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Kévtpo Apioteiag biobank.cy: Erionun évapén tov eupwnaikouv
npoypappatog ALP-RARE oto AleOveg Zuvédplo yia to Zuvépopo
Alport

H epeuvntikn ouada tou Kévtpou Aptoteiacg biobank.cy touv NMavemotnuiov Kunpou napouciaoce toug
oTo)XoUG Kal TN uedobdoAoyia Tou npoypauuatog otn Stedvh EMLOTNUOVIKN KOLVOTNTA KAl O A0IEVEIC
KalL EKTPOCWITOUC TNG Kowvotntag Alport amo 6Ao tov kooo.

To evpwnaikd epeuvntiko épyo ALP-RARE, to omoio cuvtoviletal and 1o Kévipo Aploteiag biobank.cy,
TLOPOUCLACTNKE OTIG 8 ZentePpiov og enionun teAeth évapéng oto mAaiolo tou International Workshop
on Alport Syndrome 2026, nou npaypatonoltidnke otn Boudanéotn ano tig 5-8 ZenmtepuPpiov. Npodkeiltal
yla tnv kopudaia Stebvr) cuVAVTNON TTOU SLOPYAVWVETAL ATIO TNV TAYKOC LA TtpwToBouAia aaoBevwy Alport
yla va mpowBnoeL Ty ouvepyaoia, TNV evnuépwaon, TNV €Peuva, TNV KAWVLKA QVILLETWILON KOl TNV
QVATTUEN VEWV BEPATIEVTIKWY TTPOCEYYIoEWY OTNV oTAvia auTr vedpondbela.

H ouppetoxn otn ouykekplpévn Slopydvworn, €dwoe otnv €peuvnTiky opdda tou Kévtpou Aploteiag
biobank.cy kat atoug etaipoug tng kowvompatiag ALP-RARE, tnv eukatpia va avallcouv Toug otdyoug Kat
TNV EMUOTNUOVLKA TIPOCEYYLON TOU TPOYPAUATOC LE ETLOTAUOVEG Kol EL6IKOUG amtd SLadOpETIKEG XWPEC,
KaBwg Kal aoBeveig kal ekMPoowroug tTng kowotntag Alport amnoé 6An tnv Eupwrnn.

Ol eoTlaOpEVEG OUTNTNOELG AVESELEQV TIC AVAYKEC, TIG EUTELPLEC KL TIG TTPOTEPALOTNTEG TWV AVOPWITWY ToU
Touv pe dlatapaxEg Tou ouvbpopou Alport Kot Twv OLKOYEVELWY TOUG. H evepyr] CUMLETO)XI) TOUG amoTeAEL
e€aM\ou Baoikn ocuviotwoa Tou ALP-RARE. Aev neplopiletal otnv evnuépwon Twv acBevwy yLa tnv nopeia
™G £peuvoc, oA emekteiveTal otn Slapopdwon MPOTEPALOTHTWY OTLG OTPATNYIKEG e€sUpeong Bepamelwy
KOL OTNV aVvASELEN aVOYKWY E TIPAYHOTIKY onuooia yla tTny kabnuepviy Toug {wh. ZUYKEKPLUEVA, LECW
tou ALP-RARE, ot acBeveic pue cuvdpopo Alport Ba £xouv tn Suvatdtnta va Bsomnicouv yia ntpwtn dpopd
HETPpA afloAdynong tng SKAG Toug TPOoWTIKAG B£ong Kal SLABsong KOt th SLAPKELX MLaG KAWVLIKAG
MEAETNG.

Onwc onuelwVeL 0 eKMPOcwNog tnG Neppavikng Evwong Yrootipéng AcBsvwv Alport Selbsthilfe e.V.,
Christof Finkler: «Q¢ enionuog etaipog oto ALP-RARE, n ouada Alport Selbsthilfe e.V. cuvtovilet tnv
ouumnepiAnyn kot oupuetoxn Twv acdevwy Ue vooo Alport, Le OTOXO ThV KATAYpaPr) KAl EVOWUATWO! TG
EUTTELPLOC TOUC WE AOVEVEIG OTLC TPO-KALVIKEG UEAETEG, BonTwvTag Katd MPoEkTaan atn BEorion enutedwy
EAEyYoU OTNV aITOKPLON O€ ULa TEPATTELQ TTOU VA AVTATTOKPIVOVTOL OTLG TIPOYUOATIKEG AVAYKEG TWV AOTEVWV.
H ouvepyaoia autr) ouvéualel TOUG EMLOTNUOVIKOUC KAL KALVIKOUC OTOXOUG TNG, UE TIC KAINUEPLVEG AVAYKEC
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TWV acJevwy Kol TV UEAWV TWV OLKOYEVELWV Toug. To mpoypauuo ALP-RARE éxel w¢ otoyo tnv avantuén
Ko kKatEpwaon VEwV Teparmeilwy mou kKatuoTtepouVv tn INULd KAl SLaTnpoUV TN AELTOUPYLKOTN T TWV VEQPWV.
Q¢ ao¥eveic avtidauBavouaoTte kat oTnpi{oOULE TOV OTOXO QUTON.

ATo TV Po-KALVIKA £pEUVA TIPOG VEEG OEPATEVTIKEG EMULAOYEG

Ou Satapaxég tou ¢paopatog Alport amoteAoUv opdda OMAVIWV KANPOVOULKWY Vedpomabeiwv Kal
napouactalouv auénueévn cuxvOTNTA OTOV KUTIPLAKO TTANBUGUO. ZuvdéovTtal pe tabBoyoveg moaparlayEcg ota
vovidia COL4A3, COL4A4 kal COL4A5 ta omola KwdLkomoloUv aAucideg Tou Bactkol SopLkol ocuoTaTLKoU
™G Baokng LeUBPAvVNG Tou vEDPLKOU OTIELPARATOC, TOU KOAAayovou tuTtou IV. Alatdpagn Tng AELTOUPYLKAG
doung g Paoikng HepPpavng Adyw TtéTowwv Tapalaywv, odnyel TIC meplocotepeg PopEg oe
ULKPOOKOTILKN alpatoupla, mpwteivoupia Kal evéexouévwg, oe vedppomnabela tehkol otadiou.

OL onuEPLVEG BepaTMEUTIKEG EMIAOYEG mopoLV va eTiBpaduvouv tnv e€EAEN TNG vedpIknG vOoOU, Xwpig
OUWCE VO OVTLUETWTTI{OUV TO UTIOKELEVO YEVETLKO KaL LOPLAKO AlTLO.

To TPLETEG TIpOYpappa TTPo-KAWVIKAG £peuvacg ALP-RARE emiyelpel va cupBalel otnv kaAudn autol Tou
Bepameutikol kevou. Onwg Tovilel 0 CUVTOVIOTAG TNG Kowompagiog tov npoypappatog ALP-RARE, Ap
Ffpnyopn¢ Mamnaypnyopiou, Avwtepo¢ Emiotipovag, Kévipo Aploteiag biobank.cy: «To ALP-RARE
ETUOLWKEL VA EMULTAXUVEL TV avartuén JePATEUTIKWY TIPOOEYYIOEWV YLa TIC SLATAPOAXEC TOU (PACLATOC TOU
ouvbpouou Alport, aélomowwvtag yvwon kKot urmoynele¢ Gepameie¢ mou €youv ndn mPOKUWEL oo
nponyouuevn Epeuva. Aev Eskvape amno to unbdév. AftoAdoyouue kat, kupiwc, ouvOUAJOUUE UPLOTAUEVEG
UEPAMEVTIKEC TTPOCEYYIOELC LUE VEOTEPEC ULKPOUOPLAKEG TUPEUBATELG, OPLOUEVEC ATTO TIC OTTOLEC EYOUV NéN
UEAETNOEL kat SnuootevTel ard UEAN TNG Kolvompaéiag. SUVOTTTIKA, TPELC TETOLEG FEPATTEUTIKEG 060i, OIToU
Eyouv Eeywplota Bpedel va atoyevouv Jetika Eéva SLAQOPETIKO LUEPOC TNG OUVOALKNG KALVIKNG 1) LOPLAKNG
ELkOva Tou ouvdpouou Alport, Sa ueAeTnoUV LUOVEG KAl OE CUVOUAOUO LE TPEXOUOEG UN-ELOLKEG OLWCE yLa
10 guvbdpouo Alport Jepancieg, wote va mpokUYouv 1o SPAOTIKEC KOl TLO WPEAUEG TEPATEUTIKEC
oTpatnyikéc mou Ya avantuyGoUv mepetaipw. Ma tnv mpo-kAwikn ueAetn autn da xpnoiuomnoitnGoulv
MElpoatTika {wikd LoVTEAQ, TOU vooouUV e Tn vooo Alport, apoU pEPOUV YEVETIKEG BAABEC OUOLEG UE QUTEG
TTOU OUVQVTAUE O€ AOTEVEIC. SUVETIWC, N AUECH CUUUETOXN TWV XOTEVWY ATTOTEAEL OUCLAOTIKO UEPOC AUTHG
¢ dadikaoiac, kadwc pac Bonda va dlatnpoUue TNV EpEUVNTIKN HaC KaTeUuBuvan ouvdedeuévn UE TIC
TIPAYUQTIKEC QVAYKEC KAl TIPOTEPALOTNTEG Toug. Anwtepn embiwén eivai, va énutoupynoouvue
POPUAKEUTIKA TTPOIA Ta onoia Sa unopoUv oAU yprRyopa va IPoXwpPHooUV O€ KALVIKEG UEAETEG oTOV
avdpwro, mou da umopouv va emiBpaduvouv ouoiaotikd tnv £§€ALEN TG vooou kat va Statnpouv tn
VEQPLKN AsLTOUpyia yLa UEYAAUTEPO XPOVIKO Slaotnua.

H Kumpog wg ouvtovioThg tn¢ kowvonpagiog ALP-RARE

H kowomnpatio ALP-RARE cuykevtpwvel omd tn pia mAeupd texvoyvwoia otn Bactkn Kot HETOPPAOTIKA
€peuva, oOtNV KAWIKN vedbpoloyia, otn Plotexvoloyia, otnv avamtuén ¢opUaKkwy, Kol otnv
T(POLYLOTOTIONON KALVLKWYV KAL TIPO-KALVIKWY UEAETWYV, KAL ATIO TNV AAAN, TNV EVEPYI CUUUETOXN TwV (SLwv
Twv aoBevwv pe cuvdpopo Alport. Tnv kowompatio amoteAolv kopudaia LWEpUHATO KoL OPYAVIOUOL: TO
Karolinska Institutet kat n RenCo Pharma AB (ex Guard Therapeutics International) otn Zoundia, To
Ludwig Maximilian University of Munich kat to University Medical Center Géttingen otn leppavia, 1o
Erasmus Medical University Rotterdam otnv OA\avéia, to Meyer Children’s Hospital Firenze otnv ItaAia
KoL n opyavwon acBevwv Alport Selbsthilfegruppe otn Fepuavia. Tautoxpova, to ALP-RARE unootnpiletat



[Tavemotnpio
Kdmpou

amno to University College London oto Hvwpévo Baoilelo kat Tov Eupwrnaiké ZUvéeopo Nedpponabwv, e
£6pa TNV lomavia.

Ztnv Kompo, to Kévtpo Aploteiag biobank.cy Ba mpaypatonoloet 1o HeyoAUTEPO UEPOG TWV TIPO-KALVIKWV
MeAETWV og movtikla Tou ¢pépouv pia aboyova napailayr oto yovidio COL4A3, n omola evtomiletal
QTOKAELOTIKA oTtov KuTiplako mAnBuopo kot €xel Bpebel maAaldtepa amo To KEVIPO UTIO TOV GUVTOVIOUO
tou KaB. Kwvotavtivou AéAta kat toug Ap Kwvotavtivo Bookapidn kat Ap AAkn Miepidn. Ot mpo-KAVIKEG
peAéteg oto ALP-RARE ouvtovilovtal oto KA biobank.cy amo tov Ap Xplotodopo O8LATh, LE TN CUUUETOXNA
tou Ap NawAou lwavvou kat tng ka MeAivag MixotAAidou.

AvadepOevoL 0TNV EMLOTNHOVLKA oUVepyacia oto nmAaiolo tou ALP RARE, ot emikedaARg ekmpocwrol
TWV eTaipwv SHAwoav:

«2t0 Ludwig Maximilian University of Munich eiuoaote 18taitepa YpOUUEVOL TTOU CUVELOQEPOULE LIE TNV
ETLOTNUOVIKI) UOC EUTTELPOYVWUOOUVN OTO mpoypauua ALP-RARE kal Tn ouvepyaoio Uag Ue Kopupaioug
evpwnaioug etaipouc yla tnv npowdnon eAnLd0POPwWYV JEPAMEVUTIKWY TTPOOEYYICEWVY VLA TIG SLATAPAYEC
TOU (pAOUATOC TNG VOooU Alport. STOXY0¢ auTnG TG CUVEPYAOLAC Eival ) EVIOYUOH TWV EMOTNIUOVIKIC YVWONG
mou ev téAel Ba odnynoet oe kouvotoueg Gepanceiegy. Prof. Dr. Hans-Joachim Anders, Department of
Medicine IV, LMU University Hospital, Munich, Germany

«21o Karolinska Institutet, eiuaote evdouotaouevol mou Ja CUVELTQEPOUE LUE TNV EUTTELPIN LLOC OTOV TOUEX,
NG MEPAUATIKNG VEQPOAoyiac kal tn¢ vooou Alport ato mpdypauua ALP-RARE. Oa nyndouue tng mpo-
kAwikn¢ aéloAoynoncg Gepamneiwv mou Baoilovtal otnv cuvdUAOTIKY XOpHynon NeENTIOWY EUTTVEUCUEVWVY
arto tv doun tn¢ aAea-1 uikpoopaipivne (AIM) oe povtéda movtikwv pE T vooo Alport kat da
ouuBadouue otnV MOAUKEVIPIKY EMKUPWAON TTPONYOUUEVWY aITOTEAECUATWY TToU €Swaav ol Jepareieg
autég. Méow autrc tn¢ ouvepyaoiac, eAmifouus va ouuBalouvue otnv mpowdnon alomioTwy,
UETAPPOCTIKWY SESOUEVWY TIOU UTTOPOUV VA (QPEPOUV TIC VEEC JEPAUEIEC TILO KOVTA OTOUC OOTEVEIGH.
Hannes Olauson, MD - Karolinska Institutet, Stockholm, Sweden.

«Qc¢ Mavemniotnuiako latpiko Kévipo tou Géttingen, eiuaote unteuGuvol yla tov kKadopLouod UITOKATATTATWY
TEALKWV ONUEIWV yLa UEAAOVTIKEG KAIVIKEG SOKIUEG OYETIKX UE TO Paoua tng vooou Alport, onwc yla
napadetyua BLo-OeiKTEG TOU EVOEXETAL VO EMITPEYOUV TNV AVIXVEUTH TWV AMOTEAECUATWVY TNC Fepareiog
EVTOG ULOG EPLKTIC XPOVIKNC MEPLOSOU TNG SOKIUNG. SUVELOPEPOULE Uia oo TIC UEYAAUTEPEG TUAAOYES
KAWVIKWV SELYUATWY TToyKOooUiw armo atoua Ue vooo Alport, kaBwc kat TNV euneipio pac otov oxediaouo
SOKIUWV yLa TN VOOO aUTH CULU@WVA UE TA KAVOVIOTIKA ipotumtay. Dr. med. Jan Béckhaus, Department of
Nephrology and Rheumatology, University Medical Center Géttingen, Germany

«Eiuaote otnv euxaplotn §on va CUUUETEXOUUE oTO mpoypauua ALP-RARE kat va cuuBdaAdouus otnv
powdnNon T000 TWV UPLOTAUEVWY, 000 KOl TWV KALVOTOUWV JEPATIELWV YLa TOUC OTFEVEIC UE OUVSEPOLO
Alport. H oudda pag StaGetetl ektetauévn sumeipio otnv avantuén Bepamelwv yLa VEQPLKEG madnoeLs Kol
Uewpel ™ ovuuetoyn oto ALP-RARE w¢ ula onuavtikn eukalpio yla va cUuuBaAeL otnv emitayuvon tne
UETATPOTG TWV TMOAAA UTTOCYOUEVWVY ETLOTNUOVIKWY OVAKAAUWYEWY, O KALVIKO O@eAo¢. Méow tng
EUTTELPOYVWLOCUVNC UAC OTNV avantuén QapuaKkwy, T UETAPPAOTIKN LATPLKN, T pUTULOTLKA OTPATNYLKNA
ko tTnv kKAwikn avamntuén, npooBAénouue va untootnpiéoupe tnv amoatoAn tou ALP-RARE yia tn BeAtiwon
TWV QIOTEAECUATWY Kol TN SLEUPUVON TwWV TEPAMEUTIKWY EMIAOYWY Yl ToUC aoJeveic ue ouvdpouo
Alport». Tobias Agervald, RenCo Pharma AB, Sweden
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«Me bLaitepn yopd cuuuetexouue oto npoypauua ALP-RARE, alomolwvtag TV EKTETAUEVN EUTTELPLO LOC
000V aPopd Ot PUOLKN LoTopia Tou ouvdpouou Alport kat Tnv kKAwikn Epeuva. MEow TNG oUVEPYAOLOG OE
entinebo kowvormpaéiag, EAni{oULE Vo CUYKEVTPWOOUUE T QIAPAITNTA OTOLXE(X WOTE Vo TPOWINOOUUE TIG
110 EATILOOPOPEC VEEC TTPOTEYYIOELC TTPOG KALVIKEG SOKIUEG KAl, TEALKT, TTPOC KAAUTEPEC BEPATIEIEC YLO TOUG
aodeveicn. Prof. Daniel Gale, Renal Medicine, University College London, UK (RaDaR Trial).

H mapouoia twv eTaipwy Kat Tng kowvotntag Twv acBevwv oto International Workshop on Alport Syndrome
2026 avedelée otnv mpagn tn SLEMOTNUOVIKA Kal CUULETOXIKN dLhocodia tou ALP-RARE: n emiotnoviKi
Yvwon, n KAWLKN gUmelpia Kot n Blwpévn gumelpla Twv aoBevwyv amoteAOUV CUUTANPWUOTLKA OToLKEla
OTNV TPOOTIAOELA AVATITUENG ATMOTEAECUATIKOTEPWY BEPATIEUTIKWY AVCEWV.

To gpeuvnTIKO £€pyo £XeL eTIAEYEL yIA XPNUATOSOTNGON OTO MAGICLO TNG AVIAYWVLOTIKAC TIPOCKANONG TOU
European Rare Diseases Research Alliance (ERDERA), pe eBvikn atrpi&n otnv Kumpo ano to 16pupa Epguvag
kot Kawotoptiag (16EK).

MNeploootepec mAnpodopiec: www.biobank.cy

‘Edn KupwvomovAou, Communication Officer T. 96595414, M. kyrinopoulou.effrosyni@ucy.ac.cy
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