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AopyavwTEg

NaveAAnvia Evwon Inaviwv NabRocswv: K.k. M.
Adumnpou, Ap. K. Navvoukadkog, Ap. J Traeger-
Juvobwag, A. Zuvodwog, Ap. . Boutowag, P.
Tpaka, A. AAe§avbpomnoUAou, A. Aédya

MéAn Alokovoag Emitponig

Ko¢ A. Anupomoulog, [evikog [pappotéog
Anuootag Yyelog tou Ymoupyeiou Yyelag

Kot Kowvwvikng AANnAegyyuncg,

Ka A. Apétta, Mevikn Mpappatéag tou Ymoupyeiou
Epyaociog kat Kowwvikwy YnBéoswv,

Ap. M. ZkoupoALakou, Avtimpoedpoc tou EBvikoU
Opyaviopol Qapudkwy,

KaB. E. Kavapakng, kabnyntig [eveTKNc,
MNavemotrAuio ABnvwy,

Ka M. Adumpou, Mpoedpog tng MaveAAnviag
Evwong Inaviwv NaBrnoswv M.E.Z.NA. Kal Tng
EAANvViknG Etalpeiag Olwdoug IKANPUVOEWCG
E.E03.,

Ka E. TiadAa, Ymevbuvn TOU  TUAMATOG
eknaidevong tou KEEATMNO,

Kog K. ®poulnig, Avtutpoedpog tng Novartis Hellas
Ko M'evikog Mpappoatéag tou XOEE,

Ko¢ A. Kumpaiog, Tevikdg AleuBuvtng 1tng
Genzyme Hellas kat Avtutpoedpog tg EAANVLIKAC
‘Evwong Bloteyvoloyiag;

Ka E. TaBpwiA, YrmeUuBuvn Epeuvag Ayopdg &
MpounBeiag Gapuakwy - IOET,

Ap. M Petersen, AleuBuvtrg TUAMOTOG YEVETIKAG
oto Ivotutouto  Yyelag Ttou Noudlov  Kkat
eKTpOowTog Tou Orphanet otnv EAAGSQ.

TitAoL ko kKatdAoyog epyactnpiwv

Epyaoctipo 1: MebBobdoloyia kal Sloiknon tou
EBvikoU xebiou Apdong - STpatnyLkn

Epyaotiplo 2: Oplopdg, Kwdwkomoinon kot
Tafvounon Twv Jmaviwy NaBnoswv.
MAnpododpnon Kal Ekmaidsuon

Epyaotiplo 3: Epsuva yla TG Imavieg MNabnoelg,
Opodava Odppoka
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Epyaoctiplo 4: AfloAoynon emutédou dpovtidag
yla Xmavie¢ MNabnoeslg: E€etbikevpéva  Kévtpa
Avadopdc, Eupwraikd Aiktuo Avadopdg yla Tig
Ynavieg Madbroelg

Epyaoctiplo 5: EvSuvapwon XuAAoywv AcBevwy,
E€el6lkeupéveg untnpeaieg

Opwovuia Ofuata:  lkavotnta  ALAXPOVLKAG
Yoot plEng Kol cuykévipwon efelbikevong oTig
Inavieg Mabnoelg os Eupwnaikd Eninedo

YnievOuvol kat Elonyntég twv Epyaotnpiwv

BA. £ékaotn evotnta

Zuvnupéva (mpoypapua, KOTAAOYOG
GUMUETEXOVTWVY, KATL.)

>350 napeUPLOKOLEVOL
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EPFAZTHPIO 1 (WG1): MEGOAOAOTrIA KAI AIOIKHZH TOY EONIKOY XEAIOY APAZHZ

YrievBuvog: A. JuvoSLvog

JTO EPYOOTHPLO MOPEUPEBNKAY LE EVEPYH CUUUETOXN OL:
e Hka NavtalomoUAou ek HEPoOuG Tou Yroupyeiou Yyeiag kat Kowwvikng AAAnAgyyung.

e Hka Mdatowka ek pépoug Tou Youpyeiou Epyaciag kat Kowwvikwv YroBéoswv.

e Hka T{aAa ek pépoug tou EAAnVKoU Kévtpou EAéyxou kat NMpoAnyng Noonudatwv (KEEAMNO).

e  MEéEAn evwoewv aoBevwy, acBeveic i ouyyeveic aoBevwv kal poltnTEg.

‘Exovtag AdBel umoyn TIg cuoTAoELG Tou Eupwraikol KowvoBouAiou, TIg CUCTACELC Ko TOUG SEIKTEC TOU
EUROPLAN, TO €pyaothplo QIVINCE MPWTA OTA EPWTAUATA TTOU tapouatalovtay oTig Stadpaveleg Kal
LETA TipoXwpnoe oe oulntnon emi TG TPEXYOUOAG Katdotaong otnv EAAASa wg mpog TIg ImAvieg

AcBéveleg Kal SLopopdwoe KATAAANAEG TTPOTACELG yla TNV Nepimtwon tng EAAaSag.

Avadoplkd pe toug Asikteg tou Europlan

Anavtroelg Stadavelag

13

O¢omion
KOVOVIOUWV/ VOUWV

Yrapén kavoviopwv/ vopwv mou
umootnpilouv tn Snuloupyia kay
ovamntuén evog oxedlou 6pdaong
yia TG 211

Aladikaoia

“8ev udlotatatl, dev
vAorotettal”

EOviKG / mepidepeLlakd

“Sev udlotatal”

Yrapén €lbikng ouBOUAEUTIKAG
ETILTPOTING

Aladkaoia

, , Atadikaoia
(mocootd meplpepelwv)
Vrapt QULGLOD “Sev udliotatal, Sev
, PN . HIX KOl s kaoia Exel SnAwOel cadpwg”
Avartuén CUVTOVLOHOU
UNXOVLIO WV
CUVTOVLOUOU

“Aev vudlotatal”
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O¢omong  efwtepiknglYmopén
0 ELOAOYNONG gle€wtepikov
Sladikaaoiag dopa/ Aladikaotal“Aev vdiotatal”
KOTAPTLONG SladLkaotlag
oxedilov/otpatnykng |afloAdynong
PLOUOG
£PLOYXWV
BaBuog minpotntag potepatotntag |Awadwkaoial “7”
ou
ephapBavovral
Katdption MpoUmMoAOYLOUOG
npolUmoloylopol  yialoxediov/ Aadikaotial“Aev vdiotatal”
OVATITUEN OTPATNYLKAC [oTpaTNYLKAC

To tpéxov EAAnVIKO EBvikO Zxédo Apdong ywa tig Imavieg Nabroesig 2008-2012 cuvtdxdnke Ko
dnuooteltnke otnv ABrnva to 2008, otn Bacn Twv cuotacswv tnN¢ MEZMA (Baoclopévn LE TN CEPA TNG
OTO YOAALKO EBVIKO Ix€610), aANG e UIKPEC TPOTIOTIOLCELG OO TNV TOTE nyeaoia Tou Yroupyeiou Yyeiag
(2008). H alohoynon tou oxediou amd OGAoUG TOUC MOPEUPLOKOUEVOUC OTN cuvdvtnon tou EUROLAN
KOTETELWVE OTO OTL EMPOKELTO YLA £VA YEVIKWG 0toSeKTO oxESLo.

OL oTpaTNYLKEG IPOTEPALOTNTEG 0T0 EAANVIKOG EBVIKO ZXESL0 €ival oL e€AG:

1) H avayvwplon tou 8laitepou xapaktipo twv M1

2) Houotnuatikn mapakoAolBnon tng emdnuoloyiag twv M kal éva pnTtpwo M Kol acBevwy Pe
2N

3) Evnuépwon aoBevwy, EMOYYEALOTLWY UYELQG KoL TOU EUPEOG KOWVOU avadopLkd pe Tig X.

4) BeAtiwon TNG mMOLOTNTAC OAWV TWV UTINPECLWV TIOU OXeTilovTal Pe TNV éykalpn dlayvwan, Taxeia
napEuBacn mpoAndn, Beparmeia kot amokatdotacn acBevwy pe M.

5) Evioyxuon tng mpooBaong otov mMANBUGLILOKO EAEYXO (screening)

6) MNpowBnon tng épeuvag Kal katwvotopiag otig XM, 16lwe yla Bepaneiec.

7) KdAupn twv avaykwv ocwv Tacyouv amo XM, 16lwg yla VEEG KAl TILO OMOTEAECUATIKEG
Bepaneiec.

8) Avamtuén kowng mAatdopuag Spaong os eBVIKO enimedo otov Topéa Twv MM Kal CUPUETOXN OTO

avtiotolyo Eupwrnaikod Aiktuo.

OL TPEXOUOECG OTPATNYLKEG TOU EAAnVIKOU EOvikoU Mpoypdppatog tpononotndnkav otn SLapKeLa TOU

gpyaoctnpiov wg £§Ac:

. 3TN otpatnywkn mpotepatdtnta: No.4 mpootédnke o 6pog «taxeia mapéppaon» (early
intervention)
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2tn otpatnywkn npotepatotnta: No.7 anoieidptnke n A&En «empépouc» (specific) mpv
TLG KOVAYKEGY.

Ma tnv emnitevén Twv otpatnylkwy 1-8, oL oto)OL £lval Kool ota 6 MaKETA Epyaciog wg eENG:

1)
2)
3)
4)
5)
6)

‘Eykawpn Stayvwaon

Oeparneia

Mpovola

‘Epeuva

Exnaibevon

Avamntuén oTtpatnyLlkwy £EQPTWHUEVWV OTIO TH GUVEPYOOLWYV TWV HeEAwVY TG EE

Ta tpéxovra makeéta epyaciog (Gfoveg kal Spdoelg) tou eAAnvikou Mpoypdppotog Apdong
Tpomonolyfnkav otn SLApKELX TOU EpyaoTnpiou we eEAG:

Itov afova «Bepameia», n Spacn yla dnuoupyia «Kévipwv Oepaneiog» dlate oe
«Kévtpa Avadopac» (E€sldikeupéva Kévtpay)

O opocg «Mpoévola» (Providence) aMae oe «Kolwvik HEPLUVA KOL OTOKATAOTOCNY,
amaheidtnke n A€EN «EMUEPOUCH TPV TIC OVAYKEG KOl TIPOOTEONKE N «TOXELQ
napEuBacn».

Itov agova «Ekmaidevon», mpootéBnkav oL dpol «Evnuépwaon Kol evalodntomnoilnaony,
KaBw¢ Kat n dpdon «evNUEPWON TNG KOWAC YVWHNG Kol Twv KEVTpwvV ARYNg
anopAcEWV».

210 Nakéto Epyaociag 6 (WP6) mpooteéBnKkav oL AEEELS «UE TIPOEKTAON OE TOTILKO KOL O€
eninedo mepLoxNG» HETA TOV 0po «EOVIKEG MAATHOPUEGY.

To Epyaoctipo 1 yio to EAANVIKO EBVIKO Ix€610 Apdong yla TG Imavieg MNobroelg otn
cuvavtnon tou EUROPLAN mpo£Pn emiong otig €\¢ MPOTACELS Kol COPAPEC MAPATNPNOELC:

AuTH TN OoTyUnR 8ev UTIAPXEL KATolog emionpog dopeag (emitpomn | GAAn apxn) mou
napokoAouBei n afloloyel to EOVIKO Ix€dLo.

Aev €xel 500el Snpooldtnta oto EBVIKO 2XESLO 1) TO EPLEXOUEVO TOU.

Q¢ £xouv Ta MPAy AT, TO TTAAICLO VOULKWY TIPOoBAEYP WY/ TTOALTIKWY o€ auto To EBvikO
Yx€610 Apdong yla TG XM 2008-2012 is €xeL Tn popdr eyypadou pe apketd cadn doun,
OAAG péXpL KoL onpepa Sev elval SEOUEUTLKO, YEYOVOG Ttou Ttapeumnodilel tn cuotaon
£VOC ouoThaToc mapakoAouBOnaong kat afloAdynonc.

Anodaaoiotnke eniong oto epyaoctriplo OTL MIPEMEL Vo BEOTILOTEL L EEWTEPLKI EMLTPOTIN
uTto to KEXY (Kevtplkd ZupBouAio Yyeiag to omoio teAel umo tnv alyida Tou Yroupyeiou
Yyeiag). H emutpomn Ba meplapBavel Toug o onpavtikolg Gpopeic oto xwpo twv 2.
Autn n emutponn Ba mapakolouBel, aflohoyel kal yvwpodotel emni Tng mpoddou tou
eMAnvikoUL Xxediouv Apaong yla Tig 2.

Emi tou mapdvtog otn Xwpa Hag, N EVNUEPWON YlO TNV Katdotaon ot M -
erudnuIoAoylkd otolxeia, katdloyo UDLOTAUEVWY TIOPWV— €ival UIKPR Kol oL Wn
LKOVOTIOLOU EVEG avayKeC aioBevwy e 2NN Sev aflohoyolvtal.
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TéNog, anodaciotnke OTL oL mpoTEPALOTNTES SpAong Ba mpémel va elval oL €€AG:

1) Mntpwa yia XM kot a.oBeveig pe 0.

2) ‘Eykatpn Stdyvwon Kot

3) Avamtuén Sladikaoclwv mAnpodopnong, evnUEPWONG Kol eKmaidsuong yla

ETOYYEALATIEG UYELAG KOL TO EUPV KOLVO.

Y10 Kplowpo ZNtnua tng Staxpovikig othpLeng (sustainability) tou EBvikou Ixebiouv, n amdvinon
elval apvnTkn:
AEN _umndpyel  uolotauevog  mpolUmoAoylopog kot AEN  éyouv  kotaveunBel  mopol
xpnuatodoétnong.

Katomwv thg oultnong oto €pyactiplo, TOL QMNOTEAECUATO TIOLPOUCLACTNKAV
otnv oAopéAeLla, aAAd dev €ywvav oXOALa yla TPOTOMOLNOELS ) MPOOONKEG o€
oca anodaciotnkav Kat tpotadnkav oto Epyaoctipio 1.

Epyaotnplo 2 ( WG2) : Oplopog, kwdikomoinon kat anoypodn twv N

YrevBuvog: I'. Boutowag

2TO EPYACTAPLO MAPEUPEBNKAVY LE EVEPYT] CUULETOXN OL:

O ko¢ EppavounA KavapBakng, KaBnyntng tng latpikng Mevetikng MNavemiotnuiov ABnvwv.

H ka Jodia Ntovoyou, KAk Mevetiotpla, avtlmpOowmog YEVETIKAG oo to Ivotitouto Yyesiag
tou NatdloL kal tou AteBveg Siktvou tng Orphanet .

H ko Mavaywwta Tpdka ek pépouc tng NaveAAnviog Evwong Inaviwv Nabnoswy

MéAn evwoswv aoBbevwyv, acBeveig 1 cuyyeveic acBevwy Kal ¢poLTnTEG.

OPIZMOZz TQN ZNANIQN NMNAOGHZEQN
Epwtnon 1

Xpnolpomnoleital oTn xwpa KOG 0 eEnionuog oplopog tng EE (XM sival ekeiveg mou ANTTOUV UEXPL
5 atopa otic 10.000);
Amdavtnon

Enionua oxL. Xpnolpormnoleital avenionuo and toug oXeTKoUG Ue Tig 2.
MNpotaon

Na BeopoBetndel and to EAnvikd KowvoBoUALo pe vOUOo TOU KPpAToug Kal va deopsuBouv yla
NV AELToUpyLKn LVLOBETNON Tou Ta oXeTkA Yrmoupyeia (1) Yyeiag kot Kowwvikig AAnAeyyung,
(2) AmaoxoAnong kat Kowwvikng AoddAiong kat (3) Owkovouiag, AVTOywVIOTIKOTNTAG KO
NauTtAiog.
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Epwtnon 2

Yndpyouv evaAlaktikol N 1o €181kol oplopoi, ol omolol xpnotluomnolouvtal avtl i emutA£ov
autou;

Amdavtnon
OxL
TAZINOMHZH KAI ANIXNEYZIMOTHTA TQN 2N
2TO EONIKO 2YZTHMA YTEIAZ
Epwthon 1

Mowo clotnua Taflvounong xpnolpomnoleital otn xwpa pag; To ICD9, ICD10, SNOMED, OMIM,
ORPHAN...
Amnavtnon

MNpoéodata uloBetBnke enionua to ICD10.

Epwtnon 2

Ma Toloug oKomoug xpnolpomoleital To (ta) ovotnua(ta) taflvopnong, M. €mtRpnon,
anolnuiwaon, mapoxr KOWWVLKAG UTIooTPLENG, KA.
Amnavtnon

EKTOC amo €AAXLOTEC KAWLIKEG VOOOKOUEIWV Tou Pplokovial ota TpwIa Toug Pruota
npoomnabwvtag va utoBetoouv to ICD10, n kataypadn twv acbevelwv Sev ekteleitol Kot
ETOUEVWC BEV XPNOLUOTIOLEITAL OTNV KABNUEPLV TIPAKTIKA.

MNpotaon

Na umapéel dueon mieon Twv OXETIKWV YMOUPYEiwvV TPOC TOUG KPOTKOUG Kol LOLWTIKOUG
ETIOTTEVOUEVOUC GOPEiC yla TNV Asttoupylky uoBétnon tou ICD10 os OAa to emimedoa tou
cuothuarog Yyeiog kal Mpovolac.

Epwtnon 3

Elval n xwpa pag TposTolpHacuévn vo uloBetnoel to cvotnuo tou WHO, to ICD-11, mou
cuviotatal amno tnv EE otnv Z0otaon tou TUpPBoUAiou OXeTIKA pe TS 2MM, dtav auto Ba sivat
£tolpo (2014);

Amnavtnon
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Oy
MNpotaon

Na rpoxwpnoet apeoa n Asttoupytkn utoBétnon tou ICD10, pe aAAayr TNG VOOTPOTILAG OXETIKA
HE TNV Katoypadr twv acBevelwv, mou Ba amoteAéosl to umoBabpo ya Tty amodoxni Tou
ICD11.

Epwtnon 4

Ye molo eninedo mAnpodopnong Kal yvwong Bplokovtal ol emayyeApaTieg TG UYELAG KOL TNG
T(POVOLOG OTN XWPO O OXETLKA e TNV Tafvopnon Kat kwdikomoinon twv XMM; Tt propei va yivel
yla T BeAtiwon Tou;

Amnavtnon

Aev gival kaAd mAnpodopnuévol.
MNpotaon

H BeopoBétnon tou ICD10 otnv kabnuepvh KAWLKA paén Ba BonBrnosL otn cuotnuatomnoinon
™¢ Kataypadnc kal autd Ba mpodyel To eminedo Twv YWWoewv Kal tng mMAnpodopnong Twv
EMAYYEALOTLWY TNG Lyelag oxeTikd pe Tig 2. Emiong, mpoteivetal n avaindn nmpwtofouAwy
and Aewtoupyol¢ twv Ymoupyeiwv kot tig Opyavwoelg AcBevwv oe LaTpLlkd ouvedpla, e
eKTOTIWON OXETIKWV PUANaSiWY, Opyavwon oXeTKWY SLoAEEEWY OTLG laTpKEG OXOAEG r)/Kat oTa
VOOOKOMELQ, evnuépwaon HEow Twy latplkwy Etalpetwv ABnvwyv Kal Osoocalovikng, kabwg Kal
TWV TEPLOSIKWVY EVTUTIWV TWV ETALpELWV QUTWV.

KATATPA®DEZ, MHTPQA KAI KATAAOTOI

Epwthon 1

Yrnidpxouv emionpot kotdAoyot M otn xwpa pag; YIapyeL emionpo Kpatiko untpwo 2M; Kay/n
el8Ikég PBaoelc dedopévwy M, mou 1.X. datnpolvral and Kévrtpa E€elSikeuong Ymapyxouv
MEAETEG 1) MpoypAppaTa enLtpnong 2N (r.x. mpoypdpuata nepldpolpnong, EPEVVEC);
Amnavtnon

Aev uTtdpyouv.

Epwtnon 2

Molou eidouc mpwtoPoulieg mpémet va avaAndBouv rj va evéuvapwbouv otn xwpa Hag;
Amnavtnon
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Yrdpyouv KOaTtAAoyol oTa XEPLO YLOTPWY TIOU OOXOAOUVTOL HE CUYKEKPLUEVEG XM, kKaBwg Kal
oTouc 2UANOYouc AcBevwv. H MEZMNA Stabétel dn évav peydlo katdloyo acBevwv, ol omoiot
glte avnkouv oe cuUANGYoUG-UEAN tng MEXMA eite eival pepovwuévol. Ta va UTapEeL pLa Kot
eviaia kataypodr twv acbsvwv kal acBevewwv pe XM otnv EAAGSa kal yla va gival outh
Buwoaotun, mpénel vo opyavwBel eupeia cuvavinon aviumpoowWnwy OAWV TwWV evSlopePOUEVWY
pHepwV (OXETIKA UTtoUpyEia, emayyseApATieC TNG UYELOC, OPYOVWOELS acBEVWY), KOTA TV omola
Ba BepellwBel n OAn mpoomabela kal Ba kaboplotel n £6pa tou pntpwou. H Slopyavwaon tng
ouVAVTNONG autng pmopel va elval pa mpwrtoBoulia tng MEXMA, umo thv awyida tou
Yroupyeiou Yyeiag kot Kowvwvikng AAAnAeyyung. TéAog, yia va e€acdalloTel n BLwoLluoTnTa TNG
kataypadng Ba mpénel va untapel MpOPAeYPn OXETLKNG KPATIKAG XPNHATOSOTNONG, YEYOVOG OXL
QTAYyOPEUTLKO, adoU Ta TOCA Tou amattouvtal ev eivat uPnAd.

Epwtnhon 3

TuyXAvoUV KPOTLKAG UTIOOTNPLENG QUTA TA NTPWA  TIPOYPAUUATA;
Andvinon

OL UTLAPXOUOEC N KPATIKEG, TIPOOWTILKEG /| oUANOYLKEC KataypadEég Sev utootnpilovtal anod to
KpAToC.

Epwtnon 4

Nwg elvat duvatd va Slacdaliotel, PEOW KATAAANAWY HNXOVIOUMWV Xpnpatodotnong, n
BlwolpoTnTa TWV KNTPWWVY Kal Twv Bacewv dedopcvwy;
Amnavtnon

Onwg avadEpetal o MAVW, N XPNUATOSOTNON TIPEMEL VA TIPOEPXETAL OO KPATLKEG TINYEC,
adoUl paAlota dev amaltel onpaviikd kovSUALa. € TepimTwaon mou auto Sev eival epLkto, Ba
npénel va SlepeuvnOel To evOEXOUEVO N XPNUATOSOTNON TWV UNTPWwWV Kay/fp Bacswv
Oebopévwy va TPOoEpXeTal amo OLWTIKEG MNYEG, adol kaboplotouv cadwe oL TBaveg
QAT OELG TWV LISLWTWV.

Epwtnon 5

JUMPETEXEL N XWPO HOC OTNV avVATTUEN plog Kataypadng tng EE yia tig XM onwg mpoteivetal
OTIC ZUOTAOELG TOU JUUBOoUAiov yla Tig 211;
Amdavtnon

H xwpa pog 8gv CUHUETEXEL oTnv avamtuén pag kotaypadng tng EE yia toug acBeveic pe 2.
Ouwg, n AteBuvon Tevetikig tou lvotitovtou Yyeiag tou Mawdlol, we enMionpog eKMPOCWITOG
™¢ EAAGSag oto 6teBvég Siktuo ORPHANET, oUAAEyel otolyeiol ylo TNV evnuépwon Tou
KaTaAOyou Tou mapandvw SiktUou, ta onoia adopolv otnv eAANVIKN ETIKPATELD. O KATAAOYOG

9
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autog tou Siktuou ORPHANET nepléxet mAnpodopleg OXETIKEG HE TIC EUPWTTATKEG UTINPEGCLEG yLa
TIG omavieg acBéveleg, mou adopolV OTIC KAWVIKEG, T PLOXNULIKA KOl LOPLOKA EPYACTAPL, TLG
EPEVVNTIKEG SpAOTNPLOTNTEG KAL TIC OPYOVWOELC acBevwv ou SpactnplonololvTal.

10



EUROPLAI R ~

Rare Diseases Europe

MNAHPO®OPHZH KAI EKNAIAEYZH

NQz EINAI AYNATO NA BEATIQOEI H TMAHPO®OPHZH TA THN YIAPXOYZA ®OPONTIAA IXETIKA ME
TIz zN

Epwthon 1

= [loleg elval ol UTApPYOUOEC TINYEG MAnpodopnong othn xwpa pag; Elval kaAng molotntag;
Tuyxavouv KpPaTIKNG XPNUATOSOTNONC N OLKOVOWLKAC umoothplEng omo T Opyavwoelg
AcBsvwv;
Andvinon

=  Ta ehdylota emionua kot avemionpa Kévtpa E€sibikevonc (xpnuatodotouvtal and 1o KPATOG,
OXL OLWCE YLOL VO EVILEPWVOUV TO KOLVO GXETLKA LIE TNV AVTLLETWIILON TwV 2I1) Kot ot OpyavwoeLg
AcBevwv (6ev xpnuatodotouvtal amd 1o KPATog). Emiong, onmweg avadépbnke mapanavw, n
AevBuvon Tevetikng tou lvotitoutou Yyelag tou Mawdlol, wg emionuog eKMPOOWIOC TNG
EAAGSag oto S1eBvég Siktuo ORPHANET, cUAAEYEL OTOLXELD YLl TNV EVNUEPWON TOU KATAAGYOU
Tou mapamdvw OlKTUou, Ta omoia adopolv otnv eAANVIKN ETUKPATELD. Ol TIAPEXOUEVEG
rmAnpodopiec eival ouvNBwWG KAAAG TOLOTNTAC, AV KAl TTAvTa UTIAPXEL teplBwplo BeAtiwonc.

= Mpotacn
Na petadpactei o Lototomnog tou Siktvou Orphanet ota EAANVIKA.

Epwtnon 2

O Yrapyet évag enionpog €BviKOG LoTtoTomoc yia Tt XM otn Xwpa oG
Amdavtnon

O Oy
Npotaon

U No BsopobBetnbel évag emionuog €OVIKOG LOTOTOMOG yla TI§ 2 0Tn XWPa HaG, HE TN
xpnuotodotnon tou Ymoupyeiou Yyeiag kot Kowwvikrng AMNAgyyUng Kot evoexouevn

ouyxpnuatodotnon Wwwtikwy dopéwv. H MEINA Ba pmopoloe va avaldfel tnv
TipooTABeLla auth amd Thv MAEUPA Twv acBevwy pe 2.

Epwtnon 3
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O Ymdapyxouv tnAedwvikég ypappéc Ponbeiag ywa toug aoBeveic Kol yla  TOUC
gMayyeAUOTIEG TNG Lyelag; Elval yvwoTEC oTo Kowo;
Amdavtnon

U TnAedwvikég ypaupég Bonbelag yia toug acBeveic ival ta tnAédwva twv Opyavwoewv
AcBevwv, pe tnv NEZNA va mailel éva moAU onUOvTIKO pOAO OTNV EVNUEPWON KAl TNV
urnootnplen acBevwv pe M. ThAepwVIKEG ypapUEg BonBEeLOC yla TOUG EMAYYEALATIES
™¢ vyelag dev umdpyouv. OL opyavwoelg aoBsevwy Sev elval Slaitepa yvwoTtéG oTo
gupL KOO TaPA TIG MPOOTIABELEG TOUC YLa T(POBOA).

MNpotaon

O Na &nuioupynOsi pia tnAedpwvikn ypopun Bondetag, pe tov idlo aplbpo kAnong mou Ba
ocupdwvel Pe TIC apxeG Aswtoupylog Twv aviioTtoywv ypapuwv Bonbelag aAwv
EUPWMATKWY XwpWwV. MNa va yivel autd, adol UTIAPEEL OXETIKI AEMTOUEPNC EVNUEPWON
and cuvadéhdoug GAAwV xwpwv tTng EE, mou €xouv oxetikn eumelpia, Ba mpénel va
SnuoupynBei pa opada epyaciag otnv onoila Ba CUMUETEXOUV OAa Ta evOLladepOUEVQ
puépn (opadeg acBevwy, KAwLIKol ylatpol, PpuyoAdyol, kAm), yia va amodacltotolv ol
apXEC Aettoupyiag tnG TNAEDWVIKAG YPAUUAG BonBelag Kot oL KAVOVEG CUVEPYAOLOC TWV
evlLadEPOUEVWV HEPWY, HE TAUTOXPOVO SLOPLOUO UTEULBUVWY ylol KABE GUYKEKPLUEVN
6paon (Puxoloyikn otrplén, mMAnpodopiec LaTPIKOU MEPLEXOUEVOU).

Epwtnon 4

O Yrmdapyouv mpwtoBoulieg Twv KEVIPpWY EELSIKELONG KOL/H) TWV OPYOVWOEWY aoBevwy N
TIPOYPAUUATA YL VO UTTOKIVAOOUV TNV avamtuén mAnpodoplakol Kal eKmaldeuTikoU
UALKOU yLa Toug acBeveig kal l61ko koo (dackaloug, PuxoAdyoug, KolvwVvLoAGyoug,
KATT);
Amnavtnon

O Ymdapyouv. [Mpoketal yia TPWTOBOUAIEC OPLOUEVWY VOOOKOUELOKWY  KALVLKWV,
bappakeUTIKWY etalpelwy, t™¢ MEXNA, oMd kot GAAWV opyovwoewv ooBevwv.
AmeuBUvovtal Kupiwg otoug aoBeveic kol oto gupl KOwoO. Adyw TNG XAUNAAG £wg
ovUTapKTNG XPNHatodATnong, oL mMPoonAbslec auTEC eival omopadIkeG. AuoTuxwg, Eva
oNUOVTIKO TPOPBANUa eivalt n mapatnpoupevn £AAewpn 61dBsong yia eBehovtikn
gpyacio amod TG OLKOYEVELEG TWV 0.0BEVWVY KOl YEVIKOTEPA YLA TN CUUUETOXH TOUG OTLG
KOLVEG SLEKSLKNOELG.

Epwtnon 5

O rivetow xprion twv unapxoviwy oe eninedo EE mnywv mAnpoddpnong (mAnpoddpnon
yla aoBéveleg, £€eldlkeupéva KEVIPO KAl OMASEG aoBevwy, TPEXOVTA EPEUVNTLKA
TIPOYPAUUATA, KAVIKEG SOKLUEC);

Amnavtnon
12
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O Ie meploplopévo Babuo, kupiwg amd autolg Tou £xouv mpocPaocn oto internet Ko
yvwpilouv Eéveg yAwoosg (kupilwe ayyALkad).
MNpotaon

O Noa petadpoaotel o lototdnog tng Orphanet ota EAAnVIKA.

Epwtnon 6

U Yrapyouv mpwtoBoulisg yia tnv evioxuon tng mAnpodopnong oXETIKA He TS XM, Omwg N
Huépa twv 2;
Amdavtnon

O Noat H EAAGSa, péow tg MEZNA, avrike otnv opdda Twv Xwpwv Tou uloBgtnoav Kat
kaBiEpwoayv tnv Huépa twv 2M (28 PeBpouapiou 2008) KAl amod TOTE CUUUETEXEL KADE
Xpovo e TANBog ekdnAwoewv. MpwTtoBouliec OXETIKEG He TtV TAnpodoOpnon Twv
acBevwv Kot Tou kowou yia tig 2N avalapBdavovral kupiwg amod tnv MEINA, aAAd kat
TLG AAAEC OPYAVWOELG A0BEVWV.

NQz EINAI AYNATO NA BEATIQOEI H NPOzBAZH
ZE NOIOTIKH NAHPO®OPHZH ZXETIKA ME TIZ 2N

Epwtnon 1

Me molo tpdmno Sivovtal otn SnpoctdtnTa auTEg oL tnyEG mAnpoddpnong Kot oL TPWToBoUALEC;
Amdavtnon

OL mpwtoPoulieg aUTEG €xouv TOLKIAEG popdég. Ma mapadeyua, n MNEZMNA, ektdg Tng Huépag
Twv M, Slopyavwvel k&Bs xpOvo apKETA YeyovoTa OXETIKA e TNV TTAnpodopnon acbevwv Kat
KowoU yla TLg XM, 1.X. EKONAWOELG PE XATIEVIYKG OE KEVIPLKA onueia tng ABAvag, Stabnulotikd
OTOTC €lKOVAG Kal NYou Tou avapetadibovral amd tnv ThAeopaon kol to padlodwvo,
apBpoypadia otov nuUEPAOLO Kal TEPLOSLKO TUTO, Slopydvwaon oUWV, cepvapiwv Kot
ouvebplwv, €TOKEYELG O VOOOKOUEID, CUUUETOXN MEAWV TNG ETUOTNMOVLKNAG ETUTPONNAG OF
LOTPLKA oUVESPLA, O TNAEOTITIKEG CUVEVTEVEELG yia B€pata XM, KATL

Epwtnon 2

Mwg prnopet va e€aocdaiiotel 0Tl auTéG Ba GTACOUV OTO OKPOOTNPLO 0TOXO; Kal oto eupuTeEPO
KOLVO;
Andvtnon - Npdtaon

13
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= [l va ¢pTAoouv oL TPWTOPBOUALEC QUTEC O OTOXEUMEVO OKPOOTHPLA, KABWG Kal oTo eUpUTEPO
KOWO, xpelaletal dpaoctnplomoinon Kal LollkOTEPN CUUUETOXH €0EAOVTWV QTG TIC OLKOYEVELEG
TWV A0BeVWY, WOTE OL EKOTPOTELEC eVNUEPWONC va elval TILo artoSOTIKEG. KLVAOELG Tou pmopouy
va BonBnoouv eni tou mapovtog sivat:
= Aflomoinon tou SuvaplkoU twv Emiokemtwv-tpuwv Yyeiog, amodoitwv tou oxetikol
TexvoloyikoU Ekmatdeutikou 16pupartog thg ABrAvag.
= [1pOTACELC OTIC TTALSAYWYLKEG OXOAEC yLA TNV SLEVEPYELD CEULVAPLWY O TUAMATA ELOLIKAG
OyWwyng KkalL otou¢ Onuoug yla ouliec oe oxoAela tNg MPwToPABULOC KAl TNG
SeutepoPabuLag eknaideuong.
=  TomoB£tnon €VTUToU eVNUEPWTLKOU UALKOU ota dapUaKkeia.

NQz EINAI AYNATO NA EZAZOAANIZTEI ENAPKHZ EKNAIAEYZH TQN EMATTEAMATIQN THZ YTEIAZ KAI
THZ OPONTIAAZ IXETIKA ME TIZ 2N

= Heknaibevon twv emayyeApatiwy vysiag kat ppovtidoc pmopei va cupnephappavet:

Epwtnon 1

O Eknaidevon mou adopd otnv mAnpodopnon Toug OXETIKA UE TAV UTIaPEN Twv M Kal Twv
SlaBéopwy mopwv yla tn dpovtida Toug
Amnavtnon

O Yrdapxel ekmaidevon yla tnv avayvwplon kat tn Stdyvwon twv 2N ota mAaiowa k&Oe
LOTPLKAG ELBIKOTNTAG, OUWC oTNV Tpaypatikotnta dev Sivetal dlailtepn onuacio ota
onavia voonpata. Ooov adopd oto padnua tng KAWIKAG MEVETIKAC, OToU PLeAETWVTAL OL
Fevetikég Mabnoelg, auto elval eMAOYAG KoL OXL UTIOXPEWTLKO. IXETIKA HE TV UTapén
SlaBéoipwy mopwv yia tn dpovtida, ol yVwaoeLg lval eEPLOPLOUEVEC.

Npotdocslg

0 Meteknaildeuon Twv ylaHTpwy PHECA OTLG lATPLKEC sTALPELEC e KATAAANAO ogpvapLa.

U Kataxwpnon apBpwv ota meplodikd tou latpkol SulAdyou kat tou DappakeuTikol
JuAAOyou.

U Anuoupyia kot amootoAf évtuniou ANPodopLakol UAKOU OTO ayPOTIKA LaTpEia TG
Xwpag, Kabwg Kot o€ vav aplOpo papuakeiwy.

U Evnuépwon ywa tig unnpeoiec tou Siktvou Orphanet kat petddpacn Ttou OXETKOU
LOTOTOMOU oTa EAANVIKAL.

Epwtnon 2
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O latpiky ekmoibsvuon oe media oxetkd pe tnv Stdyvwon twv XM (MY, YEVETKNA,
oykoloyia, avoooloyia, veupoloyia, matdlatpikn)
Amdavtnon

O Ymapyst oxetukn ekmaibeuon, oe meploplopévo PBabuo. Aev UTAPXEL ELBLKOTHTA
KAwikng ko Epyaotnplakig FEVETIKNG.
MNpotaon

U No BsopoBetnbel n edikotnTa KAWIKNAG Kat Epyaotnplakic Mevetikng and to EAANVIKO
Kpatog. Auto Ba avaBabpuiosl To YWPO TNG SLAYVWONG O KALWVIKO KOl £PyACTNPLOKO
eninedo.

U Na SopyavwBel €éva cuveESpLO yloL TO LATPLKA, EPYAOTNPLAKA KAl VOULKA Bgpata tng
Slayvwong.

Epwtnon 3

O latpikni ekmaibeuon VEOPWY YLOTPWY KOL EMLOTNHOVWY 0To Tiedio twv 21
Amnavtnon

U Onwc nén avadepbnke, dev undpyet ldkotnta KAwiknAG kat Epyaotnplakrg FEVETIKAG.
Av BeopoBetnbel n elbikdTNTO, Ot UTIAPEEL PeyaAUTepo evlLladEpov yla tnv Sloxeiplon
TwV 2NN o0& KAWVIKO KOl O€ EPYOOTNPLOKO emimedo.
Npodtaon

U Osopobetnon g idikdtnTag TnG KAWLIKAC Kot Epyaotnplakig Mevetikic.
U To pabnpa tng latpikig FEVETIKAG VOl YIVEL UTIOXPEWTLKO.
U Ekmaidsuon twv VEWV yLoTpwy PECA OTLG |ATPLKEC ETALPELEC e KATAAANAQ oEpLVAPLA.

Epwtnon 4

O AvtaMayr] €lotATwY EUMEPOYVWHOVWY PETAEY TwV KEVIPpWY £€el8ikeLONG HECA OTN
Xwpa
Amnavtnon

O JupPaivel os meploplopévo Badpo.
Npodtaon

0 Osopobétnon epyactnpiouv (workshop), oto omoio Ba CUUUETEXOUV EUTTELPOYVWHLOVEG
Sladopwv L8LIKOTATWY, TTIOU aoXoAouvTal Ue Tig 2.

O Juykpotnon emITpomnig, otnv omoio 60 CUMHUETEXOUV EUTIELPOYVWHOVEG Ao T KEVTPA
e€elbikeuong, He OKOMO TOV CUVTOVIOUO TOUG QMEVAVTL O€ KOwd TpoBAnuata. Itnv
ETILTPOTTH TIPETIEL ETIIONG VO CUMETEXOUV OPYAVWOELS 0.00eVWV.
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Epwtnon 1

MNwg eival duvatd va efaocdallotel n xpnolpomoinon Twv UTIAPXOVTWV Kol ETUKUPWUEVWY
KavovVIopwv ot €Bvikd eminedo ywa tnv kaBodnynon tg Sldyvwong Kal tg BepameuTikig
OQVTLUETWTTLONG TWV 2I1;

Amdavtnon

Na ouykpotnOel emitpomn emayysApatiwv tng uyesiag, mou BOa eivat umevBuvn yla TV
BeopoBEtnon apxwv KAANG TTPAKTIKAC 0TNV KAWVIKA SLAyvwon Kol Thv epyactnplakh dtayvwon,
KOBWC Kal BepameuTIKwWY TPWTOKOAWY yla kKaBOs madnon. Tnv emtpony autrh Umopel va
TIAQLLOLWVOUV AAAOL YLOTPOL KOl EMLOTAUOVEG, £L6IKOL 08 OUYKEKPLUEVEG TtaBRoeLlg, KaBwg Kal
opyavwoelg aoBevwy pe M.

Epwtnon 2

Molol pnxaviopol prmopoUlv va AELToupyrnoouv yla va umootnpyBel n avtaliayn deflotntwy
EUTELPOYVWHOVWY ot emimedo EE Kal n €MOPKAC EKMALSEUON OAWV TWV ETAYYEALOTIWY TNG
vyelog kat tng dpovrtidag;

Andvinon

Anpoupyia eupwNAikoU SLIKTUOU EUNMELPOYVWHUOVWY YLo CUYKEKPLUEVEG 2T | opddeg M, pe
TOKTLKEG OUVAVTNOELG, 0€ ouvepyaoia pe tnv EUCERD.

Metafl Twv appodloTATwyY Tou mapandvw Siktuou Ba ival n ekmovnon Kal dnpocisucn oto
Stadiktuo (otov Lototomo tou Siktvou Orphanet i aAAOU) TwWV 0PXWV KAANC TIPOKTLKAG CXETIKWV
LLE TNV KALVLKA KOl EpyaoTnpLOKh Slayvwaon, KaBwe Kol TNV BEpameUTIKr) avTLUETWTLON KABe M.
Jta mAaiola tou mapamdavw Slktuou Ba mpémel va dnuloupynBel pla emitpomr, mou Ba
0oxoANBel He TNV ekmovnon KoL TNV SNUOCiEVON EVOG TPOYPAUUATOG, TO omoio Ba Bewpeital
ApPLOTO YLO TNV EMAPKNA EKMAISEVON TWV EMAYYEALOTIWVY LYELAG, 08 EUpWTAIKO emimedo.

Epwtnon 3

Yrootnpilel N xwpa HOC TNV CUUUETOXN €OVIKWV EUTIELPOYVWUOVWY OTOUCG QVOITTUCCOUEVOUG
S1ebveig kavoviopoug yla tTnv kaBodnynon tng Slayvwaong Kal TG BEpAMEUTIKNG AVILLETWIILONG
Twv 2 og eBVIKO emtinedo;

Amdavtnon

H EAAGSa opilel eBvikoUG epmelpoyvwpovec. Opwg, Sev eival yvwoto av cUPPETEXOUY EAANVEG
EUMELPOYVWUOVEG OTOUG QVATMTUOOOUEVOUG SleBveic kavoviopolg yla thv kabodriynon tng
SLayvwong Kal Tng BepameuTikng aVTLUETWILONG TwV 21 o€ €BviKS eminedo.

MNpotaon
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= Na yivel kataypodr TwvV OYXETIKWY EBVIKWV EUTIELPOYVWHOVWY Kal VO UYKPOTNBEL emLtponr) oto
Yroupyeio Yyeiag kat Kowwvikng AANAgyyUnG yla TOV GUVTOVIOUO TOUG. TNV EMLTPOTH AUTH
TPETIEL VO CUMUETEXOUV ATOHA OO TLG OPYAVWOELG acBevwv Kat tnv MEXMA.

=  No opyovwBei Taktiky evnuépwaon Twv eviladepoUEVWY HEPWV ATIO TOUG OXETIKOUC OVIKOUC
EUTIELPOYVWLOVEG.

EPTAZTHPIO 3 (WG3): Epguva yLa TLG OTtAVLIEG TTAOROELS Kol Ta oppavd GpappoKa

YnevBuvou : A. Navvoukdkog, A. Apetta, E. FTafpA, K. Dpoulng, A. Kunpaiog, A. Mwpalitn, I
lrewpytadou, N. Kapamavog,

JuVTOVIOTEG: A. TlavvoUKAKoG, 2. MKikag
EPEYNA

1. To oNUAVTIKOTEPO TIPOPANLLA TTOU EVTOTIOTNKE €lval N pnSeviKkn amoppodnon Twv SLabécipwy
KOLWVOTLKWV KOVOUALWV yLa TNV £€peuva HEow Tou EBvikoL Ztpatnytkol MAatoiov Avadopdg (EXMA) 2007
-2013 Aoyw aduvapiog dlaxeipiong Twv kovduAiwv. Evw Ba £npere va eixe apyioet n ektapievon to
2007 &gev €xeL AEITOUPYINOEL O UNXOVIOUOG TIPOKNPUENG TTPOYPAUUATWY KAL EKTAUIELONG
xpnuatodotroewv AOyw To OTL TPookpoUEeL o€ Stadopa TTPOBARLATA OPYAVWTLKNCG PUCEWC.

2. Ekdpaotnke n B€Anon amo TG GapUAKEUTIKEC ETALPELEC yia Xpnuatodotnon aAlld utto mpoUmoBEcelg
SladpAveLOg KAL CUVTOVIOUEVNG QVTATIOKPLONG artd OAa Ta epmAekopeva urtoupyeia (Yyeiag, Matdeiag,
Avamnrtuéng, Epyaoiag) péoa amod tn dSnuioupyilo evog SLUTIOUPYLKOU CUVTOVLOTIKOU 0pyAvou.

3. Ol eknpoowroL tng Mevikng Npappateiag Epeuvag kat Texvohoyiog avépepav OtL to E-Rare2 oe
avtiBeon pe to E-Rarel evBappUVEL TNV KOWVWVLKA £€PEUVA KAL TNV Kotaypadr, EKTOG oo TNV Bactkn
£PELVO YLO TIC OTTAVLEC TTAONOELC.

H eA\nvikn kuBépvnon cuppetéxel we 200.000 supw.

4. AlarotwOnKe TTARPNC AMOUGLa EPEVVNTIKAG TTOALTIKNG EK LEPOUG TOU appodiou Yroupyeiou Maldelog
(oto mapeABOV TO apuOSLO YIToupyElo yia TNV €peuva NTav To Youpysio Avamtuéng) yia t
UETAPPAOTIKI EPEUVA KAL LOLAITEPA VLA TLC OTIAVLEG TTAONOELG

5. Ot ekmpoowmol tng Fevikng MNpappateiag Epguvag kot Texvoloylag aveédepav Ta MPOoypApUOTA TTOU
oxetilovtal pe tnv Innovative Medicine Innitiative (IMI). Mpokettat yia tn peyoAitepn SnUOoLA-LSLWTIKA
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npwtoBoulia tng Eupwmng pe otoxo va emitayuvOel n avantuén Kavotopwy, KOAUTEPWY Kal
00PaAECTEPWY POPUAKWY YLt TOUG oBEeVEIG

To IMI uTtootnpilel cUVEPYATIKA £pya €pEUVAC KOl XTI(EL SIKTUA TWV BLOUNXAVIKWY KoL AKOSNUATKWV
EUTTELPOYVWHOVWV TIPOKELUEVOU Va eVIOXUBEL N dapUaKEUTIKA Kawvotopia otnv Eupwrn.

To IMI eival pia kowvr emiyeipnon Letaty tng Eupwnaikng Evwong kat tou Eupwraikol ZUAOyou Twv
Qappakeutikwy Blopnxoaviwy (EFPIA). Ta nedia ta kabopilel n dappakoBlopnyavia. Mpokettal va
uTtapésL mapopoLa poknpuén kat otnv EAAGSa.

6. Eylve eniong oulntnon yla to mpoypoppo Blotpanelwyv (BBMRI) oXeTIKA HE TIC OTIAVIEG TTAONOELG TO

omoio avantioostal Kat otnv EAAGSa ota mAaiola Tou eupwmaikol poypdppatog European Strategy
Forum on Research Infrastructures (ESFRI). AtamiotwBnke Opw¢ OTL TO TPOYPAUUA BPIOKETAL KOO OF
TIOAU MPWLUo oTad1o.

OPOANA ®APMAKA

1. AlamotwOnKe n avaykn cUCTOONG ULAG CUVTOVLOTLKNA EMLTPOTING SLOUECOU OAWV TWV UTTOUPYELWV TTIOU
Ba £xel W KUPLO AVTLKELUEVO TIC OTIAVLIEG LB OELS Kol Ba cupTepAaBAVEL OAQ T EUTAEKOUEVA HEPN
oTeAEXN UTtOUPYELWY, acBeveig, APUAKEUTLKEG ETALPELEC, LATPOUG, EPEUVNTEC K.O.

2. ZulntnBnke n Suvatotnta dnuloupyilag evog un kepdookomikol opyaviopol tpowbnong Kat
XPNHATOSOTNONC TNC EPELVAG LA TLG OTIAVLEG TIAONOELG

3. Kataypadn péow SladopeTikwy pooeyyioewv NAeKTpovikr cuvtayoypadnon OAEE, cuAAOyoug
0.00gvwy, EMLOTNUOVIKA cwaTteia

4.Evtaén oto vopo 3816 undevikn cuppetoyn 0Awv Twv Opdavwv Qapudakwy
5. Métpa yla tnv taxutepn £ykplon tTwv pappdkwy. MAaiolo yia BepameuTikd mPwTtoKoAAa
6. Noookopelakn T og OO péow Twv Ppapuakeiwy

7. Zwoto olotnpa TLHoAOynong wote va anodeuxBouv ol mapdAAnAeg s€aywyEg kat va e€aodalloTel n
SlaBeopodTnTa TWV 0phavwV GapUAKWY OTH XWPEO.

8. Aflomoinon kat dtepuvon Tou poAou tou IOET pe otdxo TNV EVPUTEPN TIPOoBacn ota GAPHAKA KOL
QIMOUAKPUVON TWV aLtlwv SuckoAiag Asttoupyiag (UPNAA xpén Twv voookopeiwv tpog tov IQET).
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EPFTAZITHPIO (WG4): MEOOAOAOTIA KAI AIOIKHZH TOY EONIKOY ZXEAIOY APAZHZ

A§loAdynon emunédov dppovtidag yia tig Inavieg MNabnoelg — EEebikevpéva Kévtpa kat Eupwmnaikd

Aiktua ywa 2N

YrnievBuvog: Ap. J Traeger — 2uvodvog, DPhil
2TO £pYOOTHPLO MOPEVPEBNKAV LLE EVEPYH CUMETOXN OL:
e Ap. 2. Noupoukog (Matdoveupoldyog, evepyog oto nedio twv 2M)
e Ap. E MamnadomouAou-Alatakn (Emikoupog KaBnyntpia Noawdlatpikig- Avocoloyiag, evepyrn oto

nedio Twv 2N)

e Ko A. MNoamaytavvomoUAou, ekMpoowmog tou Ymoupyeiou Yysiag kat Kowwvikng AMnAeyyUNg,

AtebBuvon An

HOoLaC YYLELWVAG

e Ka A. Zwtnpn, ekmpoownog tou EAAnvikoU Kévtpou EAEyxou kat MpoAnng Noonudatwv (KEEANNO).
o Ko A. TKALATN, ekmpoowmog cuAOyou acBevwv (Nocog Crohn).

‘Exovtag AdBetl umoyin TIg cuoTAoEeLg Tou Eupwmaikol KowvoPBouAiou, TG CUOTACELC Kol TOUG SEIKTEC TOU
EUROPLAN, TO €pyaoTthplo QI VINOE MPWTA OTA EPWTAMATA TTOU Ttapouatalovtav oTi StapaveLleg Kal

UETA poXwWpPNoe o€ ou{NTNON EML OXETIKWV LIE TO AVTLKEILEVO BEUATWY Kol KATEANEE OE TPOTATELG.

Avadopikd pe Tic Staddaveteg (O AMANTHEEIE GEPOYN YIOTPAMMIZH KAl ENISHMANSH):
Awaddveia 10: AEIKTEZ EUROPLAN TIA EZEIAIKEYMENA KENTPA

BeAtiwon tng
moLdtnTag
UYELOVOULKNAG
mepiBaAPng pe
kaBopLopo:

- KataAAnAwv
KEVIPWV UE
nelpa otig M

- SladLKkaoleg Tou

LELWVOUV TNV

kaBuotépnaon otn

SLayvwon Kat

SLEVUKOAUVOULV TNV

mapoxn BEATLOTNG

bpovtidag kat

Yriop€n moALtikn yia B€ormion
£ELOIKEUPEVWV KEVTPWY OF

o Acv udiotatal, Sev EXEL

e€eLOLKEVPEVA KEVTPOL

voonAsiag

EOVIKO / TepLdEPELAKO fadwaota 5nAwBel cadwg

emninedo

APLOLOG e€elSIKEUEVWV APLOUOG KEVTPWVY avodopdg —

KEVTPWYV TOU TNPoUV TNV , >30 tunpato/kAVIkeg aAa OXI
, , ArtoteAéopata [, . .

KaBoplopEvn TIOALTIKE OTN KEvIpa avadopds cUUbwWVA UE

Xwpa ta kpltnpla tng EURORDIS

Opadeg onaviwy nabnoswy KaAUTttovtal Lovo EPLKEG

Tou TapakoAouBolvtal o  JAoTeEAEopATO [OTIAVLEG TTOONOELG —EAAYLOTEG

[maBnoeLcl

Awadavela 11: AEIKTEZ EUROPLAN TA EZEIAIKEYMENA KENTPA
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BeAtiwon tng
moLOTNTOG
UYELOVOLKAG
meplBoA NG pe
koBoplopo:

- KataAAnAwv
KEVTPWV UE
nelpa otig 2N

- Sl06LKaoleg TToU

LLELWVOUV TNV

kaBuotépnon otn

SLayvwaon Kot

SLEVKOAUVOULVY TNV

mapoxn BEATLOTNG

bpovtidag kat

ApLOuOG
e€elSIKeEUEVWV
KEVIPWV TIOU
MANPoULV Ta
MPOTUTIA TTOU
opilovtal amnod tig
CUOTAOELG TOU
>upBouliou
MNapaypadog §) tou
mpootuiou

ATtoteAéopoTol

MocooTo e€elSIKEVUEVWV
KEVIPWV TIOU TNPOUV Ta
MPOTUTIA EMTL TOU GUVOAOU TWV
oXEOLOUEVWY EEELOLIKEUUEVWV
Kévipwv - KANENA EAAHNIKO
IKENTPO AEN MAHPOI TA
II'IPOTYI'IA NOY OPIZONTAI AlO
TI2 JYXTASEIX TOY 2YMBOYAIOY

SuppETOXN EBVIKWV
N mepLdEPELAKWY
eEELOLKEUPEVWV
KEVTPWV O€
cupwraika Siktua

[Eupetnplo pe Baon tov aplBuod
eEELOIKEUPEVWV KEVTPWV

AntoteAéopatal KANENA EAAHNIKO KENTPO

AEN 2YMMETEXEI 2E EYPQIIAIKA

voonAeiag

, AIKTYA ANADOPAX
avopopag

Topdpwva pe tig anaviioelg otig Stadaveleg 10 kat 11, cuvayetal OTL n TPEXOUCA KATATAOGA OTNV
EAAaSa o oxéon pe ta EZEIAIKEYMENA KENTPA (CoE) givaw n €€i¢:

Agv untapyel ToALTIKN yia tn Snuoupyia CoE o eBvikd/ mepldepelako eninedo

Aev urtdpxouv TMHMATA/KAINIKES (rou 8ev Asttoupyolv mAfpw¢ w¢ CoE) yia oplopéveg 2N,
onwc:  Gaucher &  Fabry, otokUtwon,  awodlhia,  TVEUUOVIK — uTépTaon,
opdLBAnoTposLlbomndbeleg, kuoTikr (vwon, oaoBévela tou Crohn, ouyyeveic kapdlomdaBeleg,
Kepatokwvog, Prader Willi, kAnpovopikd UeTaBoALKG VOoHUATO, PEVUATOELSNG apbpitida,
npwtonabeic avoooavendpKeleg (radlatpikn), Bohacoatpia, SPEMAVOKUTTAPLK avaLlpia.
Kavéva amod ta eAAnvika E€sidikeupéva Kévtpa Sev mAnpol ta mpdtuma mou opilovtal amod TiG
OUOTAOELG TOU ZUUBOUAioU

Aev UTAPXEL CUMMETOXN amd €OvVIKA N Tepldepelakd £EELSIKEUUEVO KEVTPA O EUPWTIAIKA
Siktua avadopdc

Aev gival eUkoAo va yivel TpoBAewn Twv avaykwy (os aplBuoug kat tonoBeoieg) yia CoE, edpocov dev

unapyouv_gnionuot katdAoyolr MM, oUTE KEVIPIKA untpwa acfsvwv otnv EAAGSa (BA. ekBoelg amo
Epyaotrpla 1 kat 2 kat 5)

‘Etol,

to Epyaoctnplo 4 mnpotewve th Ofomion evdlapecwv «Kévipwv

JuvtoviopoU» yia th dpoviida acBevwv pe IM, w¢ MPOMAAGUA Yo TO

E€sbikevpéva Kévrpa (CoE).

Kpltipla npotaonc yia «Zuvtoviotikd Kévtpa» (CoC) otnv EAAGSa

1.

TomnoBeoieg
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Ma tnv KGAuYPn tTwv avoaykwv mepiBaiPng téoo aviAikwy, 060 Kal evAAlkwy aoBevwv pe XM, ta
«XuvtovioTika Kévtpa» Ba mpémel 16avikd va PBplokovtal os PeyGAa YeVIKA VOOOKOUEia pe
TLALOLATPLKEG KOl KALVIKEC EVNALKWV.

Mo Adyoug kaAudng tou peyaAltepou Suvatol aptBuol meploxwy os OAn tnv EAAASa, mpoteivetol
n énuioupyia CoC oe ABrva kol OscoaAovikn.

Ye ot adopd tnv ABrva, mpoteivetal n Snuloupyia 2 EEXWPLOTWY «IUVTOVIOTIKWY KEVTpwv», evog
yla moudld (evtog tou UDLOTAUEVOU EKTETAUEVOU CUUMAEYLOTOG TALSLOTPLKWY VOOOKOUELWY OTNV
ABnva, (Ayla Zodia - Ayhaia KuplakoU) kot evog ylor eVAALKEG (LECO O €va Ao Ta UEYAAD YEVLKA
voookopeia Tng ABnvag, m.x. EvayyeAlopdc, Immokpdtelo, Fevikd Kpatiko — mpog emthoyn).

stn B. EANGSa, mpoteivetal n Snuoupyio evog «Iuvtoviotikol Kévtpou» evidg peydhou Mevikol
Noookopeiou Omou oteyaletal maAlSLOTPIKA KAl KAWLKA evnAikwy, T.X. Tto NOCOKOUElo
Manayswpyiou otn Oecoalovikn.

To TIAEOVEKTNHO OTEYOONG QUTWY TWV KEVIPWY EVTOC UEYOAWY VOOOKOUELWV YiveTal EPPaVEG Ao TLIC
KUpLec Spacelg avadoplka e Ta TuvTtovioTika Kévtpa yia matdid pe 2M, mou meplypddovtol mapakatw :

2. ITOYOL TWV «ZUVTOVIOTIKWV Kévtpwv» yia mepiBaiPn acOevwv pe N

H SleukOAuvon Tou GUVTOVIGUOU OAWV TWV SPACTNELOTATWY MTOU AITOLTOUVTOL YLa TNV TARPN epiBaAdn
Kot voonAela acBevwv pe 2M. O cuvtoviopog meplhapBavel eniong tig Stadkaoieg KAWVIKAG Sldyvwong
KOlL TN LOKPOXpOVLa TTapakoAouBnon acBevwy.

3. Kupleg 5paoTnpLloTNTEG TWV «ZUVIOVIOTIKWY KEVTpwv» yia Tnv nepifain acBevwy pe 2N

i. Anuwoupyia Baong SsSopévwv mpokelpévou va kataypodoUv ol acBeveic pe M, pe
THPNON OAWV TWV KAVOVWV KOl KOVOVIOUWV yla AOYOUG EUTILOTEUTIKOTNTOC TWV
MPOCWTILKWV Sedopévwy. Oa yivouv mpoomndBeleg va Staohailotel OTL AQUTO TO PUNTPWO
aoBevwv Ba evnuepwvetal Pe OAa Ta AAa pnTpwo acBevwv oe OAn tnv EAAGSQ,
TPOKELUEVOU a) va amotparel aAANAETKAAUPN KOTAYEYPOUUEVWY TIEPLTTWOEWY Kal B)
va urtootnpixBel n emidnuLloAoyikny evnuépwaon yia tig XM os eBVIKO eminedo.

ii. EmumAéov, Ba SlapopdwBolv katdAAnAa enineda npoéoPaocng otn Bacn Sedoucvwv Ty.
yla 1o Ymoupyeio Yyelog, €MIOTNUOVIKEG €PEUVNTIKEG OUASEG, €mMionpoug oUAAOYoUg
aoBevwv KATL

iii. AleuKOAUVON TNG OTEVIC CUVEPYAOLOG HE OAEC TIC HOVASEC VOOOKOUEIWV Taldwv otnv
TEPLOXN TN ATTIKAG, KOBWG Kot pe KABs udloTApevn povada Kol TUAKA TIou TIPoodEpEL
umnpeoieg oe aoBeveic pe M.

iv. Avamrtuén edkol evnuepwTIKOU UALKOU yia TG XM (m.X. MPWTOKoAAa Slayvwaong Kot
neplBaAPng, odnyleg yla opBn LaTPLKN TPAKTIKN), KAl Slavour Tou og enayyeApatieg Tou
Xwpou tng nepibaAPnc.

v. Avamtuén €vtumou evnuepwTIKoU UALKOU yla Tic XM Kol Slavopry TOU OE OLKOYEVELEG
acBevwv pe M, obudwva pe to mapadelypo aAwv xwpwv ¢ EE pe eumelpia otov
Touéa Twv 2.

vi. Anuoupyia wotocedibag otnv eAnviki yAwooa pe mAnpodopisg yia acBeveig kal
£MayyeALATIEG TOU XWPOU TNC Lyeiag (my. petddpaon tng LotooeAidag tng Orphanet — BA.
Epyaotnplo 2).
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vii. EmiKolvwvia PE VOOOKOUELOKEG HOVABEG TNG TEPLOXNG Yo avtaAlayr mAnpodoplwy Kat
£VTUTIOU UALKOU.

viii. Xtevr) ouvepyaocia pe opyavwoel acBevwv pe XN (my. MEINA) ywa avraAloyn
mAnpodopLwv, EVTUTIou UALKOU, Kal otolxeiwv og Pndlakr popdn.

ix. Xtoxeuon otnv mpoohAwon PBonBelag amd £Bshoviég péoco amd etolpleC | EVWOELG
a0BevwV Pe OKOTIO TNV UTIOOTAPLEN TWV UTINPECLWV Ttpo¢ aoBeveic pe XM.

X. AleukOAuvon Twv olkoyevelwv aoBsvwv pe M péow TNG TOPOXNG O aQUTOUG
TANPodOoPLWV Yla UTINPECLEC LUYELOVOULKAG TieplBaAPng TG aoBévelag amod tnv omola
TLAOXEL TO TLALSL TOUG, OTNV OLKELA TTEPLOXN.

xi. Mapoxn BonBelag o olkoyéveleg aoBevwy pe XM PEow TNG EVNUEPWONG TOUC Yl Bépata
npooPaong os voonAeia, embopdtwy acBeveiag/avannplag, EMITPOMWY KATL

Xii. AKTOWON UE EVPWTAIKA KEVTPA avadopac yia I pe otdxo Tn cuPUEeTOoXn TG EANGSOG ot
Siktua CoE, Siktua uNTpwwv, VOONAEUTIKA TTPWTOKOAAX KATL.
Xiii. AleukOAuveon Kal uTooThPLEN TNG Epeuvag yia Ti§ XM otnv EAAGSa (BA. Epyactrpto 3).

ErunpooBeta, mpoteivetal va umtapéel otrplén amnod to Yrnoupyeio Yyeiag kat Kowvwvikng AAMnAgyylnc os
OAeC TIG KAWLKEG/TuApaTa Ttou AIAGETOYN HAH EMMEIPIA otnv mepiBalPn acBevwv pe N, otnv
katevBuvon:
a) Tng ekmAnpwong Twv kpttnpiwv tng Eurordis yia ta CoE
b) Tnc¢ emitevéng tng avayvwplong tou kabBeotwrtog «EEeldikeupévo Kévipo» amod 1o €AANVIKO
Yroupyeio Yyeiag kat Kowwvikng AAAnAeyyunc.
c) Tng diktvbwong pe GAa kévipa pe sldikeupéva otic XM evtog EAAASog, ald kot os OAn tnv
Evpwrn

MpolnoBéoslg ya éva «IuvtovioTikd Kévipo Imaviwv Mabnoswv ywa Modia - IYZKEMNA» otnv
AOHNA. NMpofAénovrtal ot akoAouBeg APXIKEZ npoimnoBcelg
BOLOLKO MPOCWILKO

1. 2 nawdiatpot, mAnpoug anacxoAnong.

2. 2ypoppateic, mAnpoug anaocxoAnong.
210 pEMOV, avaloya e TG avAYKeG, Umopel va umdpéel avénon tou latpikol r/katl Mpappatelokou
TIPOCWTTILKOU, UE TIPOGANYN OTEAEXWV KOWVWVLKWY UTINPECLWY, PUXOAOYWVY, ETILOKENMTWY UYELAC KATL.

Yrnodoun

1. Anuoupyia ypadeiou, mou Ba Ppioketal katd mpotipnon oto Nocokopeio Maidwv (Ayia
Yodia/AyAaia Kuplakou).

2. oOxetlkn TeEXVIKR umodopn (umoloylotég, tNAédwva, daf, oclvOeon VTEPVET, AOYLOULKO,
LotooeAiba KAT).

3. MNpooBacn oe mAnpodopiec mou BonBolv oToV EVIOTMIOUO KALWVIKWY KOl KAWVLKWY LOTPWY, TV
Toxela mapanounn acBevwv pe EM KAl TNV QVIIUETWILON OAWV TWV OVAYKWVY TOUC yLo
nepiBoAPn (amd tn Sldyvwon, TNV TOKTIKA Kol £KTOKTN VoonAela, Tnv pakpompoBesopun
napakoAolBnon KAT)

MpoinoBéoslg yia Eva «ZuvtovioTiko Kévtpo» yia eviAkeg e 2N otnv ABrva
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161G Baokég mPoUTOBECEL WG TIPOC TO MPOCWTILKO Kal TV uttodoun, Ke To CoC yia Nadid otnv ABrva.
H tonoBeoia Ba anodactiotel oe endpevo otadLo.

MNpoiUmnoBéosig yia Eva «ZuvtovioTiko Kévipo» maidwv kat evAAILKwVY otn B. EAAGSQ, UE MPOTELVOUEVN
tonoBeoia evtdg tou Noookopeiov Nanayswpyiov otn Osoccalovikn.
161e¢ Baokég poUTOBECELC WC TTPOC TO TPOCWITLKO Kal TNV urtodopr], pe to CoC yia Noatdid otnv ABrva.

Awagadvelo 12: AEIKTEZ EUROPLAN T1A AIATNQZH

ApLOUOG madbrcewy
mou
meplAapBavovtatl
0TO TIPOYPAUUA

ArtoteAéopartal

ApLBUOC mobroswv = TEXZEPIY
YNO THN AITIAA TOY EONIKOY
>Y:THMATOZ YTEIAZ = PKU,
G6PD, YNOOYPEOIAIZMOS,

Ensure quality of
RD diagnosis
laboratory

cfetdoswy yla
Prtavieg Madnoelg

Avaruén VEOYVLKOU EAEyXOU FAAAKTOZAIMIA,
TIOALTIKWV
mAnBuaopLakoU , ,
EAéyxou AplOuog mabnoswv
(Screening) ftov , ,
neplAapBavovtal  [AnoteAéopatalKANENA
oTO TIPOYPAUUA
veoyvikoU eAéyxou
Ko aflohoyouvtal
Yriapén dnuoactou
KataAoyou/wv
VEVETLKWV AloSikacia |8 OXI- Ymo oulritnon META AMO

TH 2YNANTH2H TOY EUROPLAN

AvaAoyia
epyaotnplwv mou
£XOUV TOUAQ)LOTOV
pia Stayvwotikn
c€cétaon
EYKEKPLUEVN OTTO
cEwteplkd dopéa

eA€yXOU TOLOTNTAG

ArtoteAéopartal

KANENA ITO MAAIZIO TOY
EONIKOY 3YSTHMATOS YTEIAZ
(MEPIKA ATO TON IAIQTIKO
TOMEA)

Me Baon tn Stadavela 12, pmopei va cuvayxBel 6t otnv EAAGSa, og otL adopd otoug AEIKTEX TOY
EUROPLAN A TH AIATNQZH

e Aev umdpxel SnUOoLog KATAAOYOG/OL YEVETIKWY EEETACEWV yLa ITIAVLEG MNaBoeLg
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e Aev yvwpiloupe tnVv avoloyia epyaotnpiwv, €Gv UTIAPYXOUV, TIOU €XOUV TOUAAQXLOTOV Hia
SLayvWOoTLKN €€£TAON EYKEKPLUEVN ATIO EEWTEPLKO HOPEA EAEYXOU TTOLOTNTAC

Apa, yia tn AIATNQIH acBevwv pe M, mpoteiveral va otnpiet To Ynoupyeio
Yyeiag kat Kowvwvikn¢ AAMANAEyyUNG TIC TapakATtw Spdoslg:

1. Juvtoviopdg tng Slevépyelag €psuvag yla TOV EVIOTILOUO OAWV TWV gpyactnpiwv
SNUOCIWV VOOOKOUEIWY TIOU TPAYHOTOTOLOUV YEVETIKEG £EETACELG, TPOKELUEVOU va
npoodloplotel 0 aplBudg gpyaoctnpiwv Kal ot M yla TG OmMoieg yivovtal YEVETIKEG
e€etdoelc otnv EANGSa.

2. YmootnplEn OAwv Twv £pyaoctnplwv TOU TIPAYUATOTIOLOUV N8N YEVETIKEG EEETAOELG YLO
™ AnYn motomnoinong (ISO 15189) Kol CUUUETOXI O€ €TNOLO TIPOYPAUMOTA EEWTEPLKNG
AfloAoynong Moldtntag mou Sievepyolv dopeig omwe 1.X. NEQAS, EMQN, Eurogentest
etc

3. KobBoplopdg KOOTOUG ylol YEVETIKEG efeTAoelg yla M Kal cupmepiAnyn Toug OTLg
KOAUTITOUEVEG SATAVEG OO TOL SNUOGL AoPOALOTIKA TAUELa.

Epyaotipilo 5 (WG5): Zuykévtpwon eumnelpiag ko e€eldikevuon otig Znavieg Nabroelg o Eupwmnaiko
eninedo Evéuvapwon ZuAAdywv AcBevwv Ikavotnta Alaxpovikr ZTtipng

YnievBuvoul: M.Aaunpou, |.Taconoulog, O.2tavpov, A.AéAya, A.lfswpyavth

Zuvroviotég: M.Adaumnpou, B.MmtiAtou

EUROPLAN INDICATORS I'NA THN ENAYNAMQ2H AZOENQN

MpowBnon umapéng AplOu6C opyavwoswy

pioc évwong aocBevwv pe OUTIPEAQG ELOIKA Process Yolotdpevn povo pia

oTIAVLIEG TTOONOELG TIOU ylot TLG OTIAVLEG opyavwon

QVTLTPOCWTEVEL nadnoeLg

OAEG TLG Nat. Katayeypopupueveg padt
. . Y ¢ AC ) ,

opyavwoeLs/cuAAGyoug mapén evog Katahoyou HE GAOUG TOUG UTLOAOLTTOUG

arnd evwoelg aocBevwy pe Process

0oBevwv : or SUuAAGyoug amd To Y.
LE OTIAVLEC OO OELC. OTIOVLEG TTABNGELG Yyeiog
AplOUOG opyavwoswy 18 oUAAoyoL HEAN TNG
AcBevwv Outcomes MEZMNA

Smaviwv MNadnoswv
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Maveaniwia Evwon Enovie MoBnoewy
Greek Alhance for Rare Diseases

AplOudc acBevwv mou
KOAUTITETOL ATTO TLG
EVWOELG 0l0DEVWV

Outcomes

~4.500 atopa

Opyavwoelg
acBevwv

TIOU GUMUETEXOUV OF
anodAceLg mou
ennpealouv

TLG OTIAVLEG OO OELG

Movipol kal emionpol ot
EKTIPOCWTIOL ACBEVWYV OTO
ovarntuLako mpoypouua,

Aev elval akopa cadwg
TPOodLOPLOUEVN N
EKTIPOCWTNGN

aAAa urtdpxel tpodopLkn

mv Aladikaoia S6éopevon amd tov LT,
napakoAovBnon Kat tnv Tou Ym.
alohoynon Yyelog yla Osopikn
EKTPOCWINGN
o€ OAOUG TOUG ToME(G 2.M.
JUMMETOXN Ao
OPYOVWOELG
acBevwv otnv avantuén Awadikaoia Oyt

OTPATNYLKWV EPEUVAG YLa
TLG OTIAVLEG OO OELG

YrootnpLEn
SpaotnplotATwy Mmou
Sie€ayovral
oupnepltAappavovtag
0pPYAVWOELC aoBevwY
OTWG :

H evaioBntomnoinon
Avarrtuén

LKOVOTATWYV KAl KATAPTLON
AvtaAlayn
TAnpodopLwv

KOl KOAUTEPEG TIPOKTIKEG
Aktowon

Mpooéyylon

OKOUA KL OTOUG TILO

MNopot(xpnuatodotnon) mou
npoBAEmovTaL yla Thv
UTOoTAPLEN TWV
5paoTNPLOTATWY TTOU
ekteAolvTaL QIO
OPYQVWOELG

aoBevwv

AmnoteAéopata

Agv umtapyouv

TApLEN Twv otabepwv
5paoTNPLOTATWY yLd ThV
evbuvapwon acBevwy,
OTWC

npoavadEpovral

AnoteAéopata

Agv umapyel Kav TAAVO
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Naverrivia Evwon Enaviwy Nofnoewy
Greek Alhance for Rare Diseases

QUTOLOVWHEVOUG
aoBevelg

Anpwoupyia —
unooTripign Umapéng
Hiag

QMOTEAECGUATIKAG
TNAEDWVLKAG Ypappng
BonBelag yla aobeveig

AaBoLun ypappn Aev €xouv AndOeil
BonBeLag Awadikaoia enionueg
yla Toug acBeveic pe 2.M. onodAcELg

Anolnuiwon
ovarnnpLwv

Tou odeilovtal oTLg
OTAVLIEG TOONOoELG

Ynapén enionuwy
T(POYPOUUATWY yLa TNV

unootnpEn acbevwv pe Awadikaoia OxL amokAelotika yra .M.
£LOIKEG AVAYKEG Kall
TWV OLKOYEVELWV TOUG
. , Nat, aAAG oxL

Yrapén evog emionuou .

. , , e€eldlkeupévo
KOTAAOYOU KOWVWVLKWV Awadikaoia v
TOPWV yLa Toug aoBevel

pLVY 5 6 TG 2.

HE €LOIKEG AVAYKEG

JtApLEn yua ta
TipoypAUATA
QMoKATACTAONG YL
Toug aoBeveig

LE omAvieg mabroeLg

‘Yrapén

TIPOYPOUUATWY

yla tnv umootrpLén
QTIOKQATACTACNG YLOL TOUG
ooBeveig pe 2.M.

Awadikaoia

Nat, mepthapfavouv
OUUBOALKA OLKOVOULKA
BonBela

oAAG Sev eivat
e€eldlkeupéva ylo 2.1,
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Yriapén eBvikwv
TPOYPOUUATWY YLO TNV
npowBnon mpoéopoong Twv
aoBevwv pe 2.M. Process OxL
KOL TWV

OLKOYEVELWV TOUG oTa
KEVTPOL OTTOKATAOTAONG

Yrapén dnuociou

YT[OG‘Er]pL'En s , HNXaVLIopoU oTAPLENG

KOLWVWVLKNG ultnpeciag TV ,
TtoU OTOXEVEL BepameuTikwy Process Ox.
otoug aoBeveig TPOYPOUUATWY

LLE OTIAVLEG TAONOELG Kall avaduyic

TLC OLKOYEVELEC TOUG. Yrapen

TIPOYPOAUUATWY YL
TNV UTIOOTHPLEN

TG eveadng Process Oxt
acBevwv
TIOU TTAGYOUV OO
3.M. otnv KaBnuepvn
toug {wn.
MPOTAZEIZ

SYMMETOXH AZOENQN KAI TON ANTINPOXQMON TOYZ ZE AIAAIKAZIEZ AHWHE ANODAZEQN
Mw¢ va cuppEeTEXoLV aAAd Kal va evduvapwBouv oL acBevelg, l6LKA :

e Jtnv Sadikaoia(eneéepyacia) eBvikol oxediou pe ekmpoowrnnon amd tnv MEIMNA oe Beopko
eninedo.

e Kataypadrn acBevelwv kal acBevwyv pe .M. otnv xwpa pog kat dtaxeipon tg anod tnv NMEINA oe
ocuvepyooia pe to Yr.Yyelag.

e Anuloupyiat OUVTOVIOTIKAC SLATOPEAKNG EMTPOTAG Tou Ba adopd oe OAo TA EUMAEKOUEVA
Yroupyela: Yyeiog, Mawdeiog, Epyacioc-AnaoyxoAnong kat AVAmTuEng amoKAELOTIKA YLa TLG ZTIAVLEG
MNaBbnoslg.

e Anuoupyia Topa aviwv Madroswv evtog tou Yrmoupyeiou Yyelog.

e Acttoupyla piog povov emtponng aflohdynong Twy Inaviwv MNadroswv amapti{OPevn anod OAeC TIG
LOTPLKEG ELOLKOTNTEG.

e Eviaia mMOALTIKN) aoPAALOTIKWY TAUELWV.
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e Anuloupyia kat dtaxeiplon twv Kévipwy e€eldikevong/Eupwnaika Aiktua Avadopdc.
e Evnuépwon, LECW CUUUETOXAC EKTIPOCWTITWY, OTLG OXETIKEG KALVIKEG EPEUVEC.
e Juyxpnuatodotnon ¢opéwv acBevwv amd OSnUOoLo Kol OLWTIKA KOVOUALD HE TOUTOXPOVN

Snuoupyia opdadag eAéyxou amo eknmpoowroug Y. Yyeiag-MEIMA-ZOEE yia tnv andAuta LooTLUn
KOTOVOI TOUC.

e AlopkKn¢ emikatpomoinon tng Stadikaoiag taflvopnong acBevelwv (ICD, orphanet kAm).
e Anuloupyia tThAepwvikng ypapung Bondelac.

TéAog, ko SeS0MEVOU OTL Kal Ukpd BApata Ba SteukoAUvouv toug acBeveic:

e Anuloupyla KAPTaG LOTOPLKOU

e Mapoxny voonAeiag oto Noookopelo OMOU OVAKEL TOo LOoToplko/ dakelog tou aacBevouc(oxt
edbnuepevovta).

e [Napoxn BonBelog OTo OTTiTL LA TLG OLKOYEVELEG e Iavieg MNadnosLg.

e KivnTpa EKMOLOEUTIKWY TIPOYPAUUATWY Ylad YlATPOUG Kol OEPATIEUTEC OXETIKWV HE ITIAVLEG
MNabnoelg.

IV Z0voyn ko Zupnépaopa tng TeAkn g EkBsong

Oéua 1 - MeBodoloyia kat dloiknon tov EOvikoU Zxediou Apdong - Ztpatnyikr (EZ)

ik wiN e

MeBobdeuon Bnuatwy - pooxedia yia tn dnuoupyia tou EBvikol Ixediou Apdong
Avarmntuén kat dopn tou EBvikoU Ixeblou Apdong

Atoiknon tou EBvikol Xxebiou Apdong

MNapakoAouBnon tou EBvikoL Xxediou Apdong

Buwoipotnta tou EBvikoU Ixeblou Apaong

2YMMNEPAZMATA:

To EBvikO oxedlo Apaong udiotatar we (mpokatapktikd) £yypado e apketa ocadry doun (mou

onoutel OpLOHEVEG TPOMOTIOLNOELG). QITOI0 Sev £XEL AMOKTACEL LEXPL CHUEPO VOUIKWG SECEVUTIKA

LoXU, YEYOVOG TTOU MapEUNOSileL TN ocUoTOON EVOG CUCTAHATOG aPakoAouBnong Kot a§loAdynong.
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Ofpa 2 - Oplopdg, Kwdikomoinon ko Tavopnon twv Inaviwv MNadnoswv

YroBéuata

1. Oplopog twy Inaviwv Nabnoswy
2. Kotnyoplomoinon kot Tpomol elpeong Twv Iraviwyv Nabioswv oto EOviko TUotnua Yysiog
3. Eupetipla kataypodrg Kat KotaAoyol

2YMNEPAZMATA:

Aev umapyeL enionuog oplopog Twv Imaviwv madrocewv otnv EAAGda. Mpoocdata uoBetnOnke
enionua n katnyoplonoinon ICD10, aAAd n Xprion TG Sev £XEL AKOMA YEVIKEUOEL. YIAPXOUV HEPLKA
KN KPOTIKA €UPETAPLA Kol HnTpwag otnv EAAGSA, wotooo Sev UTMAPXEL KPOTIKA Xpnuatodotnon,
UTooTrPLEN | CUVTOVLOMOG.

1.1. NAnpododpnon ko eknaidevon
MNwg Ba BeAtiwOel n MAnpoddpnon otnv undpyouaoa ¢povtida twv Inaviwv Nabroswv yevika yla
SLapopETIKA aKkpoaThpLa
Mwg Ba BeAtwBel N Mpoocyylon og OLOTIKY TTANPodOpNaoN yLa TIC Zmavieg MNadnosilg
Nwc Ba e€acdaAiobel n anapaitntn ekmaideuon TWV EMOYYEALATIWY TNG UYELOG YL TLG ZTIAVLEG
Mabnoelg

2YMNEPAZMATA:

Agv untdp)xouv enionpeg TNy TAnpodOopnong, oUTE LOTOTOMOL, OUTE EMIONES YPOUUUEG TNAEDWVIKAG
BorBslag otnv EAAGSQ, TOOO yLO TOUG EMAYYEALATIEG TOU TOMEN UYELOG KOl TPOVOLAG, 60O KAl yLol TO
kowo/acBeveic. AapBdvovtal oplopéves npwtoBoulicg, m.x. and tnv MEINA, aAAd dsv umdapyel
KPOLTLKI OLKOVOMLKA UTtOOTAPLEN.

Ze ot adopd TOUG EMAYYEAUOATIEG TOU TOMEQ UYeElag KoL TPOVOLAG, N KATAPTION TOuG €ivat
TLEPLOPLOMEVN KOl [N CUVEMNAG. EVSELKTIKO Kal cuvapa eEEXov mapAadsypa eival To yeyovog otL Sev
UTLAPXEL EMioN LA avayvwPLOUEVN EIKOTNTA oTnV KAvikA Kat Epyactnplaki Fevetikn.

Oéua 3 - Epeuva yia tig Znavieg Mabroelg

YroB¢uoata

1. Avadopd Twv UTIAPXOUCWV TINYWV £PEUVOC, UTTOSOUWY TIPOYPUUUATWY yLa TG Iavieg Mabroslg
2. AVAYKEC KoL TPOTEPALOTNTEG OTNV £peuva oTo Tedio Twv Inaviwv Madnoewv

3. TMpokAnon evoLodp£POVTOog KoL CUUETOXAC KPATIKWY EPYACTNPLWV Kal EpEUVNTWY, 0loBevwy Kot
OPYQVWOEWV A0OEVWY OTA TIPOYPAUHATA EPEUVWV YLa ITIAVLEG MaBroeLg

Blwolpotnta tng €peuvag otTig Imavieg Nabnoeig
5. 2uvepyaoia pe tv E.E. yla épeuva otig Inavieg Mabnoelg
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2YMNEPAZMATA

H moAtiki xpnpatodatnong Kat n Staxeipion g xpnuarodotnong yia thv épsuva otnv EAAGSa oto
XWPo Twv Inaviwv Nadnoswv (Letad AWV Twv AAAWV Bepdtwv) eivat oxedov aviomapKtn.

Ofpa 4 - Aflohoynon smumédou dpovtidag yla Iravieg Nobnoelg - E€etdikevpéva Kévrpa Avadopdg
(CoE) - Eupwmnaikoé Aiktuo Avadopdc (ERN)

YroBéuota

1. Tautomnoinon kpatikwv Kévtpwv Avadopdc o OAn TNV eMKpATeLO PLEXPL TO 2013
Awatrpnon twv Kévipwv Avadopdc

Juppetoxn ota Eupwmnaikd Aiktua Avadopdg

Yuvtopeuon Sladpounc yla gykatpn Stdyvwaon

vk W

Nwc va tpoodepOei kataAAnAn dppovtida kal va opyavwBoulv emapki LETPpA LYLELWVAG dpovTidag yia
ooBeveig pe mavelg MNabnoelg

6. Nwgva e€aopaiicbouv ota Kévipa Avadopag SLETMOTNUOVIKEG ATOYPELG KAL VO GUVTOVIOTOUV
METAEL LATPLKWY KL KOWVWVIKWY ETUTTES WV

7. A&loloynon Kévtpwv Av adopdg

2YMNEPAZMATA

e Acsv untdpyel MOATIKA ywa T Snuoupyio CoE oe €Ovikd/ mepipepelakd eninedo. undpyouvv
TMHMATA/KAINIKEZ (rou &gv Asttoupyouv mAfpw¢ w¢ CoE) yia oplopéveg 2NN, aAAd kavéva
and ta eAAnvika Efelbikeupéva Kévipa dev mAnpoi ta mpoétuma mou opilovtal amod Tig
OUOTAOEL TOU XUMPBOUAioOU. Aev UMAPXEL OUMMETOXN Omd €Bvika 1N mepupepeLlaka
e€e1l8IKEVPEVA KEVTPA OE sUpwMAiKA Siktua avadopdg. Asv gival eUKOAO va yivel TpOBAeYn
Twv avaykwv (oe aplOuolg kat tonobsoieg) yia CoE, spdoov dev umndpyouv emicnuot
KatdAoyol M, oUTE KeVIpIKA pnTpwa acBsvwv otnv EAAGSa, ota omoio vo cUCTAOEL TO
ouvEédplo tou EUROPLAN tn Snuovpyia KEvipwv Zuvtovicopou, we tponAacua yla ta Kévipa
avadopag.

4.1. Opdava pappaka (OD)
1. Mé&Mov twv OD

MNpooBaon Twv aoBevwy pe Inavieg Nadroslc ota opdava papuaka. TipoAdynon kot OLKOVOUIKN
KaAuyn amnoé achaAloTika Tapeia

3. TapnyopnTikn XPron KoL TpocwpLvr] €ykplon opdavwv papudkwy. EKTog évéelenc.

2YMNEPAZMATA

Aev unapyxel enionun oAtk ywa ta OD otnv EAAGSa. H mpoofacn Twv acBevwv HE IMAVIEC
Nadnoesig os opdava pappoka, n TLLOAGYNon Kot N olKOVORLKA KAAuYn and acpaAloTika Tapeia
glvol omopadiki Kot GUXVA LN GUVETTG.
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Ofua 5 - Evéuvapwon AcBevwv - EEL8IKEVMEVEG YIInpeTieg

YroBéuota

1. Juppetoxn Twv acBevwV 1 TWV EKTPOCWIWY AUTWV otnv AN anoddcswv oto eninedo twv
Inaviwv NabRoswv.

2. E&eldikeupEveg KOWVWVIKEG uTtnpeoieg: AvTIHETWTTLON SLAKOTIHG UTNPECLWV dpovTidacg,
Ogpamnevtika Wuxaywytkd Mpoypdupota, YNPeoieg mMOU GTOXEVOUV OTNV EVOWUATWON TWV
aoBevwv otnv Kabnuepivn Lwn.

3. Helplines (FTpapuég BorBelag)

2YMNEPAZMATA

Nopd OPLOMEVEG EVIUTIWOLAKEG TPWTOBOUAIEG Kal EMITEVYHOTO OO EVWOEL acBevwv, eni tou
TOLPOVTOG N CUMILETOXN A0OEVWV Kal TWV EKTPOCWNWY ToUuG oTLg Stadkaoieg AnYPng anopdoswv oto
nedio twv Inaviwv Nadnoswv eivar gAaxotn, Onwg Kat n eUkoAa Swabéoyin unmootnpin twv
6paoTNPLOTATWY Ao eVWOEL; A00eVWY, oL £EELBLKEUMEVEG KOLVWVIKEG UTINPECLEG KOL Ol YPOULUEG
BonOsirag.

Opulovtia Oépata
Qfua 6 — IkavotnTa ALaypoVviKNG Yoot pLEng

ZYMMNEPAIMATA

Ito Kpiowo Ofua tng SLaxpoviking umootnpleng tou EBvikoU Ixediou Apdaong Kal TNG CUVOALKAG
TOAMTIKAG ywt TG 2mavieg MaBnoeslg, n amavinon eivat ott AEN undpxet udLloTdpevog
npoinoAoylopdg kat otL AEN €xouv KatavepnOei nnyég xpnuoatodotnong otnv EAAGSa, otolyeia mou
O£TOUV ONUAVTLKO EUTTOSLO OTNV IPOOTITIKI TNG SLOXPOVLKAG UTLOCTHPLENG.

Oépa 7 - Zuykévtpwon egeldikeuong otig Znavieg Nabroelg o eninedo Eupwnaikng Evwong

2YMNEPAZMATA

Auto to Bfépa Sev eival ouolaocTikd cuvadéG UMO TIG MapoUosg ouvOnkeg otnv EAAGSa Kkal Sev
ouiNTABNKE EVPEWG.

MPOTEINOMENEZ NPOTEPAIOTHTEZ

Aev vdiotatal eAAnvikd EBviko 2x£6L0 Apdong yla Tig Indvieg Nabrioels. Qotdoo, sival amapaitntn n
UTapén mAaLciov o€ VOULKO N EMiMeS0 TIOALTIKAG KAl LE anddoon 6€ auTO VOULKA SECUEUTIKAG LoXVOG.

‘Exouv yivel onpovtikég mpoomndBeteg and tnv MEIMA kat moAAoUg and toug cuAAOYouC acBevwv-péAn
™¢, Kabwg kot and dAAoug cuAoyoug acBevwy otnv EAAGSQ, Omwg .. yia Tt Snuoupyia HnTpwwy,
BeAtlwoelc og oplopévoug topeic Tng dpovtidag acBevwy, ™ Siktdwon acBevwyv Katl t dnuloupyia
ovemionuwyv «tnAepwvikwyv ypapuwv Bonbelac» (“helpline”), mou umootnpilovtat cuvhBwg amod
WOLWTIKEG Swpeég, £OeNOVTEC Kal HEPLIKEG SwpPeEC amo PAPUAKEUTIKEG £Talpieg. Qotdoo, Xwpig thv
UTIOOTNPLEN TOU KPATOUG, KABe MPoomABsla MOPAUEVEL OUTOCTIOOUATLKY KL 0LOUVTOVLOTH, adrvovtag
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MEYAAQ KEVA O0TNV KAAUYN TWV avayKwy Twv ooBevwv pe Imavieg Mabrioelg Kol TwV OLKOYEVELWY TOUG
oe mdpa moA\d emnineda.

Aebopévng TG coBapAG OLKOVOULKAG SUCXEPELOG TTOU aVTLUETWNI{EL onpepa | EAAGSa, n ouvavinon
Tou eAAnVikoU okéAoug tou Europlan mpoteivel TIG MOPAKATW OPXLKEG TIPOTEPOLOTNTEG, OL OMOLEG
Xapoktnpifovtat and Undevikr | AAXLOTN XPNHOTOOLKOVOULKN emévéuon Kat Ba BonbAcouv otnv
enitevén tou peAlovtikol oToXou TPOoG [ia MANPECTEPN UAoToinon evog EBvikov Zxediou Apdong yia
T Znavieg NMNadnoelg, wg e§RG:

e Amodoon VOUKA OeOUEUTIKAG oxVo¢ oto EBvikd Ix€6lo ywa OAou¢ TOuG Eemionuoug
OUMMETEYXOVTEG, Oiwg To Ymoupyeio Yyelag kat Kowwvikng AAMNAgyyUNng kal To Ymoupyeio
Epyaciog kot Kowwvikwv YmoBéoswy, kabwc kat to Yroupyeio Maldeiog kot Ata Biou Mdadnong
Kat tn Mevikn Mpappateia Epeuvag kat Texvoloylog

e Anuwoupyia piag e€wteplkng emTtpomng Uno tnv atyida tou Ymoupyeiou Yyelog kot Kowwvikng
AMNAgyyUNG He cupmepiAndn avImpoownwy amo 0Aoug Toug KUpLouc ¢opelc yla TIG IMAVLEG
MNaBnoeig. O polog TG emitpomnig Ba eival n mapakoloudnon, afloAdynon kat yvwpodotnon
emi TG mpoddou Tou eAAnVIKN EBvikoU Ixebiou Apdong yla Tig Inavieg Nadbnoslc.

®  JUVTOVLOMOG amd to Ymoupyelo Yyeiag kat Kowwvikng AAANAgyyUNng Twv MnTpwwy yLa IImAVIEG
MNaBnoeig kal acBeveic pe Inaviec Nabnoelg, 6mwg autou mou fekivnos Adn n NEINA pall pe
0pLOUO VOOOKOUELOKWY KALVLIKWY, T omtola Ba avayvwpLlotouy emionua

e Evioxuon tn¢ dpovtidag yla acBeveic pe Imavieg MNabnoelg péow tng dnpLoupyilag os MPWTO
otabdlo twv «Kévtpwv Zuvtoviopou» yia tn dpoviiba acBevwv pe Imavieg MabAoelg, wg
niponhaocpa twv CoE (BA. Epyactiplo 4), kabwg¢ kot umootnpleén otig udlotapeveg KAVIKES Kal
Tunuata otnv EANGSa wote ve avaBabuiotolv os mAnpn CoE cUpdwva e Ta KpLTipla Tou
nipoteivovtal arnd to ZuppouAio tng Eupwnng kat tov EURORDIS

e [powBnon tng €ykalpng dtayvwong acbevwy pe Inavieg Mabroelg péow tng xaptoypdadnong
TWV UPLOTAUEVWY SLAYVWOTIKWY KEVIpWV (Ue €Udoon oTo EPYAOTAPLA YEVETIKNG), EVIOXUOVTAS
TLG SUVATOTNTEG TOUC Kal otnpilovtag Tnv miotonoinor toug (ISO 15189)

e [lpotaon ywa efaipeon OAwv twv Opdavwv QapudKkwy amod T YeVIKA vopoBeoia yla Ta Kowa
dapuaka ( 6w cuuPalvel orpepa) Kat anddoaon MPoVoULaKoU KOBEGTWTOG

e Ymootnpln otnv mnpoondbela evnuépwong, TMAnpodoOpnong kol ekmaidevong TOCO yla
ETIAYYEALOTIEG QTG TO XWPO TN Lyelag, 600 Kal yla To eupl Kowod (Awktuakol tomol, helpline,
oEULWVApPLA KATT)

e [lpocavatoAlopdg g levikng Mpappateiog Epsuvag kat Texvohoyiag mpog¢ tnv avainyn
TPOoSPACTIKOU POAOU yLa TNV UTIOOTAPLEN TNG £PELVAC YLa TIS ITtavieg Nabnoelg otnv EAAGSa

ZuvoAikr) a€loAdynon TNG XPNOoTKATNTAC TwV Fuotdoswv Tou EUROPLAN yia tnv mpowBnon piog

£0VIKNG OTPATNYLIKAG OTH XWPA.
Ztnv EAAGSa, OTou 6ev uAOMoLEiTOL KATOLA EBVLKA OTPATNYLIKN LLE VOMLKA oYXV, eival mpodaveg OTL oL

Zuotdoelg tou EUROPLAN egival e€atpetika xpriotes. Ol cuotdoelg tou EUROPLAN 6a BonBrioouv otn
SpopoAoynon HoG Bookng €OVIKAG OTPATNYKAG KoL £TCL VA MPOAYOUV TO {ATNHA TWV ZMAViwv
Nadnoswv Kat Twv aoBevwv and autég otig EAAGda.

H Suvatdtnta petadopdc twv cuotacswv tou EUROPLAN otn xwpag oag.
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OL KUpLeG SUuoKOAieG otn petadopd twv ocuctdoswv tov EUROPLAN otnv EAAGSa avapévetal va ivat
oL €A¢ a) n xpnuatodotnon moAAwv Spdcswv Kat B) N mMpowOnon Kat VAomMoiNnor Toug amo thv
TOALTIKA nyeoia kat Tnv eAAnvikA KuBépvnon. QoTtd00, ONUELWVETAL OTL, HECW TNG CUVAVTNONG TOU
EUROPLAN, katadépape yia pwtn ¢popa vo EXOUHE EVUPELNL CUMUETOXN TWV KUPLWV EUNMAEKOUEVWV
dopéwv, cupnepAappovouévwy Bacikwv YIIOUPYELWY Kal KUBEPVNTIKWY UNNPECLWY, AapBAavovTag
Ostkotata oxoAla and avtoug Kabwe Kot 6Aoug Toug aAAoug dpopeic. ETot, EVioXUONKE GNUAVTIKA N
EVNUEPWON TOU €AANVIKOU KOWOU OXETIKA UE TG Imavieg Mabnoelg. TUUmepACHATIKA, OAoL GooL
oxetilovtoL pe To OEpa £Xouv apXioeL va KatavooUv TNV avayKaldtntoag unapéng evog EOvikol
Ixediov Apaong otnv EAAGSQ.
lotopko eyypadou

Kataotaon AvaBOswpnuévo

(Npooyxédio/AvaBswpnpuévo/TeAko)

Ap. ékéoong 1 (7 lavovapiov 2011)

ZUVTAKTNG/EC Jan Traeger-ZuvoSlvOg, KOL GOUVIOVIOTEG OAWV TWV
gpyaoctnpiwv

AvaBOswpnti¢ Ko Maptavva Adunpou

‘Ovopa apxeiou GREEK EUROPLAN CONF FINAL REPORT V1
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