UVEvTEVEN HE TNV Virginie
Hivert

Amopayvntopwvnon

Ovopdlopatr Virginie Hivert, epydloupat yia tnv EURORDIS, TNV
gvpwnaikf opydvwon yla TOouC acBevel¢ PE OMAVIEC QAOBEVELEC.
E{gat n AirevBivipla Oepamnevtikig AvantuvEng, omdte eipat
OUVNYOPOGC TWV acBevwy Kal €xw eknoidevtel WG QAPUAKOTMO10C KOl
gpydotnka emiong wg €pevvATpla.

A1eUVKOAVUVOUUE TNV EUMAOKA TWYV Q®O0OEVWY O6T1C UMAPYXOUVUOEC
evkalpiec, 10601{wg pe Toug Hildpopovg evdrapepduevouvg @opeic,
Omwg pe Tov Evpwnaikd Opyavioud dapudkwv. Kot vrmooctnpilovpue
emiong t™n Onuiovpyia vEWvV EVLKALPLWY Yyl TN OCUUUETOXA TWV
acBevi)v oe dldgopa otddia TNG avdmtvEng €vdg €pyov. Elpaote
NG amoyng 0Tl 01 acBevelg MPEMEL va OUVUPETEXOLY o€ OAO0 TOV
KOKAO CwAG TG avdmtuEng €voc €pyov Kol OTl n OLPBOAN TOUG
e{val MPAYUATIKA ONUMOVTIKA €181kA otnv apyxn TnNG avdmtvéncg,
0tav oxedralete va avantvEete €va €pyo €101KA OTOV TOMEQ TWV
ondviwv acbevelwv. 01 acbeveic¢ eilvatr 1o KAg1d1 yla ToOV
EVTOMIOUO TWV OVEKMAAPWTIWY 1ATPLKWY avaykwv Ttouvg, €ivat To
KA€1d61 yla tn ovAAoyr dedopévwv yia HEAETEC QUOLKAC 1oTopilag.
Eivat eniong 1o kKAg1d1 ylia va koaBopiloete mola Ba e£ival Ta
KATAAANAX OQTMOTEAEOUOTO TNG KA1V1IKAGC €pevvag, apa TOo1lo0
KXTAANKT1KO onueio Ba BEAaTE va €MIAEEETE yla TNV avdnTtvEn TOUL
npoidvtog ocag. N’ oavtd mpémer eniong va €i{val TMPOETOTLUAOUEVOL
Kalt va yvwpilouvv mnwG va oAAnAemidpovv pe T dirdgopa
evbirapepoueva HEPN O0€ aUTEC T1¢ dlradbikaociec.

Noz YNOXTHPIZETE TOYZ ANOPQMOYZ NA I'INOYN


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-virginie-hivert/?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-virginie-hivert/?lang=el

EIAIKOI 2E OEMATA AZOENON;

Etolr, €xovue O1dgopa TPOYPAUMOATA QAVATITLENG 1KOVOTATWY, TO
EURORDIS etivat pé€pog tng EUPATI. Exouvue emiong to Beplvod
oxoAeio EURORDIS. Etoil, Hde OAEC AUTEC T1C O1OQOPETLKEC
evkalpleg, autd mMov emMd1IWKOVPE €1val va EMITPEYOVLUE OTOV
aoBeviy va yvwpilel MWC va CLUUETEXEL OVUPWVA UE TOLG KAVOVEC,
MW¢C Ageiltoupyolv Ta didgopa evdirapepdueva péEpn, molo €ivatl To
nepiBdAAov oto omoio Ba mpémel va dWOOLUV T1C €16p0EC TOVLG,
616t1 600 meproodteEpPo yvwpilelg to €Ewteplkd mepilBAAAov, TOOO
MEPLOCOTEPO €XELC ovOLaOoTlIKO avtiktumo. Omdéte auvth silvat
MPAYUATIKA n 16€a va €YOLPE TN yvwon Twv dladikaciwv ES&A Kat
emiong Ml TM10 MPOAKTLKA MPOKT1KA ekmaidevon yia TO TWG
6i1e€dyetal n ovvdvtnon pag, TWG AAANAEM1dpovYV 01 AvOPWIOl KOl
nov umopei o aoBeVAC va €Xel TOo HEYLOTO duvvatd avtikTumo.

TI EIAOYXZ ANTIKTYNO MMOPOYN NA EXOYN OI
EMNEIPOCrNOMONEZ AXOENON XTIX AIAAIKAZIEZ
E&A;

A’ 6,11 €Xw mapoatnpAoel, oamd TN OULPMETOXHR oO0BEVWVY OE€
61ad1kaociec vmootAPLENG TMPWTOKOAAWY o€ emitpoméC tou EMA, ot
PUOULOTIKEC QPYXEGC, Ol AAAOl evdragepduevol gopeic €ival mavta
MoAD mpdOLVUol va aKOoVOOLY Tl £XOLV va TOLY 01 acBeveicg, Kol 01
acbevelic ¢@€pvouv TN povadikA mpoomtikh TOLU va (E1C ME Ml
aoBévela, va Ce1¢ PYe pla omdvia aoBévela. Etor, 6Aol ol GAAol
evdlapepduevol TOLUC AKOUVVE.

MOIEZ EINAI MEPIKEXZ ANO TIX MNPOKAHZEIZ
NOoy MMAOOPEI NA ANTIMETQNIZOYN OI
EMONEIPOrNQMONEZ AZOENQN;

Mia GAAn mpokAnon yla touvg acbeveic eival 6ti, emeldf vmdapyouvv
nmoAAol evbiragepbduevol o6TOV TOMEX TNG E€PELUVAC KAl TNG
QVATITVENG, MEPLKEC QOPEC TPEMEl va emMiAEEovy, omdte vouilw OT1
avt n e€mitAoyf upmopel va eivat dVokoAn, emeldf Otav £xelrg



MOAAEC evkalpleg, TOTE €pyeocal avTlHETWNOC ME [sic] To CATNUa
NG ovykpouonG ouvueepdvtwv, n omoia pmopel va e€ival MPAYUATLKA
A AMAWC OVTIANMTA oUYKPOUGNH OLUPEPOVTWY, AAAd yio €vav acOevh
uropel va eivatr apketd evoxAntikf. Nopilw Aoimdév 6Tl n €pwInon
nmov 6&xopatl mio ouvyva sivat: “Mola emiAoyf mpeémel va KAvw;"”.
Exw €pOel oe emaphi MHE QAPUAKELTIKA etaipeia, vouilw 6Tl O«
Atav €vbiragEpov, aAAd av mdw Ttéte {owg Hev Ba umopw MAEOV va
nmnyoaivw kKol va maipvw pEpoC o€ ocuvvedpldoeilig, otov EMA, ue
EM1OTNUOV1IKG oVYBoVAO ce ouvvedpldoelg BoRbe1laC TMPWTOKOAAOL” .

TI TO TIAIAITEPO EXEI H Z2YMMETOXH
EMOEIPOIrNQMONQN AZOENQN XTHN E&A;

Avté mov pe eviunwoldlel MEPLOOOTEPO €1val N EVEPYELA TWV
acfeviv Kal n 1tkavétntd Ttouvg va ouvvduvdlovv T1C H1KEC TOULC
6e€r6tntec pe TNV eknaidevon mov €Aafav Kol va TNV KAEAVOLV
aKdua mMio amoteAEodaTtikA. Katl otnv mpayupatikotnta, vouilw Ot
n eknoidevon avoilyel mpaypatikd T1¢ MOAEC y1' autovg. Eilval To
MWG, €VVOoW, va €10€ABoLY 0E €vav VEO KOOMO TOL TiOavwig dev
yvwpilav mponyovdEvWws. AAAd eivalr eniong pia diradikaocia
apuo1Baiag yovipomoinong, eme1drp 6Aol pobaivovue o €vog amd TOv
aAAov, omote bev eival pévo €vag tpodmog, sival mpaypatikd dvo
TpoOmol pdenonc. Avtd Aowmdév kataAaBaivw amd TN HEXPL TWPQ
eunelpia pov. Katl mpémel emniong va mPocopUOolOMACTE OCLVEYXWG
OT1G OAAQYEC TWV KOVOVIOTlKWY dladikaciwv, oti¢ véeg pebodoug
Kal otnv €EEALEN TNG €MOTAMNG Kol TNG KAWVlkAG €pevvag. Etor,
npénel eniong va MPOCAPUOCOVUE TNV eKnmaidevon Kol TOv TPOTO ME
Tov omoio OpPYyavVWVOULHUE KOl O1EVKOAUVOUME TNV EPMAOKA TWV
aAcOEVWVY .



