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AlaTpo®n kai AiaiTnTiKR O€paneia

loAAG  droua pe vooo Pompe
avriyetwtriCouv  mpoPAfjuara  ue 10
@aynto. H uuikn aduvauia urropei va
OUOKOAEWeI To dAyKkwua, TH UAonaon, 1o
MITIAIOUQ 1) THV KQTATTO0N TNS TPOYHS.
Auto umopei va  OUOKOAEwel  TOUC
aobeveic OAwv TwWv NAIKIWV va @ave
avera kai va AauBavouv tn olarpo@n
mou xpeidlovral Ta owuara toug. Ta
avartrveuoTiKG  mpoPAnuara  UTTopEi
emion¢ va Kavouv Tou¢ avBpwrmou¢ |
TTOAU KOUPAONEVOUC yIa va @QAave. 2av
armroréAeoua autwy, ToAAG droua e
vooo Pompe dogv utropouv va auénoouv
Kal va dIarnpHoouV T0 OWUHATIKO TOUS
Bapoc, n/kai va akoAouBrioouv uia owarth diarpoen. Or aduvauol JaonTIKOI WUES UTTOPOUV
va odnynoouv o€ EI0p0PNON TPOPNC 1N UYPWYV OTOUS TTVEUOVES.. O adUvapol UUES UTTOPEI
Emiong va emBpaduvouv 1N dIGBACH TWV TPOPWV UECW TOU CWNATOC. AUTO UTTOPEI va
odnynoel o€ TETTIKA N EVIEPIKA TTpoBARuara. H aAAayn tn¢ diairac n twv dIaTpoQIKwV
ouvnBeiwv N n Anwn 1009N¢ UECw owAnvapiou BonBouv oTnv dlaXEIPIOnN AUTWY TwWV
mpoBANuaTwy. Autd TO €VNUEPWTIKO EVvTutio €€nyei 1@ nAcovekTruara Tne OIQITNTIKIIG
Beparnisiac o€ droua e vooo Pompe.

E: MNari Ta dropa pe véoo tou Pompe éxouv TrpoBARUATA ME TO QAYNTO;

A: Ta dropa pe vooo Tou Pompe gugavifouv UOKOAIEG TNV OiTION KAl TNV KATATTOOT Kal
Ta BpEéPn cuxva aduvatouv va avaTrtuxBouv cwoTd. Ooo T0 YAUKOYOVO CUCOWPEUETAI
oTa KUTTAPQ, Ol MUEG TTOU XPNOIYOTTOIOUME Yia VA TTPOCAABOUNE KAl va TTEWOUME TNV
TPO@r Yyivovtal oAo€va Kal Tro aduvapol. Autd emTnpeddel Ta GTOPA PE DIAPOPOUG
TPOTTOUG.

2e TTadId pe diayvwopévn Bpe@iky vooo Pompe, uttdpxouv TTOANOI TTAPAYOVTEG TTOU
OUVEIOPEPOUV OTA TTPORANUATA CITIONG KAl KATATTOONG, TTEPIAANPBAvOvVTAG TNV aduvapia
TWV PUWV TOU TTPOOWTTOU Il TOU OTOMOTOG (MUIKA uTtroTovia), Tn dioykwuévn yAwooa
(MokpoyAwaoaoia), TNV aduvapia TG YAWooag Kal T JEIWHEVN IKAVOTNTA CUVTOVIOWOU TNG
yAWwooag kal Twv XEINwvY Katd Tn Aqyn NG Tpo®ng. H atopartikr diéyepon yia Ta droua
TTOU OEV TPEPOVTAI ATTO TO OTOUA €ival ONPAVTIKA WOTE va d1atnpnB<i n oTopaTikn aicbnon
Kal va avatrtuxBouv ol OTOPATIKEG OeCIOTNTES. O1 TPOTTOTTOINUEVES DIATPOPIKEG UPEG Ba
TIPETTEl VA €TTAVOEIOAOYOUVTAl O€ TAKTIKA BAon WOTE va UTTAPXEl AoPAAEIa KATA TIG
METABOAEG TNG TTOPEIAG TNG VOOOU. BEATIWOEIG OTNV BUOKATATTOCIO £XOUV TTAPATNPENOEI OE
Bpépn Ta otroia Aaupavav Bepatreia ERT kal o1 aoBevei¢ umméopecav va eTAVOKTIIOOUV
TNV IKAVOTNTA AQYNG Tpo®ng atrd Tou oTopatog. O1 TTapAPETPOI TNG AVATITUENG, OTTWG TO
UYog, T0 BAPOG Kal N TTEPIMETPOG KEPAANG TTPETTEI va TTAPAKOAOUBOUVTAI OTEVA.
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2€ 000¢gveig pe oyiun ekdnAwon Tng vooou Pompe, n KOTTWON TWV YVABIKWY NUWV PE
OUOKOAIQ 0TV KATATTOON KAl TN JAdonon gaynTou gival Cuxva £va TTPWTO TTAPATTOVO Kal
MTTOPEI va OuvTeAéoel O0€ averrapkr) TTPOoAnwn (OAIKwv Bepuidwy, BITauivwv Kal
METAAAWV) Kal o€ KATOBOAIOUO TWV PUIKWYV TTPWTEIVWIV.

AlaTpo®n kai AiaiTnTiKR O€paneia

2.€ MO OOBAPEG TTEPITITWOEIG, OTTWG YIA TTAPAdEIYUA OE BPEPN TTOU gival TTOAU aduvapa
KAl OEV ITTOPOUV va pave KABOAoU aT1TO HOva TOUG, 0€ NEYAAUTEPOUG O€ NAIKia aoBeveig
TToU €ival 101aiTEpa EANITTOBAPEIG ] 0€ AQUTOUG TWV OTTOIWV T AVATIVEUOTIKA TTPORARuaTa
TTapePBAaAAovTal oTNV KATavAAWON gaynTou, N CiTIon HEOW CwANVapiou PTTOPE va gival
arrapaitnTn. MNepIooOTEPES TTANPOPOPIEG OXETIKA PE TN CITION HEOW CWANvVapiou
TTAPEXOVTAI TTAPAKATW.

E: Ti BApaTa PITOpW VA KAVW WOTE va BeATIWOW Tn SidiTd POU KAl VA TPWW
KOAUTEPQ;

A: Tpo@ég peydAeg oe PEyeBOG Kal TTAXOG, OTEYVEG 1 OTEPEEG UTTOPET VA gival SUOKOAO va
MaonBouv Kal N KATATTOOT) TOUG EVEXEI TOV KivOUVO €10pOPNONG OTOUG TIVEUUOVEG. [Na va
gival 1o €UKoAn n TTPOCANYN TOUG, TPOTTOTTOIEIOTE TO PEYEBOG, TNV UPN ) TO TTAXOG TWV
TPOPWV NECW TNG AAECNG, TOU TEPAXIOMOU TOUG O€ MIKPOTEPA KOPUATIA | TNG AVANIENG ME
Katrola oGAToa ) Cwuo. O YTTOUKIEG Ba TTPETTEI va gival PIKPEG KAl VO HACWVTAI KAAQ.
KatavaAwoTe TTOANG Kal PIKPG yeuuaTa avTi yia 3 peydAa. Migite Ta uypd olya-oiyd Kai
BeBaiwbeite 611 AapPavete apkeTd uypd Katd Tn dIAPKEIa TNG NUEPAGS. H 10N e KOAAUAKI
KAl N hN KAatakAion yia pia ye U0 WPEG PETA TO GaynTd PTTOPOUV £TTIONG va Fondrioouv.
Ta peuoTd TPO@IUA KaI TA POPHUATA (OTTWG O GOUTTEG, 01 (WHOI, TO VEPO, TO YAAQ) UTTOPEI
emmiong va eival dUOKOAQ OTn KATATTOON TOuG. AOyw ypriyopng OléAsuong atmd Tov
@ApuUYya PTTOPOUV Va TTPOKAAECOUV TIVIYHO. MPooTTaBAoTE va KAVETE TIG OOUTTEG KAl TA
POPUATA TTIO TTUKVOPPEUOTA XPNOIUOTTOIWVTAG BPEPIKO pUCAAEUPO, KOAAUTTOKAAEUPO 1
EIOIKEG OKOVEG TIOU €XOUV @TIOXTE YIO AUTOV TOV OKOTTO. ZUVEPYOOTEITE HE €vav
TNOTOTIOINUEVO OIAITOAOYO, O OTT0IOG MUTTOPEI VA TTPOYPAUMATIOEI KOAG 100ppOoTTNUéEVa
YEUMOTA yIa €0AG 1) TO TTaIdi 040G, WOTE va AAUPAVETE APKETEG BePiIdEG Kal BPETTTIKA
OUOTATIKA TTOU XPEIGleoTe KABE pépa. MTTOPEITE va AVTIKATAOTACETE KATTOIQ YEUPATA UE
dIaTPOPIKA POPAPATA TA OTTOId TTAPEXOUV TIG OTTAPAITNTEG PBITAMIVEG KAl PETAAAIKA
oToixeia. O1 €I0IKEG QOKAOEIG UTTOPOUV VA onBrioouv oTnv evOUVAUWON TWV JUWYV TTOU
OUMPUETEXOUV OTNV TTPOCANWN TPOPNG.

O yiatpog oag utropei va {nTrioel va deite €0¢€ig ] To TTaudi oag €vav AoyoBepatreutr). O
AoyoBepaTTEUTAG PTTOPEI VA EKTIUAOEI, VA dIaYVWOEl, va BEpaTTeUoEl Kal VA TTPOAGBEI
dlaTapax€Eg Tou oxeTiCovTal e Tov AOyo, TN YAWooda, Tn YVWOTIKA ETTIKOIVWVIA Kal TNV
karatroon. ‘Evag AoyoBepatreutig PTropei va oag padbel dIa@opeTIKOUG TPOTTOUG YIA TN
oiTiIon Kal TN ydonaon, TPOTTOI TTOU JEIWVOUV TOV KiVOUVO £10pOPNONG.

E: Ti gival n BIvTeo@BOPIOPOOKOTTIKE £EETAON TNG KATATTOONG KA YIOTI TTPETTEl va
TNV KAVOouV Ta dTopa pe vooo Pompe;
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A: H BIvieo@pBopIoUOOKOTTIKN £€£TAON TNG KATATTOONG YTTOPEI va YiveTal KATA TN d1dyvwon
KA6e atépou pe vooo Pompe Adyw Tou augnuévou Kivouvou £10po®nong (e106dou TpoPng
N uypwv otnv Tpaxeia). Mia Bivieo@BOPICPUOOKOTTIKY €E€Taon TnNG Karatroong (Trou
OVOMACETAl KAl TPOTTOTTOINUEVN MEAETN KATATTOONG Papiou) €ival Pia QVTIKEIMEVIKA
ekTiunon TNG Aeiroupyiag TNG Kardrmoong. O OKOTOG TNG PIVIEOPOOPIOUOOKOTIIKAG
€€ETOONG TNG KATATTOONG €ival N agloAdynon TnG £10pdPNONG JE ATTO TOU OTOUATOG CiTIoN.
Katd tn didpkeia Tng HEAETNG KATATTOONG, OI a0BeveiG KABovTal o KAAOIKA B€on gaynTou
avaloya pe TNV NAIKia Kal Tnv avarTugr Toug. Toug diveTal pia TTOIKIAIQ atrd OUOTAOEIG
TPOQWV (AETTTOPEUOTA, TTAXUPEUOTA, TTOATOTTOINKEVA, MOAAKA OTEPEA, OTEPEA) Padi PE
Baplo. H e¢étaon exTipd TIG TTAPAKATW PACEIS KATATTOONG:

AlaTpo®n kai AiaiTnTiKR O€paneia

e ZTOMATIKN @Aon: H KaTatmmoon ¢ekiva Pe Tn OTOUATIKI GACcn, KATA TNV OTToid N
TPO®N TOTTOBETEITAI HECA OTO OTOMA, UYPAIVETAI KAl JAoIETal PJE TN Bondsia Twv
MOONTIKWV JUWV (HAaonua).

e Qapuyyikil @don: kabw¢ o BAWPOS (MIKPA TTOOOTATA WOAAKAG paonuévng
TPOPNG) PTAVEI OTOV PApPUYYa OTTOU £10IKOI A1I0BNTNPIAKOI UTTOOOXEIG EVEPYOTTOIOUV
TNV akouoIia TTAeUpd TNG Katatroong. ‘Eva onuavTtiké onueio TNG @apuyyikns @aong
QTTOTEAEI TO AKOUOI0 KAEIOIUO TOUu Adpuyya atrd TNV eMYAWTTION KAl TIG PWVNTIKEG
XO0POEG, KAl N TTPOoWEIV BIAKOTTH) TNG AvATIVONG, Ta oTroia TTpoAauBdavouv Tnv
€i0000 TNG TPOPNAG OTNV TPAXEIA KAl OTOUG TTVEUUOVEG. TO KAEioIWO Tou Adpuyya
aTTo TNV ETMYAWTTIOA TTPOCTATEUEI TOUG TIVEUUOVEG ATTO TPAUPA, a@ou n TPoPn Kal
GAAO KOPPATAKIO JTTOPOUV VA TTPOKAAECOUV O0BAPEG HOAUVOEIG Kal EpEBIOUS OTOV
TIVEUMOVIKO 10TO. O1 JOAUVOEIG TOU TTVEUPOVA TTOU TTPOKaAOUVTAl aTTd TTPOBAANaTA
OTn QAPUYYIKK ¢AoN TNG KATATTOONG Eival yVWOTEG oAV TIVEUPOVIA aTTo £10pO@NoN.

e Oioco@ayiki Pdon: KabBwg n Tpoer aTToOpaKpUVETAl aTTO TOV PAPUYYQ, EICEPKETAI
OTOV 0I00QAYOo, UIO HPUIKA doury oav owAnva, o oTToiog odnyei TNV TpoPr OTO
OTOMAYX!I ME PUBUIKEG ouoTTacelg. O 0100QAY0G £XEl BUO ONUAVTIKOUG OQIYKTAPEG,
TOV AVWTEPO KAl TOV KATWTEPO, Ol OTTOI0I KATW aTTd QUOIOANOYIKEG OUVONKEG Oev
ETTITPETTOUV OTNV TPOYI) ] TO OAAIO va eTTavéPBouv aTo oTépa. Edv autd oupupei, ol
0100PAYIKOi OPIYKTIPES AEITOUPYOUV WG VA QUOIKO EUTTODIO OTNV ETTAVAPOPA TNG
TPoPrnG. Kal ol dU0 0l00QayIKOi OQIYKTAPES, TTPWTA O AVWTEPOG KAl PETA O
KATWTEPOG, AVOiyouv aKouaia 600 N TPOPr METAPEPETAI KATA TNV KATATTOOT).

Av uttapxel uynAog KivOuvog yia el0pO@Pnaon iowg Ba TTPETTEI VO OTAPATAOEI 0 A0BeVAS va
TPEQPETAI ATTO TO OTOUA KAI VA EEKIVIOEI OITIoN JEOW YAOTPOOTOMIOG.

E: Ti eival n diatpo@n HEOW KABETHPA KAl yIATi TA ATOMA TTOU S1AYIYVWOKOVTAI HE
vooo Pompe 1n xpeiadovral cuyxvd;

A: H oition péow kabetripa atrodidel pia TAfEn dIaTpo®r) 0TOUG AOBEVEIG e OYIUN VOOO
Pompe 1mou dev ptropolv va Tpa@ouv atmmd 1o oToua Adyw TTpoBANUaTWY OTn ydonon,
oTnVv Karatroon f otnv avarvor]. H Tpo@r] ye ocwAnvAaplo XpNnOoIYOTIOIEITAI £TTIONG O€
Bpépn Pe Bpe@ikn Evapén TNG vOoou TTou gival aduvartov va BnAdoouv i va Tpagpouv Je
MTTINTTEPO, 1) eV TTaipvouv Bapog. H aition péow KaBeThpa TTpoAapBavel TNV TpoQr Ao
TO va TTEPACElI OTOUG TIVEUROVEG OTAV N TPOYr «KaTteRaivel amd 1n AdBog diodo». H
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KATAOTAON KATA TNV OTT0id TO ATOPO TPEQPETAI JE KABETAPA OVOUACZETAI EVTEPIKNA ) OITION
MEOW KABETNPA. Z€ PYEPIKEG TTEPITITWOEIG UTTOPEI VO OUCTAVETAI OUVOUAOHOG CiTIONG ATTO
TOU OTOMOTOG KOl HEOW KOBETAPA woTe va AauBAavovTtal ol aTrapaitnTeg BEpuideS Kal va
EMTPETTETAI N PUOCIOAOYIKK), OTOUATIKI aloONTrpIa avATITUEN TOU OTOUATOG.

AlaTpo®n kai AiaiTnTiKR O€paneia

Y1rdpyxouv 2 TUTTol KABETAPWYV CITIONG:

o O pivoyaoTpikog kafetipag: O pivoyaoTpikdg KOBETAPAG TOTTOBETEITAI HETA ATTO
TN YUTN KOl JETAPEPEI TA OPETTTIKA CUCTATIKA KATEUOEIAV OTO OTOUAXI.

o TaoTtpooTopia: TomoBeTEITAI XEIPOUPYIKA HEOW EVOG AVOiIYUATOG OTO TOIXWHA TOU
OTOMAXOU KAl JETAQEPEI TA OPETTTIKA OUCTATIKA KATEUBEiav 0TO OTOPAX!. Eival KaAn
ETMAOYN yIa ATOPA TTOU XPEIACOVTAI OITION JEOW KABETAPA yIa JEYAAUTEPO XPOVIKO
d1doTnua.

E: Ti ymmopw va KAVW WOTE VA AVTIMETWTTIOW TTETTTIKA | EVTEPIKA TTPOBARHATA;

A: H xaAutepn oupPoulrn cival va atreuBuvbBeite otov 1atpod oag. [lMepiypdywTte Ta
TTpoBARuaTa oag kal ¢NTAOTE BorBeia yia Tn diaxeipion Twv CUPTITWPATWY. H aduvapia
TWV JUWV TTOU KATEUBUVOUV TNV TPO®r OTO OTOUAXI WTTOPEI va TTPOKAAEoEl aioBnua
Kauoou 1} yaoTtpooloopayikr) TTaAivopounon (FOM).Auté cupBaivel 6tav n Tpo@r) Kal 1o
O&IVO TTEPIEXOMEVO TOU (aynTou TTOAIVOPOPOUV ¢ava OTO OTOMA PEOW TOU OI00PAYoU
(Evag PUIKOG CWANVAG HECW TOU OTTOIOU N TPO®H DIEPXETAI ATTO TOV QAPUYYA TTPOG TO
oTopay!). H katavaAwaon PIKPOTEPWY, OUXVOTEPWY YEUUATWY Kal n 6pBia oTdon KaTtd mn
OIGPKEIQ KAl JETA TA YEUPATA JTTOPOUV va Bondrioouv. H aduvayia Twv puwyv Tou Bwpaka
I TWV KOINIOKWV MUWV JTTOPEI va TTPOKOAECEl OUOKOAIQ OTnV ATTOPAKPUVON TWV
atmmoBAATWY atTd TO CWHA OTAV EXETE EVTEPIKN KEVWOTN. AUTO PTTOPEI va odnyroel o€
duokolNidTNTa. H duokolNidTNTA PTTOPEI €TTioNG va odnynoel o€ didppola. Mia diaita
UYNAr o€ QUTIKEG iVEG KAl N TTPOCANWN A@Bovwy uypwv PTTopouVv va Bonbroouv oTnv
TTPOANYN TG OuokoINIOTNTAG. BeBaiwbeite OT1 €xeTe OUPPBOUAEUTEl TOV  TTAPOXO
UYEIOVOUIKAG 00G TTEPIBAAYNG TTPIV TTAPETE OKEUAOUATA yia TNV TTEWn, Tn didppola ) Ta
evTEPIKA TTPOBAAATA.

E: '"Exw akoUoel 6011 n diaita Je UPnAR TTEPIEKTIKOTNTA O€ TTPWTEIVN UTTOPEI va
BonOnoel Ta dropa pe vooo tou Pompe. Mola gival n yvwon o€ auto 1o Béua;

A: Mia Siauta e uwnAn TTEPIEKTIKOTNTA O€ TTPWTEIVEG PTTOPEi va BonBroel katoia TTaidid
Kal eVAAIKEG PE OWIun ekdrAwon Tng vooou Pompe. H diaita BacifsTal oTnv Bewpia 611 n
uwnAfl KatavaAwaon TTpwTEivNG Kal AiTToug (OTTwG KpEag, auyd, Tupi Kal BouTupo) Kal
AyoTepwyv udaTaAVOPAKWY (OTTWG TO WwHi Kal Ta CUUAPIKA) PTTOPEi va Bondroel otnv
emPBpaduvaon TnG PUIKNAG aduvauiag Tou ouppaivel Adyw cuocowpeuong YAukoydvou ota
KUTTOpA. AuTO oupaivel €TeIdr) TTEPIOPICETE TNV TTOOOTATA TWV UdATAVOPAKWY TTOU
KatavaAwvovTal (Toug oTToioug ol aoBeveig e Pompe dgv utmmopouv va d1aoTrdoouv) Kai
TOUG QVTIKOBIOTATE PE TTPWTEIVN Kal AiTTOG TTOU JTTOPOUV VA XPNOIUOTTOINBoUV OwaoTA Yia
EVEPYEID. YTTAPXOUV OPIOUEVOI QOBEVEIG TWV OTTOIWV N PUIKR duvaun Kal n ikavotnta
Badiong BeATILONKAV PETA aTTO PIa SidITa PE UWNAR TTEPIEKTIKOTNTA O€ TTPWTEIVES. Ouwg
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TTOANOI GAAOI Bev TTapouaiacav onueia BEATiwong.

AlaTpo®n kai AiaiTnTiKR O€paneia

Na Toug acbeveic pe oOwiun ekdNAwon TG vooou Pompe, oOTOXOG E€ival va
QVTIMETWTTIOTOUV:

1) H augavépevn ouoowpeuan YAUKOYOVOU Kal

2) H aug¢nuévn xpnoIhOoTIoiNoN TWV AUIVOGEWV.

‘Exel TapatnpnBei 611 pia diaira uwnAng TTEPIEKTIKOTNTAG OE TTPWTEIVN KAl XOUNANG O€
udaTavBpakeg, o€ ouvduaoud pE aepOfla AOKNON MTTOPEI va PonBroel PePIKOUg
aoBeveic. A9 1 To OKETITIKO auUTOU TOU €idoug TNG BepaTreiag, aTToTeAEl pIa ATTOTTEIPA
MEIWOoNG TNG atTodrikeuong YAukoyovou, TnG augnong TG XPNOIMOTIoINONG TwV AITTApuwV
0&EWV OTOUG HJUEG Kal TauToxpova d10pBwaon TNG augnuévng ogeidwong TWV APIVOZEWY
TToU oupBaivel oTn vooo Pompe. Mia diaita upnAr o€ TTpWTEIVN ITTOPEI VO GUPTTANPWOEI
N Bepatreia ERT. Avae. 1xai2

2UVOAIKA, n dIatrpnon Tng owoTnAG OlaTPOYNG ME TIPOCOXN OTA HOKPOBPETTTIKA
(TrpwTeivn, AiTTn Ko udATAVOPAKES) KAl OTA JIKPOBPETITIKA (BITANIVEG) €ival onuAVTIKN yia
TNV dlaxeipion OAwv Twv acBevwy pe vooo Pompe.

E: Nwg ptropei n aAavivn Kai Ta GAAa S1aTpo@IKA CUUTTANPWUATA va Bonéroouv
Ta dTopa pe vooo Pompe;

A: H aAavivn gival éva apivogu, OOIKO OTOIXEIO TwV TTPWTEIVWYV. NAiYeG MEAETEG €XOUV
otnpi¢el TNV arroyn OT1 N AWn PIKPWVY TTOOOTATWY aAavivng KaBnuepiva atmo aidid Kai
evAAIkeG pe vooo Pompe, ptropei va atrodwaoel TepIcooTepn evépyela. MNapd 1o yeyovog
OTI Ol ETTIOTAPOVIKEG EVOEIEEIG Eival TTEPIOPICUEVEG, O TTAPOXOI UYEIOVOUIKAG TTEPIBaAYNG
TTOU OTNPEICOUV AUTH TNV TTPOCEYYION, BEWPOUV OTI Ta CUPTTANPWHATA aAavivng Bondouv
oTnV TTPOANYN TNG MEIWONG TNG MUIKNAG padag, 6tav To YAUKOyOvo CUuOOwpPEUETAl OTA
KUTTOpA. H aAavivn gival o€ pop@r) okOvng Kal UTTOPEi va avapixBei ue Tnv Tpor).

E: YTApXOUV OUYKEKPIMEVEG YOOTPEVTEPOAOYIKEG/DIATPOPIKEG OUOCTAOCEIG TTOU
TPETTEI VA EEETAOTOUV PE TNV KAIVIKA 004G ONAdA;

A: Nai, o1 TTapakaTw €ival yaoTpeVTEPOAOYIKEG/DIATPOPIKEG CUOTATEIG:

o Kdavte TNV BIVIEOPOBOPICPUOOKOTTIKY EKTIUNON TNG KATATTOONG KAl TNV €€£TAON YIA
Tnv 'Ol wote va opioTei Kal n diaxeipion ¢ oitiong (amd Tou OTOPOTOG/HE
KABeTPA) aTnV apxr Kal HETA TNV KAIVIKE €VOEIEN.

o AlgyEipeTE TO OTOPATIKO AicONUa Kal Tov pn BpeTTIKG ONAacud o€ Bpépn TTou dev
TPEPOVTAI ATTO TOU OTOPATOG.

e [lapakoOAouBEioTE TTPOCEKTIKA TIG TTAPAPETPOUG TNG AUENONG.

e [Mapoxn emapkoug dlaTpoPAS (uwnAn TTpwrTeivn TTou atroTeAeital amd 20-25%
TTPWTEIVN) PE TTPOCOXN OTIG BITAUIVEG KAI TO HETAAAIKG OTOIXEIQ.

E: Ti gival o1 Bitapiveg Kai yiaTi TIG XPEIAJETAI O OPYAVIONOG MNOG;
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AlaTpo®n kai AiaiTnTiKR O€paneia

A: O opyaviopog XpNOIYOTIOIET TIG BITAMIVES yIa MIa TTOIKIAIO BIOAOYIKWYV AEITOUPYIWY,
oupTtrEpIAaPBavouévwy NG augnong, TNG TEWNG Kal TNG AEITOUPYIaG Twv VEUPWV.
Ymrapyouv 13 BITapiveg TTou €ival atrapaitnteg yia Tov opyaviouo: A, C, D, E, K, kai Tig
Birapiveg B (Beiapivn, piBo@Aaivn, viacivn, maviobevikd ogu, PBlotivn, B6, B12 kai

QUAAIKO 0&U).

Y1mrdpyxouv dU0 KATNYOpPiEg BITAMIVWV:

YdaTodIaAuTéG BITAMIVEG:

AuTEG o1 BITapiveg aTToppoPwVTal EUKOAA ATTd TOV

opYyaviouo.

a.

B.

To oupTtTAeypa Birapivwy B kail C gival udatodIaAuTEG BITOUIVEG.

O1 udartodiaAuTég BiTapiveg dlaAuovtal OTO vEPO Kal dev aATTOBNKEUOVTAL.
AtroBdAAovTal atrd Ta veppd.

Emeidr) autég o1 Birapiveg dev armobnkeuovTtal, ol avBpwTrol xpeiddovTal
OuVEXTN TTapOoXK TOUG 0Tn dIATPOYr) TOUG.

AiTod1a0AUTEG BITaMiIVEG: AUTEG Ol BITAUIVEG ATTOPPOPWVTAI OTOV OPYQAVIOUO HE TN
BorBeia Twv XOAKKWV 0&Ewv, Ta oTroia €ival uypd TIOU OUuvTEAOUV OTNnV
atmmoppo®non Tou Aitroug. O1 Bitapiveg auTtég artroBnkeuovtal avaloya HE TIG
QAVAYKEG TOU OpYyaVvIOUOU.

a.

B.

Y.

O1 Birapiveg A, D, E ka1 K givalr NITTodIaAUTEG BITAMIVEG.

O1 NirrodiaAuTég Bitapiveg dlaAuovTal ota AT kal atmmoBnkevovTal oTo
ATTap Kal 0Toug AITTWOELIG 1I0TOUG, evw aTToBAAAOvVTal TTOAU TTIO apyd O€
oxéon Me TIG udATOBIOAUTEG BITAMIVEG.

AuTEG o1 BiTapiveg atroBnkeuovTal, Kal CUVETTWG OEV €ival atrapaitntn n
KaBnuepIvr) TTPOCANYI) TOUG.

O1 AiTodiaAuTEG BITapiveg atmmoBnkevovTal yia PEYAAEG TTEPIOOOUG, Kal
OUVETTWG UTTAPXEI JEYAAUTEPOG KiVOUVOG YIa TOEIKOTNTA, OE OXEON ME TIG
udaTOdIOAUTEG, OTaV AapuBdavovTtal o€ UTTEPBOAIKEG TTOOOTNTEG.

2UVNBWG PTTOPEITE VA TTAPETE OAEG TIG BITAUIVEG OAG ATTO TIG TPOPES TTOU KATAVOAAWVETE
KAl TO OWHa oag uTropei €triong va trapayel 1ig Pirapiveg D kar K. Ta dropa 1mou
OKOAOUBOUV XopTO@AYIKN SIaTPOPK) UTTOPEI va XPEIQOTOUV CUUTTAApwHA BITaUivng

B12.

Ovopa Birapivng

Baoikég AeiToupyieg 2uvnBIoHEVEG BIATPOPIKEG

mnyég

H Birapivn A kavel TTOANG Bitapivn A: ZukwTi, yaAa

Birapivn A

TTEPICOOTEPA ATTO TO VA OAG
Kavel va BAETTETE OTO OKOTADI.
Algyeipel TNV TTOPAYWYN KAl TRV
OPACTIKOTNTA TWV AEUKWV

EUTTAOUTIONEVO PE BITapivn A Kal
YOAQKTOKOUIKA TTPOIOVTA,
BouTupo, TTANPEG YaAa, Tupi,
KPOKOG auyou

1P www.worldpompe.org
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AIMOCPAIPiIWY, EPTTAEKETAI OTAV
avaddunon Twyv ooTwy, Fonda
oTtn dlaTAPNON TNG UYEIag TwvV
€VO0ONAIOKWYV KUTTAPWV (QUTWV
TTOU £TTEVOUOUV TIG EOWTEPIKEG
ETTIPAVEIEG TOU OWHATOG) KOl
PUBUICEl TNV KUTTOPIKN
avatrtuén kai diaipeon. H B-
KApOoTivn €ival avTIOgEIdWTIKA
KOl KOPKIVOTTPOOTATEUTIKN.

MpoBiTapivn A: kapoTq,
TTPACIVA GUAAWDN AaxaviKd,
YAUKOTTATATEG, KOAOKUOQ,
KOAOKUBAKIQ, Bepikoka, TTETTOVI.
Eival kaAUTepa va eTTIAEEETE Eva
TTOAUBITANIVOUXO CUUTTARpWUA
TTOU TTEPIEXEI OAN 1 TN
OUVTPITTTIKI TTAEIOVOTNTA TNG
Birapivng A, Kupiwg PE TN HopYn
TNG BriTa KApPOTivng.

H Birapivn D BonBdgl To cwua
OTO va dIac@aAioel OTI
ATTOPPOYPA KAl CUYKPATEI TO
aoB£CTIO KAl TO PWOPOPO, KAl
Ta dUO ATTOPAITATA YIA TN
oounon Twv ooTwv. Ol

[MOAU Aiya TpO@IPa TTEPIEXOUV
@uoikn Birauivn D. KaAég TnyEg
€ival Ta YOAGKTOKOUIKA TTPOIOvVTa

MoTteveTan 6T TTai¢ouv poAo o€
OUYKEKPIPEVEG KATAOTAOEIG TTOU
oxeTiCovTal he TN yRpavorn.

H Bitapivn E €ivai ettiong
ONMAVTIKN YIa TOV OXNMATIONO
TWV EPUOPOKUTTAPWYV Kal
BonBdgl Tov opyavioud wWoTeE va
xpnoluoTtroinoel Tnv Birapivn K.

Birapivn D EPYAOTNPIOKEG NEAETEG ETTIONG Kal Ta dONUNTPICKA TTPWIvoU (Kal
deixvouv ot n Birapivn D Ta OUO EUTTAOUTIONEVA PE
TpoAapBavel Tnv avarTtuén kai | Birapivn D), kal Ta Airmapd wapia
TN dIAIPECN TWV KAPKIVIKWV OTTWG 0 OOAWPAOG Kal 0 TOVOG.
KUTTAPWYV, EVW TTAICEI ONUAVTIKO
POAO OTOV EAEYXO TWV
MOAUVOEWV.
KaAég Tnyég Birapivng E eivan ta
. o otropéAaia, Ta VIPECIVYK
H Birapivn E tlvai eva . oaAdTag mou £xouv ws Baon Ta
AVTIOEEIOWTIKO TTOU TTPOOTATEUEI AGBIQ, Ta auiyBoAd, o
TOUG 10TOUG TOU GWHATOS atro NAIGCTTOPOG, TO PUOTIKOBOUTUPO
QO0TABEIG TTAPAYOVTEG TTOU KQI TQ TTPAOIVE QUAAGBN
ovopadovTal eAeUBepeg pices. Ol AQXQVIKG
e)\s’oeapsg piCsF kTTopouv va H BlTapivh E BpiokeTal oTa
Er)\TO(()LIL’jOLIJ(\(lxlT?aKgTT%Q/% Tous TTAPAKATW TPOPIPA: CITAPI,
Birapivn E S pyava. KAAQUTTOKI, ENPOi KapTTOi,

OTTOPOI, ENIEG, OTTAVAKI KOl AAAQ
TTPACIVA GUAAWDN AaxaviIKd,
oTTapadyyl, oTTopEAaIa
(apaBooitéAaio, nAiéAaio,
ooyiéAaio Kal BapBakéAalo).

Ta TpoidvTa TTou TTapdyovTal
aT1To QUTA TA TPOPINA OTTWG N
Mapyapivn, €TTiONG TTEPIEXOUV
Birayivn E.
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H Birapivn K BonBdael otnv
TTapaywyr Twv 4 amo 1ig 13
TTPWTEIVEG TTOU ATTaITOUVTAI YIA

H Birapivn K BpiokeTal o€ TTOAAG
TPOYIUA, €I0IKA OTA TTPACIVA
QUAAWON Aaxavika (KEIA,
Aaxavideg, YTTPOKOAO,
Aaxavakia BpugeAAwy,

(aokopPikS ogu)

emMPBAaBeigc eAeUBePEG PiCeg, EVW
BonBdasl oTnv TTapaywyn
KOAAayoOvou, VoG 1I0TOU
aTTaPaAiTNTOU YIA UYIr 00T4,
OOvTIa, OUAA Kal T ayyeia Tou
aipgarog.

Birapivn K TNV TTASN TOU QiPaTOG. MOIVTavOG) Kal 0Ta ouvnBIopEva
H Birapivn K €1miong euTTAEKETAN | payeIpIKa EAaia. Mepika
oTnV OONNOCN TWV OOTWV. TTOAUBITaUIVOUXO OKEUAOUATA,
TTEPIEXOUV HIKPH TTOOO0TATA
Birapivng K.
H Birapivn C 1Taicel onuavtikod
POAO OTOV EAEYXO TWV ECaipeTikég TTNYEG Birapivng C
MoAuvoewv. Eivail e1Tiong gival Ta e0TTEPIOOEIDN 1} Ol XUMOI
IOXUPO aVTIOGEIDWTIKO TO OTTOI0 | E0TTEPIOOEIdWY, TA BATOMOUPQ,
Brrapivn C MTTOPEI va ECOUDETEPWOEI TIG Ol TTPACIVEG KOl KOKKIVEG

TTTEPIEG, Ol VIOPATEG, TO
MTTPOKOAO, Kl TO OTTAVAKI.
MoAAG dnuNnTpIoKA TTPWIVOU
€ival 1TioNG EUTTAOUTIOUEVA PE
Birapivn C.

Ogiapivn (B-1)

Bonbdel otnv atreAeuBEpwon
EVEPYEIAG OTTO TIG TPOYEG, TNV
QUOIOAOYIKN OPEEN Kal gival
ONPAVTIKN yIa TNV AEIToupyia
TOU VEUPIKOU OUCTHUATOG.

AlTnTIKEG TTNYEG BElapivng givail
TO HOOXApl, N payid, Ta 6oTTPIq,
(pacdAia, pakég), To YaAa, ol
¢npoi kapTroi, N Bpwpn, Ta
TTOPTOKAAIQ, TO XOIPIVO, TO pU(],
ol oTTOPOI, TO OITAPI, TA
ONUNTPIAKA OAIKNG AAEONG KAl N
Mayld. ZTIG BIOUNXAVOTTOINUEVEG
XWPEG, Ta TPOPIPA TTOU
@TIAXVOVTAl JE AEUKO pUdI
AEUKO aAeUpI gival ouyxva
EVIOXUMEVA UE Belapivn.

PiBo@AaBivn (B-2)

H piBo@AaBivn AsiToupyei Pe TIG
GAAEG BITapiveg TOu
oupTTAéypartog B. Eival
ONPAVTIKN yIa TNV aug¢non Tou
OWHATOG KAl TNV TTapaywyn Twv
EPUBPOKUTTAPWYV eV BonBdcl
Kal OTNV atTeAEUBEPWON
eVEPYEIQG aTTd TOUG
udaTAVOPAKEC.

ATtraxo kpéag, auyo, éoTrpia,
¢npoi kaptroi, TTpdaiva UAAWON
Aaxavikd, YOAOKTOKOMIKA
TTPOIOVTA Kal YAAQ, gival TpOQIua
TTOU TTapEXOUV pIBopAaivn oTn
diauta. To ywuyi kai Ta
ONUNTPIAKA gival cuxva
eUTTAOUTIONEVA E pIBOPAaivn.
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Mapaywyi evépyeiac aTé ZUKQTl, Wapl, ﬂou)\sled, Kp€ag,
TPOYEG, BonBd Tnv TEWnN, puaTikia, 6npnTplaKq .
TTPOGYEI T GUOIOAGYIKF GPEEN, EVIOXUpEVQ, Kal O)’\IKI’]Q aAeong.
TTPOWOEi TNV uyeia Tou H viaoivn (YVNC{TH Kal we
0£pUATOG Kal Ta VEUPA. Birapivn B3) B’pIO'KEZ.'.I'EJ ' otd
Niaaivn (B-3) H viacivn Bondd Tnv V“)‘O)‘\KTOK‘,’“'K“ Tpoiovra, Ta
AEITOUPYIKOTNTA TOU TTETTTIKOU TTOUAEPIKA, TO Wdpl, TO ATTAXO
OUCTHPATOG, TOU OEPPATOG Kal KPEQS, T O.LFQ §npoug KapTroug kal
TwV veupwyv. Eival ettiong Ta a)l\J ya. 10 ogrrpla kai 1o
ONMAVTIKN YIA TN JETATPOTTN TWV EUTIAOUTIGHEVO WWHI KAl
TO0GILWY OF EVEPYEIX. 5I’]pr]TpIGKG ETTIONG TTAPEXOUV
viagivn.
H Birauivn B-6 BonBdel otov
METABOAIOUO Kal OTNV KaAég Tnyég Birapivng B6 givail
Birapivn B-6 armroppoPnon TV TTPWTEIVWV, TQ s\{loxupéva 6npnTpl’aKé, Ta
. OTOV OXNUATIONO TWV @acoOAia, Ta TTOUAEPIKA, TA
(TTupIdOgivn) . . . .
€PUBPOKUTTAPWY, OTNV wdapia kai K&troia @pouTa Kal
Xpnoigotroinon Twv AIMTwWv atmo | Aaxavikd.
TO CWUA
Bonbd otov petaBoAioud Twv
TTPWTEIVWYV, TTPOAYEI TOV
géﬂgggﬁﬂsng, TTpoAauBavel HO)\),\d Tp(’)cpma’aivql séa,'pET'Kég
TIG €K YEVETAG ATEAEIEG TNG TTNyes (pUM'KOL,J 0g¢ag, TG Ta
OTTOVOUAIKAG OTAANG Kal TOU $pouTd, Ta Trpdoiva AO,(XGV'KG’
DUAAIKO 0&U EYKEQAAOU, MEIWVEI TA ETTITTED nggkgﬂlg%ﬁ O)\ITKT]Ig:d)\EO'I']Q, Ta
OMOKUOTEIVNG KAl CUVETTWG TOV ?rpw'l'voo, o sghj'rr}\opunopéva
KivOuvo yia kapdiayyeloka SnuUnT IG,KCX Kal TO TTO0IGVT
vooruata. H éAAeiyn @uAAikou T(;]Ltm P P
0&€og ouvdEeTal Ye TTPORARpOTA S
KATa TN yévvnon 01rwg dIoXI0NGg
pAaxn Kal aveykeQaAia.
yevenoD viwob,om | BTG T ks
] . TPOPIUA: K , OUKWTI, V :
Birapivn B-12 Snuoupyia SPUG'OAOV'K(,UV Wapl, auyo, yaAa kai
EPUBPOKUTTAPWY TOU AipaTOG, A X
oTn d1aTrPNON TOU VEUPIKOU YOAQKTOKOUIKA TIpOIOVTA,
GUOTAGTOC. OTPEIdIA, OOTPAKOEIDN.
To 1TavToBevIKO 0EU XpeladeTal Mikp€g TTOOOTNTEG TTAVTOBEVIKOU
yld TOV oXNHATIONO TOU 0&€og Bpiokovtal oxedov oe 6Aa
MavToBeviko 0gU ouvevCuuou A(CoA) kai gival Ta TPOPIUA, ME UYNAOTEPEG
ONMAVTIKO YIa TO METARBOAIOUO TTOCOTNTEG OTA dNUNTPIAKA
Kal TN ouvBeon Twv OAIKAG GAeoNG, Ta OOTTPIA, TA
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udaTaAVOPAKWY, TWV TTPWTEIVWV | Auyd, TO KPEAG Kal TOV BACIAIKO
KAl TWV NITTWV. TTOATO.

H Biotivn €ival atmrapaitntn yia
TNV AQVATITUEN TWV KUTTAPWYV,
Biotivn TNV TTApaywyr] AITTApWyV ogEwv
KAl TOV JETABOAIOUS TWV AITTWV
KOl TWV APIVOEEWV.

2UKWTI, VEQPA, KPOKOG auyou,
YOAQ, Ta TTI0 @PECKA AaXAVIKA.
Emiong mapayetai améd ta
EVTEPIKA BAKTAPIQ.

MNMou Ba pabete TrepioocoTepa Agite TNV evoTnTa «lEPICOOTEPESG TTANPOPOPIEGH

Avag. 1 KateuBuvtrpia odnyia didyvwaong Kai diaxeipiong Tng vooou Pompe
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3110959/

Opada Epyaciag Tng ACMG yia T Alayeipion 1ng Néoou Pompe: Priya S. Kishnani, MD1 , Robert D. Steiner, MD (Chair)2 ,
Deeksha Bali, PhD1 , Kenneth Berger, MD3 , Barry J. Byrne, MD, PhD4 , Laura Case, PT, DPT1, John F. Crowley, JD, MBA5 ,
Steven Downs, MD6 , R. Rodney Howell, MD7 , Richard M. Kravitz, MD1 , Joanne Mackey, CPNA1 , Deborah Marsden, MBBS8 ,
Anna Maria Martins, MD9 , David S. Millington, PhD1 , Marc Nicolino, MD, PhD10, Gwen O’Grady, MA1 , Marc C. Patterson, MD,
FRACP11, David M. Rapoport, MD12, Alfred Slonim, MD13, Carolyn T. Spencer, MD4 , Cynthia J. Tifft, MD, PhD14, and Michael S.
Watson, PhD15

Ava@. 2 Acknon povo f o€ cuvduaoud pe Siaita UWnNAAG TTEPIEKTIKOTNTOG O€ TTPWTEIVEG 0€ aoBeveig Ye dwiun évapén Tng vooou
Pompe: ammoteAéopaTa dilaoTaupoUpevnG HEAETNG
https://pubmed.ncbi.nim.nih.gov/32505193/

Annalisa Sechi 1, Lucrezia Zuccarelli 2, Bruno Grassi 2, Rita Frangiamore 3, Ramona De Amicis 4, Mauro Marzorati 5, Simone
Porcelli 5, Annarita Tullio 6, Anna Bacco 7, Simona Bertoli 4, Andrea Dardis 8, Lea Biasutti 2, Maria Barbara Pasanisi 3, Grazia
Devigili 9, Bruno Bembi 8

AuTtn n dnuoacicuan Exel OXEOIATTEI yIa va TTAPEXEI YEVIKES TTANPOQOPIESC OXETIKA LIE TO BEUA
mou KaAurrreral. Aiavéuetal w¢ onuooia utmnpeaia amd 1 Aigbvy Evwon Pompe,
karavowvrag o1l n Aigbviic Evwon Pompe dev acxoAcital ue tnv mapoxn Iarpikwy N
aAMwyv emayyeAuarikwy uttnpeoiwv. H iarpikn givar pia diapkwg ueraBarAouevn emoriun.
To avBpwr1Tivo o@aAua kai ol aAAayES aTnv TPAKTIKH KaBioTouv aduvarn TNV ToToTT0inon
NS akpiBeiac Térolwv ouvOsTwV UAIKwv. Atraiteital emiBeBaiwaon autwy Twv TANPOPOPIWYV
arro AAAeg Tnyéc, €10IKG atTd Tov 1aTp0 TOU aoBevoUc.
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