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ALopyaVWTEG

NaveAnvia ‘Evwon Inaviwv Nabnoswv: K.k. M.
Adumnpou, Ap. K. Nnavvoukdakog, Ap. J Traeger-
Juvodwvog, A. Zuvodivog, Ap. I. Boutowdag, P.
Tpdka, A. AAe§avdponoulou, A. AéAya

Mé£An Awotkovoag Ertitponig

Kog¢ A. Anuémoulog, [levikog [pappotéag
Anuootag Yyeiag tou Yrioupyeiou Yyelag

kat Kowwvikng AAAnAgyyong,

Ka A. Apétta, Mevikr Mpappatéag tou Ymoupyeiou
Epyaociog kat Kowwvikwv YnBEcoewv,

Ap. M. ZkoupoAilakou, Avtupdedpog Tou EBvikou
OpyaviopoU Qapudkwy,

KaB. E. KavaBdakng, «kabnyntng [eveTikng,
Mavemotiuwo ABnvwy,

Ka M. Adumpou, Mpoedpog tng MoaveAAnviag
Evwong Imaviwv MNabnoswv M.E.Z.MA. kol NG
EAMAnvikng  Etaupeiag Olwdoug  ZkAnpUVOEWS
E.E.O.Z2,,

Ka E. TI&Aa, YmelBuvn TOU  TUAMATOG
ekmaidevong tou KEEAMNO,

Kog K. ®poulig, Avtutposdpog tng Novartis Hellas
Kal Mevikog Mpappatéag tou SOEE,

Kog A. Kumpaiog, Tevikdog AteuBuving 1ng
Genzyme Hellas kat Avtimpoedpocg tng EAANVLKAG
‘Evwong Blotexvoloyiag;

Ka E. FaBptiA, YmeOBuvn Epsuvag Ayopdg &
MpounBetag Oapudkwy - IOET,

Ap. M Petersen, AleuBuvtng TUNUATOC YEVETLKAC
oto lvottoUto Yyeiag Ttou Naudlou Kot
€KTPOOowWToG Tou Orphanet otnv EAAGSa.

TitAot kou katdAoyog epyactnpiwv

Epyaotiplo 1: MeBobdoloyia kal Sloiknon tou
EBvikoL Zxebiou Apdong - ZTpatnyLkn

Epyaotiplo 2: Oplopdg, Kwdikomoinon kat
Taflvounon Twv Inaviwv Mabnoswv.
MAnpododpnon kat Exknaideuon

Epyaotiplo 3: Epsuva yla ti¢ Irmavieg MNabnoslg,
Opdava Oappaka




EUROPLAN

European Project for Rare iseases Natonal Plans Development

7
q $ 2
\. 4 )
E U ROR D I 5 MaveMivia Evwon Inaviev MaBRoewv

Rare Diseases Europe Greek Alliance for Rare Diseases

Epyaotiplo 4: Aflohoynon emumédou dpovtidag
ylia Inavieg MaBnoelg: E€eldikeupéva Kévtpa
Avadopdc, Eupwmnaikd Aiktuo Avadopdg yla Tig
Inavieg Nadnoelg

Epyaotiplo 5: Evéuvapwon ZuAAoywv AcBevwy,
E€elSlkeupuéveG UTINPEDIEG

Opwovua Bépata:  lkavotnta  ALaXpOVIKAG
Yrootnpl€ng kol cuykévtpwon efelbikeuong ot
Inavieg Nabnroelg oe Eupwnaiko Eminedo

YnevOuvol kau Elonyntég twv Epyaotnpiwv

BA. ékaotn evotnta

Zuvnupéva (mpoypapua, KataAoyog
OCUMMETEXOVTWYV, KATL.)

>350 MOPEVPLOKOEVOL




EUROPLAN

European Project for Rare iseases Natonal Plans Development

&

EURORDIS

Rare Diseases Europe

)
—

MaveMivia Evwon Inaviev MaBRoewv
Greek Alliance for Rare Diseases

EPTAZTHPIO 1 (WG1): MEOOAOAOTIA KAI AIOIKHZH TOY EONIKOY ZXEAIOY APAZHZ

YrievuBuvog: A. Tuvodivog

JTO EPYAOTHPLO TTAPEUPEBNKAV UE EVEPYI) CUMUETOXN OL:
e H ka MNavtalomoUAou ek pEPoug Tou Yroupyeiou Yyeiag kat Kowwvikng AAANAgyyUNG.

e Hka Martoika ek pé€poug Tou Ynoupyeiou Epyaoiag kat Kowvwvikwv YmoBéoswv.

e Hka TZaha ek pEpouc tou EAANVKoU Kévtpou EAgyxou kat MpoAnng Noonuatwv (KEEAMNO).

o  MéEAn evwoewy acBevwy, acBeveig ) cuyyevelc acBevwy kol dpoltnTéc.

‘Exovtag AdBel umoyn Tig cuotaoelg tou Eupwmnaikol KowvoBouliou, TIC CUGTACELG KOl TOUG SELKTEG TOU
EUROPLAN, TO £pyaoTrpLlO AmMNVINOCE MPWTA OTA EPWTNMOTO TTou mapouactaloviav otig StadAaveleg Kal
META Tpoxwpnoe o€ oulAtnon eml tTNg TPEXOUOOC Katdotacng otnv EAAGSa w¢ mpog TG IMAVIEG

AcBgveleg kat Slapopdwaoe KATAAANAEG TTPOTACELG yLO TNV TIEPUMTWON TNG EAAGSAG.

Avadopikd e Toug Asikteg tou Europlan

Anavtioelg Stadpavelog

13

@omion
KOVOVIOUWV/ VoUWV

Yrapén kavoviopwv/ vopwv mou,
umootnpilouv tn dnuloupyia kay

“Sdev ugiotartat, dev

(mooooto mepidpepelwv)

. , , , Atadikaoia Juhomoteital”
ovantuén evog oxediou dpdaong
yia TG 2N
EOvika / mepidepeLoka , | “6ev udiotatal”
/ mepubep Aladikaoia ¢

Avamrtuén
UNXQVIO LWV
CUVTOVIOHOU

“8dev ugliotartat, dev

ETULTPOTING

mapén . HNxavicpou Atadikaoiafexet SnAwBel cadwg
CUVTOVLOHOU
Yrapin ewdwng OUHBOU)\EUHK”CALQ&KQOML “Aev vdlotatal”
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@¢omiong  efwtepikngYmapén
a§LoAoynong tnge€wteptkov
Sladikaaotag bopéa/ Aladikaciof“Aev udlotatal”
KOTAPTLONG Sladikaoiog
oxedlouv/otpatnykng |agloAdynaong
ApLOUOC
TEPLOXWV
BaBuog mAnpotntag  [mpotepatotntag |Awadikacio  “7”
Tou
meplappavovtay
Katdption MpoumoAoylopog
npolmoloylopol  yiajoxediou/ Altadikaciof“Asv vdilotatal”
QVATTUEN OTPATNYLKAG [0TPATNYIKAG

To tpéxov EAARVIKO EOVIKO Zx£610 Apdong yia TG Imavieg Nadrjosig 2008-2012 cuvtdyOnke Kot
dnuootevtnke otnv ABriva to 2008, otn Bacn Twv cuotdacswv tg NEZMA (Baolopévn Pe TN OELPA TNG
OTO YOAALKO EBVIKO 2X£610), AN LE UUKPEG TPOTIOTIOLNOELG OO TNV TOTE nyeoia tou Yroupyeiou Yyeiag
(2008). H a&loAdynon tou oxediou amd GAou¢ TOUG MAPEUPLOKOUEVOUG 0T cuvavtnon tou EUROLAN
KOTETELVE OTO OTL EMPOKELTO YLOL EVA YEVIKWE ATOSEKTO OXESLO.

OL oTpatnyLKEG MpotepatdtnTeG 6Tto EAANVIKO EBVIKO ZX€610 givan oL €€NG:

1) H avayvwplon tou dlaitepou yapaktipa twv M

2) H ovotnuatikn mapakoAouBOnaon tng emidnuioAoyiog twv XM Kat éva untpwo XM kal aobevwy pe
2N

3) Evnuépwon acBevwy, EMAYYEAUATIWY UYELOC KOL TOU EUPEOG KOWVOU avadopLka e TG 2.

4) BeAtiwon tng moldTNTAS OAWVY TWV UTNPECLWY TTOU OXeTL{ovTal Pe TNV €ykalpn Slayvwan, Taxela
napEuPacn npoAndn, Beparmneia kot amokataotoon acdevwv pe M.

5) Evioxuon tng mpoéoBaong otov MAnBuouLako €leyxo (screening)

6) MpowBnon tng épeuvag Kat kawvotopiag otig XM, biwg yla Beparneiec.

7) KdAugn twv avaykwv ocwv macxouv amo XM, Blwg yla VEEC KAl TILO OUITOTEAECUOTLKEG
Beparneiec.

8) Avamtuén kowvng nhatdopuag Spaocng oe eBVIKO eminedo otov Topéa Twv XM Kal CUUUETOXN OTO
avtiotolyo Eupwraiko Aiktuo.

OL Tp€XOUOEG OTPATNYLKEG TOU EAANVIKOU EBVLKOU Mpoypdppatog tpononotfnkav otn SLapKeLa TOU
gpyaotnpiov wg £€n¢:

° 2tn otpatnytkn npotepatotnta: No.4 mpootébnke o Opog «taxeio mapéuBaon» (early
intervention)
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2tn otpatnywkn npotepatotnta: No.7 amoheidtnke n AEEn «empeépoug» (specific) mpwv
TLG KAVAYKEG».

Mo Ty emitevén Twv otpatnylkwy 1-8, oL 6TOXOL Elval KOLVOL 0Ta 6 TTAKETA Epyaciag we eEAC:

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

‘Eykaipn Stayvwon

Oeparneia

Mpovola

‘Epeuva

Exnaideuon

AvVAnTuén oTpaTnykwy eEQPTWHEVWY OO TN CUVEPYACLWY TWV HEAwV TG EE

Ta tpéxovta makéta epyaciag (afoveg kat dpdaoelg) tou eAAnvikov MMpoypdppatog Apdong
Tpomnornouw)Onkav otn SLAPKELA TOU Epyaotnpiou we eENG:

Jtov afova «Oegpameia», n dpaon ywa dnuiovpyia «Kévtpwv Oepamneiagy dAAage o€
«Kévtpa Avadopac» (E€eldikeupéva Kévpay)

O o6pog «MNpovola» (Providence) aAAae o «KOWWVLKN HEPLUVA KOL OTTOKATAOTOONY,
anoAelptnke n A€En «ETMUEPOUG» TPV TIC «OAVAYKEG KOl TPOOTEONKE n «Toxela
napepPacn».

Ztov agova «Ekmaideuon», mpootéBnkav oL Opol «Evnuépwon kal eualcOntomnoinony,
KaBwg Kat n ¢pdon «evnUEPWON TNG KOWAG YVWHUNG KAl TwV KEVTpwvV ARYNG
anodpAcEWV».

210 Makéto Epyaciag 6 (WP6) mpooteénkav oL AEEELG «LE TIPOEKTOCON OE TOTUKO KOl O€
eMinedo nepLoynNg» UETA ToV 0po «EOVIKEG MAATPOPUESY.

To Epyaotipto 1 ywa to EAANVIKO EBVIKO Ixédlo Apaong ywa TG Xmavieg Noabnoslg otn
ouvavtnon tou EUROPLAN npo€n emiong otig £€1¢ MPOTACELG KAl GOPBAPEC TAPATNPHOELG:

Autn ™ otypn 8ev UTIAPXEL KAmoLlog emionpog dopéag (emitpomr) fj GAAn apyr) mou
napokoAouBel n aflohoyel to EBVIKO Ix€dlo.

Aev €xeL 500¢l SnpooLotnTa oto EOVIKO IXESLO 1) TO TEPLEXOUEVO TOU.

Q¢ £youv ta Mpaypata, To mAaiolo VouLlkwv ipoBAEPewv/ TIOALTIKWY O€ auTto To EBVIKO
Yx€blo Apaong yia Tig XM 2008-2012 is €xel tn Hopdn eyypadou Ue apketd cadr Soun,
OAAG pEXPL Kol onpepa Sev elval SEOUEUTLKO, YEYOVOC TIOU TOpeUodilel Tn olotaon
€VOC ouoTAuatog apakoAolBnong kal afloAdynong.

Anodaociotnke eniong oto epyactipLo OTL MPEMEL va BeoTioTEl Lo eEWTEPLKN EMLTPOTN
uTto to KEZY (Kevtpikd ZupPouAlo Yyeiag to omoio teAel umo tnv alyida tou Yroupyeiou
Yyelag). H erutpomnn Ba nepthapfavel Toug mo onpavtikolg dopeic oto xwpo twv M.
Autn n emutponr Ba mapakolouBei, aflohoyel katl yvwpodotel eni Tng mpooddou tou
eAAnvikoU Xxediou Apaong yia tg 2.

Enl tou mopovrog¢ otn Xwpa HaG, N evnUEPWON Yyl TNV Katdotaon otig XM -
ETONULOAOYIKA OTOLXEld, KATAAOYO UGLOTAMEVWY TOpWV— €lval HMIKPR KoL oL Hn
LKOVOTIOLOU EVEG aVAYKeS aoBevwy pe 2N dev aflohoyouvtal.
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TéAog, anodacioTnke OTL OL MPOTEPALOTNTEG Spaong Ba TpEmel va eival oL e€AG:

1) Mntpwa yia 2N kol acBeveig pe M.

2) ‘Eykaipn Stayvwon kat

3) Avamtuén Swabdlkacwwv TAnpodopnong, evnuEPwoNng Kal ekmaideuong yla

EMAYYEAUOTIEG UYELOG KOL TO EUPU KOLVO.

210 Kplowo ZNTnua tng Staxpovikng otnpLEng (sustainability) tou EBvikou xebiouv, n amdvinon
elvat apvnukn:
AEN  umdpyet  udlotauevog  mpoimoloylopdg  kat  AEN  éxouv  kataveunBei  mopol
xpnuotoddtnong.

Katomuv ¢ oultnong oto €pyooTHPLOo, TOL QNOTEAECHATO TIOPOUGCLACTNKAV
otnv oAopéAela, aAAd Sgv €ylvav oXOALa yLa TPOTIOTOLNOELS | TTPOOONKEG O€
oca anodaociotnkav KoL npotadnkav oto Epyaoctripto 1.

Epyaotriiplo 2 ( WG2) : Oplopog, kwdikomoinon ko anoypodn twv N

YrievBuvog: . Boutolvadg

JTO EPYAOTHPLO TAPEUPEBNKAV UE EVEPYI] CUMUETOXN OL:

O ko¢ EppavounA Kavapakng, Kabnyntng tng latpikng Mevetikng Navemniotnuiov ABnvwv.

H ka Zogia Ntouoyou, KAwvikr Mevetiotpla, aviutpOowTog YEVETIKNG oo to Ivotitouto Yyeiag
Tou Mawdlou kat tou AleBveg Siktuou tng Orphanet .

H ka Mavaywto Tpdka €k pépoug tng NaveAAnviag Evwong naviwv Nadnoswv

MéAn evwoswv acBevwy, a.o0eveic n ouyyeveic acBevwv kat GpoltnTEG.

OPIZMOZ TQN ZMANIQN NAGHZEQN
Epwtnon 1

XpnolpomoLeltal oTn Xwpeo Lag 0 enionuog oplopog tng EE (2N elval ekelveg mou MARTTIOUV HEXPL
5 atoua otig 10.000);
Amndavtnon

Enionua 0xL. Xpnotpomnoleital avemnionua and Toug oXeTIKOUE Ue TG 2.
Mpotaon

No BeopoBetnBel and 1o EAANVIKO KowvoBoUALo pe VOO TOU KPATOUG Kal va SeapeuBouv yla
TNV AELTOUPYLKN ULOBETNON Tou Ta oxetka Ymoupyeia (1) Yyelog kal Kowwvikng AAAnAgyyung,
(2) AmaoxoAnong kat Kowwvikng Acddiiong kat (3) Olkovopiag, AVToywvioTIKOTNTAG Kal
NauTtiAilag.
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Epwtnon 2

Yrapxouv evallaktikol f mio €l8ikol oplopoi, oL omoiol yxpnotpomnolovvtal avti 1 enutAéov
autou;

Andvtnon
Oxt
TAZINOMHZH KAI ANIXNEYZIMOTHTA TQN 2N
2TO EONIKO XYZTHMA YTEIAZ
Epwtnon 1

Molo cuotnua taflvounong xpnoluomnoleital otn xwpa pag; To ICDY, ICD10, SNOMED, OMIM,
ORPHAN...
Andvtnon

Mpoodata uobetrnBnke enionpa to ICD10.

Epwtnon 2

Mo moloug okomoUG xpnoLluomoleital to (ta) cuotnua(ta) taflvépnong, m.X. €mTRpnon,
anolnuiwaon, mapoxrn KOWWVLKNAG UTOoTNPLENG, KATL.
Andvtnon

EKTOo¢ amd eAdxloTeC KAWIKEG VOOOKOUEiwv Tou Pplokovtal ota TMpwta Toug PrAuata
npoonabwvtag va uloBetrioouv to ICD10, n kataypadn Twv acbevelwv Sev ekTeAeital Kot
ETIOUEVWC BEV XPNOLUOTIOLELTAL OTNV KABNUEPLVI) TIPAKTLK).

Npotaon

No umdp€el Queon Tieon TwWV OXETIKWV YMOUPYELWV TPOG TOUCG KPOTLKOUC Kol LOLWTIKOUC
EMONTEUOUEVOUC POPELG yla TNV Aettoupylkn utoBétnon tou ICD10 os OAa ta emineda tou
ocuotiuatog Yyeiag kat Mpdvolag.

Epwtnon 3

Elvat n xwpa HOG mpostoldacpévn va uloBetioel to clotnua tou WHO, to ICD-11, mou
ouviotatot and tv EE otnv ZUotaon tou ZupPouliou oxetika pe Tig 2N, otav auto Ba sivat
£toluo (2014);

Andavtnon
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Npotaon

No mpoxwpnoetL apeca n Asltoupyikn utoBétnon tou ICD10, pe allayr TNG VOOTPOTLAG OXETIKA
pe TNV kataypadn Twv acBevelwv, mou Ba amoteAécel To UMOBaBpo yla thv amodoxr tou
ICD11.

Epwtnon 4

Y& molo eninedo mAnpoddpnong Kat yvwong Bpilokovral oL emayyeAUATIEG TNG UYELOCG KOl TNG
TLPOVOLAG OTN XWPA LG OXETLKA UE TNV Taflvounon kot kwdikomoinon twv 2M; Tu pmopel va yivel
yla tn BeAtiwon tovu;

Anavtnon

Aev glval KaAd TAnpogopnUeEvoL.
Npotaon

H Beopobétnon tou ICD10 otnv kaBnuepwvr KAWVIKNA Ttpagn Ba Bonbnoet otn cuotnuatonoinon
™G Kotaypadng Kot autd Ba mpodyel To eminmedo TwV yVWOEWV Kal TG MAnpodopnong twv
EMAYYEAUOTIWV TNG UYELOG OXeTIKA Pe TG ZM. Emiong, mpoteivetal n avaAnyn npwtoBouliwy
and Aettoupyols Twv Ymoupyeiwv Kat Tig Opyavwoel AcBevwy oe LaTplkd ouvESPLA, LE
eKTUMWON OXETLKWY GUANASIWY, opyavwaon OXETIKWY SLaAEEEWY OTIG laTpLKEG OXOAEG f/Kal ota
VoooKOoUEld, evnuépwon péow Twv latplkwy Etalpetwv ABnvwyv kat Oecoalovikng, kabwg kat
TWV TEPLOSLKWV eVIUTWY TwV ETALPELWV QUTWV.

KATATPA®DEZ, MHTPQA KAI KATAAOIOI

Epwtnon 1

Yrnapyouv enionuot katdhoyol 2N otn xwpa pag; YIApXeL EMONUO KpOTIKO puntpwo 2M; Kai/n
elbIkég Baoelg Sedopévwy MM, mou m.x. dlatnpouvtal amo Kévipa Efelbikeuong; Ymapyouv
MEAETEG 1 Mpoypdppata emtipnong 2N (.. mpoypauuota neptdpolpnaong, EPEVVEG);
Anavtnon

Agev untapyouv.

Epwtnon 2

Mowou eidoug mpwtoBoulieg mpémet va avaingdBOouv f va evuvapuwbouyv otn xwpea Uag;
Andvinon
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Ymdpxouv KaT@AoyoL oTa XEPLA YLATPWY TIOU OOXOAOUVTAL LE CUYKEKPLUEVEG 2M, KaBwg Kal
oToug JuAAoyoucg AcBevwv. H MEZMA Stabétel nén €vav peyaho kataloyo acBevwy, oL omnoiot
elte avnkouv oe cUAAOYouc-péAn tng MEZMA eite eival pepovwpévol. Ma va umapéel pia Kat
eviaia kataypadn twv acbevwv kat acBevelwv pe M otnv EAAGSa kal ylo va elvol auth
Buwolun, mpénel va opyavwBOel eupeia cuvaAvTNon AVILMTPOCWNWY OAWV TwV evdladePOUEVWV
HEPWV (OXETIKA UTIOUPYELQ, emayyeApatieg TN uyelag, opyavwoelg acBevwy), Katd tnv omolia
Ba BepeAwBOel n 0An mpoomnabela katl Oa kaboplotel N £€6pa Tou pUNTpwou. H Stopydvwaon Tng
ouvavtnong autng umopesl va eival pla mpwtofouldia tng MEXMA, umo tnv awyida tou
Yroupyeiou Yyeiag kat Kowvwvikng AAAnAeyyune. T€Aog, yia va e€acdalloTel n BlwolpudtnTa tng
kataypadng Ba mpenel va umapéel mPOPAeYn OXETIKAG KPATLKNG XPNUATOSOTNONG, YEYOVOC OXL
OMAYOPEUTLKO, adoU Ta MOCA ToU amattolVTaL dev eivat uPnAd.

Epwtnon 3

TuyXAvouV KPOATIKIG UTTOOTNPLENG OLUTA TA UNTPWOL I TTPOYPAUUATA;
Andvtnon

OL UTTAPXOUCEC LN KPATIKEG, TIPOCWTILKEG 1} GUAAOYLKEG Kataypadeg Sev uTtootnpilovtal amno to
KpATog.

Epwtnon 4

Nwg eivat duvatd va SlaodpoaAilotel, péow KATAAANAWV pNXOVIOUWV Xpnpatodotnong n
BLWOLUOTNTA TWV UNTPWWV Kal TwV Baoswv Sedopévwy;
Andvtnon

Onw¢ avadEépetal o MAvw, N XPNUATodOTNoN TMPEMEL VA TIPOEPYETAL ATO KPOATIKEG TINYEG,
adou paAota dev amattel onUaviika kovbuAla. I mepinmtwon mou auto dev sival edpikto, Ba
nipEnel va SlepeuvnBel to evbexduevo n xpnuotodotnon Twv UNTpwwv Kal/n Pacswv
6e60oUéVWV va TIPOEPXETAL AT LOWWTIKEG TNyEg, adou kaboplotolv cadwg oL TBAVEG
QMALTAOELG TWV LOLWTWV.

Epwtnon 5

JUMMETEXEL N XWpPO Hag oTnv avamtuén plog kataypadng tng EE yia tig 2N omwg mpoteivetal
OTLG ZUOTAOELG Tou JupBouliou yia tig 2M;
Andvtnon

H xwpa pog 8ev CUPUETEXEL oTnV avamntuén plag kataypadng tng EE yia toug acBeveig pe M.
Ouwg, n AtevBuvon Tevetikng Tou lvotitoutou Yyelag tou Naidlov, wg eMionuUog EKMPOCWTTOC
¢ EAaSag oto 6teBvég Siktuo ORPHANET, ouMAéyel oTolXElal yla TNV €vnUEPWON TOU
KQTAAGYyoU Tou mapandavw Slktuou, Ta onola adopolv atnv eAANVIKN EMIKPATELD. O KAtdAoyog

9
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aUTOG Tou Siktuou ORPHANET mepléxel mMAnpodopleg OXETIKEC LE TIG EVPWTTAIKEG UTNPEDLEG yLa
TI OTIAVLEG 000€VELEG, TTOU aPpOoPOUV OTIC KALVIKEG, TO BLOXNILKA KOl HLOPLAKA €PYACTAPLA, TLG
EPEUVNTIKEG SpaAOTNPLOTNTES KL TLG OPYOVWOELG aoBeVwY TIoU §paoTnpLlomoLlouvTaL.

10
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NAHPO®OPHZH KAI EKNAIAEYZH

NQz EINAI AYNATO NA BEATIQOEI H NTAHPO®MOPHZH A THN YNAPXOYZA ®OPONTIAA XETIKA ME
TIz zN

Epwtnon 1

= [loleg elval oL umApXouoeg TinyEC mMAnpodopnong otn xwpa Mpog; Elval kaAng moiotntag;
TuyxAvouv KpaTikAG XPNUATodOTNONG N OLWKOVOULKNAG UTooTNPENG amo T OpyavwoeLlg
AcBevwv;
Anavtnon

= Ta ehdyota enionua kat avenionua Kévtpa E€eldikevong (xpnuatodotolvrtal amd To KPATog,
OXL OMWG YLOL VOL EVNLLEEPWVOUV TO KOLVO GXETLKA E TNV OVTIUETWILON TwV 2) Kot ot OpyovwoEeLg
AcBevwv (6ev xpnuatodotolvtal amd 1o Kpatog). Emiong, onwe avadépbnke mapamdavw, n
AlevBuvon Tevetikng tou lvotitoutou Yyelag tou Matdlol, wg emMionUOG eKMPOCWIIOG TNG
EMadag oto 61eBvég Siktuo ORPHANET, cUAAEYEL OTOLXELQ yLOL TNV EVNUEPWOT TOU KOTAAGYOU
TOU Tapanmavw OkTtuou, ta omola agopolv otnv eAANVIKA €mkpatela. OL MopPeXOUEVEC
mAnpodoplieg eival cuvnBwg KaAng moLOTNTAG, av Kal mAvta urtdpyel meplBwplo BeAtiwong.

= Mpotaon
Na petadpaoctel o Lotdtonog tou Siktuou Orphanet ota EAANVLIKA.

Epwtnon 2

O Yrdapyel évag enionpog eBvikog Lotdtomnog yla tig XM otn xwpeo Hag;
Anavtnon

0 Ox.
Npotaon

U Na B0sopobetnOsei évag emionuog €0Bvikog Lotdtomnog yia TG XM otn Xwpa Hag, UE TN
xpnuatodotnon tou Ymoupyeiou Yyeiag kat Kowwvikng AAMNAeyyUng kat evoexoUevn

ouyxpnuatodotnon Wwwtikwv ¢opéwv. H NEIMNA Ba pmopolucs va avaldfel tnv
npoonaBeila autr amno thv MAeupd Twv acBevwy pe M.

Epwtnon 3
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O Ymdapyxouv tnAedwvikéc ypoppec PBorBeag yla toug aocBeveic kal yl  TOUC
gMayyeApOTiEG TNG LYyelag; Elval yvwoTEG OTo KOLWo;
Andvtnon

O TnAedwvikég ypappég BonBetag yia toug aoBeveig eival ta tnAépwva Twv Opyavwoswv
AcBevwy, pe tnv MEIMNA va mailel €va moAU onUAvIKo pOAO OTNV EVNUEPWON KAl TNV
unootnpEn acbevwy pe M. TNAeDWVIKEG YPOAUUEG BonBelag yLa Toug emayyeAUOTIEG
¢ uyelag dev umapyouv. OL opyavwoelg acBevwv Sev eival L8laitepa yVwoTEG o0To
€UPU KOLVO TIaPA TLG TTPOOTIABELEG TOUG YLa (PO OAN.

Npotaon

O Na dnuoupynBet pa thAedpwvikn ypopun Bonbeilog, pe tov idlo apltBpuod kAnong mou Ba
oupdwvel pe TIC apxEG Asttoupylog Twv avtiotolywv ypaupwv BonbBelag AAAwv
EUPWTATKWY Xwpwv. MNa va yivel autd, adol umdpiel OXETIKI AETTOUEPNC EVNUEPWON
and ocuvabéldoug alwv xwpwv tng EE, mou £xouv oxeTikh eumelpla, Ba mpenel va
SnuioupynBel pia opada epyaciag otnv onoio Ba cuppeTEYouv OAa Ta evilagpepopeva
pépn (opadeg aoBevwv, KAwikol ylatpol, Puyoldyol, kAm), yla va amodaclotoluv ol
apxEg Aettoupyiag Tng TnAedpwvikng ypappng BonBeiag kal ol KavOveg cuvepyaoiag Twy
evOLADEPOUEVWV HEPWY, LE TOUTOXPOVO SLOPLOUO UTIELBUVWY yla KABE CUYKEKPLUEVN
Spaon (Puxohoyikn otnplén, mMAnpodopleg LATPKOU TTEPLEXOUEVOU).

Epwtnon 4

O Yrdpyouv mpwtoBoulisg Twv KEvtpwy e€eldikeuong Kat/f Twv opyavwoswv acBsvwyv i
TIPOYPAMUATO VLA VO UTIOKLVIOOUV TNV avAntuén TANpodopLlakol Kol EKMALSEUTLKOU
UALKOU yLa Toug aoBevelg kat el81kO kowo (Sdaokahoug, PuxoAdyoug, KOVwVIOAGyoug,
KATT);
Andvtnon

O Ymdapyouv. MNpodkewrtat yia TPWTORBOUANIEC OPLOPEVWY  VOCGOKOUELAKWY  KALVIKWY,
APUOKEVUTIKWY €TAPEWWY, TG MEXIMA, oAAd Kal QAWV O0pyavWOEWV aoBevwv.
AneuBuvovtal Kuplwg otoug acBevelg kal oto gupl Kowo. AOyw NG XOUNANG €wg
QVUTIOPKTNG XPNHATOS0TNONG, OL TTPOOTIABELEG QUTEC £lval omopadLkeG. AuoTuXwg, Eva
ONUAVTIKO TPOPANUO eilval n mapatnpoupevn €Mewpn SudBeong yla €Begloviikn
epyacio amd TIG OLKOYEVELEG TwV 00BEVWVY KL YEVIKOTEPA YL TN CUUUETOXN TOUC OTLG
KOLVEG OLEKSLKAOELG,.

Epwtnon 5

O Tivetal xprion twv umapxovtwv ot eninedo EE mnywv mAnpodopnonc (mAnpodopnon
yla acBéveleg, e€elSikeupéva KEVTPA Kal OMASEC aoBevwv, TPEXOVTO EPEUVNTIKA
TIPOYPAUHATA, KALVIKEG SOKLUEG);

Andvtnon
12
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U e neploplopévo Babuo, kupiwg amd auvtolg mou £xouv mpdoBacn oTo internet Ko
yvwpilouv £éveg YAwaooeg (Kuplwg ayyALKa).
Npotaon

O Na petadpaotei o tototomnog tng Orphanet ota EAAnvika.

Epwtnon 6

O Yrdapyouv mpwtoPoulisg yia tnv evioxuon tng mAnpodopnong oXETKA Le Ti¢ MM, Omwe n
Huépa twv 2MM;
Anavtnon

O Noat H EAAGSa, péow tng MEZNA, avAKe oTtnv opada Twv XWPWwV TIou uloBEtnoav Kal
kaBLEpwoav tnv Huépa twv M (28 MeBpouapiou 2008) Kot MO TOTE CUUUETEXEL KAOE
XPOvo He TANB0o¢ ekbnAwoewv. MPWTOPBOUAIEG OXETIKEG HE TNV MANPodopnon Twv
acBevwv Kal Tou Kowvou yla Ti¢ 2M avaAappavovtal kupiwg amo tnv MEZMNA, aA\a kat
TI AAAEG OpyavVWOELG 0.oBevwv.

NQZ EINAI AYNATO NA BEATIQOEI H NPOZBAZH
2E NOIOTIKH NAHPO®OPHZH ZXETIKA ME TIz 2N

Epwtnon 1

Me molo Tpomo Sivovtal oTn SNUOCLOTNTA AUTEC OL TNYEG TTANPOPOPNCNG KAl oL TPWTOBOUALEG;
Amnavtnon

OL mpwtoPoulieg autég £xouv molkiAeg popdég. MNa mapadelypa, n NEZMA, ekto¢ tng HUépag
Twv 2MM, Slopyavwvel KOs XpOVO APKETA YEYOVOTA OXETLKA UE TNV TTANPodOpnon acBevwy Kat
KowoU yLa TI§ 2, T.X. EKONAWOCELG HE XATIEVIYKG OE KEVTPLKA onpeia tng ABrvag, dtadnulotika
OTIOTG €LKOVAG KOl NYou Tou avapetadibovial amd tnv TnAedpaocn Kot To padlodwvo,
apBpoypadila oToV NUEPNOLO Kal TEPLOSLKO TUTO, Slopydvwon OUAlwy, oepwvapiwv Kal
ouvedpiwv, €MIOKEPELC OE VOOOKOUELN, CUUUETOXN MEAWV TNG EMLOTNUOVIKAG ETUTPOMNG OF
LOTPLKA OUVESPLA, O€ TNAEOTTIKEG OUVEVTEVEELG yila BEpata XM, KAT.

Epwtnon 2

Mwg umopet va e€aodaliotel 0Tl auTég Ba GTaoouv oTo akpoatrnplo otdxo; Katl oto eupulTtePO
KOLVO;
Amnavtnon - Mpodtaon
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= [la va ¢ptacouv oL MPwToPoUAIEG AUTEG O OTOXEUHEVA aKPOATHPLA, KOBWE Kal oTo eupUTEPO
Kowo, xpelaletal Spaotnplomoinon Kal PollkOTEPN CUMUUETOXN €0EAOVTWY QMO TIG OLKOYEVELEG
TWV aoBevVwY, WOTE OL EKOTPATELEG EVNUEPWONG Va €lval TiLo amoSoTIKEG. KLVAOELG TTOU UmopouV
va BonBnoouv eni Tou mMapovTog sivat:
= Aflomoinon tou Suvaplkol twv Emiokenmtwv-tpuwv Yyeiag, amodoitwv Tou OXETLKOU
Texvoloykol Exmatdeutikol I6pUpatog tng ABrRvag.
=  [IpOTACELG OTIC TOLSAYWYLKEG OXOAEC yLa TNV SLEVEPYELO CEULVAPLWY O TUAUATA ELSLKAG
OyWwyng Kal otoug S8nApouG yla oulAiec o oxolela TnG mpwtoPfadulag Kal tng
SdeutepoPfabpioag exnaidevonc.
=  TomoB£Tnon £VIUMOU EVNUEPWTLKOU UALKOU oTa dpopUaKELiaL.

NQz EINAI AYNATO NA E=ZAZQAAIZTEI ENAPKHZ EKMAIAEYZH TQON ENAITEAMATIQN THZ YTEIAZ KAl
THZ OPONTIAAZ ZXETIKA ME TIZ 2N

= H eknaidevuon twv enayyeApaTIwy VYElag kal ppovtidag pnopel va cupnephappavet:

Epwtnon 1

U Exmaidevon mou adopd otnv mAnpodoOpncn Toug OXETIKA HE TNV UTtapén twv XM Kot Twv
SlaBéoiuwy Mopwv yLa Tn dpovtida Toug
Andvtnon

O Ymdpyel ekmaibevon yla tTnv avayvwplon kot tn dtdyvwon twv M ota mAaiola kaOs
LOTPLKAG €LBIKOTNTOC, OUWG OTNV Tpaypatikotnta dev Sivetal Slaitepn onuacia ota
omnavia voonuata. Ocov adopd oto padbnua tng KAWLIKAG FEVETIKNG, OTIOU LEAETWVTOL OL
Fevetikég Mabroelg, autd eival emAoyng Kol OXL UTIOXPEWTLKO. IXETIKA e TNV Umapén
SLaBEoiuwy Mopwv yLa Tn GpovTida, oL YVWOELS €lval TEPLOPLOUEVEG.

MNpotacelg

U Meteknaibeuon Twv ylotpwy péca oTiC latpLkeg eTtatpeieg pe katdAnAa ogpwvapta.

O Katayxwpnon apbpwv ota meplodikd tou latptkoy JUAOyou katl tou DappakeuTIKoU
JUuAAGyou.

O Anuoupyia kat aroctoAr évtumou mAnpodopLlakol UALKOU oTa oypOTIKA LOTPELD TG
Xwpag, KaBwg kat og Evav aplOuo oappakeiwy.

U Evnuépwon ywa T umnpeoiec tou Siktvou Orphanet kat petddpacn Tou CGXETLKOU
LOTOTOMOU ota EAANvIKA.

Epwtnon 2
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O latpwkn ekmaibevon o media oxetk@ pe tnv Sldyvwon twv M (ML.X. YEVETKNA,
oykoloyia, avoooloyia, veupoloyia, matdiatpikn)
Andvtnon

O Ymdapyxet oxetukn ekmaidevon, oe meploplopévo Pabud. Aev umAPXEL ELBKOTATO
KAwikAg ko Epyaotnplokrg FEVETIKAG.
Npotaon

U Na BeopoBetnOsei n eldikdtnta KAwvikng kal Epyaotnplakng Mevetkig and to EAAnviko
KpatoG. Autd Ba avaPabuiosl to xwpo NG Slayvwong oe KAWVIKO KOl €pyaoTnpLako
eninedo.

O Na SopyavwBei éva cuvESPLO ylo TO LOTPLKA, EPYAOTNPLOKA Kol VOULKA B€pata tng
Slayvwong.

Epwtnon 3

O latpikn ekmaibeuon veapwy yLaTpwy Kal EMLOTAUOVWY oTto Ttedio twv 2N
Andvtnon

O Onwg nén avadépbnke, ev umdpxet ldikotnta KAWKNAG kal Epyaotnplakng Mevetikng.
Av BeopoBetnBel n eldikotnta, Ba undpget peyoditepo evdladépov yla tnv Staxeiplon
TwvV 2N o0& KALWVIKO KOl OE EpYAOTNPLOKO eTtinedo.
Npotaon

O Oeopobitnon tng stbikotntog tng KAwvikng kat Epyootnplaxrg MrEveTtkic.
U To uddnua tng latptkig FEVETIKAG va YiVEL UTIOXPEWTLKO.
O Ekmaideuon Twv VEWV yLaTtpwy PECO OTLC laTpLKEG eTaLpEieg pe KAaTGAANAQ oepLVApLa.

Epwtnon 4

O AvtaMayn 6£€lotATwyY EUMELPOYVWHOVWY UETaED TwV KEVTpwY £€eldikeuong péoa otn
Xwpa
Anavtnon

O JupBaivel o neploplopevo Babuo.
Npotaon

U Osopobétnon spyaotnpiouv (workshop), oto omoio O GUUUETEXOUV EUTIELPOYVWOVES
Sladopwv eldikotrTwy, ou acyololvtal Ue Tig 2.

O Juykpotnon emtpomnng, otnv omnoia 6o CUUUETEXOUV EUTIELPOYVWLOVEG QIO TA KEVTPA
e€elbikeuong, Le OKOTO TOV OUVTOVIOUO TOUC OMEVAVIL O Kowd TpoBAnfuata. tnv
ETUTPOTIN TIPETEL ETMULONG VA CUUUETEXOUV OPYAVWOELG aoBevwv.
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Epwtnon 1

Mwg eivat duvatd va efaodallotel n XpnOLUOMOINCN TWV UTIHPXOVTIWVY KAl ETILKUPWHEVWY
KOVOVIOUWV ot €BvikO emimedo yla tnv kaBodriynon tng Slayvwong kal tng OepameuTikng
QVTLUETWTILONG TwV 2[1;

Amnavtnon

Na ouykpotnBel emutpom emayyeApatiwv tng uyelog, mou Oa eivat umelBuvn yla TNV
BeopoBETnon apxwv KaAng MPAKTIKAG otnv KALWVIKA Sldyvwaon Kal TV epyactnplakn Sldyvwaon,
KoBwG Kol BePAMEVTIKWY TIPWTOKOAAWVY yla kaBe madnon. Tnv €MTPOMN QUTH UMOPEL va
TIAQLOLWVOUV GAAOL yLOTPOL Kal EMLOTAUOVEG, €L6IKOL OE CUYKEKPLUEVEG TTABNAOELG, KABWG Kol
0OpYyOVWOELG acBevwy pe M.

Epwtnon 2

Motol pnxaviopol pmopouv va AEITOUpYrcouV yla va uttootnplxBel n avtaAlayn deflotitwy
EUMELPOYVWHOVWY ot emimedo EE kal n enmapkng eknmaibsuon OAWV TwWV EMOYYEAUATIWV TNG
vyelag kat tng dpovtidag;

Andavtnon

Anuoupyia supwraikol SIKTUOU EUMELPOYVWHOVWVY YL CUYKEKPLUEVEG 2M | ouadeg 2N, ue
TOKTLKEG OUVAVTNOELG, 0 ouvepyaoia pe tnv EUCERD.

Metafl Twv appodLloTATWY Tou Tapanavw Siktuou Ba elval n ekmovnon Kat dnuocieuon oto
Slabiktuo (otov Lototomo tou Siktou Orphanet j aAAOU) TwWV apXWV KAANRG TIPOAKTLKAG OXETIKWY
LE TNV KALVLKN KoL epyaoTtnplakn Stayvwaon, kabwg Kat tTnv BepameuTikn avilpueTwron kabe 2.

Jta mAaiola tou Topamdavw Oiktuou Ba mpémel va dnuloupynBel pla emtponr), mou Ba
0.oXoANBel pe TNV ekmovnon Kot tnv dnuooieuon evog MpoypAUUOTOG, To onolo Ba Bewpeitat
APLOTO YLO TNV EMOPKI EKMAISEVON TWV EMAYYEALOTIWY UYELAG, 08 eUpwaiko emimedo.

Epwtnon 3

Yrootnpilel n xwpa UOG TNV CUUHETOXH €OVIKWV EUMELPOYVWLOVWY OTOUC QVOTTTUCGCOUEVOUG
S1ebveig kavoviopoUg yla tnv kabodnynon tng Slayvwong Kot tTng BEPATTEVTIKAG AVTLUETWITLONG
twv XM og €BVIKO eminedo;

Anavtnon

H EAAGSa opllel eBvikoUG epmelpoyvwUoveg. Opwg, dev eival yvwoTto av cUUUETEXOUV EAANVEC
EUTELPOYVWOVEG OTOUG QVONTUCOCOWEVOUG SleBveic kavoviopoUlg yla tnv kaBodnynon tng
SLayvwaong Kat TG BepATMEVTIKAC QVTLUETWTLONG TwV XM og €BVIKO eminedo.

Npotaon
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=  Na yivel kataypadr TwV OXETIKWY EBVIKWV EUTIELPOYVWHOVWY KAl Vo GUYKpOTNBEL emLtporr) oto
Yrioupyeio Yyeiag kot Kowwvikng AAMNAgyyUng yla Tov CUVTOVIOUO TOUG. ITNV EMLTPOTN AUTH
TPETTIEL VOL CUUETEXOUV ATOUA AT TLG OPYAVWOELS aoBevwv Kat tnv NEZMA.

=  No opyavwBel TOKTIKN evNUEPWON TwV EVOLAPEPOUEVWY LEPWV ATIO TOUC OXETLKOUG £BVIKOUC
EUTELPOYVW LOVEG.

EPFAZTHPIO 3 (WG3): Epeuva yLa Ti§ onavieg nadrosLg kat ta oppava ¢pappoka

YnevuBuvol : A. Navvoukakog, A. Apétta, E. FaBpuiA, K. Opoulng, A. Kuntpaiog, A. Mwpaitn, I.
lrewpyladou, N. Kapamnavog,

JuVToVLOTEG: A. Ttavvoukakog, . Nkikag
EPEYNA

1. To oNUAVTIKOTEPO MPOBANUA TTOU EVTOTILOTNKE €lval n UNdevIKn amoppodnon twv dtabeotpwyv
KOLVOTLKWV KoVSUALwV yLa Tnv €peuva péow tou EBvikoL Ztpatnyikou MAatciov Avadopdg (EZMA) 2007
-2013 Aoyw aduvapiog dtaxeiplong twv kovSuAiwv. Evw Ba €npere va eixe apyioetl n ektapievon to
2007 bev €xeL AELTOUPYNOEL O UNXAVLOUOG TIPOKNPUENG TIPOYPOUUATWY KAl EKTAUIEUONG
XPNUaTodoTnoewv AOYyw TO OTL TPOCKPOUEL o€ SLtadopa TPoPANUOTO 0PYOVWTLKNG PUCEWC.

2. Exdpaotnke n BEANON Ao TIC PaPUAKEUTLKEG ETALPELEG yLa Xpnatodotnaon aAAd umd npolnobéoelg
SLapAVELOG KOL CUVTOVIOUEVNG OVTOTTOKPLONG Ao OAa Ta epumAekopeva umtoupyeia (Yyeiag, Mawdeiag,
Avarmtuéng, Epyaciag) péca and tn Snuloupyla evog SLUTIOUPYLKOU GUVTOVLOTLKOU Opyavou.

3. OL ekmpoowmnoL TG Mevikng MNpappateiag Epeuvag kat Texvohoyiag avédepav otL To E-Rare2 oe
avtiBeon pe 1o E-Rarel evBappUVEL TNV KOWVWVIKN £PEUVA KAL TNV Kotaypadr), EKTOC anod TV Baotkn
£PEUVA YL TG OTIAVLEG TIAONOELC.

H eAAnvikn kKuBépvnon cuppetexel pe 200.000 supw.

4. AlamiotwOnKe MANPNG amouaoia EPEVVNTIKNG TIOALTIKNG €K HEPOUG Tou apuodiou Yroupyeiou Mawdeiag
(oto mapeABov 1o appOSLo Youpyeio yla tnv €peuva ATav To Ymoupyeio Avamtuéng) yia t
METADPACTIK €pEUVA KOL LOLALTEPA VLA TLG OTAVLEG OO OELG

5. Ol ekmpoowmol TG Mevikng MNpappateiag Epeuvag Kat Texvohoyiag avédepav Ta MPOypAUUATO TTOU
oxetilovtal pe tnVv Innovative Medicine Innitiative (IMI). Mpokettal yla tn LeyaAutepn SNUOCLO-LOLWTIKNA
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npwTtoBoulia Tng Eupwnng pe otoxo va emtayuvOel n avantuén Kawotouwy, KAAUTEPWY Kot
aoparéoTtepwy GAPUAKWY YLa TOUG AoBEeVE(G

To IMI urtooTtnpilel CUVEPYOTIKA £pya €PEUVAC KAl XTIZEL SIKTUO TWV BLOUNXOVLKWY KoL AKASNUATKWY
EUTELPOYVWHOVWY TIPOKELUEVOU VAL eVIOXUBEL N popuakeuTIKn Kovotopia otnv Eupwrn.

To IMI elval pa kowvn emixeipnon petagy tng Evpwrnaikng Evwong kat tou Eupwmaikol ZuAAOGyou Twv
Qappoakeutikwy Blopnxaviwy (EFPIA). Ta media ta kabopilel n pappakofrlopnyavia. MpodketTat va
uTtapéeL mapopoLa poknpuén kat otnv EAAASa.

6. Eylve eniong oulnitnon yla to mpoypappa Biotpamnelwv (BBMRI) GXETIKA UE TIG OTIAVLIEG TTABNCELG TO

omnoio avamntioostal kat otnv EAAdSa ota mAaiolo Tou eupwmaikou mpoypappatog European Strategy

Forum on Research Infrastructures (ESFRI). AlamiotwOnke Opwg OTL To mpoypappa Pploketal akoua o
TIOAU PpWLUOo otadlo.

OPOANA OAPMAKA

1. AlamiotwOnKe n avaykn cUOTACNG ULOG GUVTOVLOTIKI EMLTPOTIC SLAPECOU OAWVY TWV UTIOUPYELWYV TTOU
Ba €xel WG KUPLO AVTLKELLEVO TLG OTIAVLEG TABNOELG Kol Ba cupmepAapBAavel OAa Ta EUMAEKOUEVA UEPN
oTehéXn uTtoupyelwv, aoBeveic, GAPUAKEUTIKEG ETALPELEG, LATPOUG, EPEVVNTEG K.O.

2. 2ulntROnke n Suvatotnta SnUloupylog EVOG Un KEPSOTKOTILKOU 0pyavIooU ipowBnong Kot
XPNUOTOoSATNONG TNG £PELVACG VLA TLG OTIAVLEC TTAONOELG

3. Kataypadn HEow SLaPOPETIKWY TPOOEYYICEWV NAEKTPOVLKN cuvtayoypadnon OAEE, cuAAdyoug
000evwV, EMLOTNUOVLKA CWHATELD

4.'Evtagn oto vopo 3816 undevikn cuppetoxn oAwv twv Opdavwv Qapudkwyv
5. Métpa yla tnv TaxUutepn €ykplon tTwv dapudkwv. NAaiclo yla BepameuTikd mpwToKoAAa
6. NoookopeLakn T og OO péow Twv dappokeiwy

7. 2woto cUoTNUA TLILOAOYNOoNG WOTe va anodeuxBouv oL mapaAAnAeg e€aywy£g Kal va eEacdaALloTel n
SlaBeopodtnTa Twv opdavwy bapUdKwy 0T Xwea.

8. Aflomoinon kat Stevpuvon tou polou tou IDET pe otodyo tnv eupUTePn MPooPacn ota GApUaKa Kot
QMOUAKPUVON TwV altlwy duckoAlag Asttoupyiag (LPnAd xpén Twv voookopeiwv Tpog tov IQET).
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EPTAZTHPIO (WG4): MEOOAOAOTIA KAI AIOIKHZH TOY EONIKOY IXEAIOY APAZHZ

A&loAdynon emunédou dpovtidag yia tig Inavieg Nadrosig — E¢eldikeupéva Kévrpa kat Eupwnaika

Aiktva yia 2N

YrnevBuvog: Ap. ) Traeger — Zuvobvog, DPhil
JTO EpyOOTHPLO TOPEVPEBNKAV UE EVEPY CULETOXH OL:
e Ap. 2. Moupoukog (Matdoveupohoyoc, evepyog oto nedio Twy 2N)
e Ap. E NamadomolAou-AAatakn (Emikoupog KaBnyntpla Mawdlatpikng- Avoooloyiag, evepyr oTo

nedio twv M)
e Ka A. MNamaylavvomoUAou, eKMpOowTmog Tou Ymoupyelou Yyeiag kat Kowwvikrg AAAnAeyyung,

AleBuvon Anpootag Yylewng
e Ka A. Zwtnpn, ekmpoowrog tou EAAnvikoU Kévtpou EAgyxou kat MpoAndng Noonuatwv (KEEAMNO).
e Ko A. TkALAtn, ekmpoowmog cuAOyou acBevwy (Nooog Crohn).

‘Exovtag AdBeL urodn Tig cuotaoelg Tou Eupwraikol KowvoBouliou, TIG oUOTACELG KOl TOUG SELKTEG TOU

EUROPLAN, TO €pyaoTrplo QmivInoe MPWTO OTA EPWTAMATO MOV Ttapouatalovtay otig dtadaveleg Kal

UETA MPOXWPNOE O€ GULNATNON ETL CXETIKWYV HE TO AVTIKELUEVO BeUATWV KaL KATEANEE O€ TPOTAOELC.

Avagdopikd pe tig Staddaveteg (Ol ANANTHZEIZ OEPOYN YNOTPAMMIZH KAI ENIZHMANZH):

Awadavera 10: AEIKTEZ EUROPLAN TA EZEIAIKEYMENA KENTPA

oBoplouo:
KataAAnAwv
KEVTPWV UE
nelpa otig 2N
Stadikaoieg mou
ELLOVOUV TNV
aBuotépnon otn
Layvwon Kot
LEUKOAUVOUV TNV,
apoyxn BéAtiotng
povtidag kat

Yriap€n moALtikn yla B€omion
e€elOIKEUUEVWV KEVIPWY OE

o Acv udiotatal, Sev £xeL

e€eLOLKEVEVL KEVTPOL

£OVIKO / tepLdpePELAKO fadikacta SNAwBel oadwg

emninedo

APLOLOC e€€LOLKEVUEVWV ApLOLOG KEVTPWY avadopag —

KEVTPWV TIOU TNPOUV TV , >30 tunpota/kKAWIKEG oAAd OXI
, , ArtoteAéopata |, .

KoBoplopévn MoALTIKA 0TN kévipa avadopdg cuubwva Ue

[xwpa ta Kgltr']pta tng EURORDIS

OuAdeg omaviwy mobnoswv KaAUTttovtal povo PEPLKES

mou mapakolouBouvtal oe  [AmoteAéopata [omavieg mabrjoelg —eAAXLOTEG

mabnoeicl

Awadavela 11: AEIKTEZ EUROPLAN TIA EZEIAIKEYMENA KENTPA
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e€elblkeupEvV Mocooto eEelOIKEVUEVWVY
YELOVOULKAG KEVTPWV TOU KEVTPWV TIOU TNPOUV T
eplBaApnc pe  [rtAnpouv ta MPOTUTIA ETTL TOU GUVOAOU TWV
aBoplouo: MPOTUTIA TTOU OXEOLAOUEVWY EEELOIKEUEVWV

KatdAnAwv opilovtal amno Tig Kévtpwy - KANENA EAAHNIKO
KEVTPWV pE OCUOTAOELG TOU KENTPO AEN MNAHPOI TA
neipaotig 2N ZupBoudiou MPOTYNA MOY OPIZONTAI AMO
Stadkaoiec mou [Napdypadog 6) tou T2 2YSTAZEIZ TOY 2YMBOYAIOY
£LWVOUV TNV mpootluiou
abuotépnon otn [Fuppetoxr Bvikwv

LAyvwon Kat N epudepELAKWY
LEUKOAUVOUV TNV [e€e18IkEUEVIWIV
apoxn BEAtiotng Jkévtpwv ot
povtidag kat cupwmaika Siktua
oonAsiag avapopag

ApLOUOC

AmtoteAéopatal

Eupetnplo pe Baon tov aplBuod
e€LOIKEUEVWV KEVTPWV
ArtoteAéopatal KANENA EAAHNIKO KENTPO
AEN ZYMMETEXEI ZE EYPQITAIKA
AIKTYA ANADOOPAZ

Topdwva e TIG anavtioelg otig dtadaveleg 10 kot 11, cuvayetat OTL N TPEXOUCA KATATACCO OTNV
EAAGSa o€ oxéon pe ta EZEIAIKEYMENA KENTPA (CoE) sival n g€A¢:

Agev umtdpyel ToALTIKA yia Tt dnuoupyia CoE os BVIKO/ mepldepeLako eninedo

Agv umtdpxouv TMHMATA/KAINIKEZ (mou dev Asttoupyoulv mAnpws wg CoE) yia oplopéveg 201,
onwg:  Gaucher &  Fabry, otokUtwon, awodlla, TVEUpOVIK — UTEPTOON,
audppAnotpostdondbeleg, kuotiky vwon, aoBévela tou Crohn, ocuyyeveic kapdlomabeleg,
kepatokwvog, Prader Willi, kAnpovouika petafolikd voonuata, peupotosldng apbpitida,
TPWTOTABOEIG AVOCOAVETTAPKELEG (TtaLdLatpikn), BoAacoaluio, SpemavokuTTapiky avatuia.
Kavéva amo ta eA\nvika E€slbikeupéva Kévipa Sev mAnpol ta mpotuma mou opilovtal amo Tig
OUOTAOELG TOU ZupPBouAiou

Aev UTIAPXEL CUPUETOXN amod €Bvika 1 mepldepelakd eEELOIKEVUEVO KEVTPO OF EUPWTIALKA
Siktua avadopdg

Agv sivau bkolo va yivel mpoBAewn Twv avaykwyv (oe aptBuole kat tonoBeaieg) yia CoE, eddcov Sev

UTAPYoUV enionuol kataAoyot 2, oute KEVTIPLKA puntpwa acBevwv otnv EAAGSa (BA. ekBéoelg amo

Epyaotnpla 1 kat 2 kat 5)

‘Etoy, _to Epyootipo 4 mpotewve tn  Ofomion evdiapeowv  «Kévipwv

Zuvtoviopou» yia tn_dpoviiba acBsvwv ue 3N, wg mpomAacua yia Ta

E€eldikevpéva Kévrpa (CoE).

KpLtrpla npotaong yia «ZuvtovioTtika Kévtpa» (CoC) otnv EAAGSa

1.

TonoBeoieg
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Mo tnv kGAuPn twv avaykwv meplBaAdng téco aviAkkwy, 600 Katl evAALKWY acBevwy pe M, Ta
«ZUVTOVLOTIKA Kévipa» Ba mpemel bavikd vo Pplokovtal oe PEYAAO YEVIKQ VOOOKOUELD HE
TLALSLATPLKEG KAl KALVIKEG EVNATKWV.

Mo Adyoug kaAung Tou peyaAutepou Suvatou aplBpou meploxwv e OAn tnv EAAASa, mpoteivetal
n énuwovpyia CoC os ABrva kot @scoalovikn.

Ye otL adopa tnv ABrva, mpoteilvetal n dnuoupyia 2 EExwPLOTWV «ZUVTOVIOTIKWVY KEVTpWV», EVOG
yla matdld (evtog Tou UPLOTAUEVOU EKTETAUEVOU CUUTAEYUATOC TTALSLATPLKWY VOOOKOUELWY otnVv
ABnva, (Ayia Zodia - AyAaia KuplakoU) kat evog yla eVAALKEG (LEoa O €va o TO PEYAAQ YEVIKA
VOOOKoOMELa TNG ABrvag, T.x. EuayyeAlopog, ImmokpateLo, Meviko Kpatikod — mpog emiloyn).

Stn B. EN\GS0, mpoteivetal n dnuioupyia evog «Iuvtoviotikol Keévipou» evidg peydlou Mevikou
Nocokoueiov Omou oteyaletol TOSLOTPIK KAl KAWLKA evnAikwv, T.X. To Noookopeio
Mamayswpylou otn Oecoalovikn.

To TAEOVEKTNUO OTEYAONG OUTWV TWV KEVIPWY EVTOC UEYAAWY VOOOKOUELWV YiveTal EUdAVEG Ao TIG
KUPLEG SpAOELG avadOPLKA LE Ta TUVTOVLOTLKA Kévtpa yia maldid pe 2MM1, mou meplypddovtal mopoKATw :

2. Ztoyol TwV «ZuvtovicTkwv Kévtpwv» yia mepifain acBevwv pe N

H SleukOAuvon Tou CUVTOVIOMOU OAWV TWV SPaCTNPELOTATWY TIOU ATALTOUVTAL yLa TNV TARPn nepibain
Kal voonAeia acBevwv pe M. O ouvtoviopog mepthapuBavel eniong Tig Stadlkacileg KAVIKAG Stayvwong
KOLL TN HaKpoXPOVLa TtapakoAouBnon acBevwy.

3. Kupleg 5paotnploTNTEC TWV «IUVTOVLOTIKWV KEVTpwY» yia thv nepi®ain acBevwv pe 3N

i. Anuwoupyia Baong dedopévwy Tpokelpévou va kataypadolv ol acBeveic pe M, pe
™pPNon OAWV TWV KOVOVWV KAl KOVOVIOHWY YLO AOYOUG EUTILOTEUTIKOTNTAC TWV
npoowrikwv Sedopévwy. Oa yivouv npoomndbeleg va SltacdalloTel OTL AUTO TO UNTPWO
acBevwv Ba evnuepwvetal Pe OAa ta AMa pntpwa oaobBevwv oe OAn tnv EAAGSQ,
TIPOKELUEVOU ) va amotparnel aAANAeTKAAUYN KOTAYEYPAUUEVWY TIEPUTTWOEWVY Kal B)
va urtootnpxBel n emdnuiohoyLkr evnuépwon yla TiG 2N o €Bviko eninedo.

ii. EmutAfov, Ba StapopdwBolv katalnAa enineda npooPacng otn Baon dedopcvwy Ty.
yla to Yroupyelo Yyelag, EMLOTNUOVIKEG EPEUVNTIKEG OUASOEG, EMIONUOUG GUAAOYOUG
aoBevwv KATL

iii. AleukOAuvaon TG OTevrG ouvepyaolag Pe OAEC TIG MovASeC voookoueiwv maibwv otnv
TEPLOXN TNG ATTLKAC, KABWC Kal pe KABe upLloTapevn Hovada Kal TUAKA TTou TpoodEPEL
unnpeoleg og aoBeveig pe 2M.

iv. Avamtuén eldikol evnUEPWTIKOU UALKOU yla T 2M (m.x. mpwTtokoAAa Sldyvwong kalt
neplBaAPng, odnyleg yla opbr LATPLKI TTPAKTLKN), KAl SLavour) ToU OE EMOYYEAUATIEG TOU
XWpPou TG nepiBaAdng.

v. Avamtuén €VIUTOU EVNUEPWTLKOU UALKOU yia Ti¢ 2M Kol SLovopr TOU OE OLKOYEVELEG
aoBevwv pe N, cludwva pe to mapadelypa aAwv xwpwv tng EE pe eumelpla otov
TouEa Twv M.

vi. Anuioupyla lotooeAidag otnv eAnvik yAwooco pe TAnpodopleg yla acBeveic kat
EMAYYEAUOTIEC TOU XWPOU TNG Uyelag (Tx. petadpaon tng LotooeAidag tng Orphanet — BA.
Epyaotnplo 2).
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vii. EmiKowwviao PE VOOOKOUELOKEG HOVASEC TNG TtEPLOXNG Yia avtaAAayr mAnpodoplwy Kal
€VTUTIOU UALKOU.

viii. Xtevr) ouvepyooia pe opyavwoel oacBevwv pe XM (my. MEZNA) ywa avrtoAdayn
TtAnpodopLwV, EVTUTIOU UALKOU, KOl OTOLXElWV o€ PndLakn popdn).

ix. 2toxeuon otnv mpoonAwon Ponbelog and £Behoviég pEoa amMO ETALPIEC N EVWOELG
000eVWV E OKOTIO TNV UTOCTHPLEN TWV UTINPECLWY TIPOG aoBeveig pe 2.

X. ALeUKOAUVON TWV OLKOYyevEWWYV aoBevwyv pe XM p€ow TNG TAPOXNG O autoug
mAnpodopLwV ylo UTNPECLeG UYELOVOULKAG TEPBOAYNG TNG acBEvelag amd tnv omoia
TLAOXEL TO TtaLSL TOUC, OTNV OLKELD TTEPLOXN.

xi. Mapoxn BonBelag oe olkoyéveleg aoBevwy pe M PHEow TNG EVNUEPWONG TOUG yia BEpata
npooBaonc os voonAsia, endopdtwy acbeveiag/avarmnnplog, EMITPOMWY KATL.

Xii. AwtOwon e eupwnaika kévtpa avadopadg yia 2N pe otoxo tn cuPpeToxn tng EANadog os
Siktua CoE, Siktua HNTPWwWV, VOGNAEUTIKA TIPWTOKOAAQ KATT.
Xiii. AleukOAUvVON KoL UTIOOTAPLEN TNG Epeuvag yia T XM otnv EAAada (BA. Epyaoctipto 3).

ErunpooBeta, mpoteivetal va umapéel otrplEn amo to Ymoupyeio Yyeiag kot Kowvwvikng AAMnAgyyung oe
OAeC TIG KAWIKEG/TUNUata mou AIAGETOYN HAH EMIMEIPIA otnv mepiBaAdn acBesvwv pe M, otnv
katevBuvon:
a) TngekmAnpwong tTwv kpltnpiwv tng Eurordis yla ta CoE
b) Tn¢ emitevéng tng avayvwplong tou kabeotwtog «EEelSikeupevo Kévipo» amd to eAANVIKO
Yroupyeio Yyeiag kat Kowwvikrig AAAnAeyyung.
c) Tng Siktuwong pe aAa Kévtpa Pe eldkeupéva otTig XM evtog EAAGSoCg, aAld Kal og OAn tnv
Eupwrn

MNpoUmoBéosclg yia €éva «Zuvtoviotikd Kévipo IZmaviwv Mabnoswv ywa Modid - LYZKEMNA» otnv
AOHNA. NMpopAsnovtat ot akoAouBeg APXIKEZ npoiimoB<oeLg
BOOLKO MPOCWIILKO

1. 2 nabiatpol, mAnpoug anacxoAnong.

2. 2 YpOUMOTELG, TTANPOUG amaoXOAnong.
1o uéMov, avaloya HE TIC avaykeg, Umopel va umdpéel avénon tou latpkol r/katl Mpappatelakol
TIPOCWTILKOU, UE TIPOCANYN OTEAEXWV KOWVWVLKWY UTINPECLWY, PUXOAOYWV, ETILOKETITWYV UYELOCG KATT.

YrnoSopr

1. Anuwoupyla ypadeiou, mou Ba Ppioketal katd mpotipnon oto Noocokopeio Matdwv (Ayia
Yodia/AyAaia Kuplakou).

2. oOxetkn Texvikn umodoun (umoloylotég, TnAépwva, ¢af, ouvdeon LVTEPVET, AOYLOWULKO,
LotooeAiba KATT).

3. MpooBacn oe mAnpodopieg mou BonBolv OTOV EVTIOTILOMO KALWVLKWY KOL KALVIKWV LATpWVY, TNV
taxela mapamounr acBevwv pe IM KAl TNV QVIIUETWILON OAWV TWV AVAYKWV TOUG yld
neplBoAPn (amd T Sldyvwon, TNV TOKTIKA Kol EKTAKTN VOOhAElo, TNV HakpompoBeoun
mapakoAolBnon KAm)

MpoimnoBéoelg yla éva «ZuvtovioTiko Kévtpo» yia eviAikeg pe ZM othv ABRva
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161e¢ BaoikéG MPoUTOBEDELG WE TIPOG TO MPOCWTTLKO Kat TNV uttodour, He To CoC yia Mawdid otnv Abrva.
H tonoBeoia Ba anodactiotel o emdpevo otadlo.

NpoiUmnoBéosig yLa éva «ZuvtovioTiko Kévipo» naidwv kat eviAikwv otn B. EAAGSa, HE TPOTELVOLLEVN

tonoBeoia evtog tou Noookopeiou Nanayswpyiov otn Osccalovikn.
161e¢ BaolkEG MPOUTTOBETELG WG TTPOC TO TPOCWTILKO Kal Thv uttodoun, pe to CoC yia Natdid otnv ABrva.

Awadavera 12: AEIKTEZ EUROPLAN TIA AIATNQ3ZH

ApLOUOG maBnoewy ApLOLOG mabrioswv = TEXZEPIZ
mou YO THN AITIAA TOY EONIKOY
mepthappavovtal  JAnoteAéopataflYSTHMATOZ YTEIAS = PKU,

v 0TO IPAYPAHAL G6PD, YNIOOYPEOIAIZMOS,

varruén VeoyvLKoU eAéyxou FAAAKTOZAIMIA,

ITOALTLKWV

nmAnBuopulakol , ,

EMEvyou ApLOuOC maBnoswv

. Tou
Screening)

mepllappavovtat  JAmoteAéopatalKANENA
0TO MPOYPAUU

VEOYVIKOU EAEyYOU
Kot afLoAoyouvtot

Yriapén dnuooiou

KataAoyou/wv
VEVETIKWV Aladikacio  |e OXI- Yro oulrtnon META AMO
eEETAOEWV YLO TH 2YNANTHZH TOY EUROPLAN

>ravieg Nabnoelg
Ensure quality of |Avahoyia

RD diagnosis epyaotnpiwv mou

aboratory £XOUV TOUAGXLOTOV KANENA ZTO MAAIZIO TOY
pia SlayvwoTtikn Anore)\éouarouEeNIKOY 2Y2ZTHMATOZ YTEIAZ
eé€taon (MEPIKA ANO TON IAIQTIKO
EVKEKPLUEVN ATIO TOMEA)

e€wteplko dopéa
EAEYXOU MOLOTNTAG

Me Baon tn Sladavela 12, pmopei va cuvaybeil otL otnv EAAASa, os OtL adopd otoug AEIKTEZ TOY
EUROPLAN TIA TH AIATNQZH

e Agv UMApyeL SNUOCLOG KATAAOYOG/OL YEVETIKWY EEETACEWV yLa ITLAVLIEG MNaBroeLg
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e Aev yvwpiloupe Vv avadoyia epyaoctnplwv, €dv umdpxouv, TOU €XOUV TOUAAXLOTOV Mia
SLoyvVWOoTIKA €ETAON EYKEKPLUEVN IO £EWTEPLKO popEa EAEYXOU TTOLOTNTAG

Apa, yia tn AIATNQIH acBsvwyv e M, mpoteivetal va otnpifel To Youpyeio

Yyeiag kot Kowvwvikng¢ ANMANAEYyUNE TLG MapaKATw SpAoELg:

Epyaotiplo 5 (WG5): Zuykévtpwon sunelpiog ko e§etdikevon otig Inavieg Nadnoeig os Evpwnaiko

JUVTOVIOMOG TNG OLEVEPYELAG £PEUVAC YLOL TOV EVIOTIOMO OAWV Twv gpyactnpiwy

ONUOCLWV VOOOKOUEIWV TIOU TIPAYUOTONMOLOUV YEVETIKEG €EETAOELG, TPOKELUEVOU VO

e€etdoelg otnv EAAASOQL

etc

npoodloplotel 0 aplBpodg epyaoctnpiwv Kat ot XM yla TIC OMOLEG YIVOvTal YEVETIKEG

Yoot pl€n OAwv Twv €pyaotnplwyv mou MPaAyUaTonoloUV R8N YEVETIKEG EEETACELS YL
™ AnYn motonoinong (1ISO 15189) kal CULUETOXN OE £TNOLA TPOYPAUATA EEWTEPLKAG
AfloAoynong Nowotntag mou Stevepyouv dopeig onwg m.x. NEQAS, EMQN, Eurogentest

KaBoplopdg KOOTOUG yla YEVETIKEG e€eTAOElG yla 2M Kal cupmepiAnyPry TOug OTIG
KOAUTITOEVEG SamAveC amo ta Snuocta aodalloTikd Tapeia.

eninedo Evéuvauwon ZuAAOywv AcBsvav Ikavotnta Alaxpovikig ZThping

YrievOuvou: M. Adunpov, |.Taconoulog, O.2tavpou, A.AéAya, A.fswpyavth

Zuvtoviotég: M. Adunpou, B.MniAou

EUROPLAN INDICATORS T'IA THN ENAYNAMQZH A2OENQN

NpowBnon umapéng
Lilog Evwong acBevwy pe
OTIAVLEG O OELG TTOU
QVTLUTPOCWTEVEL

OAEC TLG
oPYaVWaoeLlc/cuAAOYoUC
oBevVWV

LLE OTtAVLIEG TTOONOELG.

AplBUOC opyavWoEWVY
OUTIPEAAG ELOIKA

Yolotauevn povo pia

Snaviwv Madrjoewv

, Process ,

YLQL TLG OTIAVLEG opyavwon
nadnoeLg
. . . Nat. K S (
Yrapén evog kataAoyou aL, atayz—:vpaupfeveq magt

A . HE OAOUG TOUG UTTOAOLTTOUG
amo eVWOELS 0oBevwv pe Process , .

. , 2UAAOYOUG oo To Y.
OTIAVLEG TIOONR OELG ,

Yyelog

ApBuOG opyavwoewy 18 oUAAoyoL LEAN TNG
AcBevwv Outcomes MNEZNA
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AplOuoc aocBevwy mou
KOAUTITETAL A0 TLG
EVWOELG aoBevwv

Outcomes

~ 4.500 atopa

OpyavwoelLg
acBevwy

TIOU CUMUETEXOUV OE
anodAoELG TTOU
ennpeadlouv

TIC OTIAVLEG OO OELG

Movipol kat enionpot ot
EKTIPOCWTIOL A0OEVWY GTO
aVamTUELaKO TIPOYPOUUA,

Agv elval akopa cadpwg
TPOCSLOPLOUEVN N
EKTIPOCWTINGN

aAAd umtdpxeL tpodopLKn

™mv Awadikaoio Séopevon and tov I.T.
mapakoAoudnon Kat tv Tou YT
aflohoynon Yyelog yla Bsopikn
EKTIPOCWTINGN
o€ OAOUG TOUG TopEig 2.MM.
JUMMETOXA Ao
OPYQAVWOELG
acBevwv otnv avamntuén Awadikaoia Oxt

OTPATNYLKWY £PEUVOLC YLa
TIC OTIAVLEG OO OELG

YrootnpLén
SpaoTNPLOTATWY TIOU
Sie€ayovral
ocupmneplapBavovrag
OPYAVWOELG 0.00EVWV
OMWG :

H evawoBntomnoinon
Avarmruén

LKOVOTATWY KOl KOTAPTLON
AvtaAlayn
TiAnpodoplwv

Kol KOAUTEPEG TIPOAKTIKEC
AwtVwon

Mpoogyylon

OKOUO KOl OTOUG TTILO

Mopol(xpnuatodotnaon) mou
TipoBA£EmOvVTAL YL TAY
umoothpLen Twv
6pacTNPLOTATWY MOV
ektelolvtal amno
OPYQVWOELG

acBevwv

AnoteAéopata

Agv umapyouv

JTAPLEN Twv otafspwv
5pacTnNPLOTATWY yLa TV
evluvapwon acBsvwy,
OMWg

nipoavadépovtal

AnoteAéoparta

Agv uTtdpyeL Ko TAGVO
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OTTOOVW EVOUG
aoBeveig

Anpoupyia —
uroothpLeEn vmapéng
HLo(G

OIMOTEAEOUOTIKAG
TNAEDWVIKAG YPOUUAG
BonOslag ylo acBeveic

AlaBéoLpn ypapun
BonBelag
yla Toug aoBeveig pe .M.

Awadikaoia

Aev €xouv AndOei
emnionueg
arnodpAoEeLg

Amnolnuiwon
avannplwy

mou odeilovtal oTLg
OTAvIeEG TaBNOoELg

Yrapén emnionuwy
TIPOYPOAUUATWY YLl TNV

UTIOoTHPLEN ACOEVWV HE Awadikaoio Oxt arokAelotika yia.  2.1.
€L6LKEC AVAYKEC Kall
TWV OLKOYEVELWYV TOUG
, , Nat, aAAa oxL

Yrapén evog enionuou ,

. , , efeldlkeupévo
KATOAOYOU KOLVWVLKWV Awadikaoia na
TIOPWV yLa Toug aoBevel

pwvy 6 6 g 2.M.

UE ELBIKEG AVAYKEG

JTAPLEN Lo TaL
Tpoypappata
QIOKOTACTAONG YLa
Toug aoBeveig

LE OTTAVLEC TTABNAOELG

‘Yrapén

TIPOYPOUUATWV

ylo TNV UmooThpLENn
QMOKATACTOONG YL TOUG
aoBeveig pe 2.M.

Awodikaoio

Nat, mepthappavouv
OUUBOALKR OLKOVOULKN
BonBsila

aAAa dev eivat
e€elbikeupéva yia 3.1,
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‘Yrapén eBvikwv
TIPOYPAUUATWY YLo TNV
npowOnon nmpdéofacng Twv
aoBevwv pe 2.M. Process Oxt
KaL TwV

OLKOYEVELWV TOUG OTa
KEVTPA ATIOKATACTOONG
Yrapén Snuociou

YroothpLEn tng UNXavLopol oTAPLENG

KOWWVLKNAG uTtnpeotag WV b o
Ttou GTOXEUELI BepameuTikwy rocess X
otoug aobeveig T(POYPAUHATWY

L€ OTIAVLEC IO OELG KalL avadLXAg
TLG OLKOYEVELEG TOUG.

‘Yrapén
TIPOYPOAUUATWY yLa
TNV unmoaoTtnpLen

NG Evragng Process Oxt
acBevwv
TIOU TIACYOUV Ao
2.M. otnv kaBnpepLvn
toug LwA.
MNPOTAZEIZ

SYMMETOXH AZOENQN KAI TQON ANTINPOZQMNQON TOYZ ZE AIAAIKAZIEZ AHWHE AMTODAZEQN
MNw¢ va cUPPETEXOUV aAld Kal va eviuvapuwBouv oL aoBevelg, eldika :

e Jtnv Sladikaocia(enetepyaoia) €Bvikou oxedlou pe eknmpoowrnon amod tnv MEIMA oe Besouikd
eninedo.

o Kataypadr acbeveliwv kat acbevwyv pe 2.M. otnv Ywpa pag kot dtaxeiplor g and tnv NEZMA ot
ouvepyaoia pe To Yr.Yyeiog.

e ANULOUPYLO. CUVTOVIOTIKNAG OSLOTOUENKNG EMITPOMNG Tou Ba agdopd o OAA T EUMAEKOUEVA
Yroupyeia: Yyeiag, Naidelag, Epyaciac-AnacyoAnong kot AVAMTUENG ATTOKAELOTLKA YL TIG STIAVLEG
MNadnoelg.

e Anuloupyia topéa Inaviwv Nabrnoswv evtog tou Yroupyeiou Yyeiag.

e Acltoupyla piag povov emttpomnng aflohoynong Twy Znaviwv Nabnoswv amaptilopevn amod OAEG TIG
LOTPLKEG ELOIKOTNTEG,.

e Eviaia moAttikn achaAloTiKWY Tapelwy.
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e Anuloupyia kat Staxeiplon twv Kevipwv e€e1dikevong/Eupwmaikd Aiktua Avadopds.

e EvnUEPWOT, LECW CUPUETOXNG EKTTPOCWTTWY, OTLG OXETIKEG KALVIKEG EPEUVEG.

e Juyxpnuatodotnon ¢opéwv acbevwv amd OSnuocta Kat LOLwTKA KOVOUALD HE Tautoxpovn
Snuoupyia opadag eAéyyou amo eknpoowroug Y. Yyelag-MEXMNA-ZOEE yia tnv andAuta LoOTLun
KOTAVOWI) TOUG.

e Alapkng emkatpomnoinon tng Stadikaoiog tafvopnong aobevelwv (ICD, orphanet kAm).

e Anuoupyia TnAedwvIkng ypouung fondeLag.
TéAog, ko Se60EVOU OTL Kau KA Bripata Ba SteukoAUvouv Toug acBeveig:

e Anuloupyla KAPTOC LOTOPLKOU

e Mapoxy voonAeiag oto Noocokouesio Omou avrkel To LOToplko/ dadakelog tou acBevolg(oxt
ednuepevovta).

o Mapoxn BorBeLag OTO OTLTL yLA TG OLKOYEVELEG e ITTAVLEG MabnoeLg.

e KivnTpa €KMOLOEUTIKWY TIPOYPAUUATWY YLO YLOTPOUC Kol OEpAMEUTEC OXETIKWY ME ITAVLEG
MNabnoslg.

IV Zuvoyn kat Zupnépaopa tng TeAkng EkBeong

Oéua 1 - MeBodoloyia kat Stoiknon tou EBvikoU Ixediov Apdong - Ztpatnytkn (EZ)

MeBa6euon Bnudtwy - pooxEdia yia tn Snutoupyla tou EBvikol Ixediou Apdong
Avartuén kat Sopr tou EBvikol Ixedlou Apdaong

Awoiknon tou EBvikou Ixediou Apaong

MapakoAolBnon tou EBvikoU Ixedlou Apdong

A e

Biwotpotnta tou EBvikou Ixediou Apaong

2YMMNEPAZMATA:

To EOvikG oxédlo Apdaong vdictator we (mpokatapktikd) £yypado He apketd cadrn doun (mou
OUTLOULTEL OPLOUEVEG TPOTIOMOLNOELS). QITOZ0 SeV £XEL AUMOKTNOEL LEXPL ONUEPA VOULKWG SECHUEUTLKNA
LOXU, YEYOVOG Ttou tapepnodilel T cUotoon EVOG CUCTARATOG MapakoAouOnong ko a§LloAoynong.
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Oépa 2 - Opopdg, Kwéikomoinon kat Tagivopnon twv Inaviwv Nadrhnoswv

YroBépuata

1. Oplouog twv Inaviwv MNadrnoswv
2. Koatnyoplomoinon kat tpomot eUpeong Twv Inaviwv MNadroswv oto EOVikS TUotnua Yyeiag
3. Eupetnpla kataypadng kot katdAoyol

2YMMEPAZMATA:

Asv UTApXEL EMiONMOG OPLOMOG TWV Inmaviwv nadncewv otnv EAAGSa. MNpdodata uloBstiBnke
enionpa n katnyoptontoinon ICD10, aAAG n XPAoN TNG SV £XEL AKOMA YEVIKEUOEL. YIIAPYXOUV HEPLKA
KN KPOTIKA EUPETAPLA KAl unTpwag otnv EAAGSA, wotooo Sev UMAPXEL KPaTikr Xpnuotodotnon,
unootnpL{n | CUVTOVLGMOG.

1.1. NAnpodopnon kaw eknaidevon
Mwc Ba BeAtiwOel n mAnpodopnaon otnv untdpyxouca dpoviida Twv Inaviwv MNabroswv yevika yla
SlapopeTIKA aKpoathpLa

2. MNuwg Ba BeAtlwBOel n mpoogyylon o moloTikr MAnpodopnon yla TG Inmavieg MNabroelg

3. NwgBa e€aodallobel n amapaitntn ekmaildeuon TwWv EMAYYEAUATLWY TNG UYELAC YL TG ZTTAVLEG
MNaBdnoeig

JYMMNEPAZIMATA:

Agv untdpxouv enicnpeg MNYEG TANPOodAPNONG, OUTE LOTOTOMOL, OUTE ENiONUES YPOUUEG TNAEDWVIKAG
BonBelag otnv EAAASa, TOCO yLa TOUG EMAYYEALATIEG TOU TOHEQ UYELOG KOl TTpOvoLag, 000 KO yla To
Kowo/aocBeveic. Aappavovtal oplopéveg mPwToPoulisg, .. and tnv MNEINA, oaAAG Sev umdp)XEL
KPOTLKN OLKOVOLLLKI) UTLOOTHPLEN.

e OtL adopd TOUG EMAYYEAHATIEG TOU TOMEN UYeiaG KoL TPOVOLAG, N KOTAPTLON TOUG Eival
TLEPLOPLOMEVN KoL KN OUVETAG. EVOELKTIKO Kal cuvapa eEEXov mapadsypa gival To yeyovog otL dev
UTIAPXEL EMiONUA avayvwPLOPEVN eldkOTNTA otnv KAwikr) ko Epyactnplokr) Fevetikn.

Ofua 3 - Epsuva yla Tig Inavieg MNabroeig

YroBépuata
1. Avadopd Twv UTIPXOUCWVY TINYWV £PEUVAC, UTTOSOUWYV TIPOYPAUUATWY yLa TIG Irtavieg Mabnoelg
2. AvVAyKEeG KaL TPOTEPALOTNTES OTNV £peuva oto medio Twv Inaviwv Madrnoswv

3. MpokAnaon evilad€PovTog Kol CUMUETOXNG KPOTLKWVY EPYOOTNPLWYV KL EPEUVNTWY, AOBEVWV KoL
0PYAVWOEWY 0.0OEVWV OTA TPOYPAUHATA EPELVWV YLa ITtavieg Nabnoelg

Blwolpotnta tng £€peuvag otig Inavieg Nabnoeig
5. Zuvepyaoia pe tnv E.E. yla €peuva otig Inavieg Nabroelg

29



FUROPLAN q:g A

European Projectfor Rare Diseases National Plans Development )
E U RO R D I 5 MaveMivia Evwon Znaviov MNabRoewv

Rare Diseases Europe Greek Alliance for Rare Diseases

2YMMEPAZMATA

H oAtk xpnpoatodotnong kot n Slaxeipion tng xpnratodotnong yia tnv épsuva otnv EAAGSa oto
XwpPo Twv Inaviwv Nabnoswv (petafd OAwV Twv AAAWV Bepdtwv) eivat oXedov avunapktn.

Ofpa 4 - Afloloynon emunédou ppovtidag yla Imavieg MNadnoelg - E€eldikeupéva Kévipa Avagdopdg
(CoE) - Eupwmaiko Aiktuo Avadopdc (ERN)

YnoBéuata

1. Tautomoinon kpatikwv Kévipwv Avadopdg og OAn TNV EMIKPATELA UEXPL TO 2013
Awatripnon twv Kévtpwv Avadopag

Juppetoxn ota Eupwmnaika Aiktua Avadopdg

Juvtopeuon SLadpong yla ykaipn Slayvwon

vk wnN

Nwg va poodepOel kataAnAn ¢ppovtida kat va opyovwBouUv emapkn HETPA UYLELVAG dpovTidag yia
acBeveig pe Imavelg MNabnoelg

6. Mwgva efaodpalicBouv ota Kévtpa Avadopdg SLEMLOTNUOVLKEG Ao ELG KOL VAL GUVTOVLOTOUV
METAEL LATPLKWVY KOl KOWVWVLKWV ETUTESWV

7. Afoloynon Kévipwv Av adopdg

2YMNEPAZMATA

e Agv umndpxet moAttik yia tn dnpovpyia CoE ot 0vikd/ mepidepelakd emninedo. undpyouv
TMHMATA/KAINIKEZ (rtou 6gv Asttoupyouv ARpw¢ wg CoE) yia oplopéveg M, aAld kavéva
and ta eAAnvika E€edikevpéva Kévipa Sev mAnpoi ta mpotunma mou opilovtal amd Tig
OUCTAOEL TOU IJUMBOUAioU. Aev UMAPXEL OCUMUETOXN Oomd €OvikA 1 TepLdEPELOKA
e€elSIKeVpEVA KEVTPA OE eVpWTAiKA Siktua avadopdg. Asv eivatl eUKoAo va yivel mpoPAedn
TWV avaykwv (oe apOpoug Kat tomobeoieg) ywa CoE, spdoov dgv umdpyouv Eemionpot
KatdAoyol 2, oUTE KeVIpKA untpwa acBevwv otnv EAAGSa, ota omoia va CUCTHOEL TO
ouvESpLo tou EUROPLAN tn Snpovpyia Kévipwv ZuvtoviopoU, we npomAacpa yia ta Kévipa
avadopag.

4.1. Opdava ¢pappoakoa (OD)
1. MéEMov twv OD

MpooBaon Twv acBevwy pe Inmavieg MNadroelg ota oppava dapuaka. TipoAdynon kat OLKOVOULKN
KaAuyn ano achallotikd Tapeia

3. MapnyopnTikni Xpron KaL mpoowpLvr] €ykplon opdavwy bapudkwy. EKTog Evoeléng.

2YMMEPAZMATA

Asv undpyel enionun MoAwtikr) ywa ta OD otnv EAAada. H mpooBacn twv acBevwv pe IMAVLIEG
Nabnosig o oppava dapuaka, n TLHOAGYNoN KAl | OLKOVOMLKA KAAuYn arnd achaAlotika Tapeia
eival ormopa ik Kal cUXVA KN GUVERKG.
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Qfua 5 - Evbuvapwon AcBevwv - EeLSIKEVEVEG YIINPEDILES

YroBéuata

1. JUMPETOXN TWV A0BEVWV I TWV EKMIPOCWTIWY QUTWV otnv ANPYn anmodacswv oto eninedo tTwv
Snaviwv Nabrnoswv.

2. EEelOIKEUEVEC KOWVWVLKEG UTINPECLEG: AVTIUETWTILON SLAKOTING UTINPECLWV dppovTidag,
Oepaneutika WYuxaywylka Mpoypaupata, YInpeoleg mou 6ToxeUouV 0TNV EVOWUATWON TWV
acBevwv otnv kabnuepwvn Lwn.

3. Helplines (Fpapupuég BonBelag)

2YMNEPAZMATA

MNopd OPLOMEVEG EVIUMIWOLOKEG TPWTOBOUALEG KO EMLTEUYHOTA QMO EVWOELS acBevwv, eni tou
TAPOVTOG N CUMLETOXN ACOEVWV KO TWV EKTPOCWTIWYV TOUG oTLG dtadikaoisg AYng anodpdcewv oto
nedio twv Inaviwv Mabnoswv eival gAdayiotn, Onwg Kat n eUKoAa Slabéoun unootipin twv
5paocTNPLOTATWY ANMO EVWOEL] AOBEVWY, OL ECELOIKEVUEVEG KOWVWVLKEG UTNPECLEG KO OL YPOLMEC
BonOsLag.

Opi{ovtia Bépata
Qfua 6 — IkavotnTa Alaxpovikng Yoot pEng

IYMMNEPAZIMATA

210 Kpiowo O£pa tn¢ Stoypovikng uroothpling tou EOvikoU IxeSiou Apdaong Kot TG GUVOALKKG
MOAITIKAG yla TI§ ZImavieg Mabroelg, n amdavinon eivaw ot AEN umdpxel udLlotdpevog
ntpoUTOAOYLoOG Kat 0Tt AEN £xouv KatavepnOsi tinyég xpnpatodotnong otnv EANGSa, otolyeia tou
O£TOUV GNUOVTIKO EUIOSLO 0TV TIPOOTITLKI TNG SLOYPOVIKAG UTTOOTAPLENG.

Ofpa 7 - Juykévipwon e€eldikevong otig Znavieg Mabroelg os eninedo Evpwmnaikng Evwong

2YMMEPAZMATA

Auto 1o Bépa Sev sival ouclactikd cuvadiG UMO TG MapoUoeg ocuvOrkeg otnv EAAGSa kau Sev
oulntOnKe EVPEWCG.

MPOTEINOMENEZ NPOTEPAIOTHTEZ

Asv vdiotatal eAAnviko EBviko IxESL0 Apdong ya TG Znavieg Mabroeig. Qotdoo, eival amapaitntn n
UTtap€n MAALCLOU OE VOULLKO 1| €TiNe&0 TIOALTIKAG KOl UE OTOB00N O AUTO VOULKA SECUEUTLKAC LoXVOG.

‘EXouv ylvel onUavtikeg mpoomdBeleg and tnv MEZMA kat moAAoU¢ amd Toug cUAAGYoUC aoBevwv-péAn
¢, Kabwg kat amd aAloug cuAAOyoug aoBevwv otnv EAAGSa, OTwg T.Y. ylat TN SnUioupylo UNTpwwy,
BeAtiwoelg oe oplopévoug Topelc Tng dpovtidag acBevwy, tTn Siktwaon acBevwv Kat Tn Sdnuloupyia
avemionuwyv «tnAsdwvikwv ypappwyv Bonbeioc» (“helpline”), mou umootnpilovtat cuvibwg amno
WOLWTIKEG SwpeEg, £0eNOVTEG KOl UEPLKEG SWPEEC oMo POPUAKEVUTIKEG eTatpieg. QoTOCO, XWPLE TNV
UTIOOTAPLEN TOU KPATOUG, KABE MPOoOoTABELd TTOPAUEVEL ATIOCTIOOUATLKA KAl 0LOUVTOVLOTN, adAvovTag

31




FUROPLAN q:g A

European Projectfor Rare Diseases National Plans Development )
E U RO R D I 5 MaveMivia Evwon Znaviov MNabRoewv

Rare Diseases Europe Greek Alliance for Rare Diseases

Heyala Keva otnv KAAUWN TwV avaykwy Twv acBevwy e Imavieg NMabroeLg Kat TwV OLKOYEVELWY TOUG
o€ napa moA\a enineda.

Asdopévng TG cofaprg OLKOVOULKAG SUCXEPELAG TTOU avTlpeTwTilel onpepa | EAAASa, n cuvavtnon
Tou eAAnVIKOU okéAoug tou Europlan mpoteivel TIG MAPOKATW OPXLKEG TIPOTEPALOTNTEG, OL OMOLES
Xapaktnpilovral and pundevikn i €AAXLOTN XPNHATOOLKOVOULKN enévduon Kat Ba Bonbrijcouv otnv
eniteuén tou peAlovtikol oTOXoU Npog pia MAnPEotePn UAonoinon evog EBvikou Ixediov Apdong yia
TG Znavieg Nadnoelg, wg e€Ng:

e Amodoon VOUIKA OEOPEUTIKAG LoXUoG oto EBvikd IxéSlo yla OAoug TOuG EmicnUoug
OUMMETEXOVTEG, OlwG To Ymoupyeio Yyelag kat Kowwvikng AAAnAeyyUng kat to Ymoupyeio
Epyaciog kat Kowvwvikwy YnoBéoswv, kabwg kal to Yroupyeio Maidelag kat Ala Biou Mabnong
ko T Fevikn Mpappateio Epeuvag kat TexvoAoylag

e Anuloupyia piag EwTePLKNG EMUTPOTMAG UTO TNV alyida tou Ymoupyeiou Yyelag Kot KowwviKNg
AMNAEYYUNG UE CUMMEPIANYN OVTLTPOCWTIWY oG OAOUC TOUG KUPLOUG GOPELC yLa TIG ITTAVLEG
MaBdnoetg. O polog tng emttponng Ba eival n mapakoAouBnaon, aflohoynon kat yvwpodotnon
€T TNG TPpoOSou Tou eAANVIKA EBvikoU Zxeblou Apdong yla Tig Zravieg Madroslg.

e  JUVTOVLOMOC amo to Ymoupyeio Yyelag kat Kowwvikig AAANAgyyUNnG twv Mntpwwy yla IIAVLEG
MNaBdnoelg kot aoBeveig pe Imavieg MNabnoelg, dnwg autol mou fekivnoe nén n NEZMNA pali pe
0pLOUO VOOOKOMELAKWVY KALVIKWY, Ta omoia Ba avayvwpLlotolv enionua

e Evioxuon tng ¢povtidag yia acBeveic pe Imavieg Nabroelg péow tNG dnuLoupyilag oe MPWTo
otadlo twv «KEvipwv Zuvtoviopou» yla Tt ¢povtida acBevwv pe Imavieg Mabnoelg, wg
nporhaocpa twv CoE (BA. Epyactiplo 4), kaBwg Kal urtootApLEn otig udblotapeveg KALVIKESG Kal
Tunuata otnv EAMASa wote ve avaBabuiotouv o mAnpn CoE cludwva pe Ta KpLtrpLa mou
nipoteivovtal amnod to TupPBouAio tng Eupwrng kat tov EURORDIS

e [lpowBnon tng €ykaipng dlayvwong aobevwv pe Imavieg MNabroelg péow tnG xaptoypddnong
TWV UPLOTAUEVWY SLAYVWOTIKWY KEVTPWYV (UE EUdacn OTO EPYNOTIPLO YEVETLKNG), EVIOXUOVTOC
TIG SuVaTOTNTEG TOuG Kal otnpilovtag Tnv miotomnoinor toug (ISO 15189)

e [potaon yla e€aipeon OAwv Twv Opdpavwv Qopudkwy amo TN YeVIKA vopobeoia yla ta Kowa
dappaka ( Onweg cupPaivel orpepa) KoL anddoon TTPOVORLOKOU KoBeoTwTog

e Ymootnpln otnv mpoonabela evnuépwong, TAnpodopnong kot ekmaideuong TOOO yla
ETAYYEAUATIEG aTtO TO XWPO TNG UYELOC, 00O Kal yla To eupl Kowo (Aktuakol tomol, helpline,
OEULVApLA KATT)

e [pooavatoAlopog tng levikng Mpappateiag Epeuvag kat Texvohoyiag mpog¢ tnv avainyn
PoSpaoTIKoU pOAOU yLa TNV UTTOOTAPLEN TNG EPEUVAC VLA TIG Zavieg MaBbnoelg otnv EAAGSa

ZuvoAikn a€loAdynon tng XPNoTKOTNTOG Twv Iuotdoswv tou EUROPLAN yia thv mpow8non piag
£0VIKAC oTPATNYLIKAC 0T XWPA.

Ztnv EAAGSa, 6mou Sev uhormoleital Kamnola 0VIKK) oTpATNYLKN KE VOMLKN LoXV, eival mpodaveg otL oL
Zuotdoelg tou EUROPLAN cgival e€atpetikd xproyleg. Ol cuotdosig tou EUROPLAN Oa Bon6roouv otn
Spopodoynon plag Baotkng €BVIKAG OTPATNYLKAG Kal £T0L v MPOAYyoUV TO {ATNUA TWV Imaviwv
NaBRoswv Kat Twv acOevwv and autég otig EAAGda.

H duvatdtnta petadopdc twv cuctdoswv tou EUROPLAN otn XWpoc oag.
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O KUpLEG SuokoAieg otn petadopd Twv ocuotacswv tTou EUROPLAN otnv EAAGSa avapévetal va ivat
oL €€A¢ a) n xpnuatodotnon moAAwv Spdoswv Kat B) n mMpowBnon kat vAomoincn Toug amd thv
TOALTLKA nyeoia Kot tnv eAAnVikn KuBépvnon. Qoto00, ONUELWVETAL OTL, LECW TNG CUVAVTNONG TOU
EUROPLAN, katadépape yia npwtn ¢opd va £XOULE EVPELD CUMUETOXN TWV KUPLWV EUTTAEKOUEVWV
dbopéwv, cupnepAapBavoprévwy Baoikwv YIOUPYEIWVY Kol KUBEPVNTIKWY UTtNPEoLWVY, AappBdavovtag
Oetikotata oXoAla and autoug Kabwe Kat 6Aoug toug dAAoug dpopeic. Etol, evioxUONKe onuavtika n
evNUEPWON TOU AANVIKOU KOWOU OXETIKA ME TG ITAvieg NMabAoels. IUUMEPACHATIKA, OAOL OGOl
oxetilovtal pe to Bfua €xouv apyiost va katavoolUv TV avaykaiotntag Umapéng evog EOvikol
Ixediov Apdong otnv EAAGSQ.
lotopko eyypadou

Katdotaon AvaOswpnuévo

(Npooyxédio/Avabswpnuévo/TeAkO)

Ap. £kdoong 1 (7 lavovapiov 2011)

ZuvtAKTNG/£g Jan Traeger-ZuvodwvoG, KOl OUVTOVIOTEG OAWV TWV
gpyaotnpiwv

AvaBOswpntng Ko Maptavva Adunpou

‘Ovopa apyxeiov GREEK EUROPLAN CONF FINAL REPORT V1
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