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SECTION 1

WHAT IS RARE DISEASE DAY?
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What is Rare Disease Day?
 Created by EURORDIS and its Council 

of National Alliances in 2008

 An international awareness campaign 

for people living with a rare disease

 Takes place on the last day of February 

each year. This year, Sunday, 28 

February 2021

 Brings together the worldwide 

community of patients, families, 

patient organisations, healthcare 

professionals, industry, institutions & 

policy-makers to raise awareness 

 Global call to action: Share your 

colours

 Strength in the grassroots: lots of 

scope for adaption 
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Getting Connected Accessing Resources Preparing for the Day 

How to participate-an overview

• Become a friend

• Follow us on Social 

Media

• Share your coulours! 

(share your story, share 

a photo)

• Register for /access 

previous ‘how-to’ 

webinars

• Download campaign 

visuals

• Use the equity toolkit

• Organise an event

• Monitor new campaign 

communications

• Work to light up a 

monument or building in 

your country or 

community



SECTION 2

GETTING CONNECTED



Footer 7

BECOME A RARE DISEASE DAY 
FRIEND

Visit the RDD website fill your details 
to create your profile and keep it 
updated to help RDD community

SHARE YOUR COULOURS

Show your interest and actions by 
uploading photos of you, your friends, 
family and colleagues participating in 

RDD

FOLLOW US ON SOCIAL MEDIA

FB, Instagram & Twitter RDD 
accounts are available to join and 
share our content and messages. 

You can also use #RareDiseaseDay
to raise RDD visibility

How to start ?
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FRIENDS – PHOTOS - SOCIAL



SECTION 3

ACCESS CAMPAIGN RESOURCES



CAMPAIGN MATERIALS

Footer 10

The campaign has more than 100+ vibrant digital assets for 

Rare Disease Day and a video

You can use the translated materials (Mandarin, English, Arabic, 

Spanish, Portuguese, French, Hindi & Russian).

The official video campaign is translated in more than 40 languages.

The campaign includes a wide range of different ready to use assets 

prepared and customisable graphics (logos, toolkits, etc.).
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SOCIAL MEDIA
MASTERS
Rare Disease Day community works collectively.

Choose an existed asset or create your own 

version serving different needs. 

Some materials available in 7 different languages

You can also use the social material which 

includes pictures, badges, images and graphics.
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This includes materials designed 

for Facebook, Instagram, or 

Twitter ranging from frames and 

badges. 
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TELL YOUR STORY

-Raise awareness about rare diseases

and the impact on people’s lives by 

sharing your story.

- Submit a written or video testimony

on the Rare Disease Day website and 

be connected with the existed ones.



Access our
Webinars

Awareness raising advice from experts and experienced 

patient advocates from partner national alliances. 

Multilingual – translated in 8 languages (including 

French, Spanish, Russian and Portuguese) 

Keep an eye out for upcoming webinars.  
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MISSION: CALL FOR
EQUITY

An updated equity toolkit 

provides references, data and 

tools to help your advocacy 

work



SECTION 4

PREPARING FOR
RARE DISEASE DAY
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In the last campaign, more than 

550 events were held in 100 

countries to raise awareness, raise 

funds, or educate policymakers. 

WHY ORGANISE 
AN EVENT?
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USE RAREDISEASEDAY.ORG TO 
PROMOTE YOUR EVENT

Adding an event to the event map helps to promote it 

and link it to the global community 

Participation to the 
Global Chain of Lights 

(illuminate local 
buildings)

Ask for calls and 
meeting from the local 

authorities

Host webinars to raise 
awareness for Rare 

Disease Day with 
interesting speakers 



More than 500 buildings were illuminated as an action 

of great support for Rare Disease Day 

It’s easier than you think!

Work on this project by starting approaching the local 

authorities of the building you tend to ask join the 

Global Chain of Lights.

Watch our ‘how to video’ in English, French, Spanish or 

Portuguese 

Illuminating Buildings AndoraNairobi

Athens

Toronto



What’s coming 
for 2022?
New website! With better features to support events and 

finding resources

New 20 second video! Delivered earlier and shorter so 

can be used by national alliances for public broadcast 

Under discussion

A toolkit to talk about rare disease in schools

Ideas on how to share your colours at home and work



THANK YOU!


