2YNEAPIA 3.
AZODPAAEIA KAI HOIKH ZYMMEPI®OPA KATA TH
AIAPKEIA THZ AIAAIKAZIA KAOOAHIHzZHZ

OBJECTIVE

O 0TOX0G auUTAG TNG YAong elvat va SLac@aAlotel OTL oL HEVTOPEG Kal oL
kaBodnyoupevol katavooulv Kal yWwpifouv mwe va avtihetwi{ouv {ntriuata
uyelag kat ac@aAelag katd tn stdpkela tng dtadikaciag kabodryynonge. MNa tov

OKOTTO aUTO, TPOTEIVOUE TLG AKOAOUBEG SpaoTNPLOTNTEG:

ACTIVITIES

o Mpaktikn acknon. Mpaktikol StdAoyol yla tnv ekudabnon tng dlaxeiplong evaiodntwv
BepdATWY, AVNOUXLWV KAL CUYKPOUGCEWV.

e NMpwtékoAAa &pdaong. lMapouciacn Twv TPWIOKOMWY EPACNG TOU AVETTTUEE N
ouvepyaola OXETLKA PE TNV EUTTLOTEUTLIKOTNTA, Ta euaiodnta {ntipata Kat tnv emiAuon
OUYKPOUGCEWV.

e ZupmEpAcMpATA KAl avTtavakAaon. H oudda avaotoyddetal Ta CUPTTEPACATA KAL TLG

EPWTNOELG TTOU TTPoEKUPavV KATA Tn SLAPKELA TNG TPONYOUHEVNG AOKNONG.
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Co-funded by
the European Union

Mla autrjv tnv dAoknon, oL JEVIOPEG Ba TPeTeL va XwpLotoUv o€ (euydpla.
AvTLOTOLYWVTAG TOUG POAOUG TOU UEVTOPA Kal Tou KaBodnyouuevou, Ba péTel va
€€AOKNOOUV TNV EMKOWVWVIO Of TEPLITTWOEL gualoBntwy Bepdtwy  Kal
ouyKpoUoewv. ESw elval kaTola oegvapla Tmou TrpoteilvovTal yla va XTloouv 1n
ou{ntnon yupw aTo autd, aAAA PTTopouV €TTioNG va SNULOUPYNOOUV TO SLKO TOUG
ogvaplo mou Ba mpémel va mephapBdvel oulntnon yupw amo euaiobnto Beuaq,

avnouxnTLko Beua rp cuykpouon.

e EvaioOnto O<pa:
Jtv tedevtala oguvdvtnan, eoelc kat o kaBodnyouuevog ayyiéate to Ocua Twv
poLaQVTIKWY Oxédgewv. ASyw 1nN¢ owpatikns tou avamnpiag, o kaBodnyouuevog
duagkoAeUetal e v avdykn Porbstag otnv touadéta. Nwwbet e€aipetikd sualobntog
OXETKA e autr tnv mAcupd t¢ {wri¢ Tou Kat avnouyel ott autd Ba tov eumodioetl va
EXEL TTOTE LA POMAVTLKN OXEan. ¢ [EVTOPAC, QVTUUETWITTIOTE TIG avnouyles tou

kaBoényouevou ue euatabnaia kat Tpoapepete utTooTrpLén Kat vldappuvan.

e AVNOUXNTLKO BEpa:
Q¢ uévtopag, mapatnpricate 0t 0 kaBobdnyouevog éxet yivel 6Ao Kat o E0WOTPEPIG,
OlWTTNAGG Kat KAELOTOG Ti¢ Tedeutaiss eBSouddeg. O kaBobdnyouuevog, o omrolog TTpLy
NTav evepyos Kal ETKOVWVLAKOG, TwWPa @aivetal amrotpafnyuUévog kat adldpopos yla
paatnplotnTeg TOU TOU dpecav TTaAaLoTepa. ¢ LEVTOPAS, avnOUXE(TE yia thv Yuytkn
vyela tou kaBodnyouuevou kat Bélete va avTUETWTTIOETE QUTEG TIC aAdayég otn

oUUTTEPLPOPd TOU E euatabnala kat Tpoaoyh).

e ZUYKpoOUGH:
O kaBoényouuevog elvat emavellnuuéva apyoTTopnUEVOS OTIG TTPOYPALIATIOLEVES
ouvavtroeslg, auyvd xwplc va mpoapépel kauia atmodoyia rj €érjynon. Eriong, éxet
KaAéoel akatdMnAes wpeg, 0w apyd to Bpddu n ta ZaBPatrokuplaka, yla va akUpwWaoel
T OUVAVTAOELS, ayvowvtag Ta oud@wvnuéva opla. ¢ LEvtopag, TrPETTEL va

avtiuetwrioste autd ta {Ntiuata otn ayéon evropa-kabodnyouevou.
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H Sltadikaoia kabodrynong TpeTmeL va o€RETal KAl va TPOOTATEVEL TNV LELWTIKOTNTA KAl TNV
EUTLOTOOUVN TOU KaBodnyoUuEVou, SNULOUPYWVTAG E€va OOCQAAEG KAL UTTOOTNPLKTLKO
TMEPLBAANOV yLA TNV TTPOCWITLKI KAL ETTAYYEAUATLKI TOU AvaTtuén:

e [pooSloplote KAl ETTKOVWVNOTE CAPWG OTOV HEVTOPA KAl oTtov KaBodnyoUuevo TroLol
TUTTOL TMANPoWoplwV Ba Bewpouvtal EUTTLOTEUTIKEG (TT.X. OTTOLECSNTTOTE €ualobnteg
TPOCWITTLKEG I ETTAYYEAUATIKEG TTANPOWOpPleg Tou potpalovial KAtd Tn SLApKEL TwV
OUVESPLWV).

o Alac@aAiote OTL Kal Ta SU0 PEPN KATavoouv OTL OAEG oL TTANpoWopleg mou potpadovtal oto
TAAlolo TNG KaBoSrynong TPETEL VA AVTLLETWITI{OVTAL WG EUTTLOTEUTIKEG, €KTOG €AV

SNAwBeL pntd to avtibeto.

BeBawwbeite otL n Swadikacia TapaBiacng tnNg EUTTLOTEUTIKOTNTAG AVTLUETWITI(ETAL HE
evalobnola, Slapavela KaL PE EUPacn otV acPAAELa Kat TNV uysia tou kabodnyoUuevou Kat
TWV AN\WV:

e ETkOlVWVNoTE oa@wg Pe Tov KaBodnyolpuevo amo tnv apxn tng Staditkactag 6Tl UTTAPYXOUV
OUYKEKPLUEVEG TTEPLTTTWOELG OTLG OToleg pTopel va xpelaotel va Tapaplactel n
EMTTLOTEUTLIKOTNTA (.. QITELAEG auTotpaupatiopol, BAABn oe AANOUG N TEPLOTATLKA
KakoTroinong).

e Otav eilvat avaykaio va TapafBLactel n €UTLOTEUTIKOTNTA, KAVIE TO ME Slagavr Kat
UTTOOTNPLKTLKO TpoTo. EEnynote ta Bripata mou Ba akoAoubrioete, olol Ba evnuepwBouv
KaL TToLoL Elvat oL avapevOPEVOL OTOXOL TNG aTTOKAAUYNG.

o MMapéxete ouvexLlOpevVn UTOOTNPLEN OTov KabBodnyouuevo kKaB' OAn tn SLApKEla tNG
Sladikaoiag, StacpaAifovtag OTL KATAVOEL OTL O TTPWTAPXLKOG OTOXOG £lval N ac@AAELa Kat

n eunuepia tou.

Qupunbelte va xelpileote ta evaicbnta Béuata pe mpoooxn, Stacaii{ovtag OTL N

Sladikacia kabodriynong elval uTTOOTNPLKTLKY, OEBaOTr KAl EUVOEL TNV €unuepla Kkat

avamtuén tou kabodnyouuevou.

e AnULOUPYNOTE Kal Slatnpnote &va ao@PoAeg Kal oefacto TePLBAMOV OTTOU Ta
gvalobnta Bepata pTmopouv va cuntnBouv avolXTd Katl XwWPLg KPLTLKA.

e EvBapplvete tov Kabodnyolpevo va BEoeL Ta OpLa TOU OXETIKA pE 6oa alcbdvetal
aveta va oudntroeL kat oeBaoteite autd ta opLa avd mdod oTLyun.

e lpoowepete KATAANAN umootipn kat mopoug Katd tn oulntnon esuaiodntwv
Bepatwy, SlacpaAifovtag OTL 0 KaBodnyoUUEVOG VIWBOEL UTTOOTNPLYMEVOG KAl EXEL

mpooBaon o€ emumAgov BonBeLa, eav ivat amapaitnto.
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e meplmtwon oUykpouong, €lval amapaltnto va Xelplotelte tTnv Katdotaon WE
ETTOLKOSONTLKO TPOTTO, EVIOYXUOVTAG PLa BETLKN KaL TTapaywyLkny oxeon kabodrynong.

e AVTIUETWTTLOTE TLG CUYKPOUOELG LOALG TTPOKUPOUVY, YLa VA QTTOTPEYPETE TNV KALLAKWON
KaL va SLaTnpProETe pLa uyLr) oxéon kabodrynong.

e AKOUOTE €VEPYA KAL KATAVONOTE TNV OTITLKI KAl Ta cuvalodrjuata tou kaBodnyouuevou
OXETLKA JE TN oUykpouon, Seixvovtag evéLapepov Kat oEBacuo.

e YUVEPYOOTELTE yLA VA EVTOTTIOETE SUVNTIKEG AUCELG KaL VA SLACPAALCETE OTL OL AVAYKEG
KaL oL avnouxleg kat twv duo Pepwv Ba An@Bouv uTToYn, SnULoUPYWVTAG Eva OXESLO
TToU Ba aTTOTPETTEL HEANOVTLKA TTpoBARuaTa.

e EVnUEPWOTE TOV OPYaAVLOWO yLa OTTOLASNTTOTE SUCAPEDTN KATAOTACHN KAL CUVEPYQAOTELTE

yla va Bpeite pla Avon.

H oAokAfpwon tng oxeong Kabodrynong TPemeL va XELPLOTEL PE okEPN Kal ogBacuo,
agrjvovtag Kat toug Suo, pevtopa Kal kabBodnyouuevo, pe alobnon oAokArpwong Kat
ETTLTEVY M ATWV.

e EilvalL onuavtiko va oplotel pe oagrivela n dtdpkela tng dltadikaciag kabodrynong. Xtnv
apxn tng Swadlkaociag, oculntriote tn SLAPKELD, TOV aAPLOPO TWV CUVESPLWV KAl TN
ouxvotnta.

e Y10 TEAOG TNG Sladikaoiag, afloAoyrote TNV MPO0d0o Kal YLOPTACTE Ta EMMLTEVYHATA TOU
kaBodnyoupevou, sivovtdg Tou TNV eukalpia va avayvwplogL TNV avamtugr tou.

o lMpoowepete ouvexL{Opevn uTootpLEn Kat Topoug, €dv elvat amapaitnto, ywa va
e€aopalioste pYLa opain petdfacn PETA TO TEAOG TNG KaBoSrynong.

e lpoowepbeite va elote €vag ouvexL{OUEVOG TOPOG I onuelo emkowvwviag, €av elvat
KatdAAnAo, evw &ekabapilete Ta vea Opla Kal TPOCSOKIEG yla TLG META-KABOSNYNTIKEG

OAANAETTLE pACELG.

NAHPO®OPIEZ EMIKOINQNIAZ
e Opyaviouog: Cyprus Alliance for Rare Disorders
e Ovopa: Iro Hadjikyriakou
o TNAEYwvO: +357 22 203 762 .

e Email: card-ih@raredisorderscyprus.com



