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O1 oTTAVIEG TTABNOEIG ATTOTEAOLY Uid EEXWPEIOTH OpAda XPOVIWY ACBEVEIWY, Ol OTTOIEG CLXVA Eival
TTOAOTTAOKEG KAl TIOOKAAOLY CNUAVTIKEG avaTinpieg. Mia TTaBnon Bewpeital oTravia, OTav TTAATTE
AyoTepa ammo 5 ota 10.000 atopa Kal PEPIKES TTABNOCEIS €ival TOCO OTTIAVIEG TTOL TIG CLVAVTOLE
povo oe 1 otouvg 100.000 avBpwToLg. YTTapxoLy TTEPITToL 7.500 KATAYEYPAUUEVES TTABNOEIG
ammod 10 Evpwmaikd Aiktvo Kartaypapng, Kwdikomoinong kai Meprypapng Imavicoyv MNabnoewyv
(ORPHANET). TOUP@VA Pe autd Ol OTTAVIEG A0BEVEIEC TTANTTOLY ONUEPA 30 TTEQITTOL EKATOUMLPIA
EupwTtaioug. ITIC TTABNCEIC QULTEC TTEQIAAUPAVOVTAlI VOOHUATA atmmd OAQ T CLOTAPATA TOL
OpYAVIOUOL, Ta OTIoid PTTopel va eival kKupiwg yvevetika (80%) ) emiktnta. Xto 50% TV
TEQITTOEWY TTPooRAAovTal TTaISIA, TO 30% €K TV OTTOIV UTTOPEI va KATAANEE TTPIV aTTO TNV
NAIKIQ TV 5 €T@V. MeAETeg exouv beifel ot 7o 80% Twv acBevoov SuoKoAeLOVTIAl va
SIEKTTEQAIOOLY TIGC KABNUEPIVEG SpaoTNEIOTNTEG TOLG Kal TO 70% avTiyeTw oLy TEPAOTIA
EUTTOSIA OTNY OPYAVWON TNG PEOVTISAG TNG LYEIAG TOLG.

AOY® TNG OTTAVIOTNTAG TWV TTABNCEWY ALTWY Ol acBeveic Sev SlAyIYVWOKOVTAI £YKAIPWS KAl
EXOLY OLVNOWC EMOKEPTEI TTAEIASA 1ATPWYV SIAPOPWY EISIKOTATWY £WG OTOL TeBEl N CwWOTN
Siayvwon. Exel Seixtei 0TI 0 pecog acBevng oTig HIMA xpeiadetal 7,6 £€1n yia va SiayvwoBei kal oTo
HB 5,6 xpovia, ol ¢ aocBeveic Exovv KATA PECOV OPO ETTIOKEPOEI OKTW IATPOLG SIAPOPETIKWY
€IBIKOTATWV EXOVTAG SIAYVWOTel AavBaopueva 2-3 popeg. ETTITTA(OV o1 SIaBECIuES BeparTTeieg eival
TTEQIOPICHEVEG I AVOTTAPKTES SIOTI ATTELOVLVOVTAI O PIKPO APIBUO ACBevVY KAl £XOLV LYWPNAO
KOOTOG €V N IATPIKA EQELYVA CLVAOWG LTTOAEITTIETAI OE OXEON PE ALTA TTOL ETTITEAEITAI O AANEG
kolveg maBnoelg. O1 SopEs Yyeiag eival KLPIWGS TTOOCAVATOANICUEVEG OTNY AVTIUETWITION TWV TTIO
OLXVWV TTABNCEWY TTOL ETTNPEEACOLY PEYOANO HEQLOG TOL TTANBLOWOUL PE CLVETTEIQ Ol OTTAVIEG
TaBNoEIC va BewpoLvTal ‘'opPaveg’ OooV apopd TN SiIdyvwon Kal Bgpateia Tovg. Kabot &ev
LOTTAPXEI AKOUA eYKEKPIUEVN Bepatreia yia oxedov 10 90-95% TV oTraviov TTabnoewy, N opon
SIdyvwaon gival emTaKTIKA YIA TNV KAADTEPN SLVATH PEOVTIOA TWV ACOEVAV.

MeTall TV OTTAVIV TTABNCEWY CLUTIEQIACURBAVOVTAI TTOAAEG TTOL APOPOLY OPYava TOL
EVOOKPIVIKOU CLOTAPIATOC OTIWG TA ETIVEPEISIA, © BLEEOEISAC, TO TTAYKPEAG, TO AVATIAPAYWYIKO
oLOoTNUA Kal N brmoguLon. O evEOKPIVEIG ASEVES ETTITEAOLY ONUAVTIKEG AEITOLPYIEG TTAPAYOVTAG
OPMOVEC TTOL PLBWICOLY TNV ALENCN, TO METARBOAICUO, TNV AVATIAPAYWYH KAl CLVTEAOLY OTNV
ALTOPPLOUICN TOL OPYAVICUOL. METAEDL ALTWYV TTEPIAAURAVOVTAI VOCHUATA TV ETIVEPPISIV
(emiveppISIOK)  AVETTAPKEIQ, OYKOI TV  EMVEPPISIQOV), SIATAPAXEC TNG  OMOIOCTACIAC
AOPRECTIOL-PWTPOPOL, YEVETIKEG SIATAPAXEC TNG OpolooTaciag TNG  YALkOING Kal NG
IVOOULAIVNG, YEVETIKA/OIKOYEVH) OLVSPOUA VELPO-EVEOKPIVIKAV OYKWV (CLVSPOUA TTOANATIANG
EVSOKPIVIKAG veoTTAaoiag - MEN), cbvépopa yeveTiKAG TTaxvoapkiag (ocbvdpopo Prader-Willi),
TTABNOEIC TNG LTTOPLONG (AdEvUa LTTOPLONG), KAl VOCHUATA TOL BLPEOEISOVC.

AlgBvag, ol aoBeveig HE OoTavieg  TTABNoEIG  TTAPATTIEUTTOVTA o€ Kevtpa
Ava@Qopag-Eutteipoyvwpuoobyvng, OTTOL PE TN CLOCWPEELON TWV TIEPICTATIKWYV, £XEl ATTOKTNOEI
EUTTEIDIA KAl TEXVOYVWOIa OTA CLYKEKPIUEVA VOOUATA. ITN XWEA PAG, BeoUoBeTABNKAV ATTO TO
2019 Kévrpa Eutreipoyvopoobvng yia Imdavia Evéokpivoloyikd Nooruata. O KaBopIioPog TV
Kévrpwyv Paciletal KLPIWG OTOV APIBUO TV AcBeVV TTOL AVTIUETWTTICOVTAI, OTNY SIaBecIUOTNTA



€€EISIKELPEVY  SIAYVWOTIKQV KAl BgATTELTIKGV  TEXVIKQV, OTNV TTApoLoia  eEEISIKELUEVWY
IOTPWV/VOONAELTWV HE QVTIOTOIXN ETTIOTNUOVIKN ETTAPKEIA KAl OTN SleveQyeEla SIETTIOTNUOVIKWV
OLVEPYATIQV. Ta KEVTOQ avTa avevpiokovTal
https://www.endo.gr/plirofories-gia-tous-asthenis/endokrinologika-tmimata/kentraempeirogno
mosynis-spanion-endokrinologikon-nosimaton/.

MNapapével OPWG AKOUA ETTITAKTIK AVAYKN €VNUEPWONG OAOL TOL IATPIKOL KOOUOUL, WOTE N
Siayvwon va pnv SlageLyel ammo TOV UN-€8IKO, KAl VA TTARATIEUTIETAl O ACOEVAG OTO KATAAANAO
Kevipo Avagpopdc-Eumeipoyvwpoobvng. H avayvopion Tétoiv Kévipwy  SiELKOALVEL TNV
ETTIKOIVQVIA PE AVTIOTOIXA OTOV ELPWTTIAIKO XWPEO, HE OTOXO TNV OPOOTEOPN AVTIUETWTIION TWV
aoBevayv KAl TNV EKTTAISeLON TWV IATPWY OTOV XEIPIOUO TWV OTTAVIV TTABNCEWY.
EmmoooBeta, ot €OVIKO KAl €LPWTAIKO emimedo Ta Kévipa PImopoLV va CULUUPAAAOLY OTIC
ATTOPACEIG TNG TTONITEIAG T€ O,TI APopPA TNV 0OPOOAOYIKN xpnon darmavnowy SIayvwaoTIKWVY KAl
BePATTELTIKWYV PEBOSWY, e OTOXO TNV KAALTEQN CLOXETION SATTAVNC/ATTOTEAECUATOG.

KaBoT To Mo onuavTiko BAKA TNV QVTIMETWTTION TV OTTAVIOV TTABNCEWY €ival N £€yKaipn Kal
Eykvpn SIAyvwon, TToL Ba eMTEEYEN TN OWOT SIAXEIPIoN TV AoOev@Y Kal TN RBEATIOTN TTOIOTNTA
{wNGg ToLG, N EvpwTtaikn Evwon nyeital TV SiEBvav TTPOoTIaBEIY — OTO TTACICIO TNG AlEBVOLG
Epevvnmikng Koivotmmpaéiag yia Imavieg AcBéveieg (IRDIRC). Kbpiog oT1dxog cival n avakaivyn
VEQV OepaTreldv KAl SIAYVWOTIKWV PEBOSWY YIa TNV KAADTEQN QAVTIUETTIION TOLG. XTNV
TTPWTOPROLAIO ALTA CLPMETEXOLY TTOAAOI OPYAVICUOI ATTO OAO TOV KOO0, Ol OTTOIOI £TTEVELOLY
oTnV £pevva yia TIG omavieg aocBéveleg. Or e€ehi€eic avTég Sivouv eAtTida yia 1o PEANOV, SIOTI
UTTOPE KABe OTTAvIa TABNOoN EEXWEIOTA VA APOPA UIKPO apIBUO aoBevay, aAANA OAeg uadi
a@opoLY 300 eKkATOUPLEIA AVOPWTTOLS Tt OAO TOV KOOUO. H EAANGSa cLUUETEXEl OTNY ETTITOOTIN
Eutreipoyvopodvawy 1nNG Evpwtraikng Emrpotng via TIg Imavieg Noooug (European Committee of
Experts on Rare Diseases — EUCERD) (www.eucerd.eu) pe OKOTIO TNV TIPOETOIUACIA KAl
EPAPPOYN OXETIKGWV We Ta ITTAvia Noonuata §pAoewy 08 CLVEQYATIA Pe TOLG EEEISIKELUEVOLG
POPEIC TWV XWPWV HEAQDV, TIC APHOSIEC ELPWTTIAIKEG APXEC OTOV TOUEQ TNG EQELVAG KAl TNG
Snuoaciag vyeiag. Aedouévng TNG SLOKOAIAG TOL EYXEIPNUATOG N ETTIAOYN TWV VOONUATWY KAl O
TEOTIOG KATAYPAPNS TOLG OTNV TTAPOLOA PACN KAl TTPOKEIUEVOL VA ATTOKTNOE N KATAAANAN
euTTEIpIa €OTIAZETAl TNV TIIAOTIKI KATAYQA®PN TECOAPWY OTIAVIV VOONUATWY: TNG IVOKLOTIKAG
Nooouv(apxika yia raibia), Tng NwTiaiag Muikng ATpogiag, Tng Nooouv Gaucher kal Tng NOoou
Pompe.

Me OTOXO TNV EVNUEPKTN TOL KOIVOL KAl TOL IATPIKOL KOTHOL YIa TIC eEEAIEEIC OTN SIAyvVoN Kal
QVTIMETATTION TTABNCEWV Ol OTTOIEG TTOOTRAANOLY AilyOLG AVEPMTTOLS, AAAG £XOLV TEPACTIO
QAVTIKTOTTO OTNV KABNUEPIVOTNTA Kal TN {dr) TOLGS, N 28N PePpoLAPIOL £xel KABIEPWOET WG
MNaykoouia Huepa Xmavioy Nabnoewy.

Emuéreaia: Kab. MNp. KaAtodg, YmevBuvog Kévipou Eutmeipoyvwpuoodvng Imavioy
NevLP0evSOKPIVOAOYIKWY NeoTTAaoudaTtwy I.N.A.  «AQikO.

Xpnoluol cLvéeool

e ORPHANET (Evpoatraikr) S1aSIKTLAKN TTOAN YIA TIG OTTAVIEC TTABNCEIC KAl TA 0pPAVA pAPUaKd)

e [EXMA (MaveAArnvia Eveon Imaviov MNabnoewy)

e EURORDIS (European Organization for Rare Diseases / EbpwTTaikr) opydvwon-outTpeAa
EVAOEWYV A0DEVQV)

e E-Rare 2 (Evpwmaikod EpeuvnTikd Mpdypauuad yia Ta oTTdvia VOoUATA)
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