UvEvTeEVvEN pe TtTnv Tetiana
Zamorska

Amopayvntopwvnon

To 6voud pov e€ivair Tetiana Zamorska, mpo€pyopatl amd Tnv
Ovkpavia. Zw otnv mnpwtevovoa tn¢ Ovkpaviag, To KigBo. 0 yiog
MOUL YeEvVVNONKE MPE Pl omdvia depuatikh dlratapaynd Tmov
ovopdletatr, Epidermolysis Bullosa. [Mpdékeiltal yla pla
noykoopiwg yvwothA oacBéveila pe Tov O6po “MNMardid-MetaAovdec”.
Avtd onuatvel 6tt ta maidid mMov yevvioUvTAl HME QUTA TNV
acfEvela amoKToUv €va eEalpeTikd evaticbnto b6&pua. Kat xdpn
OTOV Y10 POU GAA0Ee evteAwc n Cw pov. Xdpn o€ avtdv, Eyilva
OUVAYOPOG QO0BEVWV.

Etol, Otav yYevvAONKE, N O1KOYEVELA HOC TmpoomnaBolOE va
ovvexloetl va Ce1 tnv 16ta Cwn mov Covoaue mplv amd TN yEvvnon
Tov. Avtd onuaivel 6Tl o oOluydC HOU KOl €YW OOXOANOAKAUE KOl
o1 600 pe TNV €MAyYEAMATIKA poG avEALEN. Ouwg, O6tav o0 yloG HOG
Eptace otnv €pnBikf nAikia, kat twpa €ival mepimov 14 etwv, n
acBEveld Touv Yelpotépeye mMoAU. Katl avtd oAualve, yla péEva
MPOOWT KA, OT1 ETMPEME OVOLNOTIKA va eykataAeiyw TNV KOplEPQ
MODL KOl v 0PlEPWOW TMAAPWC To XPOVO KAl TNV EVEPYELA POL OTNV
aoBEVvEla TOU Y10V POL KAl GAAWvV aoBeviv TnG Ovkpaviac.

Huovv €vag amd Ttouvg 16puTéEC TNG MPWING MN KLBEPVNTIKAG
opyavwong otnv Oukpavia, Ponbwvtag acbeveic OMWG 0 Yyl10G HOUL.
AnuiovpyAoapue avth tnv opydvwon pali pe 600 APOCLWHEVOUG
ylatpoug, depuatoAdyouvg, €vav amd tnv Ovkpavia kat €vav amd Tn
oundla. Autd ouvvéPn mplv and mévte yxpoévia. E{gat moAD
nepAeavn mov Aéw 6Tl mplv andé €udc, tTnv Debra Ukraine
Organisation, b6ev vmApxe timota otnv Ovkpavia. Kauia yvwon,
Kapia mAnpogoptia, kKaveEva upntpwo. 01 dvBpwrol mouv mdoyxouvv amd
aQuT TNV acbévela mavtov, o€ OAn tnv Ouvkpavia, dev yvwpirlav


https://toolbox.eupati.eu/resources/patient-toolbox/%cf%83%cf%85%ce%bd%ce%ad%ce%bd%cf%84%ce%b5%cf%85%ce%be%ce%b7-%ce%bc%ce%b5-%cf%84%ce%b7%ce%bd-tetiana-zamorska/?lang=el
https://toolbox.eupati.eu/resources/patient-toolbox/%cf%83%cf%85%ce%bd%ce%ad%ce%bd%cf%84%ce%b5%cf%85%ce%be%ce%b7-%ce%bc%ce%b5-%cf%84%ce%b7%ce%bd-tetiana-zamorska/?lang=el

0Tl vumdpyouvv Kal AdAAol acBeveic¢ mouv emiong Covv, mov emniong
vnogépovy, mov emniong dev £Epouv T1 va KAvouv HE TNV 0acBEverd
TOLG Kal TMWG va tn Begpamnevoovv. [poonabovoa emni mEvte Xpovia
va ocvvduvdow TNV KaplEpa pov peE TN HpactnpiétnTa TnG MKO, OAAQ
To TeAsvtaio £€T0C KATEOTNOE OUTOV TOV OLUPBLBAGCUSE aKOMNn T10
abdvvato. Kol €mpemne va mndpw TNV amndépoacn KAl va EMIKEVTIPWOWN
NMAApwG otn dpactnpirotnta tng MKO.

NMpo¢ TO mMopoOv, META amd mévte Ypbévia epyoaciag, vmdpyovv
nmpayuoata yla Ta omota €{pal mpoownikd mepneavn, €Eailtiag TwWv
bpdoewv poc¢ otnv Ouvkpavia. Eyxovpe Adn 10 unTpwo. BpAKaue
nepimov 200 acbeveic otnv Ovkpavia. OAor avtol ol acbevelig,
yvwpilouvv tnv acBéveira, EEpouvv T1 €160UC QAPUAKELTIKA Oaywyn
Kal T1¢ oaAAayéEC emidéopwv mov xpeldlovtatl, Kol Xdpn OT1C
mpoomnabelec tTnNg OPYAvwWoAG MaG, &€pouv mia amnd moUL va
npoun®evtovv Toug emidéopovg. Katl emimAéov, KAVOULPE TOAAEC
QLAQVOPWTTIKEG OpacTNPLOTNTEC: ZIVLYKEVTIPWVOUHPE YPAMATA KOl
MOPEXOVUE OWPEAV QPAPUAKON OT1C O1KOYEVELEC UOGC OPKETEC QOPEC TO
XpoOvo. MpdKerTaAl y1a QPKETA aKP1BA KOLT1A YEMATA QAPUAKQ.

Ekto¢ avutol, mplv amnd 600 xpdévia viobetAbnke otnv Ouvkpavia
EVOGC VEOC VOUOC OXETLKA ME T1C OPPOVEC OOBEVELEC, KOl €MELON
geldal ouvvAyopoC acBevyv, KatdAofa 6Tl TO MO0 ONUAVTIKO TPAyuQ
Y10 TN OUVYKEKPLMEVN XPOVIKA oTiyuA otnv Ouvkpavia eivatl va
M1ECOVUE TPAYMATIKA TN vopoBecoia mMPoOC TNV KOATEVLOULVON TNG
VMOOTAPLENG Twv "mnMaldiwv-netaAovdwv” amd tnv kKvBEpvnon. Kat
QUTO QMOTEAECE P10 ONUOVTIKA aAAay 0T0 PULOAG pou, 6Tl dnAadA
bev EmpeEme va EMIKEVTPWOW TMAAPWC otnv €€cvpeon MOPWY KAl OTQA
Epya, aflomol@vtoag TA XPAMATA TWv Yopnywv. Kat avtd ylatil 6a
eEakoAovBel va kabiotatal avemapkéC w¢ eyyxeipnua, emeldf n
acbEvera eivatl moAv dbamavnprp. To K6oTOC Qvd ATOpO, avd acOevi,
avd pAva pmopel va kvgaitvetal amdé 1.000 doAdpia HMA movu
aQvTlioTolYoUv o€ 5 1 6.000 doAdpra i kKal meproocdtepo. 01
olkoyévelec otnv Oukpavia dev pmopovv va aAvTtEEOUV O1KOVOU LKA
™ @povtida TOL MALd1O0U TOULG KAl VA EMWULIOTOUY TETOlH £E00a.

N’ avtd Atav MOAV ONUAVTIKO Yla HEVA va EEK1VNAOW
bpactnpidétnTteEC doknong mieong kKol va yivw €vag MPaAyHAT1KOG



OUVAYOPOC TwWv acBevwv, 0 omoloC OTEKETHL WUMPOOTA GTOUC
acfeveic ka1 ovvoplAel pe TNV KLBEpvnon: Avtd Oa ATOV TO
Ynovpyeio Yyeiag tng Ovkpaviag, avtd 6a Atav TOo Ymovpyeio
01kovoulkwyv, To omoio amogacifel yia TNV KATOVOUA Twv XPNUATWY
TOL TpPOoUMOAOYy1lopoU. Kol to 2016 Atav T0o mMPWTOo £€T0GC KATA TO
omoio T YpAMATA dHl1ATEONKAV TPAYMATIKA yla TOLG acBeveig e
Epidermolysis Bullosa. Etol, Ponbdw twpa oe avth tn dradikaoia
yla tnv enitev€n TOU OULYKEKPLUEVOU OTOXOVL. TO TPWTO ATMOTEAECUQ
Ba €lvatl O0t1, @ET0C 01 aoBeveig pag Ba mpémel va AdBovv MPWTOT
@dpuaKa JE YpnuatodotTnon amd TOV KPAT1IKO TPOUTOAOY10UG.

E{pat apyikda d1knydpoc kot €xw 600 vouikd mtuyia. E@dpuooca T1¢
YVWOELC TOL AMEKTNOA OTNV TPONYOUUEVN ETMAYYEAUATIKA MOV
otadrodbpopia, 616t1 OAEC T1C VOULKEG/OLKOVOUIKEG YVWOELG KOl
guneiplieg mov €xw, T1IC¢ afromolw TMAAPWG yia xApn TNG
vmepdomniong Twv acBevwv, d10T1 KABE @QOopd mMOL MPEMEL va
vnoAoyiow TO KOOTOC TWV @QAPUAKWY, TMPEMEL va e@apuéow
O1KOVOM1KEC YyvWwoelC. KdbBe ¢@opd movu opyavwvw KATOla TPOMABELQ
PAPUAKWY TIPETEL VO OUVATTW OVLUPACELC ME QPAPUAKEVTLIKEC
etalpelec Kal mpeEMel va UMOPAAAW OalTACGELG €mixopAynong oe
dbwpntéc mov mpeEmMel va ovvayovv ocvpPfdcerc palil tTouvug. EB®,
Aoimév, TO VOM1KO pouL uTOBaBpo afilomotleiTtal TOAD KOAdA.

MpdékeilTal yia TNV aAAayf tng vopoBeoiag, yia TNV OAAayd 1ING
MPOGEYY10oNG TPOC TOLG aoBeveig, yia tn ovumepiAnyn TwWv ocOEVEV
o€ OAOUG TOUG TOUELC oTOVLG Oomoloug Ba TMPEMEL VA CULPUETEYOLV
OXET1IKA ME TN AAYN amo@dcewv yla 1o £160C TWV QPOPUAKWY TOL Oa
npénetl va AapBdvouvv, yia to €160C TWV TMAPEVEPYELWV TOL B«
nmpénet va elval evAuepol. Mpodkeiltal yia mAnpogoplec Kot
YVWOELC OXETLKA ME T1G vEeg e€EeAl&erg oTov TOMEQ TNG €PELVOG
KXl tTnG avamntvéng ektd¢ Ovkpaviag, T1¢ omoiec Oa upmopovoOvV va
aglomolfjoovv Kal va amoteAéoovv eAnida yia pia HEAAOVT LKA
fepaneia.



