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Letter of Agreement between the National Alliance XY on Rare Diseases recognised by EURORDIS and its partners 
for participating in Rare Disease Day 2009
EURORDIS, in collaboration with National Alliances member of the Council of National Alliances, has established the annual ‘Rare Disease Day’, held on the last day of February every year. 

EURORDIS has deposited the trademark “Rare Disease Day” with the logo [image: image2.jpg]Rare Disease Day



 .
EURORDIS is dedicated to promote the Rare Disease Day at the European and international level. Eurordis has entitled the National Alliances, which are a member of Eurordis, to use this Logo and Trademark subject to the conditions stipulated by Eurordis. Furthermore, the National Alliances are entitled to grant the use of the same to organisations participating with the National Alliance (hereafter the “participating organisations”) within their specific country for the Rare Disease Day 2009. 
Participating organisations are entitled to use the following elements:

· Rare Disease Day website: www.rarediseaseday.org, featuring all relevant information, events, photos, videos etc.
· Rare Disease Day name and logo

· Rare Disease Day poster 

· Rare Disease Day Info Pack + media pack + press release

· EurordisCare Survey Book “The Voice of 12,000 Patients”

These elements can be downloaded on www.rarediseaseday.org

Participating organisations agree to the following:

1. Use the Rare Disease Day logo without any changes

2. Use the theme and focus as defined by EURORDIS and the Council of National Alliances: Theme: “Rare Diseases – a public health priority”/ Focus 2009: Patient centred care

3. Use the Rare Disease Day poster, including logo, adapting it to their local language but without any other major changes 

4. Link Rare Disease Day website (www.rarediseaseday.org) on their website 

5. To fill out the “Review RDD 2009” and send it to Eurordis for a consolidated report of events and Media coverage.
6. To use Logo and Trademark only in the context of the Rare Disease Day 2009. The Status of being a “participating organisation” has to be renewed each year for the Rare Disease Day.
7. To comply with any additional conditions entered into with the National Alliance, e.g. an obligation to submit the actual use of the Logo for approval.

All participating organisations coordinate the planning of their activities with the National Alliance, in order to maximize the success of the event.

Only National Alliances will have access to update their National page on the Rare Disease Website. Participating organisations will send their information to their contact partner at the National Alliance for approval.
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