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Maximising Social Media around
Rare Disease Day

RobPleticha
Online Community Manager, EURORDIS
robert.pleticha@eurordis.org
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Answering Questions

Chat 22 (Everyone ) —_

Technical problem?
Write: jean.marc.sfeir@eurordis.org
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RARE DISEASE DAY*

Agenda

A EURORDIS and Rare Disease Day History
A 2016 campaign

A Organizing an event

A Promoting an event on social media

A Monitoring the online conversation

A Thunderclap campaigns

A RareConnect.org

A Your questions
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Who we are

EURORDIS a nongovernmentapatient-driven
alliance of patient organisations and individuals
active In the field ofare diseasesdedicated to
iImproving thequality of life of all people living

with rare diseases in Europe. -
&

Eurordis.org EURORDIS

Rare Diseases Europe



http://www.eurordis.org/
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A To build a strongan-Europeancommunity of
patient organisations and people living with rare
diseases. (695 members to date)

RARE DISEASE DAY*

A To be theivoiceat the European level and to
fight against the impacbf rare diseases on their
lives.

A International initiatives: Rare Disease Day, Rare
Disease International, RareConnect.org
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Rare Disease Day (RDD)

A 2008 started by EURORDIS, CNA, including evel
In 18 countries

A 2015 saw growth of RDD to incluélb countries,
MmnnnQa 2F SOSYUa

A 2016¢ Monday, February 29th will beé"®dition
of RDD
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Number of countries with RDD events
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Theme/Slogan 2016

Theme:Patient Voice

SloganJoin us in making the voice of rare
diseases heard
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RARE DISEASE DAY*

Social media profile image

A On Feb. %, change your profile photo and cover
photo on Twitter, Facebook, Instagram, etc. to the
RDD logo

A Send out the materials in@rivate message or
emailto your contacts who might also be
Interested Iin supporting RDD.

A Get personal tell your followers what RDD
means to you and how they can be involved.
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Join me in changing your social media profile photos for the month of
February for Rare Disease Day on Feb. 29, 2016!

) y | o

BAREDI‘SEASE DAY 2016

- 29 FEBRUARY

JOIN US IN MAKING
- THE VOICE OF

. RARE DISEASES HEARD

M Like ¥ Commen t # Share Hootlet €9y storify
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Event or campaign ideas

RARE DISEASE DAY*
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Educationat doctors, students

Awareness raising

Community basedRare Disease March Vienizalau
Fundraiser gala, fun run

Social eventsmorning tea, cocktail, dinner
Patients to meet policy makers, politicians

To To To To Do o




X Wl AP B

soreeninsy - RDD 2016 Postel

JOIN US IN MAKING Nt/
THE VOICE OF

RARE DISEASES HEARD  msenseascon 86

Download it here:
http://bit.ly/INpNmM90

=0 l'ﬂ EURORDIS produces and publishes tools for

N e b B oM L s W e m anyone interested in building awareness for

F G o@es= - oo @ s @3 noncommercial use.
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http://bit.ly/1NpNm90
http://bit.ly/1NpNm90
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RARE DISEASE DAY*

In kind support for your event

A Examplesprinting of invitations, leaflets,
posters, providindgood for an event, donating
t-shirtsfor your walk, allowing you to use
room andequipmentfor an event

A{2YS 3IANRdzLJA 2NJ AYRA O}

A Helpsbuild community supportfor your work
and involve more people in RDD

A Target individuals, large companies, local
businesses
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Social media for event promotion

A 1st step: please share event with RDD.org, currently by
emailingraredisease@eurordis.oytater through form
on 2016 website

A Earlier the better, with a Save the Date page on your
website, email to contacts

A Share event weekly on all channels in the month
leading up to the event

A Tag Rare Disease Day on Facebook and Twitter so we
can help promote your event


mailto:raredisease@eurordis.org
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Share your Event with RDD.org

7> Australia - 28 Feb 2016

Rare Disease Day Walk & Fun Run

ORGANISED BY:

Rare Friends FNQ
City: Cairns

>> Contact

2

In its 8th year, the 3 or Skm Walk or run takes place on the picturesque Cairns Explanade.

Sausage Sizzle, Jumping Castle, icypoles and prizes.

> Organisation affiliated:
0

* RARE FRIENDS
' Far North Queensland - https://iwww rarefriends org - +61419545521

>> Contact

Rare Friends is a community of supporters for Far North Queenslanders
affected by rare conditions.

Have an event to share for 20167
Write: rarediseaseday@eurordis.org
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Save the Date for Rare Disease Day at NIH E DAY 2016

NIH will host its next Rare Disease Day on Feb. 29, 2016. The UARY
event aims to raise awareness about rare diseases, the patients

they affect and the research collaborations that are addressing

rare disease challenges. Sponsored by NCATS and the NIH

Clinical Center, the event will take place from 8:30 a.m. to 3:30

p.m. in Masur Auditorium in Building 10 on the NIH campus in

Bethesda, Maryland. The day will feature tours, posters and

exhibits, and presentations. NCAT S will provide more
information as it becomes available.
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DAS PROGRZ

Treffpunkt am Chris\ian-Broda-P
seltenen Erkrankungen
g im innenhof

\atz, 1060 Wien
10:30

Marsch der
11:00 Start. .
en im MuseumsQuamer. Ausklan
are Austria, Baroc

GEHT'S, MARSCH

]
Informationen iber Pro R

DER SELTENEN ERKRANKUNGEN 1230 Ilomeion scuarted |
SAMSTAG' 21. EBRUAR 20\6 13:30 Generalversammiung Pro Rare Austria

hnhof)
nsh.m»Brod:rPhu (ooim Wostbal

12:00 Eintreff ve Suite A, B, C

10:30 Uhr am Chv

*’ pio rar9 ausiria

allianz 10r seltene erkrankungen

Like Comment Tag Photo
Pro Rare Austria Album: Timeline Photos
* " Save the datel " Shared with: @ Public

Anlasslich des Rare Disease Day 2016 findet der Marsch der seltenen Erkrankungen am

Samstag, den 27.02.2016 statt. @ Tag This Photo

Wir freuen uns auf e Open Photo Viewer

Download
Embed Post

ttps://www.facebook.com/events/839988602704592/
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