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Main figures: Rare Diseases & Rare Cancers

+6000 Prevalence RD: Not more than Estimated 30 million
Distinct rare diseases 5 affected persons people living with a Rare
Disease in Europe
per 10 000
+200 Incidence RC Estimated 5.1 Million
Distinct rare cancers less than 6 individuals per people living with a Rare

Cancer in Europe

100,000 a year

Shared Challenges:

Difficult access to timely, accurate diagnosis (long delay), specialised care and adequate

treatment;
Less research, few registries.
Loneliness and isolation amongst patients and carers.
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EURORDIS - Mission & Vision

EURORDIS-Rare Diseases Europe is a unique, non-profit
alliance which strengthens the patient voice to shape
rare disease research, policies and patient services

Our vision

Better lives and cures for people living with a rare
disease (all types)

Our mission

Work across borders and diseases to improve the lives

of people living with a rare disease iiEununms




Founded in 1997

Over 970 member patient organisations in 74 countries (27 EU
countries)

37 National Alliances in Europe of RD patients organisations

80 European Federations of specific rare diseases

Established 24 European Patient Advocacy Groups (ePAGS)
corresponding each to one European Reference Networks (ERNS)

4 ERNSs relevant to Rare Cancers: PaedCan, EURACAN,
EuroBloodNet & GENTURIS

30 ePAGs’ advocates voicing the needs of Rare Cancer
patients in ERNs (team up with EURORDIS)
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Get involved in the
international
Rare Disease Day
campaign

Special tips for
rare cancers
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Rare Disease Day *

Held on the last day of February each year e

Raises awareness amongst the general public and decision-
makers on rare diseases and their impact on patients' lives.

Website: https://www.rarediseaseday.org/
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Rare Disease Day

RAREDISEASEDAY.ORG

Discover our ‘Heroes’ which reflect the diversity and the strength of the united rare
disease community, including rare cancers
with Regina (a rare cancer survivor).

In 2022, Regina will be featured again as one of our heroes
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https://www.rarediseaseday.org/page/news/meet-our-heroes

Rare Disease Day *

RAREDISEASEDAY.ORG

Share Your Story

The Rare Cancers community can submit their stories

on the rare disease day website
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https://www.rarediseaseday.org/tell-your-story

Rare Disease Day

RAREDISEASEDAY.ORG

The overarching call to action is to Share Your Colours

We are asking the global community to participate and
encourage people to find lots of creative ways to show this to
the world.

You can find the RDD logos in these 3 colours on the
downloads page in the logo packet:

https://www.rarediseaseday.org/downloads
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Rare Disease Day

RAREDISEASEDAY.ORG

Organise an awareness raising event in your area
Each of you can organise an event of your choice to voice

the challenges of your disease community
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Rare Disease Day

RAREDISEASEDAY.ORG

Post your event on rarediseaseday.org

Raise awareness on the common challenges of rare diseases or of
those specific to rare cancers.

Rare Disease Day and the global movement build momentum and
bring attention to the cause
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Rare Disease Day

RAREDISEASEDAY.ORG

Use the adaptable materials

For your social media, your organisation's website and social
media, your office, your home, anywhere - communicate together
with the united community and help build momentum to put rare

cancers with rare diseases in the spotlight!

Posters, social media banners, logos and more.
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https://www.rarediseaseday.org/downloads

Rare Disease Day *
NEW!

RAREDISEASEDAY.ORG

Discover and use the school toolkit !

This year, there will be a school toolkit to encourage conversations
with young children about living with a rare disease:

Everything you need to open a discussion with young people to
help them become more understanding and aware
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Rare Disease Day

RAREDISEASEDAY.ORG

Promote equity for people living with a rare cancer, and
therefore for rare diseases!

In the information pack about the UN, WHO and global
efforts to answer the needs of people living with a rare
disease, you'll learn more about the challenges our
community face, including reaching a diagnosis, having
access to the same social opportunities, and having access
to treatments
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https://download2.rarediseaseday.org/2021/Equity_Toolkit_Rare_Disease_Day.pdf

Rare Disease Day *

RAREDISEASEDAY.ORG

The RDD 2022 official website
will be launched
on 20 November !
Connect at www.rarediseaseday.org

And join us !
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