 0 

  141624167 100 84858333 424291667 

Covered Population of 
 

42 Crores  (420 Million ) 
 

This only Print media  



Event Day.. 

Assembly of all the stake holders and participants  who have registered becomes a  

common voice for the community.  

Participants: 

Assembly of Team members of ORDI, Volunteers  

Genetic Specialists of the place who gives a brief on the subject for which we have this event 

Most of the patients/parents/caregivers from the place who stress for their needs from stake holders  

One speaker from the sponsor for the event who shows their social responsibility 

Chief Guest for the event who gives his talks of wisdom for the event – Policymaker, Celebrity, VIP 

Flow of Agenda & media engagement: 

 Strictly follow the schedule and timelines for each speaker 

 Allocate a camera angle space for media persons for wide coverage 

 Set up large dais, Arch, Standees at the venue. This gives the size & importance of the event 

 Engage and keep the media personal till the end of the event 

Dedicate few of the volunteers to make live streaming of the event at all social media  



Event Day (Media Pictures for media).. 

Large dais has to be 

completely covered by 

camera angles 

 

Besides, media personnel 

camera man, we need to 

have our professional camera 

men where some of the good 

pictures can be given to 

media 



Event Day- Pictures for media – Identify pots for media within the event 



Patients participation – helps for Media Attention 

Only place to meet Rare diseases patients  

is the “Race for 7” event apart from their home and 

hospitals. Every roll of the wheel of wheel chair is the roll 

towards new beginning 



Celebrity – for Flag Off – Mr Karthikeyan –Formula 1 Racer   



More No of Celebrities More Voices  



Doctors participation- Expert Opinion counts Add value to news 

Every Genetic doctor in the 

city conducted has 

participated  

 



Interaction with- VIP /  Celebrity  

Youngest  MP- Member of Parliament 

  

Doctor and Health Minister of the State 

  



Post Event – Impact  

Post event print 

media articles in 

different media 

with different 

regional 

languages 



Post Event -Impact 



Spreading Positivity  - Thank you Messages for GOVT, ESI  for Supporting Treatment 



Add  some fun in the event for entertainment 



 Final Take away Message 

• Media Planning is a year long process , not a one time activity.  

• You cannot depend on one media and need to have a multi Media strategy 

• Need some wow factor for Media Persons to write. 

• VIP, Celebrities bring value to Media plan and their follower bases helps to spread 

message 

• Creative Event or Activity helps to draw the attention of the public and stake holders. 

• Media agency helps if Budget permits 

 



Your 
Organization 

In your  
City 

Country 

Lets us Join Hand to Host 



Thanks to all our Patients, Families, Care Givers, Doctors, Sponsor's, Volunteers and all Sponsors 




