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H mopdoAuywdng emibeppoiuon (Epidermolysis Bullosa
— EB), yvwoTr Kol wG «vO0o0g ToUu SEPUATOC TNG TIETA-
Aoubagy, amote)el pior artd TIg Lo OTAVLIEG Kol EMWEU-
VEC yeveTikeg mabnoelc. Ou aoBeveic epdavilouv fat-
PETIKA eVOpavcTo Sépua Kot BAEVVOYOVOUC, LIE QTTOTE-
AEopa aKOWN Kol N EAAXLOTN TPLRN va TPoKaAEL TTANYEG,
TIOUdOAUYEG Kal XpOvLo TIovo. H vooog odeiletal o€ e-
TaAAEeLg yoviSiwy Tou eival urtelBuva yla T cuvoxn
Twv otBadwv tou €puartog.

Ta tedeutaia SU0 xpovia, OUWE, N EMLOTAUOVIKN
KOWOTNTO KATOypAPEL CNUAVTIKEC £EEAIEELC OTOV TO-
HEa TNG Bepareia mou yla mpwtn opd dnpoupyouv
atoloboéia. H EB mepva otadlaka amd tnv €moxn tng
QUITOKAELOTIKA UTIOOTNPLKTLKAG dpovtibag otnv emoxn
TWV OTOXEUMEVWYV BEPATELWV KL TNG YOVISLOKAG aTto-
Kotdotaong.
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H EMANAZTAZH THZ TONIAIAKHZ
OEPATIEIAZ

H onuavtikdtepn mpododog adopd Tig yovidlakeg Bepa-
nieiec. To 2025 dnpoclelOnkav AMOTEAECUATA KAWVIKWVY
HeAETWV Tou €8eL€av OTL YEVETIKA TPOTOMOLNUEVA SEp-
HOTIKA HLOOYXEVUUATO UIMOPOUV VO EMOUAWGOUV XPOVLEG
nAnyéc oe aoBeveic pe coBapr Suotpodikr EB.1 H Be-
pareia Baciletal otn ANPn KUTTAPWV Ao Tov 8Lo Tov
acBevn, otn 816pBwon tou eAaTTWHATIKOU Yyovidiou
OTO EPYAOTHPLO KAL OTNV €Mavatonob£Tnon Tou Véou
Sépuatog oTi¢ mAnysiosg meployéc.?

I8laitepn onuacio €xel kat n €ykplon otig HMA tng
Bepameiog Zevaskyn®,3* Tng mMPWING KUTTOPLKAG YO-
vidlakng Bepameiag yia t duotpodikn EB (RDEB). H
Beparmneia otoxevel To yovidio COL7A1, to omoio eivat
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QTaPALTNTO yLa TNV Tlapaywyn koAAayovou tumou VI,
Baolkol CUCTATIKOU TIOU CUYKPATEL TG OTIRASEG TOU
S8épuoatog evwpéveg. O peléteg €6el&av onUOVTLKA
€MOVAWON TPAUKATWY Kal Meiwon Tou movou (MARPNG
emoVAWON TapaTNPNBnKe oto 16% TWV TPAUUATWY
niou é\afav Bepaneia pe ZEVASKYN €vavtl Kovevog
arnd Ta aviiotolya tpavpata eAéyxou Kol 28 amo 43
tpavpoata nmou €haPav Beparneio pe ZEVASKYN emou-
AwBnkav Katd 75% A mePLOCOTEPO EvavTl 7% TwV avTi-
OTOLYO TPV LATWVY EAEYXOU).

NoapdaAAnAa, cuvexiletatl n avamtuén tng ToTL-
KNG yovidlakng Beparmeiag beremagene geperpavec
(Vyjuvek®), evog ‘yovidlakou’ gel mou edapuoletal
aneuBeiag otig mAnyéc.® Asttoupyei mapéyovtag Ast-
ToupYLKA avtiypada tou yovidiou COL7A1 ameuBelag
ota KUTTOpa ToUu SEPUATOC, EMITPEMOVING OTO OW-
HO va TTopayeLl KOAAQyoOvo Ttou A£(meL, vo. EMOUAWOEL
undapxovta tpavpoata. To dapuako €xel N&n eykplBel
OE APKETEG XWPEG yLa tn Beparmeia Suctpodikng EB kat
Bewpeltal pia amod tg peyalltepeg mpoodoug otnv
Lotopia tng vooou.

NEEZ TEXNOAOTIEZ: BASE EDITING
KAICRISPR
To 2025 8nuootevBnkav emiong Slaitepa evBappu-
VTLKA Sebopéva yla tnv texvoloyia “base editing”, pia
To akplpn popdn yovidlakng Stopbwonc. Epeuvntég
Katadpepav va Snuloupynoouv SEPUATIKA UTTOKATA-
otata Ue SLopOwUEVEC LETAANAEELC LA UTIOAELTIOUEVN
Sduotpodikn kot cuvdeopikr EB, avolyovtag tov Spouo
yia 1o aodaleic kat povipeg Bepameieg oto péAov.®
H texvoloyia CRISPR e€akoAoubel va peletdatal
EVTOTIKA, KaBwC pmopel Bewpntikad va dLopBwoel TIg
HETaAAGEELG TTOU TTpOoKaAOUV TN vooo amneubeilag oto
DNA tou aoBevoug. Eival pia texvoloyia mou Aettoup-
vel oav ‘poplakd PoAibl emttpénovtag TV vionion
Kal S10pBwon TuNUATWY yovidiwv. Av Kol Bploketatl
OKOUN o€ MpwLUo otadlo, Bewpeltal mBavo otL péoa
otnv enopevn dekaetia Ba doupe EATOLKEUUEVES YO-
vISLakeg Bepareisg yia Stadopetikolc Tumoug EB.7

BAAZTOKYTTAPA KAl ANATENNHTIKH
IATPIKH

‘Eva aA\o onuavtiko nedio épsuvag adopd Ta LECEY-

XUMOTKA BAaOTOKUTTOPA. ZUYXPOVEG UEAETEG Seiyvouv
OTL TOL KUTTAPA AUTA AOYW TWV 0VOCOTPOTIOTIOLNTLKWY
Kot avTLPAEYHOVWE WV LELOTATWY TOUG, UIOPOUV VAl LIE-
TOVAOTEUOOUV OTLG TIANYEC, OTIOU LELWVOUV TIPOAYOUV
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napaywyr COL kat cuvépapouv atnv BeAtiwon mAn-
ywv ot tunoug Suotpodikrc EB.2

MapdAAnAa, oL €MLOTAMOVEG UEAETOUV TN XpHon
€EWOWHATWY Kot BLOAOYIKWY N HIKPWV Hopiwy Ttapa-
YOVTWwV Ttou Ba prmopoloayv va EVEPYOTIOLOOUV HNXO-
VIOPOUG EMOVAWONG XWPLG TNV avAayKn €KTETOUEVWY
enepPBdoswy.>1011

TI EINAI AIAGEZIMO 2HMEPA 2THN
EAAABA
Jtnv EAAGSQ, N QVTIHETWITLON TG TTIOUPOAUYWEOoUG
emdepUOAUONC TTapapEVEL SUOKOAN, KUplwg Adyw TG
OTaVLOTNTAG TNG VOOOU KAl TNG TMEPLOPLOPEVNG eelL-
Sikevong. OL meploocodtepol acBevelc mapakoAouBou-
VTaL 0€ EELOIKEVUEVA KEVTPO EUTIELPOYVWHOOUVNG TNG
ABrvag kat tTng Osocalovikng, Kuplwg o depuatolo-
VIKEC KOl TLOULOLATPLKEG LOVASEG.

H Bepameutiki Mpoogyylon otn xwpea pog Baoile-

ToL Kuplwg:

e 0Tn ppoviida TpavpdTwy,

e otnv mpoAndn Aotpwewy,

e otn Slatpodikn umootnpLEn,

e otn Slaxeiplon movou,

e Kol otn SlEMLOTNUOVLIKNA TtapakoAolBnaon.

H rpooBaocn otig rio olyxpoveg yoviSLlakeg Bepareieg
TIPAUEVEL TIEPLOPLOUEVN Kal cuvABwC yivetal péow
£L6IKWV TIPOYPAUUATWY, SLEBVWV CUVEPYACLWY ] CUU-
LETOXNG Ot KAWVIKEG peAETec. QOTOCO, N eVPWTALKA
€yKplon VEWV Bepamelwv dnuoupyel mpoodokieg OTL
Ta enopeva xpovia Ba unapéel otadlakn npdcPaocn
Kat otnv EAAaSa.

310 otpeio Imaviwv NOéowv tou voookopeiou A.
JUyypOG TPEXEL KAWLKN HeAéTn tn¢ Rheacell pe Ba-
on ta BAaoctokuttapa (allo-APZ2-EB-IIl A double-
blind, randomized, placebo-controlled, interventional,
multicenter, phase Il clinical trial to investigate the
safety and efficacy of ABCB5-positive mesenchymal
stromal cells (ABCB5+ MSCs) on epidermolysis bullosa
(EB).

Emiong ot acBeveic mou mapakoAouBouvtal oto
UM €xouv TipooPaocn oto Filsuvez®, To mpwTto eyke-
KPLEVO PApPHAKO Yla eVAALKEG Kal TaLSLd Avw Twv 6
unvwv pe duotpodikr i ouvSeouiky EB.1>Mpdkettal
yla €va tomiko Gel amo ekyUAwoua dpAolol onuidag
TIOU XPNOLUOTIOLEITAL YLl TNV QVTLUETWILON TPAUUA-
Twv. BonBd otnv taxltepn €MoUAWON TWV TIANYWY,
MELWVEL TOV TIOVO KaBwG Kot Tov Kivouvo AoluwEswv
KQL TN GUVOALKN EMLBAPUVGON ATO TA XPOVLO TPAU AT,

Me tn Xprion Tou NAEKTPOVIKOU GUOTHLATOG TPOE-
YKPLONG Papuakwy UTAPXEL Kat n Suvatdtnta nmpocPo-

EAAHNIKH ETTOEOQPHYH AEPMATOAOTTAY. - AGPOAIZIOAOTTAY
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ong og GAAa dpappaka onwg to Vijuvek®, kabwg kat dap-
paka ektog eveitewv oe e€atouikeupévn Baon avdaioya
UE Tov KABe aioBevn kal TIG LSLaitePEC avAyKES TOU.

ISlaitepa oNUAVTLKA VAL KOL I EMAVEVEPYOTIOLNON
tn¢ Debra Greece 3, tou eANAnvikoU cUAOYOU acBevwv
Kat dAwv g mopdpoAuywdoug emdepuoAucng UTo T
awyida tng Evwong Inaviwv AcBsvwv EANGSact (EZA-
E) peta and adpavonoinon moAMwv etwv amno 2017. O
oUAM\oyog DEBRA &gilvatl TO TILO YVWOTO TOYKOOULOG N
kePSOOKOTILKO SikTUO OXedOV 50 £BVIKWY OPASWV UTIO-
otnpLEnc aobevwy, adblepwpévo OTNY UTTOOTAPLEN ATO-
MwV Ttou entnpeadovtal amno tnv NopdpoAiuywdn Embep-
poAuon. H DEBRA Greece Tepva O€ ULOL «VEQ apXh» yLa
NV EAANVLKN Kowotnta aoBevwv pe EB.

H opyavwon eixe apyikd 16puBei to 2012 amod yoveig
madlwy pe EB kat amoteel péAog Tng SteBvoulg okoyeE-
velag DEBRA. 2toxoc tng véag mpoomabelag elvat:
® N EVNUEPWON TOU KOWOU,

e n Slekdiknon kaAUtepng mpooPacng oe Beparneieg,

e n evioxuon NG YUXOAOYLKAG KOl KOWWVLKNAG UTIO-
otpEng,

e Kol n dnuioupyia e€eldIKEUUEVWV KEVTPWY dPOVTL-

6o otnv EAAGSa.

AN
APOPO INOMHSE

H emavekkivnon tng DEBRA Greece Bewpeital Slai-
TEPA ONUAVTLKA, kKaBwg ol acBeveig pe EB ouxva Blw-
VOUV KOWWVLIKN QIOMOVWON KOl UEYAAEG OLKOVOULKES
SuokoAieg Aoyw tou uPNAoU KOOTOUG EMISECUWY Kol
£EELOIKEUUEVWV UALKWV.

TOMEAMONTHSEB
OL maoyovteg aoBeveic umopet va eivat Alyol o aplOuo
oA yla Toug aoBeveig mou fouv pe EB, n vooog sivat
gL Kabnpepwvn mpayuotikotnta. Napott n moudoAu-
ywdng embepuoluon mapapével aviatn, n Beparmeutt-
Kn €wova aAAdlel ypriyopa. Ma mpwtn ¢popd untdpxouv
Bepareieg ov Sev AVTIUETWII{OUV AMAWE TOL GUUTTTW-
pata aAAQ 0TOXEUOUV OTNV YEVETLKN altio Thg vOoou.

To emopeva Xpovia avapévoupe va doUpe ouvou-
00TIKEG Bepameieg: yoviSlakn Bepamneia, avayevvntikn
LOTPLKN, OVOCOAOYIKEG TTAPEUPAOELG KL EEATOULKEU-
pévn dppovtida. Ma toug 0oBeVEIC KAl TIG OLKOYEVELEC
TOUG, AUTO CNUALVEL KATL TTOU PEXPL Tpdadata Epolale
adlavonto: mpayuatikn eAntida yio pia KaAUTepn Kot
Ayotepo enwduvn Lwn.
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