AITIOAOI'TEMOX ATAAIKTYAKHY HMEPIAAYX ME OEMA TA
ATKATOMATA TOQN AXOENQN ME XITANTA NOXHMATA ITAGHXEIX

30 MAIOY 2024

H AevBuvon Anuootag Yyeiag g 3ng AYIIE pe agopun v Evpomaikn Huepa
yia ta Akkawwpata twv AcBevav, mov yloptaotnke otig 18 Amplaiov kal
TIPOKEIUEVOL VA EOTIACEL TO EVOLAPEPOV OTA SIKAMUATA pag EI01KN G KATnyoplag

aoBevav, avtov pe EZmavia Noonuata — ITaBnoelg, Sopydvwoe pe peyaan
emrtuyla Sradiktvakn nuepida pe Oepa: «

H nuepida viomomnOnke v Iépmrm 30 Maiov 2024 p£on e S1ad1kTvakng
mAQT@Opuag TnAed1aokeEPewv Tov EMnvikoL Anuooiov e-presence.gov.gr.

Y10¥0¢ NG TNuepidag mMTAv 1N EVUEPWOT KAl evaloOnrtomoinon  Twv
ETAYYEALATIOV LYELAG KAl ANV evilagpepopevmv Lep®mv Tov Topea tng Yyelag,
yia ta Sikawwpata v acfevov pe Emavia Noonpata- [Tabnoeig oty 100tiun
npooPaon, ) Siayvwon, Bepameia kal ppovtida vyeiag, aA A kat T Stayeiplon
TOVG HEOW TV KevTpwv EQmelpoyvwpooivng, Tov AEIToupyodv 0TI X®PaA Hag KAl
Twv Evponaikov Aiktbmv Avagopdg.

H avtamokpion 1000 twv epyalopevwv oe Yyewovouikeg Movadeg tng 3ns
Yyelovouikng ITepupepelag, 000 KAl EKTPOOOMMYV KAl HEADV TWV OUVAAOYWV
aoBevav vnpe evrvnwolakn, kabwg SnAwoav cvpuetoyn 565 aropa (520
epyadopevol amo YM g 3¢ YIIE kau 45 atopa amd ocvAAOyovg acBevav kat
AaA\ovg popeig vyeiag).

Kata v evapén g nuepidag anmmvbuvav yaipetiopo n Ipoedpog g Evwong
AoBevav EAMGSag, Baowukn — Pag@asia Bakov@ton kxat o IIpoedpog
"Evoong Znaviov AcBevov EMaSog Anuntpng AGavaociov, peta@epoviag tnv
oTNpIN Tovg 0T ovykekplpevn mpwtofovAia g 3" AYIIE, oto mAaiowo g
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POAYWYNS TNG EVNUEPWONS YA TNV ACDEVOKEVTPIKI] AAAAYT] KOVATOUPAC TNG
KOIV@WVIAg YEVIKOTEPA, AAAA KA1 TV ETTAYYEALATIOV TOL XOPOL TNG VYELAG.

O OULVTOVIOUOG TWV €PYAOIOV TNG Nuepidag eywve amo tnv Ilpolotauevn ng
AtevBuvong Anuootag Yyeiag g 3ng AYIIE, Ap. T'empyta Tavida.

[TpookekANUEVOL OLIANTEG OTNV NUePida T Tav:

+ H Opotun Kabnyntpua Iatpikng Aprototédeiov IMavemotnuiov Oeooa-
Aovikng, IIpoebpog tov TvAdoyov AcBevav kol @idwv ITaoyoviov amd
KAnpovouika MetaPoiika Noonuata "Kpikog Zwng", Mélog Patient Board
MetabERN, Emotnuovika Ymevbuvn yua ta Evpwmaika Aiktva Avagopag
(ERNs) ¢ 'Evwong Zmaviov AcBevov EAAGSog (E.Z.A.E), Ilepoe@ovn
AvyovoTtiSov-Zapporoviov, 1 omola piAnoe ya Tig avaykeg Towv actevmv
ue Zmavia Noonuata-ITabnoeig kat Tig TPOKANCELS TTOV AVTIUETWITI(OVV 01
16101 KA1 01 01KOYEVEIEG TOVG KAl TTAPOVCIAOE TIG EVEPYEIEG TTOV EXOUV Yivel
omVv Evpann kot v EAGSa 6oov agopd v mpomdnon towv Sikaiouatwyv
AUTOV TV AcHBEVOV, TOVIOVTAG TOV OTUAVTIKO pOAO Tov TTaidouv ot 1101 kat
01 GUAAOYO1 TOUG OTOV Ay@VA Yld [a KAAUTEPT) PPOVTIOA VYELAS KAl TTO10TNTA
Cong.

+ H aoxovuevn Sknyopog, Eurordis Young Ambassador for Rare Diseases
Europe kat pérog tov Kpikov Zwng, Epnvn Aackaiomoviov, nj omoia
LETEPEPE TNV EUTELPIA TNG ATTO TN CLUUETOXT TNG OTIS CUVOLIALEG TNG opadag
AVIUTPOOWI®WY Vewv pe HeEAn tov Tunuatog Yyelag k1 'Epevvag 1ng
Evpwmnaikng Emtponng oxetikd pe ) (wn twv vemv pe omavieg aobéveleg
OTOV EVPWITATKO YOPO KAl TA TIPOPANUATA TTOV AVTILETOII(OVV, OTO TTAAIO10
g Evpwmnaikng EBSouadag Neotntag.

£ O ®ormng duvoikng ATIO, Avaminpouatikdo Mélog AT TvAloyov AcOevav
"Kpikog Zwng", Mélog Young Advisory Group "TEDDY KIDS", Young Patient
Advocate, Kwvotavtivog KapaBavag, o omoiog wg aobevig pe omavio
voonua PAnoe yia Tig kaOnuepveg TPOKATNOELS TTOV AVTILETMITICEL KAL TOVIOE
TNV AvAYKI Yl EVIUEPWOT) KAl €vA10ONTOMOINON TOV KOWVOU UE GTOXO TNV
KOWVWVIKT OTNPIEN Kat aAAnAeyyin yia T S1ac@aAion KaALTepwy ouvOnK®mv
(NG KAl TEPIOCOTEP®V EVKAIPLOV Yla OAOVE TOoug aobevelg.

+ H Kabnyntpua Aegpuatoloyiag- Agppodioioloyiag g B’ Agpuatoloyikr
KA\ivikny  Apototédeiov  ITavemotnuiov  Begcoaiovikng, Emotnuovika
YnevBuvn Kévtpov Epmeipoyvwpoovvng Avtoavoowv Ilopgoivywdwv
Noonuatwv I'NO Ilamayewpylov, Awatepivny IIatoator), n omoia
mapovoiaoe TNV eumelpia g amd T Asttovpyia  evog  Keévrpou
Eunepoyvopoovvng Avtipetomong Zmaviov Noonuatwov-ITadnoewv kot
aventuée to polo twv Kévipwv Eumeipoyvopoovvig kal twv Evpwmaikmv
Awktowv Avagopdag otn Swayeipion twv acBevov pe Zmavia Noonuata-
[Tabnoeig.



3n
TEICRCHINH MEPIDEFE A
ok

+ O IIpoilotapevog tov Tunuatog Avamtuéng Ipoypauudtwv Aywyng Yyeiag
kat [TpoAnyng, AtevBuvong Ilpwtofaduiag Ppovtidag Yyeiag tov Yovpyeiov
Yyelag, IIpoebpog ITaveAnviag 'Evwong AugiAnotpoeibonabov ITTEA,
IIpoedpog EMnvikng Opoomovdiag ZvAoywv Zmaviov Noonuatwv
[Tabnoewv EOZ-EITANOIIA, Evotpatiog Xatdnyapaiaumaovg, 0 0oiog
aventuée ) ovpPoin g [pwtofabuag Ppovtidag Yyeiag otn Stao@daiion
TNg TO10TIKNC PpovTidag vyeiag yia tovg aobeveig pe Tmavia Noonuata —
[Tabnoeig.

O1 epyaocieg g nuepidag oAokAnpwOnkav pe ovdnmon, oy omoia
amavtnOnkav ol epwTnoelg Kat ot spofAnuatiopol mov tebnkav amd Touvg
OUUUETEYOVTEG.

To unvoua ov TPoeKkLYPE ATO TNV NUeEPISA eival OTL £xel onuUelwhel ONUAVTIKD
npoodog 0oov agopd TN @povtida vyeiag twv acbevav pe Emavia Noonuata-
[Tabnoelg, TO00 MTAVELPWITATKA 000 KAl OTNn Xwpa pag. QoTd0o asmalteital
ovveylouevn mpoomabela kal §eopevon amd MAEVPAS TTOATEIAG, EMOTNUOVIKNG
KOWVOTNTAG KAl KOWVWVIAC TV TTOAIT®V UE OKOO TNV evEUVAU®OT) TwV aclevmv
KAl TV OIKEIWV TOvg, TNV LIOOTNPIEN Twv SIKAOUAT®Y TOvg KAl TNV
AVTATTOKP10T] OTIG AVAYKEG TOUG Y1d €yKaLpT) S1AyvwoT), TPpOoacT) oe KavoToueg
Bepameieg kal T BeAtiowon g mo0TNTAg (WIS TOUC.

O1 ewonynoelg g nuepidag kat o yaipetiopog g IIpoeSpov g 'Evwong
AoBevov EAMASag eivan Stabeopa oty 1otocediba g 37 AYIIE kat
OUYKEKPILEVA OTOV CLVOEDTLO.


https://mindiggsis-my.sharepoint.com/:f:/g/personal/user29_3ype_office_3ype_gr/EsJ3-LeGqR9Enk44sQcrkNQBC2ViCQb3lRUcRWK6pg-Rdg?e=v5iDm4

Baoihixn - PogaiAa Baxougror

MpotBdpog Eveanc Agdevin EAMBIS

AIKAIOMATA KAl ANATKEZ AZOENQON ME INANIA NOZHMATA
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Iepoe@ovn AvyovoTtiSov- Zafpomoviov, Ouotiun Kadnyntpia Iatpwn AIIO, IIpoedog ZuAhoyou
AcBevav ka Pidwv IMaoyoviwv amo KAnpovouka MetafoAika Noorjpata "Kpikog Zong"

Tewpyla Tavida, ITpoiotapévn AtevBuvong Anpootag Yyeiag
3¢ Yyelovopkrig Ieprpéperag

==

AIRAIQMATA KAl ITHPIEH
AIOENQN ME ZIANIA
NOZHMATA - [IAOHIEIZ

VIPUUATEH EHAOMAAA N

OAALA

E1pnivn Aaokaromoviov, Eurordis Young Ambassador for Rare Diseases Europe kat
uérog tov Kpikov Zwng
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Awatepivn Iatoator), Kabnyntpua Aepuatoroyiag- Appodioioroyiag AIIO,
Emotmuovika YrevBuvn Kévipov Epmelpoyvopootvig Avtoavoowv Iopgolvywdmv
Noonuatwv I'NO ITamayewpyiov

Kwvotavtivog Kapabdavag, Avaminpopatikd Mélog AT ZvAhoyov AcBevav "Kpikog Zong", Mélog
Young Advisory Group "TEDDY KIDS"

Evotpatiog Xatdnyaparapmovg, IIpoiotapevog tov Tunpatog Avamtuéng Ipoypappdatwv Aywyng Yyeiag kat IIpoAnyng,
AevBuvong Ipwtofadag @poviidag Yyeiag tov Yrnovpyeiov Yyeiag, [Ipoedpog EOZ- SITANOITA



