


TI EINAI H RARE DISEASE DAY

H Rare Disease Day/Maykéopia Huépa Zmaviwv
Madrjoswv anoteAel tnv enionun aykoéopLa
Spdon evaloBnrToToinong Kat evnuEPWOnNG, Kat
goptadetal KABe xpOvo TNV TEAEUTALA NPEPA TOU

deBpouapiou. O kKUPLOG OKOTIOG TNG Elval va
£UALOONTOTIOLOEL TO EUPU KOLVO KL TOUG

uTtELBUVOUG ANPNG ATIOWPATEWV YLA TLG OTIAVLEG
TIABrOELG Kal TLG ETLITTWOELG TIOU €X0uv otn {wn
Twv acBevwv.

H Rare Disease Day BgopoBetr|Onke to 2008 ano
tov EURORDIS-Rare Diseases Europe kat to
ZupBoUALo EBvikwv Opyaviopwv AcBevwv. Xtnv
EA\GSq, eTioNpOG UTIOOTNPLKTAG TNG
Slopyavwong sivat n Evwon Znaviwv AcBevwv
EAAGSOC (E.S.A.E.).

[NL NA YNOLTHPI=ETE

ENHMEP(NONTAL ['1A TH LHMALIA TOY
LMANIOY ALGENH

Zuepa eplocotepoL anod 300 ekatoppupLa
AvBpwTIoL o€ OAOV TOV KOGHO TIACXOUV amo pia
omavia acBévera. ‘OAot padl, mEpa amod clvopa
Kat AapBavovtag uttoyn OTL oL oTIAvVLEG aOBEVELEG
uttoAoyi{ovtal o€ 6.000, pyalOPAOTE yLa TILo
Sikaln pooBaon otn SLayvwon, tn Bepareia,

TN Ypovtida Kat TLG L0EG KOWVWVLKEG EUKALPLEG. To
B¢pa yia tn Rare Disease Day 2024 ival

GHARS YOUR COLOURS!

IAEEL [1A NA YNOLTHPIZETE TH ®ETINH MAL
KAMINANIA

1. Molpaoteite pila pwrtoypapia yla Seifete tnv
aAANAgyyUn oag Ttpog Toug avBpwrtioug Ttou {ouv
oTNV KowotnNTd oag Kat Ttacyouv and pia onavia
acBévela! Molpaoteite pila pwtoypagia omou
amnewkovidovtal xépLa Bappéva Pe évtova xpwpata
KaL avaptrote tnv ota social media

xpnotpomowwvtag to hashtag #RareDiseaseDay kat

Kavovtag tag @rarediseaseday.

2. KateBdote to logo tng Rare Disease Day kat
5Ladwote To 0To ALaSIKTUO. XpNOLHOTIOLHOTE TO
logo o€ flyers, t-shirts, akdpn kat o€ KELK.

OL Suvatotnteg elvat amepLOpLOTEG!

3. AELOTIOLNOTE Kal XPNOLUOTIOL|OTE OTATLOTLKEG YLa

TLG OTTAVLEG TTABNOELG yLa va Sei&ete OTL oL oTavioL
aoBeveig elval ToAoL:

300 ek. oL oTtavioL aoBevelg og GAOV TOV KOGHO.
Meploodtepeg armod 6.000 oL oTIAVIEG A0BEvVeLEg
To 72% Ttwv oTIAVLWVY TIaBroewV lval YEVETLKNAG
puong

To 70% TwV OTIAVLWV YEVETLKWYV TIABNoEWV
€KSNAwvovVTAL TNV TIALSLKA NALKLa

4. Yriootnpi&te otoug umtelBuvoug xapagng
TIOALTLKNG TA SLKALWHATA TWV OTIAVLWY acBevwv
yla aveumtodiotn podopacn o€ SLayvwon,
Bepameia kat wpovtida. Ma eEPLOCOTEPES
TIANPOYOPLEG yLa TNV UTIOOTNPLEN TWV OTIAVLIWV
aoBevwv oto TAaioLo tng KaBoALkng
YygLovoputkig KaAuyng tou MaykoouLou
OpyaviopoU Yyeilag pmopeite va avatpegete

OTO OXETLKO £yypayo Tou Rare Diseases
International.

5. Molpaoteite Ta UALKA TNG VEQG KAPTIAVLAG TIOU
glval sLabeoipa otnv evotnta “downloads
section”.

6. MpooBéote To MAaioLo tou Facebook tou
OPYQVLOPOU Hag 0TNV £LKOVA TOU TIPOYIA 0ag
ota social media!

""Epeuva Tou SnpooctelBnke ipdopata otnv European Journal of Human Genetics amé toug EURORDIS-Rare Diseases Europe kat Orphanet &

Orphanet Ireland pe titho “Estimating cumulative point prevalence of rare diseases: analysis of the Orphanet database”. H avéAuan apopd yeVeTIKEG
OTIAVLEG TIABr OELG KaL S€V TIEPLAAUBAVEL OTIAVLEG HOPYEG KApKivou, OTIAVLEG aoBEVELEG TTOU TIpOKAAOUVTAL amnd OTIAVLEG BAKTNPLAKES 1) HOAUCHATLKEG
vAooug ) SnAntnpLaceLs. https://www.nature.com/articles/s41431-019-0508-0



1.EAATE MAZI MAL LTA
SOCIAL MEDIA

ENEPTONOIHBEITE LTA SOCIAL MEDIA

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

AKOAQYBHLTE MAL!

EvnuepwOeite yLa ta teAeuTala pag véa OXETIKA
UE TNV Kautavia tng Rare Disease Day

akoAoubwvtag pag oto Facebook, oto Twitter kat
oto Instagram.

MpooBéote To TAaioLlo tou Facebook armo tn
oeAiba 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
Kapmdaviag!

2.0PTANOLTE MIA EKAHANZH

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

Opyavwote eva SLaSLKTUaKO event tnv Teplodo

Tou PePpouapiou Tou elvat o Mrvag tng Rare
Disease Day yLa va eVNUEPWOETE TNV KOOTNTd
0aG yLa Ta BEPata TwWy oTIAaVIWY TTabr|cEwv.
MNapakdatw Ba Bpelte emituxnPEVEC Kat
SOKLUAOWEVEG LEEEC ATIO TIPONYOUHIEVES
SlopyavwoeLg o€ OAov Tov KOOHO:

* Alopyavwote €va webinar

* PWTaywynote éva KTipLo yla tnv Maykdéouia
Huépa Zrdviwv Mabrocwv: Asite Tnv
EPYAAELOBNKN Pag KAl TIapakoAoubrjote To webi-
nar pag yla XpriolPeg oUPBOUAEG.

* Kdvete live petadooelg oto Facebook kat oto
Instagram Kat KaA£oTe Toug PIAOUG oag va oag
TIApaKoAouBriocouV euaLoBnTomoLWVTAG TOUC.
 Kpatrjote éva €pyo téEXvNg, pila pwrtoypagia f

SLopyavwoTe €vav SLaywVLOPO KELPEVOU.

* OpyavwoTe €vVav KOWVWVLKA ATtooTACLOTIOLNUEVO
niepimaro.

* Opyavwote pia abAnTkr Slopyavwon.

* MapoucLAoTe OTLG TOTILKEG ApXEG Pia ypartth
SLaknpuén Pe TG Baolkeg apxEG TNG
TipwWToRouAlag.

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
Bilvteo peta tnVv ekdnAwor) oag!

ENHMEPQOXTE A THN EKAHAQZH IAL

‘EXETE Opyavwoel pia ekSHAwon, aA\d Sev
yvwpilete Twg va tnv ipowdnoete; KateBaote
UALKO artd tnv emionun LotooeAida tng Rare
Disease Day. Av ayartdrte to graphic design
pTopeite va SnpLoupyroste To SIKO 0ag OTITLKO
UALKO XpnoLpoTiolwvtag 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
SNHLOUPYNAOETE TO TIPOYIA 0aG OTNV LOTOCEALSa
Tou Rare Disease Day. Katd autdv tov TpoTio,
OAoL Ba pTtopouv va §ouv TNV UTIOoTAPLEN 0ag
TIPOG TOUG OTIAVLIOUG a0BeVELG.

Mnv &exvate va iepAapBAVETE TLG SLKEG 0ag
Spdoelg yla tn Rare Disease Day!

EVNUEPWOTE yLA TLG OTIAVLEG TTABROELG KAl TNV
emimtwon toug otn wr} TWv acbevwy, e To
Va PJoLpaoTelte TN SLKM oag EPTIELPLa €Qv loTe
OTIAVL0G aoBevng ) Qv povtilete aoBevr) P
omavia taenon.

Mmopeite va otellete pla ypamtn i
BLvteooKkoTinuevn paptupla yLa tnv LotooeAida
tn¢ Rare Disease Day kat va dtaBacete tig nén
avaptTnpeveg Lotopieg!

9.ANAAABETE TONIKH APAXH

MNapd\AnAa e tn SLopyavwon eKENAWOCEWVY,
pTopeite va avaidpete 6pdon otn xwpa, otnv
TIEPLOXN 1] OTN YELTOVLA 0aG YLa VA EVNUEPWOETE
yla TLG oTtAvLEG aoBeveLeC!

Me tn Rare Disease Day kQvoupE EKKAnon yLa
LOOTNTA Kal SLkaloouvn yLa Toug avBpwTtioug o€
OAOV TOV KOO0 oL ottoiot {ouv pe pia omdvia
madnon.

ENIKOINANHLTE ME TA MME

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

Anooteilete €va Aehtio Tuou ota MME tng
TiepLox NG oag, dlvovtag epgpaon ota onueia
ekelva Tou €lval onpavtka yla Toug oTtavioug
aoBevelg otn Ywpa oag.

MNapakoAouBrote to webinar pag ‘How to use
Rare Disease Day to advance your advocacy
objectives’ yLa va pabete ta Bacika Brpatal


https://www.youtube.com/watch?v=GSG4Ye2Oqbs




APALTE MOAITIKA

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
TIOALTLKIG TA SLKALWPATA TWV OTIAVIWY aoBEVWY
yla avepmiodLotn ipdofacn os SLayvwon,
Beparmela kal povtida. Na mEPLooOTEPEG
TIANPOWYOPLEG yLa TNV UTIOCTHPLEN TWV OTIAVLWY
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.

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
LMNANION NAGHLEAN

@eopobetnuévn amo tov Eupwraiko Opyaviopuo
Iraviwv Mabrjoewv EURORDIS kat 1o ZupBoUALo
EBvikwv Opyaviopwv AcBevwy, N Tpwtn
Maykoopia Huépa Zmdviwy Nabricewv

SlopyavwBnke to 2008 pe TN cUPPETOXH 18 XWPWV.

O EURORDIS ouveyilel va ocuvtovileL tnv
TIAYKOOWLA KAUTIAVLA OE OUVEPYAOLa PE TNV V
TIAYKOO LA KOWOTNTA TWV aoBevwv. OpyavwoeLg
aoBevwv aro tn Bopela ApepLkny €dwaoav to
TIapwWV oTNV Kwvntototnon to 2009 kat pEXPL To

2010 akoAouBnoav evwaoeLg armd OAEG TLG NTELPOUG,.

Ot EBvikég Zuppayieg (National Alliances)
ouvtovi{ouv tn Rare Disease Day o€ €BVIkO
EMUMESO, OE CUVEPYAOLA PE TLG OPYAVWOELG
aoBevwv KaL cuxvda opyavwvouv pia ekdnAwon

€0VLKNG eUPENELAC ATTOOKOTIWVTAG OTNV
guatobnrtotolnon Kat evepyoTtoinon Twv
UTTIELBLVWV YLa TN XAPagn TIOALTIKWV.

O aplOPOC TWV XWPWV TIOU CUHHETEXOUV AUEAVEL
KABE XpOVO, HE XIALASEG EKENAWOELG KaL SPACELG
va Slopyavwvovtal og OAEG TG NTelpoug Kabe
deBpoudplo r ekelvn TV TIEpl0S0. ZUVOALKAQ,
aro to 2008 £xouv SLopyavwBel ekSNAWOELG o€
TIEPLOOOTEPEG a0 100 YWPEG.

Arjdwon amorroinon euvBouvng: H Rare Disease Day Sev e§umnpetel
TNV MPOWENCN EUMOPIKWY CUUPEPOVTWY KAl TIPOIOVTWV.

lNa minpogopieg oxetikd ue T xprion Tou logo mapakaioUue va
Siafdoete Toug Opouc Xpriong kai To yxelpidio xprnone.



WWW.RAREDISEASEDAY.ORG





