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H Rare Disease Day 8sopoBetr|Onke to 2008 amo LIVING WITH A RARE DISEASE
tov EURORDIS-Rare Diseases Europe kat to

ZUMBOUALO EBVikwV Opyaviopwv AcBevwv. Ztnv

EAANGSQ, €TLONPOG UTTIOOTNPLKTHAG TNG

Slopyavwong elvat n «EAANvIkn Zuppayia yua |

TOUG XTtavioug AcBevelg - Rare Diseases Greece». HRAREDISEASEDAY w
- 28 FEBRUJ&HV 2[]22 RAREDISEASEDAY.0RG

AL NA YNOLTHPIZETE TH

ENHMEPNONTAL I'lA TH EHMALIA TOY

LINANIOY ALBENH
Znpepa meplocotepol armo 300 ekatoppupla « 300 £k. oL oTt@vioL acBeveig og GAoV Tov
avBpwrtoL o€ OAoOV ToV KOO0 TIdoyouv amnod pia KOOHO
omtavia acBevela. ‘OAol pali, mepa amnd oclvopa +  Meplocotepeg amd 6.000 OL OTIAVLEC
Kat AapBdvovtag uttoyn OTL oL OTIAVLIEG A0BEVELEC aoBéveLeC
uttoAoyi¢ovtat o€ 6.000, Epyagopacte yLa o +  T0 72% TWwV OTIAVLWV TIABoEWV elvat
Slkaln mpooPBaon otn dtdyvwaon, tn Bepareia, VEVETIKAC (pUONC
TN PPOVTISa KL TIG LOEG KOWWVIKEG EUKALPLEG, +  T0o 70% TWV OTIAVLWY YEVETIKWV TIAOCEWV
To B<pa yua tn Rare Disease Day 2023 tval gkSNAwvovTal otnv TTaLsLkr nAkia
GHARE YOUR COLOURS! 4. Yriootnpi&te otoug uttelBuvoUG xapa&ng

_ TIOALTLKNAG TA SIKALWHATA TWV OTIAVLWY acBevwv
IAEEL A NA YNOLTHPIZETE TH OETINH MAL yla avepmédiotn mpoofaocn os Stdyvwon,
KAMIANIA Beparela kal povtida. MNa mePLocOTEPES

TIANPOYOPLEG yLA TNV UTIOOTAPLEN TWV OTIAVLWVY

1. Motpaoteite pia pwtoypapia yla Ssifete TNV acBevwv oto TAaioLo tng KaBoALkng

aMnAeyyUn oag Tpog Toug avBpumoug iou {ouv  YYELOVOULKNG KaAudng Tou Maykoopioy

oTNV KOWOTNTA 0a¢ KAl TTAcY0oUV aTto pia omdvia Opyaviopou Yyelag UmopeLte va avatpegete
acBévela! Motpaoteite pia pwtoypapia dmou OTO OXETLKO £yYpapo Tou Rare Diseases
ametkoviovtal xépla Bappéva pe évtova xpwpata  International.

KaL avaptrjote tnv ota social media , , , )
XpNoLpomouwvtac to hashtag #RareDiseaseDay kat 2 MOLPAOTELTE TA UALKG TNG VEAG KAPTIAVLAG TIOU

k&vovtag tag @rarediseaseday. s'Lva_L Slab¢olpa otnv evotnta “downloads
section”.

2. KateBdote to logo tng Rare Disease Day kat

SLASWOTE TO 0T ALASIKTUO. XPOLUOTIOLAOTE TO 6. MpooBeate To mMAaiato Tou Facebook Tou

logo oe flyers, t-shirts, akdpn Kat o€ KELK. OPYQAVLOHOU HAG OTNV £LKOVA TOU TTPOo@IA oag

Ol SuvatdTNTEC elval amepLOPLOTEC! ota social media!

3. AELoTIOLNOTE KAl XpNOLPOTIOL|OTE OTATLOTLKEG YLa
TLG OTTAVLEG TTABNOELG YLla va Sel&ete OTL oL oTtaviol
aoBeveic lval toA\ol:

'Epeuva Tou Snpootelbnke pdogata otnv European Journal of Human Genetics ané toug EURORDIS-Rare Diseases Europe kat Orphanet &
Orphanet Ireland pe titAo “Estimating cumulative point prevalence of rare diseases: analysis of the Orphanet database”. H avdAuon a@opd yeveTikeg
OTAVLEG TIABNOELG Kal SeV TIEPIAAPBAVEL OTIAVLEG HOPPEG KAPKIVOU, OTIAVLEG AOBEVELEG TTIOU TIPOKAAOUVTAL ATIO OTIAVLEG BAKTNPLAKEG I} HOAUCHATLKEG
vOoouG | SnAntnpLaoceLs. https://www.nature.com/articles/s41431-019-0508-0



1.EAATE MAZI MAL LTA
SOCIAL MEDIA

ENEPTONOIHBEITE LTA SOCIAL MEDIA

Motpaoteite pwtoypaplieg kat Bivteo amod Tig
ek&NAwWOELG TG Rare Disease Day ota social
media xpnotlpomowwvtag to hashtag
#RareDiseaseDay kal To tag @rarediseaseday.

AKOAQYBHLTE MAL!

EvnuepwOeite yLa ta TeEAeuTala PAG VEQ OXETIKA
HE TNV Kapmavia tng Rare Disease Day

-

akoAoubwvtag pag oto Facebook, oto Twitter kat
oto Instagram.

MpooBéote To TAaioLo tou Facebook armo tn
oeAida pag kat to Twibbon otig pwtoypagieg Tou
TipowiA oag!

XPHLIMOMOIHLTE TO ENIZHMO HASHTAG

To #RareDiseaseDay €lval to enionuo hashtag
NG Kapmaviag yLa tn Rare Disease Day.
XPNOLUOTIOLAOTE TO OTLG AVAPTrOELG 0ag yLa va
evioxuoete tn Suvapikn tng Maykoéopiag
Kaumaviag!

2.0PTANOLTE MIA EKAHAQZH

Ka&Be xpovLa, XIALASEG EKENAWOCELG OpyavwWVovVTaL
O€ TIEPLOOOTEPEG aTto 100 xwpeG yla tn Rare
Disease Day. Adyw tng mavénuiag, ta
Tieplocotepa event Ba Ste€ayxBouv SLadLlktuaka
Slvovtag tn duvatdtnta o avBpwtoug amod OAov
TOV KOOHO VA CUPHETACKOUV KAl VA EVWOOULV TN
pwvr) Toug padl oag.

OpyavwoTte €va SLaSLKTUaKO event tnv Teplodo

@ SHARE YOUR &

Tou PePRpouapiou Tou elvat o Mrvag tng Rare
Disease Day yLa va eVNUEPWOETE TNV KOWOTNTA
0aG yLa Ta B€Pata Twy oTIavIwyY TTabrjcewv.
Mapakdtw Ba Bpelte emituxnNPEVES Kal
SOKLUAOUEVEG LEEEC ATt TIPONYOUHEVES
SL0pyavwaoeLg og OAOV ToV KOGHO:

* Alopyavwote €va webinar

* PWTaywynoTe éva KTipLo yla tnVv MNaykoouia
Huépa Zrdviwv Mabrocwv: Asite Tnv
€PYAAELOBNKN pag Kat TTapakoAouBriote to webi-
nar pag yla Xpriolpeg U BOUAEG.

* Kdvete live petadooelg oto Facebook kat oto
Instagram kat KaA€oTe Toug piAoug oag va oag
TIapakoAouBrjocouv eualebnToToLWVTAg TOUG.

* Kpatrjote éva €pyo téxvng, hla pwtoypagian

OLOUR

ON SOCIAL MEDIA!

SLopyavwaoTeE Evav SLayWVLOHO KELUEVOU.

* OpyavwoTe €vVav KOWVWVLKA aTtooTACLOTIOLNUEVO
niepimaro.

* Opyavwote pia abAnTikr Slopyavwon.

* MapoucLAoTe OTLG TOTILKEG ApXEG Pia ypartth
SLaKNpUEN HE TLG BACLKEG apXES TNG
TipwToBouAlag.

ANAPTHELTE THN EKAHAOLH TAL

‘Otav £XETE OPYAVWOEL TNV EKSNAWOT 0ag,
avaptAoTe TNV otnV LotooeAiSa tou Rare Disease
Day yLa va mipootebel 0To nUEPOAGYLO
EKSNAWOEWV TIOU AapBAavouv xwpa oe OAOV ToV
KOGHO.

Mnv &exdoete va aveBacete pwtoypagieg kat
Bivteo peta tnVv ekdnAwor) oag!

ENHMEPAOXTE T'lA THN EKAHANLH IAL

‘ExETE Opyavwoel pia ekSHAwon, aA\d Sev
yvwpilete Twg va tnv ipowdnoete; KateBaote
UALKO artd tnv enionun LotooeAida tng Rare
Disease Day. Av ayartdrte to graphic design
pTopeite va SnpLoupyroste To SIKO 0ag OTITLKO
UALKO YpnoLpoTiolwvtag otolyela amd tnv
Kapmavia (xpwpata tng Rare Disease Day,
TILVEALEG, TIOPTPETA NPWWV KAL TIOAAA GAAQ...).



3. FINETE ®IAOL

O¢Aete va Sel&ete TNV UTTOOTAPLEN TOU
opyaviopoU 1 tng eTalplag oag oTnv Kaumavia;

Mvete d{Aog tou Rare Disease Day! To povo mou

xpeLadetal elvat va Swoete ta otolyela oag yla va

SNHULOUPYNOETE TO TIPOYIA 0aG OTNV LOTOCEALSA
Tou Rare Disease Day. Katd autov tov tpoTto,
OAoL Ba prtopouv va souv TV uttootpLEn oag
TIPOG TOUG OTIAVLIOUG aoBeVE(G.

Mnv &exvate va iep\apBAVETE TLG SLKEG 0ag
Spdoelg yla tn Rare Disease Day!

4.NEITE THN ILTOPIA LAL

EVNUEPWOTE yLA TLG OTIAVLEG TTABAOELG KAl TNV
emimtwon toug otn wr) TwWv acbevwy, Pe To
Va POLPaOoTELTE TN SLKI) 00¢ EPTIELPLA €AV loTE
OTIAVL0G aoBevng ) Qv povtilete aoBevr) P
omavia taenon.

Mmopeite va otelete pla ypamtn i
BLvteooKoTNpEVN paptupla yLa tnv LotooeAisa
Tn¢ Rare Disease Day kat va dtaBacete tig nén
avaptnpeveg Lotopieg!

9.ANANABETE TOMIKH APALH

Mapd\AnAa e tn SLopyavwon eKENAWOoEWVY,
pTopeite va avaidpete 6pdon otn xwpa, otnv
TIEPLOXN 1] OTN YELTOVLA 0aG LA VA EVNUEPWOETE
yla TLG OTtAvLEG aoBeVELEC!

Me tn Rare Disease Day kQvoupeE €KKAnon yLa
LoOTNTA Kat SLKaloouvn yla Toug avBpwTioug o€
OAOV TOV KOO0 oL ottoiot {ouv pe pia omavia
maénon.

ENIKOINONHLTE ME TA MME

ETILXELPOTE VA ETILKOWVWVIOETE PE TLG TOTILKEG N
TIEPLPEPELAKNG EPPEAELAG EQNUEPLEES KAL TOUG
padlowvikoug otabpoug yLa va eEacalioste
KAAUYPN TNG EKENAWONG TIOU SLOPYAVWVETE YLA TN
Rare Disease Day.

Anooteilete €éva Aghtio Tumou ota MME tng
TiepLoXNG oag, dlvovtag epgpacn ota onueia
€Kelva IOV Elval GNUAVTLKA yLa TOUG OTIAVLIOUG
aoBeveig otn xwpa oag.

MapakoAouBrjote to webinar pag ‘How to use
Rare Disease Day to advance your advocacy
objectives’ yla va pdabete ta faoika Bripatal

SHARE YOUR STORY WITH US!

iCOMPARTAN SU HISTORIA CON NOSOTROS!
PARTAGEZ VOTRE HISTOIRE AVEC NOUS!

WWW.RAREDISEASEDAY.ORG/TELL-YOUR-STORY

EUROPE

RAREDISEASESGREECE.GR
GREECE
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RARE DISEASES

SHARE YOUR OOOURS _

Rare Disease Day is organised by EURORDIS-Rare Diseases Europe
RARE DISEASE DAY and 65 National alliances of patient organisations for rare diseases.



- RARE DISEASE DAY®

APAXTE NMOAITIKA

ZUVTAETE Pia EMLOTOAN yLa Toug uTtELBUVOUG
XAPAENG TIOALTLKNG KAL EVNUEPWOTE TOUG yLA TA
OnNPavTLka BEpata ou avtlpeTwi{ouv ot
aoBevelg pe oTiAvieg TABAOELG OTn Ywpa oag.
MpotpedPte TOUG va KAVOUV TIPOTEPALOTNTA TOUG
TOUuG omtdvioug aobeveig!

Yriootnpi&te otoug utteLBuvVoUg XApagng
TIOALTLKN G TA SIKALWPATA TWV OTIAVLIWY acBgvwv
yla avepmiodLotn ipdofacn os SLayvwon,
Beparmela kal povtida. Na mEPLooOTEPEG
TIANPOYOPLEG yLa TNV UTIOOTAPLEN TWV OTIAVLWV
aoBevwv oto TAaiolo tng KaboAwkrg
Yyglovopikng Kahuygng tou MNaykoopLou
Opyaviopou Yyelag propeite va avatpegete oto

OXETLKO £yypawo tou Rare Diseases International.

MPOOKAAEDTE TIOALTIKOUG Va ETILOKEPOOUV TNV
opydvwon oag, va iapakoAoubrjcouv pila
€KSNAWON 0ag 1) va eTILOKEPOOUV Eva EPEUVNTLKO
KEVTPO yLa TLG OTtAvLEG TtabroeLg. EvBappuvete
HEAN Ttou KowvoBouAiou tng xwpag oag va yivouv
HEAN Tou Parliamentary Advocates for Rare
Diseases.

AIALHMA TIPOLAONA

MNpooegyyilote TpoOowWTa IOV Xaipouv
SnpooLotNTag 0T XWPa 6ag yla va
uttootnpi§ouv Toug okotoUg tng Rare Disease
Day Kat TipotpePTe TOUG va KAVOUV €va post yLa
To #RareDiseaseDay ota social media.
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6.MOIPALTEITE Tz ®ATOrPADIEL LAY

Edv go€lg, oL iAol n oLkoygveLla kat oL
ouvadelpol oag cuppetexouv otn Rare Disease
Day, pnv &EXAOETE VA aVaPTHOETE PWTOYPAPLEG
aro TG §pacTnPLOTNTEG 0AG OTNV LOTOOEALSA TOU
Rare Disease Day!

7.KATEBALTE TO ENHMEPATIKO YAIKO

Mrtopelte va xpnolJoTiolnoeTe EAeUBepa TO ETLONPO
EVNHEPWTLKO UALKO Kal To logo tng Rare Disease Day
yla tnv mpowBnon Twv eKSNAWOCEWV 0ag,

detog BENOUE Va PoLpaoTElte Ta Xpwpatd oag! MNa
aUTOV TOV AOYO £XOUME SNULOUPYNOEL pia eTiAoyn
armo Stabeoipa UALKA. Ete€epyaoteite ta, poobeote
10 logo oag, HoLpaoTELTE Ta KAL PNV XAOETE TNV
guKaLpla va TIAPETE PEPOG OTOUG TIAYKOGHLOUG
goptacpoug tng Rare Disease Day.

To UALKO €XEL HETAWPAOTEL OTLG TIAPAKATW YAWOOEG:
Mavdapwika (Kwedika), AyyAkd, ApaBika, lomavika,
MoptoyaAtkad, MAAKA, Xivtt kat Pwotka.

Emtiong Stabsotpa yua petagoptwon (download)
elvau:

* To entionuo logo tng Rare Disease Day

* H epappoyr] ya tnv Avtiotpopn Metpnon
* To Rare Disease Day style guide

* [POPPOATOOELPEG

* H epyalelobnikn yla ta Webinar



H ILTOPIA THL MATKOXMIAL HMEPAL
LNANION NMAGHEEQN

@eopobetnuévn amd tov Eupwrtaikd Opyaviopod
Iraviwv NMabrioewv EURORDIS kat 1o ZupBoUALo
EBvikwv Opyaviopwv AcBevwy, n ipwtn
Maykoopla Huépa Zraviwy MNabrjoswv

SlopyavwBnke to 2008 pe TN cUPPETOXT 18 XWwPWV.

O EURORDIS ouveyileL va ouvtovileL tnv
TIayKOOPLA KAPTIAVLA O€ GUVEPYACLA PE TNV V
TIaykOopLa Koo TnNTa Twv achevwv. OpyavwoeLg
aoBevwv arnd tn Bopela ApepLkn éswoav To
TIapWV oTnV Kwntotoinon to 2009 kat JexpL to

2010 akoAouBnoav evwaoeLg armd OAEG TLG NTELPOUG,.

OL EBvikég Tuppayieg (National Alliances)
ouvtovidouv tn Rare Disease Day o€ €BVIKO
EMTES0, OE CUVEPYAOLA PE TLG OPYAVWOELG
aoBevVWV KaL cUXVA 0pyavwvouv pia ekdnAwon

€0VIKNG ePBEAELOG ATTOOKOTIWVTAG OTNV
euatoBnromoinon kat vepyottoinon Twv
UTTELBUVWV yLa TN XAPAgn TIOALTIKWV.

O aplBpoC TWV XWPWV TIOU CUPHETEXOUV AUEAVEL
KAOE XpOVO, PE XIALASEG EKENAWOELG KaL SPACELG
va Slopyavwvovtal og OAEG TG NTelpoug Kabe
deBpoudplo A ekelvn TNV TIEPL0S0. TUVOALKA,
aro 1o 2008 £xouv SLopyavwBel ekENAWOELG o€
TIEPLOOOTEPEG a0 100 YWPEG.

ArjAwon amormroinon euBovng: H Rare Disease Day bgv e€unmpetel
TNV MPowWONaonN EUTTOPIKWY CUUPELOVTWY Kal ITPOIOVTWV.

lNa mAnpoopiec oxetikd ue tn xprion Tou logo mapakaioUue va
Siafdoete Toug Opouc Xpriong kai To yxelpidio xprnong.

| SUPPORT

RARE DISEASE DAY

28 FEBRUARY 2023
#RAREDISEASEDAY
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