TO EPIO-APAZEIX MAX

a) lMapakoAouBnon tns €EENIENS Tou Beopikou
nAaiciou yla ta onavia voonpuata Kal GUPPETOXN
otnv avantuén kai BeAtioon tou

B) KatdBeon unopvnudtwv yia O€oels o€
€16Ikdtepa Bepdtwv nou oxetidovial Ye ta onavia
voonuata nx uyelovopikn nepiBaAyn, napoxes,
npoAnyn, éykaipn Oidyvwon, npoaywyn 1tns
YEVETIKAS, NPOVOIAKN aTAPIEN KA.

Y) Xuppetoxn o€ oupPouAia, emtponés Kai
opades gpyaaias yia oxetuka Bépata

6) [Mpoaywyn tns é€peuvas yia ta ondvia
vVOONUata — CUPPETOXN GUAANOYWV Kal acBevmv
0€ EPEUVNTIKA Npoypaupata

e) [lpowBnon yeveUKAS TAUTONOINONS TWV
onaviwv voonpatwyv kai diapéppwaons Mntpwwv
AcBevav

ot) [Npowbnon Bepancutikwv NPWIOKOAAWVY yia
ondvia  voohpata O Ouvepyacia  peE
ENIOTNPOVIKOUS (POPEIS

{) LupBoAn otnv avantuén kar opyavwon s
dlacuvopiakns nepiBaAyns yia ta  onavia
voohpata

n) MpowBnon kar aflonoinon tou ORPHANET
otnv EAAGOGa yia evnpépwon Kal  eKTipnon
KAIVIKGOV Kal GAAWV napap€Tpwy nou oxetidovral
pe ta ondvia voohpata

0) Apdoeis guaicbntonoinons Kal EvNUEPWONS
WV NoAItwv, aocBevav Kai Qopéwv (6paon
QPIQN kAn)

1) Empépowon/ katdpuon enayyeApatuwv Kai
eniotnpoOvwv  uyeias  (npepides,  ouvédpia,
oepIvVapIa)

1a) Xuvepyaocia pe eupwnaikous kai diedveis
popeis (eurordis)

ITOIXEIA TAYTOTHTALZ

Kataotatukd: un'apiBy. 461/8-12-2016 diatayn
tou Eipnvodikeiou ABnvav, pe kataxwpnon oTo
BiBAio opoonovdiwy tou npwtodikeiou ABnvav pe
augovta apiBuo 841.

MéAos tns EBvikhs Luvopoonovoias Atopwy pe
Avannpia (E.Z.A.pye.A.): anégacn yevikns
ouvéheuans tns EXApeA, 16 ®eBpouapiou 2018

Eupwnaikn MuAn ORPHANET
https://www.orpha.net/consor/cgi-bin/index.php

LTOIXEIA ENIKOINQNIAX

‘Ebpa: Abnva

[pageia: Bepav{épou 14, 20s 6popos
T.K. 104 32, ABrva

E-MAIL: eos-spanopa@outlook.com
THA: 6907700631

Site: www.federationrarediseases.gr

EAAHNIKH OMOZIMONAIA £YAAOITQN
2[MTANIQN NOXHMATQN MABHZEQN
EOX-ZIMANOIMA

HELLENIC FEDERATION OF ASSOCIATIONS
FOR RADE DISEASES
(H.EA.-R.D.)
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MOIOI EIMAZTE

H EAAnvikn Opoonovéia ZuAAoywv

Inaviov Noonpatwv NMadnoswv
(EOZ-ZIMANOITA) eivai o deutepoPfadpios popéas
oUAAOYIKNS  opydvwons atdpwv pe  ondvia
voonuarta - NaBNoels Kal Twv OIKOYEVEIWV TOUS,
nou epyadetal yia tnv EKQPacn tous, tn BeAtioon
NS uyeias kai s noidétntas {wns Tous.

Inavio véoonpa - nabnon, cUpPWva pe v
supwnaikn kai €0vikn vopoBeoia givar kade
véonpa onou o eninoAacpos/ cuxvotntd tou
eivai Aiyotepn ané 5 damopa oe 10.000
nAnBuopo Kal Kataypagpetal otnv eupwnaikn
nuAn onaviov voonpatwv ORPHANET.

d/

IAPYZH

H E.O.L. - ZMA.NO.MA. 16pUbnke 10 2016 ano:

A) v MNMaveAAnvia Evwon
Au@iBAnotpocidbonabwv (MM1.E.A.) kai
B) tnv EAAnvIkn Etaipia
yia thv lvawdn Kuotikn Nooo (E.E.1.K.)

HE.O.X. - Z[TA.NO.NA. givai péhos tns EBvikhs
Yuvopoonovodias Atopwv pe Avannpia
(E.Z.A.pe.A.) ané 10 2018.

Aioikeital and entapeAés Aloikntikd ZupBouAio
pe TPIETN Onteia.

2KOMozx

Baoikoi okonoi kai G§oves dpdons tns
E.O.L. - ZNA.NO.MA. givar:

a) H kivntonoinon kar n gvéuvapwon Twv
acBevaov pe Indvia Noohpata kar Twv
OIKOYEVEIWV TOUS, KaBws Kal n gvioxuon twv
QvTioTOIXWV OUANOYIK®V Qopéwv Kal
OPYAVWOEWV.

B) O ocuvtoviopds tns dpaons yia tnv e€AAEIPN
s Aayvoias kal Twv Olakpioewv Katd Twv
aoBevav.

y) H evnuépwon kai n guaigBntonoinon ns
MoAiteias, opyaviopwy, UNNPECIOV Kal POPEWV
yla OBépata Xnaviwv [laBhoewv, wote va
evioxuBei 1o oxetikd Oeopikd nAaiaio.

6) H avadAnyn npwtofouAinv kal dpacewy yia
100TIpN évtagn Kal KOIVWVIKN GUPPETOXN.

€) H opyavwon napeppaoewv evnuépwans Kai
euaiobntonoinons NS KOIVAS yV@UNS, Twv
POPEWV Kal TV acBevwv.

ot) H empdppwon eniotnuévwy, 1atpwv Kal
enayyeApauwyv uyeias o€ Bépata  Inaviwv
Mabnoewv.

{) H evioxuon tns €peuvas, tns npdAnyns, s
Bepaneias kar tns anokatdotaons oe B€pata
Lnaviwv Madhoeswv

n) n BeAtiwon NS NAPOXNS UMNPECINV UYEias
oTous acBeveis.

0) H ouvepyacia pe Qopeis tns Kovwvias Twv

NOAITWV Kal ENICTNHOVIKES 0pyavwoels o€ EBvIKG

kai AigBvés eninedo.

MEAH MAX

Takuka péAn,

eyypagovtar LUAAoyol — Xwpateia atopwv nou
ndoxouv ano Inavia Noonpata - MNabnoeis, Gnws
avagépovtal otnv Eupwnaikn Baon Kataypagns
rnaviov Noonpdtwv — MNabhoswv «ORPHANET»,
KaBws Kkai XUAAoyol — Xwpateia yovéwv Kai
KNOEPOVWYV NOU EKNPOCWNOUV ATOUA NOU NAGXOUV
and navia Noohpata — Mabnoels.

Tuvepya péAn,

eival epeuvnuika kévipa, lvotitouta nou o1 okonoi
Kal T0 €pyo Tous oxetilovial pe Ogpara nou
apopouv ota dropa pe Indvia Noonpata -
MaBnoels, kKaBws kalr AAANoI Qopeis nNou HPE Tn
Opaon tous evioxUouv Kal NPoayouv 10 €py0 NS
E.0OX. - XMNANO.NA nx  voookopeia,
kAnpodothpata, NoAItiotka 16pupata K.Am.

Apwya péAn,

yivovtar vopikd h @Quoikd npocwna, Ta omnoia
enBupouv va ouvepyaaBouv pe thv Opoanovoia
Kal va Npoo@EPOUV G€ QUTNV OIKOVOUIKA, UAIKA Kal
nBikn Bonbeia.

Eniupa péAn,

avaknpuooovial VOUIKA h Qualkd npéowna nou
NPOO(EPOUV N NPOCEPEPAV TIS UNNPECIES TOUS YIa
v eniteuén Twv okonwyv tns Opoonovoias.




