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H ITaykoopa Huépa Enaviwv I[Tabnoewv yoptaletal otig 28 defpovapiov
KO TO KEVIPIKO UIVLLLA TG PETIVG ekoTpateiag Tov EURORDIS, tov
Evpwmaikoy Opyaviopov yua Tig Xmavieg Aobeveleg, eival “Rare is many.
Rare is strong. Rare is pride” (“To omavio eivar A 00¢. To omavio eivat
1oxVP0o. To omavio eivar viteprPavo»). To peTvo oUVOnua etavalapfavet
OKOTIUA TN AEN “OTavia” IOV AVTITPOOMITEVEL TIG OTTAVIEG VOTOUG, KABME Kat
TI¢ Sra@opeTikeg MTUXES NG (WG KAL TIG EUTEIPIES T®V ATOUMV LE LA OTTAVIA
aoBevela, emSlokovTag va pag vaevOLUIoEL OTL TA ATOUA LE OTTAVIEG VOOOUG

elval KATL ToAD 7ePo0OTEPO QIO TNV A0BEVEIX TOVC.

SNUEPA VITOAOYIZETAL OTL LITAPYEL LA TTAYKOO LA KOVOTNTA TTEPITTOL 300
£KaToUpLPIOY avOp®IT®V 710V {OUV e EVA OTTAVIO VOOT|UA. T€ TAVEVPROITATKO
eminedo, o1 mepimov 6.500-8.000 KATAYEYPAUUEVES WG OTTAVIEG VOGOL
JIANTTOLY, PE PAOT) EUTTEIPIKEG HEAETEG, 30 EKATOUUVPIA ATOUA TOV
eVPOIATKOV TANOLoUOL. T'a avtd kat pExpt twpa N EE £xel xpnuatodotnoet
a7td TO 2007 UEXPL TO 2019, néow tov HORIZON 2020, e mepimov 1,4
SroekatoppvpLa VPG, TEPICCOTEPA ATTO 200 CLVEPYATIKA EPEVVITIKA £pya
OV APOPOLV TIg oTtavieg tadnoeig. Ttnv EAGda, pe Bdon kat v evpomaikn
epTTEpia, TA ATONA TTOV TTACYKOLV QIO KAITO1A OTAVIA VOOO LTtoAoyilovTal o

1.000.000.
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O1 teplocdTepeg OmAVIEG A0DEVELEG elval YEVETIKIG (PUOTG KA LITTOPEL VA
exdnAwBovv elte pe ) yeévvnon 1 oty madikn nAkia, eite onv evilkn {on.
To 75% twv aoBevmVv 0L TPOTRAAAOVTAL ATTO OTTAVIEG VOOOULC gival taudia
kau Epnpot, eved To 30% mebaivel TPV va CUITIANPMOEL TV NAIKIA TOV TEVTE
ETQV. TTIG TEPLOCOTEPES TWV TEPUTTOOEWY TA ATOLA LITOBAAOVTAL OE L
«Sayvwotikr) O8booeia», kabBmg Ta TPOTA CUUTTOUATA, CUVHOMS KOVA e
AaMeg aoBéveteg, 0dnyolv oe eoParuEveg TPMTESG Slayvwoelg kat Sev
TAVTOTOIOVVTAL EYKAIPA MG OTTAVIA VOOT|HOTA e ammoTtédeopua, va kabvotepel
T POPLAKEVTIKT] AVTIUETMITION TNG VOTOL KAl VA TAAQUT®POUVTAL APAVTATTA
01 TAOYOVTEG. AV Kl LEYPL OTUEPA, HOVO Y1 TIG 200-300 ATO AVTEC TIG
vOooug vtapyouvv Bepasteieg. Tuxva ol ommavieg acbéveieg aviyvebovtal ¥povia
HETA QUTO TNV EUPAVIOT] TOV TPOT®V CUUTTOUATOV KAl O TOGO0TO TEPLTOV
40%, n apkn Stayvwon etvar AavOaopévn. Qotdoo yivovTal onuavTika
Brpata tooo ya v £yKaipr) TauTonoinaor, 000 KAt Y1 TV aQVTILETOITLON
APKETMV VOOV QIO QUTEG LE ETNTUXIA, OMWE YA TTAPASEY A, TNG
eEwdepuikng Svomhaoiag.

H omavia e§wdepukr) Svomraocia

IMapatnp® 0to S1adiktuo pia eToypagia evog 7xpovou ayoplov o
EUPAVIZEL HELOUEVT) TPIXOPUTA 0TO KEPAAL KAl avIahn oSovtoguia pe
XAPAKTNPIOTIKA LKA kKAl putepd SovTia. To pETwtd Tov TPoeEEXeL, evi EXel
AeTTO Kal puTISWUEVO Sepua YOP® Ao TA HATIA KAl HADPOUE KUKAOUG KATW
o autd. «IIpdKertal yia pia XapakTnploTKe TEPInTwoT) eEwOepUIKnG
Svomlaoiag, Hlag KANPOVOIKNE S1aTapayng Tov XapakTnpidetal asmo un
(PLOIOAOYIKT] AVATTTLEN TV eEWSEP KMV 10TMV, SNAadT| Tov SEpuatog, Twv
HAAA®V, TV SOVTIGMV KAl TV 18p®OTOTOIRMV ASEVKV, KAl IOV elval uia oavia
vOoog», Hov e&nyet o Avarnpwtng Kabnyntig F'evetikng g latpikng
IxoAng Tov EBvikod & Kamodiotprakot Iavemomuiov ABnvov Xprjotog
Tamtdakng, o omoiog etvan vtevBLvog TG e181kng Movadag
Yropatonmpoowsikng Fevetikng g A" I[Mavemotuaxng Iadatpkng
K\wvikng tov Noookopeiov Iaibwv «Ayia Zogia», mov pehetd tetoia

JEPLOTATIKA.

THE GOOD LIFE | TRASH | IN TV
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Ko edm akpiBwg Ppioketan kan 1) idnon, kabog n ev Adyw povada stov
oLOTAONKE TPOGPATA, EIVAL 1] TTPWTI), KAL LEXPL TOPA TTAPAUEVEL T) Lovadikn,
710V SMovpyYNONKe OTOV EMIVIKO XOPO YA TN SIETMOTIUOVIKT AVTIUETROITION
TOPOLOLWY OTAVIDV TEPLOTATIKMDV LLE EKONADOELS ATTO TO GTOUA, TO TIPOTMITO
Ko v ke@aAn. H veoovotatn avt) Lovada AEITovpyel e GTOXO TNV KAIVIKT
K epyaotnplakn S1yvwaor, Tn yeveTikr] GUUPBOVAEVTIKT O€ OIKOYEVELEG KAl
TOV GUVTOVIOUO TG BEPATEVTIKNG AVTILETMITIONG TV KATAOTAGEDMY QUTOV

and pia evpeia opada 181k@y.

O kaBnynTg Lo AEel TG AUTI TNV ETTOYT TAPAKOAOLOET Eva ayopt
QAVTIOTOYNG NAIKIAG 1E TO AYOPAKL TNG POTOYPAPLag 0To S1adiKTLO, TT0U
TTAPOLOIALEL HEIWUEVT] EPIOPWAT), YEYOVOG TTOL GUYVA 00NYel oe vtepBepuia:
«H Srayvwon tebnke KAtvika otV apyn g vnmakng nAkiag kat
emPBefarndnke yeverxd pe eéleyxo DNA, mov avéderfe pia petalayn oe
PLAOCUVEETO YOVISI0 0TO XpwHOowpa X. ATtO TNV TPOTKOAKT NAkia To andi
POPA Y1 claHNTIKOVG KA1 AEITOVPYIKOUE AOYOUG Eva KIvnTd TpoaBeTikd
uaoehdxl, Tov otnpidetal oTa Alya vtapyovta SOvTia Tov. Apyotepa, OV
epnBela tov Ba pmopeoel otadiakd va dexbel epputebpata yia mo povipa
QTOTEAET AT, TEPLYPAPEL 0 "EAMNVAG EMTOTNLOVAG, CUITATPOVOVTAG TTWG T
e€wdepuikn Svomaoia avTipeTwmidetal v TeAevtaia dekaetia pe
oSovTiatpika epgutevpata, divovrag mv evkaipia oe madia sov dev exovv
SOVTIA va ATIO0UV 0WOTA, VA LAOTIC0UV OTEPEA TPOPT] KA1 VA XALOYEAACOUY
KO TIAAL. «AV QVTIHETOMOTOUV Ta TpofArjpata g eAmolg oSovtoguiag oe
évav aobevn) pe eEmdepikn Svomlaocia kat pabel va aro@elyel KATAOTACELS
subavrg Beppomin&iag, ToTe auTtod o dtopo Ba pmopovoe va Exet pia
(PLO10AOYIKT| {WT».

Yyning onuaciag n kAwvikr Siayveon tov akpiffovg tomov

'Otav piAapue ya e€wdepuikn Svomiaoia Sev avapepouaote oe pia

pepovouevn acBévela. Yrdpyouv moAEG LOP@PES TNG VOOOU TTOV

KATPOVOLOUVTAL L€ TTOIKIAOVG TPOTTOUG KAl OPEIAOVTAL 08 LETAAAYEG O

TTOAMA SrapopeTikd yovidia, Tov OYeTIOVIAL e AVAOUAAT AVATITUEN TOV

e€wdepuatog. O ouyvoTeEpOg TUTTOC TG eEwSepikng Svomlaaoiag etvar 1)

aviSpwtikn 1 VoS pwTikt) e€wdepuikn Svomiaocia (Hypohidrotic Ectodermal

Dysplasia 1] aAacwg HED), mtov epgpavidetat o€ 1 VEOYEVVITO avd 15.000

YEVVI|OELG Kt TTEPIAQUBAvVETAL OTIG OTTAVIEG VOTOUG. Etnv Evpmrmn pia

aoBevela yapaktpidetal mg omavia otav pooBAaiiel Atyotepa amo 1 ota
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TAYKOOUIOG ATtd TNV TTOIKIAOLOP@PT) AVISPOTIKT) 1) LITOTOPWTIKY eEwSepIKn
Svom\aoia.

(©)
«Yrapyer evag tomog eEmSepikng SuomAaciag Tov CUVLTTAPYEL LE TYIOTICA
VIEPDAG, OTIMG MO G LITAPYEL KAL £VAG TUTTOG TTOV TUVOSEVETAL ATTO
AVETAPKELA TOV AVOCOITONTIKOV GLoThuatog, dniadn o opyaviouog Sev
TAPAYEL TKAVOITIOUTIKO APlOUO AVTIOWUAT®V MOTE VA TPooTaTevdel amo Tg
AOWUMEELG, e ATOTEAET A VA TTAPATNPEITAL CUXVA OTITIOA,
TAPAPPVOKOATHTISA, Aeppadeviuba, AoiuwEn TV TVEVHOV®Y, PAEYLOVT OTO
&viepo, Kabag kat Slatapayeg ota 00Td. AVGTUXWGC, Ol TEPITCOTEPOL
JTACYOVTES AITO AVTOV TOV TUTTO eEWSepIKN g Svomiaaciag dev emPiovovy
TEPAV TNG TASIKTE NAKIAG. ' auTo £xel peydn onuacia n KAvikn S1ayvwon
TOL AKP1POLG TVITOV KA 1) EEATOUIKEVIEVT] AVTIUETOMIOT ATtd opdda eld1kmV»,
OLUTTANP®VEL YapakTnplotikad o Kabnyntg lMNasmtdakng. Evtuyxag onuepa
gxovpe 1 Suvatotnta akplPovg KAVIKTG S1ayvwong HECK TOU YEVETIKOV
€PYAOTNPLAKOL eAgyXoL Kt 0TV EAAGSA kat kaTd cuvemela etvat ikt 1)
KaAUTepn Suvatn BepamevTiKn AVTIETOMION KAl 1] BEATIOTN YEVETIKN)
ovufovAevTikn yia v TpoANY” VEOV fapemV TEPIOTATIKMV 08 L1

OlKOYEVELa.

O "EM1vag yevetotn|g 7tou eivat o mAgov e181k0g oty EAAGSa yia ta
OTOUATOTPOTMINKA GUVEPOUA, OAOKANPOVOVTAG TTPOG TO TAPOV AUTN T
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epeLVNTIKTG ouddag Tov, ov meptypagetal oe Siebveg apbpo vito
Snuoactievon oe LYNAOL KUPOLG ETMOTNLOVIKO TTEPLOSIKO LIE KPITES:
«IIpooparta, 1 opada Hag JTIPAYUATOTOINCE TOV TIPWTO TIPOYEVVIITIKO EAEYXO
otmv EMdada yia myv gpuiooivdetn 01o X ¥pwuoomud avidpmTikr) eEmdepuikn
SvomAaoia, mov opeiletatl oe petadayr oto yovidio g eEwSvomiaotivig A,
HLAG TPAOTEIVIG TTOL TAUE OTHAVTIKO PpOAO aTNV 8100 pOoITOinoT TOU
e€wdepuatog. Evtuymg o euppuo Sev eixe v petaddayn kat yevvnonke eva

(PLOTOAOYIKO AYOPAKL».

‘f A" 7y '-""\

A&iler va onpeiwndel mwg n avakoivwaon, tov Iavoudpto tov 2019, Tov
European Joint Programme on Rare Diseases, EJP RD (Evpomaikol Kotvou
TPOYPAUUATOG YA TIG OTAVIEG AoBEveleg) onuaTodOTNOE Hia VEQ ETTOYT OTNV
gpeuva kat Vv kawvotopia. IIpokertan yia pia vea KowoTikn TpmtofovAla
Cofund yw v mpomBnon g Epevvag yia Tig omavieg aoHeveleg kal yua
OLYKEVTPWOT TwV TOpwV TG EE kot Twv KpaTmv HeA®mv yia v avamtuén
AMOTEAEOLATIK®V Bepameinv kal ) feAtiowon g Siayvwong. H ovvepyaoia
auTH, 1) OTT0lAl HETPA TTEPLOCOTEPES ATTO 130 OVTOTITEG AT 35 XWPES
(ovpmeprapfavopevev 27 kpatwv pedmv g EE, entd ouvebepéveg xmpeg
kat Tov Kavadda) Ba Adfet 100 ekatoppvpla evpo oe Stiomua 5 etwv (ato ta
omoia 55 ekatouuvpla evpe Ba TpoeABovv amod To mpoypaupa «Opidovtag
2020»). O1 010)01 Tov EJP RD mepilapfavouy v mapoyn frooiumy kat
Sradertovpyk@v Se80UEVOV ETAVAYPTOILOTOINOTG KAl AVIOAAYNG
Sebopevav pacet apymv FAIR (evypnato, mpoofactpo, Sialertovpyiko,
ETTAVAYPNOUOITONOUO), TN Sourn g oVVEeoNg e Ta evpWIATKA SikTua
AVAPOPAG, TN XPNUATOSOTNON VYPNATIE TOIOTNTAG HETATYT LATIOTIKNG
£PELVAG, EVIOYLOT] NG AVAAYNG EPEVVIITIK®V ATTOTEAECUAT®Y Y1 TN
UETAPPATT) GTNV VYELOVOLIKT TEPIOaAP KAl ATTOTEAECUATIKT] LETAPOPA TNG
KQUVOTOUIAG V1A EKUETAMEVOT] ATTO TIC LIKPOUETAIEG ETTYEIPT|OELG KA TN
Brounyavia, v mpomOnomn mpooaproouevev pebodoloyimv Epevvag yia v
£peuVa OTTAVIOV AgBEVEIQV, TNV TTAPOXT] SNUIOLPYIAG IKAVOTITOV OE OAA TA
eviiapepopeva LeEp yia KaAUTEPT €PELVA OTO HEAAOV, KAL TO KUPLOTEPO, TNV
eEaoPANON NG OLUUETOXNG TV AGOEVQOV 0€ OAA TA PTIHATA TNG EPEVVIITIKTG
odov.
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