UppETOYXN aofevwv — H ovpBoAn
TWV OPYAVWOEWY AOOEVWYV OE £va
HNTPWO OMAV1WYV MAONCEWV

Elocaywyn

SUMMETOXN TWYV E€VLPWNATKOV O0OPYAVWOEWY acBEVWYV WE oVvOpouO
olwdbovc okAfRpuvvong (E-TSC) otn dnuiovpyla €voC €vpwnaikov
UNTPWoL acBevwv mov Couvv pe oLvdpouo olwdoug okARpuvvong (TSC)
ylio TNV KAALYn OPLOMEVWY KEVWYV o0TNV Katavonon tnG KA1V1KAG
nopeiac tov ovvdpduov olwdouc OKARPLVONG KA1 TWV BEPATEVLT LKWV
EKBACEWY .

Nepiypaen tTnG vnobeonc

To ovvdbpopo olwdouvc okAApvvonc (X0X) eilval PlA OLTOCWHULKA
EMIKPpATOVOO YEVET1IKA Oiratapaxyf pe eminmtwon 1 otig 6000
YEVVAOELC.

*MpdKe1lTOl Yyl Ml TOAvOvLOTNMOTIKA diratapayn Tmov
xopaktnpiletal amd kKaAonBel¢ O6ykouvG (OQUAPTWUATO) TOVL
eppavifovtatl oe mMOAAAMAA Opyava, OTMWG €lvatl o €YKEPAAOC,
ol veppoil, To d€ppa, T MATIX, Ol MVEVPOVEC, N Kapdird
KOl TO Amop.

» MapoAo mov €xouvv avtAnOel onNUAVTIKEG TMANPOPOPLlEC OXETIKA
HE TO oVLvdpopo olwdovc oKAApuvVONG HEOW TNG MPOCEATNG
Epevvag, €&akoAouvBolV va vTMAPXOUV KEVA oTnv Katovonon
™N¢ mopeiag Twv ekdnAWOEwv TNG X0X KOl TOVL TPOYVWOTLKOU
TOUvG pPOAoOULU, TWV OTMAV1IWY OUUMTWHATWY KOl TWV
OLVVOONPOTATWY, TWV TMUPEURACEWYV, TWV BEPATELWV KAl TWV
EKBACEWYV TOLC, KABWG Kal TnG molétntag Cwng.

= Aev vndpyovv dedouéva pEYAANC KATHAKAC OXETLKA WE TNV
oCwdn okAnpuvon kKol Ta Hiraypovikd dedbopéva £ivatl TOAD
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https://toolbox.eupati.eu/resources/patient-toolbox/%cf%83%cf%85%ce%bc%ce%bc%ce%b5%cf%84%ce%bf%cf%87%ce%ae-%ce%b1%cf%83%ce%b8%ce%b5%ce%bd%cf%8e%ce%bd-%ce%b7-%cf%83%cf%85%ce%bc%ce%b2%ce%bf%ce%bb%ce%ae-%cf%84%cf%89%ce%bd-%ce%bf%cf%81%ce%b3%ce%b1%ce%bd/?lang=el

neplopioyéva. Q¢ €k tovTOUL, TMOAU Alya £ival yvwotd yla
™ Quolkh 1otopila TNG X0X Katd tn H1dpkera tng CwAc.

= To Mntpwo 0Cwdouvg XIkAApuvong yia tnv AVEnon TNng
EvaisOntonoinong yta tn Néoo (TOSCA) €xetr oxedraotel yla
Vo KOADYEl Oplopéva amd ouTd Ta KEVA MEOW TNG GLAAOYNAC
bedouévwy amd acbeveic oe MOAAEC YWPEC mMayKoouiwg.

Ané tnv mMPWIN ovvdvinon TWv E£PELVNTWYV Yyla TO oXedilaoud TOVL
MNTPWoL ocvppeTeiyav ekmpdéowrnol tng E-X0X (Evpwnaikf Evwon yla
To XVvbpopo 0Cwdoug XkARpuvong).

TOTMO1 OUHPETEXOVTWY aoclevwv (4
ovvnyopwv acOevwv)

= Eunelpoyvouovec aocBevelic/oVVAYOPOC a0BEVAY HE KAAR
texvoyvwoila tnG voéoov, aAAd pe pikpn euneipia otnv E&A.

0@EAN amdé TN CUMHETOXN TWv acOevwv

YnAp&e oa@ric¢ opopwvia yia tn Onuiouvpyia &vog evpwnaikoD
MNTPWOV TPOKELMEVOU VA KAALPOOUV oplopéva amd To KEVA oTNV
Katavénon tov X0X péow TNG OLVAAOYAC dedbopévwv amd acbevelig o€
OAn tnv Evpwmnn.

H ouvvepyaoila pe pla akadnuaikhi direvOvvovoa emitpomp, 3
eKMPoownov tng E-X0X (Hvwpévo BaoiAetlo, ItaAia, lMaAAia) kot
TN QOPUAKEVLTIKN €Ttalpeia amotéAece Pacilkd otolxeio otTn
dnuiovpyia tov untpwov. To TOSCA eivat:

= Eva MOAUKEVTP1KO, H1€OVEC PUNTPWO ACOEVELWV.

= Yxedlraopuévo yla tn ovAAoyn dedbopévwv amd acbeveic pe X0
0E TOAAEC XWPEC TMOYKOOMUIWG.

»XTOXEVEL 0TNV KAALYN TWY KEVWY aAVAPOPLKA HE TNV
Katavonon 1tng KAlvikA¢ mopeiag Tou X0X KOl TWV
OEPATEVT LKWV EKBACEWVY .

Ta opéAn yia tnv E-X0X Atav:



»H E-X0X nmdvtote miocteve 6t1 n ovAAoyn dedopévwv eilvat
BePEANONC Kal mpPEmeEL va mponyeital OAWYV TWV AAAWY.

= MéExpl OAUEPA, O1 TOLOTIKEC TANPOQPOPLiEC TMOL GUAAEYOVTOL
oe OAn tnv emikpdtela €ivalr €Eaipetikd eAAineic pe
QMOTEAEOUN VO TPOKUMTOULV TMPORAAUATN KA1 VO HUNV UTAPYE
duvatdtnTa mpoéocBaong kKal ocVyKPlonG METAED TWYV OMOTOTATWY
TWY TMEPLMTWOEWY .

*» Me TNV evowpdtwon Twv aobeviv pe X0X oe oAdkAnpn tnv EE,
Ba avEnBolv n yvwon kKal n enonteia OYETIKA ME Hla oAV 1Q
ndenon KoBWC Kal Ta opeavd ¢@dpuaka, BOa KaTtaypapolv T
anoTeAéopata Kal 8o agiloAoynbei n amMOTEAECUATIKOTNTA TNG
Bepanciag.

= AUTO TO uNTPWO Ba pmopovoe va amoteAel €va €EA1PETIKO
gpyareio €pevvac.yla touvg enayyeApatiec vyeiog.

NMPpoKAROE1C KAl EUMOdD

H pévn mpoékAnon ATav va €viomiotovv €vtdc tng E-X0X o1
KATAAANAO1 €KMPOOWNO1 TOUL B PMOPOVoAV VO EKQPACOLY TNV Amoyn
Twv aobevv. DAol o1 ekmpOOWNMOl TNG OVLYKEKPLUEVNG QCOEVELAC
elvatr yoveic/QpovTtioTEG.

H duvauilkf Kal o tpomo¢ emikolvwviag twv d1dgopwv PEAWV TOU
6101knNT1kKoU ocvpyPfouvAiov mov cvvaviABnkav yla va ocvlnTACOLY Y1
TO MNTIPWO ETIPETE VA TIPOCAPMOCGTOUV OT1C O1APOPETIKEC
EMLOTNUOVIKEG YVWOELG KAl OTNV KOtavénon Twv TPlWY OLV1IOTWOWV
(epevvntécg, ekmpbéowmnmol TNG e€Talpeiag KAl TNG 0pPydvwong
acOEVYV) .

Adaypata

H é¢ykaipn ovupetoxf €ixe OetikKd 0@&éAn. Eva TUAMO TOL HUNTPWOUL
e1val aQlEPWPEVO OT1C AVAYKEC TWYV QAOBEVWV KOl CLYKEKPLUEVLA:

»Xtn Onuiouvpyla €vOC €161KOUD KO1VWV1IKOO1LKOVOULKOU
epwtnuatoAoyiov mov agopd TOo X0X yla TOULUC acBeveic/TnV
Ol1KOYEvVELA.



=XTnv agioAdynon TWYV EMIMTWOEWVY TNG VvOOGOL OTNV
KOONUEPLVOTNTA TWYV EUMAEKOUEVWY O1KOYEVELWV.

=Ytn pé€tpnon tng moldtntoag CwAC Twv acBevwyv pe X0X pe TN
XPAoN OTABUIOUEVWY EPWTNUATOAOYIWY.
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Y0voAo Bacikwv dedouévwv uyntpwov 0%

Anei1kévion TOoL OLVOAOUL BOOlKWY dedBOPEVWY TOL UNTPWOVL
yla Tnv KAAAvyYn Twv KEVWYV yvwong otn diayxeipion tov
ouvvdpbéuov tng olwdouvg okAfpuvong (Z0X).

Oa ATtav TMOAU XPAG1LUO OTO MEAAOV VA CULUUETEXOLV EKMPOOWNTOL TWV
acBevdv mov €xovv Adn eknaitdevtel amdé TNV MNAaTEOPUA TNG
EUPATI.

PANVI TITTERVE |

- EkBeon pe ovpupeToxn acbeviv: ZULUPOAAR TWV OPYAVWOEWV
acBevv 0 €va UNTPWO OTAV 1wV TAONCEWV


https://toolbox.eupati.eu/wp-content/uploads/sites/4/2020/07/Rare-Disease-Registry_v1_EN.pdf
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EvnuepwT1kKd Yypdenua TOL TEPLYPAPEL Pla TMEPIMTWON
OVMMETOYXNAC OPYAVWOEWY o0Beviyy otn odnuiovpylia €véc
EVPWTMATKOU HUNTPWOVL acBevwv mov mdoyxovv amd To XVvOHpouo
0Cwbouvg XkAnpuvong (Z0%).



