ALP-RARE

To eupwtaiko epeuvnTikd €pyo ALP-RARE, amoteAei pla ¢iAodoén mpwtoPouAia pe
OTOXO TNV EMITAXUVON TNE AVATTUENG VEWY BepaTelwy yla veppomdabeleg tov Pacpatog
Alport. MpokKeLTal ylia omtavieg KANPOVOULKEC TTaBAoELC TToU cuXVA EkdNAWvovTaAL PHE
algatoupia kat TpwIteivoupia, evw 0dnyouv oe TtPoodeUTIKA vedpLkr BAARN Kal, oe
TIOAEG TIEPUTTWOELG, VEDPLKI AVETIAPKELA TIOL ATICALTEL algokAabapaon r HETApPooxeuon
vedppou. MNa toug-1g acBeveig Kal TIG OIKOYEVELEC, N VOOOC eTiidEpeL dla Bilou LATPIKEG,
PUXOAOYIKECG KAl KOWVWVIKEG ETUPRAPUVOELG, E TIEPLOPLOUEVEG ETIIAOYEC Bepaneiac.

Ot Awatapaxeg dacpatog Alport odeilovtal oe taboyeveig yEVETIKEG TIAPAANAYEG TTOU
EMNPEAOUV TO KOAACYOVO TUTIOU |V, BAGIKO SOIKO CUCTATIKO TNC OTIELPAMATIKAG
Baokng HePBpavng, dnAadr tou ¢iAtpou Twyv vedpwy Ttou pubpidel Tnv opbr duBnon
TOU aipatog Astoupywvtag we Gpuotkog ppaypoc otn dnuoupyia Twy ovpwyv. Ot
AAAOLWOELC AUTEC dlaTapdooouV T doUn KAl Asttoupyia Tou dpiAtpou, odnywviag oe
TPO0BEUTIKNA VEDPIKA BAGBN TTOU ETITPETIEL OE OPYAVIKA HOPLA OTIWG TIPWTEIVEG ) OE
epuBbpd aipoodaipla va arteAeuBepwBoLV ota ovupa. H otadlakn KataoTpodr Tou
dpaypoL diNBnong pe TNV dpodo TWV XPOovwy cuxvd e€eAicoeTal o Xpovia vedpLkn
VOOO Kdal, € TIOAAEG TIEPLTTTWOELG, 0€ VEPPLKI AVETIAPKELA TIOU aTtaltel algokabapaon A
peTapooxsuon vedpou. OLudlotapeveg Bepateieg TTAPAPEVOULVY N ELOLKEC YL TETOLEG
oTElpapatomndfeleq OHWC PTIopoLV va ETURPASVVOUV HE TIEPLOPLOHEVN ATtodoTIKOTNTA
TNV €EEALEN TNC VOGOUL.

To ALP-RARE slodyel pla Kalvotopo Kal pEAALOTIKA TIPOCEYYLON KAl ETILKEVIPWVETAL OTOV
£AeYX0 CUVOUACTIKWY BEPATIELWY, TIPOCAPHOLOVTAC VEEC UTIOOXOHEVEC AYWYEC TIAVW
oTI¢ NON Kablepwpéveg. Eotiddel otn BeAtiotomoinon Kat TtpokAWVIKN dlepelvnon
UTIOOXOMEVWY BEPATIELTIKWY TIAPEUPACEWY TIOU Bpiokovial Adn C€ WPLHO EPEULVNTIKO
otdadlo aélohoynonc. Mpokettat yia popla Kal EVWOELG TToU eival eite véa dnuloupynuara,
elte emavaromoBeTouvTal WG PEoa BepameuTIKAG dlaxeiplong ya veppomdbeleg oto
ddopa Alport. MEoa Ao auTh T CTEATNYLKI, TO TIPOYPAHHA ETUSLWKEL VA ETITAXVVEL TN
HETABACN TPOC KAWVIKEG HEAETEC HE CUUHETOXN A0BEVWYV, OTOLXEIO KOBOPLOTIKNAG
onpaaciag yla Tig omdvieg vooouc. Tautoxpova, a&loTolel Tn yvwon Kal Ta BeTikd
EUPNHATA TIPONYOVHEVWYV EPELVNTIKWY TIpOoCoTtafslwy, cuPBANovTAg OTN Peiwon T0c0o
TOU £PEUVNTIKOU PiOKOU, OGO KAl TOU ATtAULTOUHEVOU XPOVOU TIOU EVEXEL N AVATITUEN
EVIEAWC VEWY BEPATIEVTIKWY HECWV.

To €pyo Ba dnuLloupyYACEL Hia OAOKANPWHEVN TIPOKAWVIKH TIAATOPpHA ETUKUPWONG KAl
avamntuéng Beparmelwy, oXedIAOHEVN WOTE VA BEATILWOEL TOV TPOTIO LIE TOV OTtol0
evrtotmidovtal, agloAoyouvtal Kat tposTolpadovial BEpameEUTIKEG TIPOCEYYICELG yIa TNV
€UKOAOTEPN Jle€aywyr KAWVIKWY HEAETWV. ZTOXOC eival n dlatpnon TN¢ OpaAnC vedpLKnG
Aeltoupyiag kat n empnkuvon tne dtapkelag {wng Twy veppwyv oTouc-1¢ aceveic.

To epeuvnTikd tpoypappa ALP-RARE €xel eTiiAeyel yla Xpnpatodotnaon oto Adiolo e
Wdlaitepa avtaywvioTikng tpookAnong tou European Rare Diseases Research Alliance
(ERDERA), pe €6vikn otnptén otnv Kompo amo to1dpupa Epevvag kat Kawvotopiag (I6EK).

Méow tou Kevtpou Aploteiag biobank.cy, n KUttpog Aettoupyei wg KEVIPLKOC KOPBOG ya
TO GUVTOVIOUO TIPONYHEVNC TIPOKAWVIKAG EPELVAC, TNV EVOTIoincn dEdOUEVWV KAl TN
olapopodwaon NG HETAPPACTIKAG GTPATNYLKNG o€ ETITEDO ELPWTIALKN G KowoTtpagiag n
omoia antaptidetal amo kopudaioug emoTHOVEC 0TO TtEdi0 Kal ocLVEPYALETAL OTEVA UE



OPYAVWOELC AoBeVWV. ZUYKEKPLUEVA, CUHPETEXOLV To IvoTtitoUTto Karolinska kat n Guard
Therapeutics Int. (Zoundia), to Mavemnotiuio tou Movdyou Kat To MNavemioTnuLlako
latpiko Kévtpo tou MNketwvykev (Fepuavia), to Maverotuio Erasmus Pottepvtay
(OAAavdia), To Noookopeio Maidwy Meyer (ltaAia) kat o cuvdeopog acbevwy Alport
Selbsthilfegruppe (Ffeppavia). Tavutoxpova, cuppeTEXouV to MNMaverotnuiakd KoAAEyLo
Tou Aovdivou (Bpettavia) kat o Eupwraikég 2uvdeopog Nedppomabuwy pe Bdon thv
loTtavia.

Katd tn dudpkela twy 36 pnvwy vAomoinong, to ALP-RARE avapévetal va B¢oel ta
ETIOTNHOVLKA KAl pUBUILOTIKA BeEALA YA HEANOVTLKEG KAWVIKEG DOKIUEC O aoBeveiq e
omelpapatomnddela, cupBdarrovtag otn BeAtiwon tng tototnTag {wng KaL otnv
kabuotepnon TNe vedPLKNC AVETIAPKELAC OTOUG-LC AoBEVEIG TTOU TTACKOUV ATto AUTh TN
oTtdvia YeveTikn Ttabnon. Népa amo toug APECOUG ETILOTNHOVIKOUG aTtoxoug, To ALP-RARE
Ba rtapexel aflotiota (WIKA HOVTEAA TNG VOOOU, SEIKTEG TIPOYVWONC KAl OAOKANpWHEVA
oUVOAQ OEDOHEVWY ETOLUA YA XPON ATIO appodLlouc popEIC Kal GUVEPYATEC,
dnuoupywvtag pakpotmpodbeopn a&ia ou uttepPaivel Tn dLAPKELA TOU EpYOU.



