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Aqgneursa (AeBakeTuAoAeukivn)
Avaokonnon Tou Agneursa kdl aiTioAoylko €ykpiong otnv EE

Ti eival To Aqneursa Kadl O€ NOIEG NEPINTWOEIG XPNOIHONOIEITAl;

To Agneursa gival papuako nou XpnoidonoleiTal yia Tn 8gpansia VEUPOAOYIKWOV CUNNTWHATWV
(oupnToPaTa nou ennpealouv Tov eyKEPAAO Kal Ta veupa) Tng vooou Niemann-Pick TUnou C (NPC) os
eVNAIKeG kal naidid nAikiag 6 €TV Kal Avw PE CwWHATIKO BApog TouAdxioTov 20 kg.

H NPC gival gia KAnpovouIkr vOOOG Nou ennpedadel TNV IKAVOTNTA TOU opyaviohoU va PETAPEPE! Ainn 0TO
€0WTEPIKO TWV KUTTAPWV. Me TNV napodo Tou Xpdvou, Ta Ainn auta cucowpelovTdl g KUTTApd Tou
EYKEPAAOU Kal o€ dAAa PEPN TOU VEUPIKOU GUCTHHATOG, PE ANOTEAEOHA Ta KUTTAPA VA OTAUATHOOUV vd
AgIToupyoUV OWOTA Kal TEAIKA va VEKpWVOVTAl. AUTO odnyei 0 CUNNTOHATA ONw¢ NpoBARNaATa
I0opponiag, Kivnong kal katanoong, acagr] opiAia Kal TPEUOUAO Nou Oev PNopei va eAeyxBei.

To Agneursa xopnyeital oe cuvduaoud Pe Tn PiyAouoTaTn, €va aAAo ¢gdapuako yia Tn Bgpanegia Twv
VEUPOAOYIK®WV ouunTwudTwv TnG NPC. Mnopei eniong va xopnyndei w¢ povoBepansia €av n Bepancsia pe
HIYAQUOTATN €XEl NpoKaAEéTel avenIBUPNTEG EVEPYEIEG NOU TNV KABIOTOUV akaTaAANAn yia Tov acbevn.

H NPC €ival ondvia kai To Agneursa xapakTnpioTnkKe «oppavo eapuako» (pAapuako nou XpnoiJonoleital
o€ onavieg nabnoeig) oTig 20 MapTiou 2017. NepPIOGOTEPEG NANPOPOPIEC YIA TOV XAPAKTNPIOHO EVOG
(PApUAKOU w¢ opPavol PNopeiTe va BpeiTe oTov dIKTUAKO TONO Tou EMA.

To Agneursa nepiéxel TN dPACTIKN ouadia AeBAKETUAOAEUKIV.
NMwg xpnoiponoigiTal To Aqneursa;

To Agneursa xopnyeitTal yovo He 1aTpIKA ocuvTayr. To papuako diaTiBeTal o Hop@n PAKEAIOKWV NMou
NEPIEXOUV KOKKia Ta onoia avapelyvlovTal HE VEPO yia TNV NApackeur EvVaiwpnuUaTog, To onoio
AauBdveral ano To oTopa 2 £wg 3 PopEC TNV NUEPA. To evaiwpnua YNOPEI ENiONG va XopnyYEiTal HEow
OWANva oiTiong.

H 860N €EapTtaral and 1o cwuaTikd Bapog Tou acBevoUc. MNa nepiooOTEPEG NANPOPOPIEC OXETIKA UE TN
Xpnon Tou Agneursa, cUJBOUAEUBEITE To PUAAO 0dNYIWV XPAONG N ENIKOIVWVHOTE HE TOV YIaTpd N Tov
(pappakonolod odg.
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Mwg dpa To Agneursa;

H NPC npokaAeital ano aAAayeg (HETAAAGEEIC) o€ yovidia nou napéXouv odnyieg yia TNV NApackeun
npwTeivwv nou ovopalovtal NPC1 kal NPC2. Ol NpwTEIVEG AUTEC CUMMPETEXOUV CUVNBWG 0T HETAPopa
AMnwv and Aucoowpuata (MIkpa BuAdkia oTa kUTTapa nou diacnolv YeydAa popia, onwg Ta Ainn) os
AaAAa pépn Tou KUTTApou. € aTtopa Pe NPC, n NPC1 rj n NPC2 dev AsitoupyoUv owaoTd, JE anoTEAECHA
Th OUCOWPEUON AiNoU¢ 0Ta AucoowpaTa, To onoio €ival emBAABEG yia Ta kUTTapa.

O akpIBnG TpoNog Ye Tov onoio dpa n dpacTikn ouadia Tou Agneursa, n AeBakeTuloAeukivn, dev eival
YVWOTOC. Q0TO00, MEAETEG 0 {wa UNodNAWVOUV OTI N oucia auTn Pnopei va cupBdAel otn d16pBwaon TNG
IKQvOTNTAG TWV KUTTAPWV va napdyouv evépyeld. H ikavoTnTa autrn cupnepiAapBavel Tnv 1IkavoTnTa TwV
KUTTApWV va napayouv TpIpwaoPopikn adevoaivn, TNV KUpla nnyrn evépyeiag yia Ta kKUTTapa Tou
EYKEPAAOU Mou €AEyXOUV TNV Kivnon kai Tnv icopponid.

Moia €ival Ta opEAn Tou Agneursa CUHQP®VA HE TIG HEAETEG;

Se Jia KUpia JEAETN aTnv onoia peTeixav 60 evnAIKeG Kal naidid nAIKIiag 6 €TV Kal Avw PE CWHATIKO

Bapog TouAaxioTov 20 kg, n Bepaneia pe Agneursa giXe wg anoTeAeopa Tn BeATIwoN TG Kivong, Tou
ouVvTOVIOPOU Kdl TNG IKAVOTNTAG TOUG va ekTEAOUV KABNUEPIVEG EpYATIEC 0€ OUYKPION E TO EIKOVIKO

(papuako (gikovikn Bgpaneia).

>Tn MEAETN, o1 aoBeveic EAaBav €iTe Agneursa €iTe €IKOVIKO QPAPHAKO YIa TIC Np®WTEG 12 €BdoPAdEC. Se
51 ano Toug 60 CUUHETEXOVTEG GUYXOPNYNBNKE eniong HIyAouoTaTtn. MeTd Tnv nepiodo auTr, ol OUAdEg
avTioTpagnkav kai ol agheveic nou AauBavav Agneursa €Aapav €IKoVIKO @APPAKo Kal ol agbeveig nou
AapBavav sikovikd Qapuako ehapav Agneursa yia dAAeg 12 gBdopddeg. O Baoikdg SeikTNG PETPNONG TNG
anoTeAEoPATIKOTNTAG NTAv N aAAayn oTnv kKAigaka a&ioAoynong kai BadBuoAoynong Tng ata&iac (SARA).
H BaBuoAoyia SARA peTpd Tov BaBud oTov onoio ol KIVIOEIG, 0 GUVTOVIOHOG Kal N 1IKavoTnTd £vOg
aTOuoU va ekTeAEl kaBnuepIveg epyaaieg ennpealovTal and Tnv ata&ia (Ndénon nou npokaAei anwAsia
TOU ouVTOVIONOU TWV HU®V). H kAipaka kupaiveral ano 1o 0 (kapia ata&ia) €éwg 1o 40 (Bapidg Hop®ng
ata&ia). H peiwon Tng BabuoAloyiag evog aTdpou onpaivel 0TI Ta CUPNTOUATA TOU BEATIOVOVTAI.

ZUVOAIKa, n Bepaneia pe Agneursa odrynoe o€ YEon Peiwaon nepinou 2 Babuwv otn Baduoloyia SARA,
o oUykpIon YE TN Meiwon 0,6 BaBuwv nou emTeUXBNKE PE TO EIKOVIKO QApuako. EninAéov, 6col EAaBav
Agneursa Kal oTn CUVEXEIQ YHETEBNOAV OE EIKOVIKO PpApUako gugavioav enideivwon Tng BabuoAoyiag
SARA petd TN diakonn Tng Bspaneiag Ye To GAPHAKO.

Moiol kivduvol cuvdéovTal HE TO Agneursa;

O nARPNC KaTaAoyog Twv aveniBuuNTWV EVEPYEI®V Kal TV MEPIOPICUMV NOU avapEépBnKav Pe To
Agneursa nepiAapBaveral oto UAAO 0dnyliwV XprHone.

H nio ouyxvn aveniBuunTn evépyeia Tou Agneursa (evOEXeTal va napatnpndei os éwg kai 1 oToug 10
aoBeveic) eival o YeETEWPIOWOG (agpia).

MNa noioug Adyoug eykpidnke To Aqneursa otnv EE;

H NPC €ival pia ondavia, aneiAnTikn yia Tn {wn naenon Ye NeEpIOPIOPEVEG BEPANEUTIKEG eMIAOYEG. KaTd
Tov XpOVo TNG £yKpIong Tou Agneursa, To HOVO PAPHUAKO MOU €ixe eykpiBei yia Tn Bepaneia Tov
VEUPOAOYIK®WV CUUNTWHATWVY TG NPC fTav n hiyAouoTdarn.

Mapa Tnv Unap&n oplouEVwY aBeBaloTATWY oTNV KUPIA HEAETN, ONWG N OXETIKG GUVTOMN dIApKEIa TNG
Bepanceiag yia €&va @AapPako nou NpoopileTal yia Hakpoxpovia Xpnon, To Agneursa €ixe WG anoTéAECUA
TN BeATiwON TwV VEUPOAOYIKWV CUPNTWUATWY TNG NPC, cupnepiAauBavopévwy ekeivwv nou ennpedfouv
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TNV Kivnon kai Tov guvtoviopo. EninAgov, Ta dtopa nou diekowav Tn Ogpancia epedavioav onuavTikn
eMdsivwon TwV CUNNTWHATWY TouG. KaTd Tov Xpovo Tng £yKpiong, N HOvN aveniBuunTn evépyeia nou
ouvOe0TaV e To Agneursa fTav 0 NETEWPIOHOC.

Qc ek TOUTOU, 0 Eupwnaikog Opyaviopog Papudkwyv ano@acioe OTI Ta oPEAN Tou Agneursa unepTepolV
TV dIaNIOTWOEVTWY KIVOUVWY NOoU CUVOEOVTAl PHE AUTO KAl €I0NYNONKE TNV £YKPION TOU &V AOYW
(papuakou otnv EE.

Moia pérpa AapBavovTal yia Tnv acPpaAn Kdl anoTEAECHATIKN XPHoN TOU
Agneursa;

>TNV NepiAnWn TwV XapakTNPIOTIK®OV TOU NPOoiovVToC Kdl 0To GUAAO odnyI®mV Xprnong cupnepiAngénkav
OUOTACEIG KAl NANPOYOPIES YIa TIG KATAAANAEG NpOoPUAAEEIG Mou npenel va AapBavovTal ano Toug
ENAYYEAUATIEG TOU TOUEQ TNG UYEIAg Kal TouG agBeveiG yia TNV acPaAn Kal anoTEAECUATIKI Xpron Tou
Agneursa.

'Onwg yia 6Aa Ta papuaka, Ta dedopéva yia Tn Xpnon Tou Agneursa TeAoUV UNO CUVEXN
napakoAouBnaon. O1 niIBavoAoyoUUEVEG aveniBUNNTEG EVEPYEIEC MOU avapEpovTadl yia To Agneursa 6a
a&loAoyoUvTal NpooekTIKG Kal Ba AapBavovTal OAa Ta anapaiTnTa PYETPA yia TNV NpooTacia Twv
aoBevwv.

Aoinég nAnpoopisg yia To Aqneursa

To Agneursa £\aBe adeia kKukAo@opiag, n onoia 1oxUel og oAOkAnpn TNV EE, oTig

MNeplocdTEPEG NANPOPOPIEC Yia To Agneursa diaTiBevTal oTov dIKTUAKO Tono Tou OpyaviouoU, aTn
dielBuvon ema.europa.eu/medicines/human/EPAR/agneursa.
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