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AIATPO®H KAI AIAITHTIKH ©EPATEIA

noMc’r droua ue voéoo Pompe
avriyeTwiriCouv mpoLAHuaTa e 10
@aynté. H uuikn aduvauia urmopei va
OUOKOAEwel TO Oaykwua, Tn udonon,
Kal TNV KAaramoon TtnG 1po@eng. Auro
OUOKOAeUEI TOUS aOBeveic OAwv Twv
nAIKiwv 10 va @Aave avera kai va
KaAuwouv T1i¢ OIaTPOYIKES QVAYKES TOU
owuaroés  toug.  Ta  avamveuoTIKA
mpoBAnuara emiong TTPOKAAOUV
KOTTwon kKkard@ 1n  OIAPKEIQ  TWV
YEUUATWY. 2av QmmoTéAsoua  autwy,
moAAG daroua pe véoo Pompe Oev
utmmopouv va auénoouv Kai va d1atnprioouV TO Owuartikd Tous Bapo¢, aiAd kai va
akoAoubBnioouv uia owortn oiarpoen. Or adlUvauol aAonTIKOi UUES MUITOPOUV va
o0nynoouv o€ €10p0QNCN TPOPNAS I UYpWV OTOUS TTVEULOVES Kal va empBpaduvouv Tn
o1aBaon Twv TPOPWYV OTOV 0PYavIOLO. AUTO UTTOPEI v OUVTEAETEI OE TIETITIKA 1) EVTEQIKG
mpoBAfuara. H aAAayn tn¢ diairag, Twv d1arpo@ikwy ouvnosiwy i n Anwn 1009N¢ Héow
KaBestnpa BonBouv otnv dlaxeipion autwv Twv TEOLANUATWY. AUTO TO EVNUELPWTIKO
évrutro gényei Ta TAgovekTnuara tng dIAITNTIKNG Bgparreiac o€ aroua ue vooo Tou Pompe.

E: Nari Ta dropa pe véoo Tou Pompe éxouv TpoBARUATA UE TO QAYNTO;

A: Ta dropa pe vooo tou Pompe gugavifouv OUOKOAIEG OTNV OiTION Kal TNV KATATTOON
Kal ouxvd aduvatoluv va avamtuxbouv ocwotd, av Tpokeiral yia Bpéen. Oco 1o
YAukoyévo au&dvetal oTa KUTTOPA, O MUEG TTOU XPNOIUOTTOIOUME YIO VA TTPOCAGBOUNE
KAl va TTEWYOUHE TNV TPOPH yivovTtal oAoéva Kal TTIo aduvapol. Auto eTTnPeAlesl Ta aTtoua
ME BIAPOPOUG TPOTTOUG.

2¢ TTaIdId he dlayvwopévn Bpe@ikr) vdoo Pompe, TTAPAYOVTEG TTOU CUVEICQEPOUV OTA
TTPOBAAMATA CITIONG KAl KATATTOONG €ival n aduvapia Twv JUWV TOU TTPOCWITTOU KAl TOU
oTéuaTog (MUIKA uTroTovia), n dloykwpévn YAwooa (JakpoyAwaoaoia), n aduvapia Tng
YAWOOAG, Kal N PEIWPEVN IKAVOTNTA CUVTOVIOUOU TNG YAWOOOG Kal TwV XEINIWY KATA TN
Ayn ¢ Tpo@ng. H otopaTikr diéyepon yia Ta droua 1Tou dev TpéPovTal atrd TO0 OTOPA
gival onuavtikg wote va diarnenBei n oTouatikrl aioBnon kalr va avarTuxbouv ol
OTOMATIKEG OeCIOTNTES. H diauTnTIKr) oUoTaon Ba TTPETTEl va ETTAVASIOAOYEITAI OE  TAKTIKN
Baon woTe va uttdpxel aoc@AAeia Katd TIG JETABOAEG TNG TTOpPEIag TNG vooou. BeATIwoEeIg
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otnv duokartatrogia £xouv Trapatnenbei oe Ppépn Ta otroia AdpBavav Bepatreia
evQuuikng uttokataoTtaong (ERT) kai o1 acBeveig ummoépecav va €TAVOKTHOOUV TNV
IKavoTNTa AWnS TPOYnS atrd Tou oTéuaTog. O1 TTapdueTpol TNG auénong OTTwS To UYOG,
TO BAPOC Kal N TTEPIETPOG KEPAAAGS TTPETTEI va TTApPaKOAouBoUvTal OTEVA.

2€ a00¢gveig pe dyiun ekdnAwon NG véoou Pompe, n KOTTWON TwV YVABIKWY JUWV KAl N
OUOKOAIO OTnNV KATATTOON KAl TN JAonon €ival ouxva pia TpwTn €vOeiEn TTou PTTOPE va
ouvTeAéoel og aveTTapkn TTPOCANWN (OAIKWVY Bepuidwy, BITapIVWV Kal JETAAWYV) Kal o€
KATARBOAIOHO TWV PUIKWYV TTPWTEIVWV.

2.€ IO OOBAPEG TTEPITITWOEIG, OTTWG YIa TTAPAdEIYUa o€ BPEPn TToU gival TTOAU aduvapa
Kal dev UTTOPOUV va @ave kKaBoAou, ae peyaAlTepoug o€ nAiKia acBeveic TTou givai
ID10iTEPA EAAEITTOPAPEIG 1] O€ AUTOUG PE AVOTTIVEUOTIKA TTPOBAAPATA, N CiTiIon Héow
KaBeTAPQ UTTOPEI va gival atrapaitnTn.

E: T BApaTa pImopw va KAVW WOTE va BeATIWOW TN SiaiTd POU KAl VO TPWW
KOAUTEPQ;

A: Tpo®ég peyaAeg oe pé€yeBOG Kal TTAXOUG, OTEYVEG | OTEPEEG PTTOPEI va ival BUOKOAO
va paonBouv Kal KaTatroaor Toug evéXEl TOV Kivouvo €10pd@pnong oToug TrveUuuoveg .lMa
va €ival Mo €UKOAN n TTPOCAAWN TOUG, TPOTTOTTOIEIOTE TO PEYEBOG, TNV UPN N TO TTAXOG
TWV TPOPWV PECW TNG AAEONG, TOU TEPAXIOMOU ] TNG AVANIENG YE KATTOIA OAATCQ/(WHO.
O1 uTTOoUKIEG Ba TTPETTEI VA €ival PIKPEG KAl va JacwvTal KaAd. KatavaAwoTe TTOAAG Kal
MIKpG yeuparta avTi yia 3 peydAa. Mieite uypd oiyad-oiyad kai BeBaiwBeite 611 AauBavere
QPKETA Uypd Katd Tn didpkeia TG nUEPAg. H 1mdéon pe KaAaudkI, Kal N Pn KatdkAion yia
MIa PE BUO WPEG PETA TO paynTd PTTOpOUV £TTioNG va BonBrocouv. Ta peuoTd TPOQIPA
Kal Ta po@AuaTa (6TTwg n oouTreg, ol (Woi, To vePO, To YAAQ) utropei £Tmiong va eivai
duokoAa otn katdrroon Toug. Adyw ypriyopng diéAeuong atrd Tov gdpuyya UTTopouv va
TTPOKAAEoOUV TIVIYMO. [1pooTTaBrioTe va KAVETE TIC OOUTTEG KOl TO POPAMATA TTIO
TTUKVOPPEUCTA  XPNOIMOTTOIVTAG PBPePIKO puldAeupo, KOAAUTTOKAAEUPO 1 €IOIKEC
OKOVEG TTOU €XOUV QTIOXTE yIa auTO TO OKOTTO. O dIaITOAOYOG PTTOPET VA PTIALE! VIO E0AG
f 7o TTaIdi 0OGg I00pPOTTNHEVA yeUuaTa TToUu Ba atmodidouv KaBnuepIva TIG BepUIdES Kal
Ta OPETITIKA CUCTATIKA TTOU XPEIAleoTe. MTTOPEITE VA AVTIKATAOTACETE KATTOIA YeUPOTA
ME OIATPOPIKA POPHKATA T OTTOIA TTAPEXOUV TIG ATTAPAITNTEG PITAMIVES Kal HETAAAA. Ol
€IOIKEGC QOKNAOEIGC MTTOPOUV va BonBrijoouv OTnv  evOUVAPWON TWV HUWV  TTOU
OUMUETEXOUV OTNV TTPOCANWN TPOPNG.

O yiatpég oag utropei va {ntioel va d¢ite £oeic ) To Taudi oag évav AoyoBepatreutr). O
AoyoBepaTTEUTAG PTTOPEI VA EKTIUAOEI, VA dIAYVWOEl, va Bepatreloel Kal va TTPOAGBEI
dlatapaxEg Tou oxeTiCovral e Tov Adyo, TNV YAWOOoQ, TNV YVWOTIKA ETTIKOIVWVIA Kal TNV
karatroon. ETriong utropei va oag padel d1agopeTikoug TPOTTOUG KATA Tn CiTIoN, TN

2

ird www. worlapompe.org Supported by an Unrestricted grant from S@€Ngyme
August 2005 Code 005
Rev May 2011




AIATPO®H KAI AIAITHTIKH ©OEPATEIA

MAonon, TTOU PEIVOUV TOV KivOuvo €10pd®nong.

E: T civoun n Bivrieo@BopIiopooKoTIKA EETOON TG KATATIOONS KAl YIOTi TTPETTEI VO
TNV KAVOUV Ta dTOMa pE vOoo Pompe;

A: H Bivico@BopIoUOOKOTTIKA €€ETACN TNG KATATIOONG TIPETTEl va YiveTal KAtd TN
d1dyvwon kAabe ardépou pe vooo Pompe Adyw Tou augnuévou Kivouvou €1o0pd®nong
(TPOoYnGc 1 uypwv oTtnv Tpaxeia). H @BOPICUOOKOTTIKY €E€TaON TNG KATATTOONG (TTOU
ovopadeTal Kal TPOTTOTTOINUEVN MEAETN KATATTOON Papiou) eival pIa QVTIKEIMEVIKA
ekTiunon TNG Asimoupyiag TnG Kkatdmoong. O OKOTOG TNG €ival va eKTIUACEl TNV
mlavoTnTa €10pdPNoNG KaTd Tnv cition. Katd tn didpkeia TnG €EETAONG O aoBEVEig
kdBovtal o€ KAaoikr 6€on @ayntou avdAoya pe TNV NAIKia kail TRV avamTu¢h Toug. Toug
divetal pia  TTOIKINia  amd  ouoTdoelc  Tpowv  (AeTTTOpeucTa,  TTaXUPEUOTQ,
TTOATOTTOINPEVA, HOAOKA OTEPEA, OTEPEQ) padi ue BAplo. H eg€Taon ekTINA TIG TTAPOAKATW
PAOEIG KATATTOONG:

e XZTOMOTIKN @don: H Katdtmmoon &ekivd Ye Tn OTOUATIKN @ACN, KATA TV OTToid n
TPOQIr MECA OTO OTOMO UYPaiVETAl KAl YaAoIETal PE T BONBEIa TwV PACNTIKWY
MUWV.

e Qapuyylikq @don: o BAwPOS (MIKPR TTOCOTNTA WOAAKAG HACNUEVNG TPOPNG)
@Tavel oTov @Apuyya OTToU €IBIKOI aloBNTIKOI UTTOOOXEIC €VvEPYOTTOIOUV TNV
akouaola TTAeupd TNG KaTtdtmoong. 'Eva onuavTikG onueio TnG @apuyyikKAg ¢aong
aTTOTEAEI TO AKOUOIO KAEIOIMO TOUu Adpuyya atrd TNV ETTIYAWTTIOA KAl TIG QUVNTIKEG
XOPOEG, N TTPOCWPIVA BIAKOTTH TNG avaTtrvong, 6tmou TTpoAauBdvouv Tnv €icodo
TNG TPOYNG OTNV TPAXEIQ KAl TOUG TTVEUPOVEG. To KAgiolgo Tou Adpuyya atrd Tnv
EMYAWTTIOA TTPOCTATEUEI TOUG TTVEUUOVEG ATTO TTIBavS Tpauud, agou n TPoYr) Kal
GANa pépn pTTOPOUV Va TTPOKAAECOUV OOPBAPEC WOAUVOEIS Kal €PEBICPO OTOV
TIVEUMOVIKO 10TO. OI JOAUVOEIG TOU TTVEUUOVA TTOU TTPOKOAOUVTAI OTAV QOPUYYIKI)
@Aon TNG KATATTOoNG €ival YVWOTEG OAV TTIVEUHOVIQ aTTo €10p0PNOoN.

e Oioco@ayiki Ddon: OTTWG N TPOPI ATTOPNAKPUVETAI OTTO TOV QApPUYYA, EICEPKETAI
OTOV OI00QAYO, HUIO UYUIKA douy oav OWARVOG, O OTToI0G 0dNYEi TNV TPOYr OTO
OTOMAYX!I ME PUBUIKEG ouoTTdcelg. O 0100QAYos £xEl DUO ONPAVTIKOUG OQIYKTAPEG,
TOV AVWTEPO KOl TOV KATWTEPO, Ol OTTOI0I KATW aTTd QUOIOAOYIKEG OUVOAKES Oev
ETTITPETTOUV OTNV TPOPN ) TO GAAIO va eTTavépBouv 0To oTOMA. Edv autd cupfei,
Ol OICOQYAYIKOi OQIYKTAPEG, TIPWTA O AVWTEPOG KAl HETA O KOTWTEPOG
TTPOOPEPOUV €vaV QUOIKO €UTTOBIO OTNV €TTAVAQOPA TNG TPOYNG, Qvoiyouv
aKoUOIa 600 N TPOPI HETAPEPETAI KATA TNV KATATTOON.

Av uttdpxel upnAdg Kivduvog yia €l0pO@non icwg Ba TTPETTEI VO OTAUATAOEI O A0BEVAS
va TPEPETAI ATTO TO OTOPA KAl VA LEKIVAOEI OITION HECW YOOTPOOTOUIOG.
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E: Ti gival n diatpo@n HEOW KABETAPA KAl YIATI T ATOMO TTOU S1AYIYVWOKOVTAI ME
vooo Pompe Tou xpeialovral ouxvd;

A: H oition péow kabetpa atrodidel pia TTAREnN dlaTpoQr] OTOUG OBEVEIC YE OWIuN
vooou Pompe 1Tou dev ptmopouv va Tpa@oulv amd 1o oToua Adyw TpoBAnudTwy OTNn
MaGonon, oTnv KAtarmoon kKal otnv avatrvory. Etmiong xpnoiyotroiouvtal Kal o€ PpEQn
TToU gival aduvaTouv va BnAdoouv A va Tpa@oulv pe UTUTTEPOS A dev Traipvouv Bépog. H
oiTiIon HEoW KABETAPA TTPOAQUPBAVEI TNV TPOPr aTTd TO va TTEPACEl OTOUG TTveEUUOVEG. H
KATAOTAON KATA TNV OTTOia TO ATOMO TPEPETAI JE KABETAPA OVOPAZETAI EVTEPIKI 1] OITION
MEOW KOBETAPQ. Z€& PEPIKEG TTEPITITWOEIG TTPETTEI VO CUCTHVETAI OUVOUAOPOG OiTIong
AaTTO TOU OTOMATOG KAl HEOW KABETAPO WOTE va AauBAavovTal Ol atmapaitnTeG BEPUIdEG,
Kal va EMTPETTETAI N QUOIOAOYIKH a1oOnThPIa avATITUEN TOU OTOUATOG.

Y1mdpxouv 2 TUTTOI KABETAPWYV CIiTIONG:

e O pIvoyaoTpIKOG KABeTAPAG: TOTTOBETEITOI JEoA aTTO TN PUTN KAl ETAPEPEI TA
BPETITIKA OUCTATIKG KaTeuBeiav oTo aTOUAX!.

e TaoTpooTopia: ToTToBETEITAI XEIPOUPYIKA PEOW €VOG AVOIYUATOG OTO TOIXWHO
TOU OTOUAXOU KOI PETAPEPEI TA OPETITIKA CUCTATIKA KaTeuBegiav 0TO OTOUAXI.
Eival kaAf emAoyf yia &topa T1ou xpeidfovTal oiTion Jéow KABETpa yia
MEYOAUTEPO XPOVIKO dIdoTNUQ.

E: Ti pTopWw VO KAVW WOTE VA AVTIHETWITIOW TTETTITIKA 1) EVTEPIKA TTPOBARMATA;

A: H kaAutepn oupBouAn civar va atreuBuvbeite oTtov yiaTpd cag. [epiypdyte Ta
TTpoBANpaTa cag kai {nTAoTe Bonbela yia va Ta avTigeTwTrioeTe. H aduvapia Twv puwy
TTOU KATEUBUVOUV TNV TPOYr OTO OTOUAXI WTTOPEI va TTPOKOAECEl aioBnua Kauoou K
yaoTtpooico@ayikiy TaAivopounon (FOMM). H T'OlN cupBaivel étav 10 OEIVO TTEPIEXOUEVO
Tou oTopdxou TTOAIVOpopEl Eavd oTO OTOMa PEOW TOu olco@Aayou. H karavadAwon
MIKPWYV, OUXVWV YEUUATWVY Kal n 6pbia otdon katrd tn OIdpKeEIa KAl PHETA T yeUuuaTa
MTTOpOUV va BonBrijcouv. H aduvapia Twv PJuwv Tou BWPaKa Kal TwV KOIAIGKWY PHUWV
MTTOpPEI va TTpokaAéoel duokKoAia oTnv a@oddeuon kal duokolAidTnTa. H duokoiAidTnTa
MTTOpPEI va odnynoel etmiong ot didppola. Mia dicita uwnAr O€ QUTIKEG iVEG Kal N
TTPOCANWN dgBovwy uypwv PTTopolv va Bonbricouv atnv TpoAnwn NG SUCKOIAIOTNTAG.
2 UMPBOUAeUTEITE TOV YIQTPO OAC TTPIV TTAPETE OKEUAOHUATA yIia TNV TTEWN, TNV didppola N
TA EVTEPIKA TTPOLBAARUATA.

E: 'Exw akouoegl OT1 n dicita Pe uPnAn TTEPIEKTIKOTNTA O TTPWTEIVN MITOPEI va
BonOnoel Ta dropa pe vooo Ttou Pompe. Moid gival n yvwon o€ autd 10 Béua;

A: Mia diaita pe uwnAf TTpwTteivn ptropei va Bondroel kamola Taidid Kal EVAANKEG e
owiun ekdAAwon NG vooou Pompe. H diaita Bacifetal otnv Bewpia 611 N uwnAnl
KatavaAwaon TTpwTEivnNG Kal AiTroug (0TTwG Kpéag, auyd, Tupi Kal BoUTupo) UTTOPEI va
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MEIWOEI TNV JUIKA aduvapia TTou ocupPaivel Adyw cuoowpeuons yAukoydvou oTa
KUTTapa. YTdpxouv aoBeveic Twv ommoiwv n puik duvaun Kal ikavotnta Bdadiong
BeATiwONKav ueTd atd pia diaita uywnAn oe TPwTEivn. Ouwg TToAAoi dAAoI dev eixav
BeATiwon,.

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

e H augavouevn cucowpeuon yAukoyovou

e H aug¢nuévn xpnoigoTToinon TwV AUIVOEEWV

‘Exel TTapatnenBei 011 pia diaita UPNAAG TTEPIEKTIKOTNTAG O€ TTPWTEIVN KAl XaUNANG o€
udaTtdvOpakeg Oc ouvdbuaopo peE agpdfia doknon MTTOpPEl va Bondnoel PePIKoUg
a0B¢eveic. To OKETTTIKO auToUu Tou €idoug TNG BepaTreiag, atroTeEAEl HIa aTTOTTEIPA PEIWONG
TNG a1roBrKeuong yAukoyovou, augnong TnG XPnoIuoTroinang Twv AITTaPWY 0gEwWV OTOUG
MUG Kal TauToxpova di10pbwan TNG augnuEvng ogeidwong TwV AUIVOLEWY TTOU CUPBAIVEI
oTn vooo Pompe. Mia peAéTn dev katd@epe va deigel 1 n uwnArn og Tpwreivn diauta Kai
N CUUTTANPWHATIKA Xopriynon aAavivng BeATiwoav Tnv Katdotaon acBevwv Pe OYiun
ekdAAwonN TN voéoou Pompe. Mia diaita uynAr o€ TTpWTEIVN YTTOPEI VO CUUTTANPWOEI TN
Bepartreia evfuuiknig uttokatdotaons (ERT) aAAd xpeidlovTal TuXQIOTTOINUEVEG PEAETEG.
2UVOAIKA, n diatipnon Tng owoTnG OlaTPOYrG ME TIPOCOXN OTA HOKPOBPETTTIKA
(TTpwTEivn, AiTrn Kai udaTdvOpPaKES) Kal OTA UIKPOBPETTTIKA (BITAUIVES) €ival OnuUavTIKA
yia Tnv diaxeipion 6Awv Twv acBevwy pe véoo Pompe.

E: Nwg ptropei n aAavivn Kal Ta AAAa S1aTpo@PIKA CUNTTANPWHATA va Bonérioouv
Ta dTopa pe vooo Pompe;

A: H ahavivn gival éva apivogu, SOIKO OTOIXEIO TwV TTPWTEIVWV. NAiyeG MEAETEG €XOuV
otnpi¢el TNV arroywn OTI N AW PIKPWVY TTOCOTATWY aAavivng kabnuepiva atmmod aidid Kai
evAAIKEG, MTTOPEl va atrodwoel TTepIocodTepn evépyela. lMapd T10 yeyovog Ot ol
ETTIOTNMOVIKEG EVOEIEEIC Eival TTEPIOPIOUEVEG, OI ETTIOTHOVES UYEiag TTou oTnpifouv auth
TNV TTPOCEyyion, Bewpolv 0TI Ta cupTTAnpwuaTta aAlavivng BonBouv oTnv TTPOANWN TNG
MEIWONG TNG MUIKAG PAlag, 6Tav TO YAUKOYOVO OUCOWPEUETAI aTa KUTTapA. H aAavivn
€ival o€ HopPr] OKOVNG KAl PUTTOPEI va avapixBei ue Tnv TpoQr).

E: YdpXouv OUYKEKPIPEVES YOOTPEVTEPOAOYIKEG/DIATPOPIKEG OCUCTACEIG;
A: Nai, oI TTapakdaTw gival yaoTpeVTEPOAOYIKES/DIATPOPIKEG CUOTATEIG:
e Kdavte TNV BIVIEOQPOBOPICUOCKOTTIKY EKTIUNON TNG KATATTOONG Kal TNV €&€Taon yia

Tnv. FOlMN wote va opiotei kai n  dloxeipion Tng oitiong (amoé  Tou
OTOMATOG/KOBETAPA) OTNV APXH KAl JETA TNV KAIVIKR £VOEIEN.

e AlcyeipeTe TO OTOUATIKO aicOnua o€ BpéPn TTou dev TPEPOVTAI ATTO TOU OTOUATOG.

e [lapakoOAoUuBEIOTE TTPOCEKTIKA TIG TTAPAPETPOUG TNG AUENONG.
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o Emdpkeia diatpopng (mpwrteivn 20-25%) pe Tpoooxn OTIG PBITAMIVEG Kal Ta
METAAAQ.

e EvBappuveTE TNV Aoknon TTou Ba 0ag CUCTNOEI QUOIOBEPATTEUTNG EIDIKEUUEVOG
oTn vooco Pompe.

E: T civar n ooTeotrevia ka1 n ooTeoTdépwon Kai yiarti ol aoOeveic pe vooo
Pompe 0a mrpétrel va e§eTddovTal yia auTo;

A: H oorteomevia givar n Aétrruvon tng ooTiKAS paag. H peiwon g ooTikAg palag
aTTOTEAEI évav oNPAVTIKO TTapAyovTa KIVOUVOU YIia TV avaTTuén ooteommopwong. H
d1ayVWOTIKA dIoQOPd PETALU OOTEOTTEVIOG KOI OOTEOTTOPWONG Eival N PETPNON TNG
OOTIKNG TTUKVOTNTAG.

H ooTeorOpwaon xapaktnpidetal amd atrwAeIa TNG 00TIKAG HACOG TTOU TTPOKAAEITal aTTd
¢ENeIwn aoBeaTiou, Bitauivng D, payvnaiou kai GAAwv Bitauiviov Kai JETAAAwV. TToAAG
aTtro TA TPOPIUA TTOU KATAVAAWVETE TTEPIEXOUV QUTA TA DOMIKA METAAAQ TWV OOTWV.

Ta KaT@yuata Tou Bwpaka Kal Twv Ynplaiwy ooTwy éxouv Bpebei o€ aoBeveic pe
Bpegikn eupavion TnG véoou Pompe. H ooTeoTttevia €xouv TTapatnpnbei oe acBeveig
atrd TNV NAIKIa Twv 4 unvwyv, Kal JTToPEi va ouvTeAéoel € XpOovia akivnaia Kal aduvayia,
aAAG €xel TTapaTnenOei eTTiong Kal o€ acBeveig pe KAAr Puik duvaun Kai dIaTpo@r Kai
yrI' auto xpeidlovtal TTepIocoTePN £peuva. O1 TTaBo@uUCIOAOYIKOI INXAVIOUOi TNG
00TeOTTEVIAG/00TEOTTOPWONG eV €ival AKOUA KAAG KOTAvVONTOI.

MapdayovTeg TTOU UTTOPOUV VA CUVEICPEPOUV OTNV OOTEOTTEVIA KAl TNV OCTEOTTOPWON
€Xouv BepaTreuTIKEG OUVETTEIEG. H diaTpo@n TTPETTEI va €ival ETTAPKAG EIBIKA S0WV apopd
omnv TpdéoAnwn aoBeoTtiou Kai Pirapgivng D, evw Xpeldletal TTPOCOXN ME TNV
QAPMPOKEUTIKH aywyn (TT.X. HAKPOXPOVIa XPrion CUYKEKPIMEVWY BIOUPNTIKWY UTTOPE va
TIPOKAAECEI  UTTEPOORBEOTAIMIA,  PMOKPOXPOVIO — XPrAon  OTEPOEIdWY).  AuvnTIKEG
TTOPEUPAOEIS CUUTTEPIAAUPBAVOUV TN XPNOoIdoTToinon Bapwyv oTn @QuoloBepaTTeEia Kal.
Mpog 10 TTapdv dev UTTAPXOUV ETTAPKEIC EVOEICEIC OTI N @APUAKOAOYIKN Bepatreia OTTwWG
Ta SIPWOPWVIKA aTTOTEAOUV TTPOCTATEUTIKA BepaTreia yia Tnv vooo Pompe.

H Umrapgn ooTeoTreviag, ooTeEOTTOPWONG KAl KATAYMATWY, CUVIOTOUV ATrapaitntn Tnv
e¢étaon oTtoug aoBeveig pe vooo Pompe.

AT TNV OOTIKA TTUKVOTNTA (N METPNON TWV ETITTEOWY QOPBECTIOU OTA OOTA), UTTOPEI Va
EKTIUNOEI 0 KivOUVOG yIa OOTIKA KATAYHOTA. XPpNOIYOTTOIEITAI ETTIONG YIQ VO KaBopioel av
0 a0BeVAG €€l ooTeOTTEVIO | 00TEOTTOPWON. H €€£TAON TNG OOTIKAG TTUKVOTATAG
QTTOTEAEI PIa un eTTePRaTIK kal avwduvn diadikaacia, TTou yiveTal cuviBwg oTo 10Yi0,
TNV OTTOVOUAIKN) OTAAN, TOV KApPTTO, Ta dAKTUAQ, TNV KVAUN 1 TN QTEPVa.
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Evw n ooTeoTtrevia ptmopei va diayvwaoTEl XPNOIYOTTOIWVTAG OTTA OKTIVOYpO®ia, n TTio
ouxvr MEBOdOC yia Tn pETPNON TNG OOCTIKAG TTUKVOTNTAG (Kal TTIo aKpPIBRG) €ival n
atroppoenoloueTpia dITTANG evepyelag akTivwv X 1 DEXA. Xpnoiyotrolei aktiveg X
XOUNANG €VEPYEIOG KOl UTTOPEI va eKTINAOEl Ta emmimeda aofeoTtiou ota ootd. Ta
atroteAéoparta BabuoAoyouvTal cav "OKOP" KAl CUYKPIVOVTAI JE AUTA TWV UYIWV OTOPWV.

Ti1 onuaivouv ol apiBpoi; 21NV 0oTIKA TTUKVOTNTA TOU aoBevoug divetal éva T-okbdp, TO
OTTOIO TTPOKUTITEI ATTO TN OUYKPION TOU HEOOU OPOU HE Eva ATOMO idlag QUARG Kal guUAou,
nAikiog 30 etwv. H diagopd peTall TOU QUOIOAOYIKOU KOl TOU OKOP TOU aoBevi
ek@paleTal oav TUTTIKr atmokAion (SD). Ta T-okép ptTopouv va gival Katw atoé -1 SD kai
aKOpa va BewpouvTal guaololoyikd. AcBeveic e T-okép petagu between -1 SD kai -2.5
SD d&iayvwokovTal PE ooTeoTTevia Kal diaTtpéXouv uywnAd Kivduvo o0TeEOTTOPWONG.
AcBeveig pe T-okép pIkpOTEPA atd -2.5 SD diaylyvwokovTal ye ooteotréopworn. la
QuToUG TOUuG acBeveig n Bepatreia gival amrapaitnTn Kal TTPETTEN va TTEPIAAPPBAVEL TNV
XPNAon @apuakwy woTe va Bonbnbei n augnon TnGg OOTIKAG PAlag, OAAG Kal
OIaQOPOTIOINCEIG OTNV KABNUEPIVOTNTA CUUTTEPIAQUPBAVONEVWY TNG diITag Kal TNG
aoknong.

E: Ti gival o1 BiTapiveg Kail yiati TIG XPEIAJETAI O OPYAVIONOG HOAG;

A: O opyaviopuog XpNOIKOTIOIED TIG BITAMIVES yIa pIa TTOIKIAIG BIOAOYIKWY AEITOUPYIWY,
oupTrEPIAQPBavoUEVWY TG augnong, TNG TTEWNG Kal TNG AEITOUPYIaG Twv VEUPWV.
Ytrapyouv 13 BITapiveg TTou gival atrapaitnTa yia tov opyaviopoé: A, C, D, E, K, kai 1ig B
Birapiveg (Beiapivn, piBo@AaBivn, viaoivn, TTavroBevikd ogu, BloTivn, B6, B12 kal QUAAIKO
o¢u.

Y1mrdpxouv 800 KaTnyopieg BITApIVWV:

e YdartodiaAuTég BiTapiveg: AuTEG o1 BITapiveg atToppo@uwvTal EUKOAa aTTd TOV
OpYyavIouO.
o Oi Birapiveg Tou cupTtAéypaTog B kai n C gival udatodiaAuTéS BITapiveg.

o Or1 udatodioAuTéG BiTapiveg dlaAuovTal 0To vEPO, dEV ATTOBNKEUOVTAI KAl
arroBaAlovTal atro Ta veppd.

o Emedf autég o1 Bitapiveg dev armobnkeuovtal, TTPETTEI va TTAPEXOVTAI
ouvexwg atrd n diaita.

e Ai1rodiaAuTég BiTapiveg: AUTEC oI BITOUIVEG ATTOPPOPUWVTAI OTOV OPYQVIOHO UE
TN BonBeia Twv XOoAKwv o&éwv, Ta oTroia ouvTeAoUv oTnv atmoppd@non Tou
Aittog. O1 Bitapiveg autég atroBnkevovtal avdAoya MPE TIC QVAYKEG Tou
opyaviouou.

o Oi Birapiveg A, D, E ka1 K gival NITTOBIAAUTEG BITAUIVEG.
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o O1 AirmodioAuTég BiTapiveg diaAuovtal oTa AiTrn Kal ammobnkevovTal OTO
ATTap Kal 0Toug NITTWOEIG 1I0TOUG, evw atTodAAovTal TTOAU Mo apyd o€

oxéon ue TIG udaTodIOAUTEG BITAUIVEG.

o AuTég o1 BiTauiveg atToBnkeUovTal, Kal CUVETTWG OEV €ival ammapaitnTeG n

KaBnuepIvr) TTPOCANYI.

o Or1 ANITodloAuTéG BITaPiveG atToBnkKeUovTal yia HEYAAEG TTEPIODOUG, Kal
OUVETTWG UTTAPXElI MEYAAUTEPOG KiVOUVOG YId TOGIKOTNTA O€ OXEON ME TIG
udaTOdIOAUTEG OTaV AauBdavovTtal o€ UTTEPBOAIKEG TTOOOTNTEG.

Mtropeite va TTApeTE OAEC TIG PBITAMIVEG aTTO TIG TPOYEG KAl ETTIONG TO CWMPA 0AG VA
TTapdyel Tig Bitauiveg D kal K. Ta droua TTou akoAouBouv xopTtogayikr diaTpo@r] UTTOpEi

Va XPEIaoTOUV CUPTTARpwua Bitauivng B12.

Ovopa Bitapivng | Baoikég Asitoupyieg

2uvnOIoUEVEG DIOTPOPIKES TINYES

H Birapivn A kavel TTOANG
TTEPICCOTEPA ATTO TO VA OAG
KAvel va BAETTETE OTO OKOTADI.
Algyeipel TRV TTAPAywyn Kai
TNV OPACTIKOTNTA TWV AEUKWV
AIJOCPAIPiIWY, EMTTAEKETAI
Birapivn A oTnv avadounon Twv 00TWV,
Bon6d& otn diatripnon Twv
evOOONAIGKWY KUTTAPWYV Kal
puBiCel TNV avAaTrTuén Kal T
dlaipeon Twv KuTTdpwy. H B-
KapOTivn €ival avTIOEEIDWTIKN
KOl KOPKIVOTTPOOTATEUTIKH.

Bitapivn A: ZukwrTi, yaAa
EUTTAOUTIONEVO PE BiTapivn A Kai
YOAQKTOKOUIKG TTpOoidvTa, BouTupo,
TTAAPEG YAAQ, TUpi, KPOKOG auyou

MpoBitapivn A: kapoTa, TTpdoiva
QUAAWON Aayavikd, YAUKOTTATATEG,
KOAOKUBa, KoOAOKUBAKIA, BEpikoka,
TTETTOVI.

Eival kaAUTepa va eTTIAECETE Eva
TTOAUBITAUIVOUXO GUUTTARpWHG
TTOU TTEPIEXEI TN BITapivn A Kupiwg
ME TN popePn TNG BATA KAPOTIVNG.

H Birapivn D BonBdel To cwpa
OTO va dlac@aAioel TO
QoBECTIO KAl TO YUICPOPO TTOU
gival atrapaitnTa yia
o6éunon Twyv ootwv. OI
EPYAOTNPIAKES MEAETEG ETTIONG
o¢eixvouv O11 n Birapivn D
TTPoAapBAvel TNV AvaTITUEN
Kal TNV diaipean Twv
KOAPKIVIKWYV KUTTAPWYV, EVW
TTaiel onuavTikO PpOAO oTOV
EAEYXO TWV JOAUVOEWV.

Birapivn D

MoAU Aiya Tpé@Iua TTEPIEXOUV
@uoikn Bitauivn D. KaAég Tnyég
€ival Ta YaAGKTOKOMIKA TTPOoiovTa,
TA dONUNTPIAKA TTPWIVOU
(eptTAOUTIOMEVA pE BiTapivn D), kai
Ta AITTaPd Yapia 0TTws 0 0OAWNAOG,
Kal O TOVOG.

iPA v, worldpompe.org
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H Bitapivn E €ival éva
avTIOEEIBWTIKO TTOU
TTPOOTATEVUEI TOUG I0TOUG TOU
owpaTog aTrd aocTabeig
TTAPAYOVTEG TTOU ovouddovTal
eAeUBepeG piCeg. O1 eAeUBepeg
pieg utTOopoUV va BAdyouv Ta
KUTTOPA, TOUG I0TOUG Kal Ta
6pyava. MoteveTtal OTI
Birapivn E Trai¢ouv poAo o€
OUYKEKPIMEVEG KATOOTAOEIG
TTOU OXETICOVTAl PE TN
yripavon.

H Birapivn E €ivai etmiong
ONMAVTIKA YIQ TOV OXNUATIONO
TWV EPUOPOKUTTAPWY Kal
Bonbdael Tov opyavioud woTe
vV XPNOIYOTIOINCEl TNV
Birauivn K.

KaAég Tnyég Birapivng E eival Ta
oTTopPEAQIQ, TA VIPEDIVYK OOAATAG
TTOU €X0OUV WG Baon Ta Addia auTtd,
0 NAIGOTTOPOG, Ta apUydaAa, TO
QUOTIKOBOUTUPO Kai Ta TTpACIva
QUAAWDON Aaxavika.

H Birapivn E BpiokeTal oT1a
TTAPAKATW TPOYIUA: CITAPI,
KOAQUTTOKI, ENEOi KapTToi, GTTOPOl,
eNIEG, OTTAVAKI, TTPACIVA QUAAWDN
Aaxavikd, otrapdyyi, oTTopéAaIa
(apapoaitéaio, nAiEAaIO, coyiEAalo
Kal BapBakéAalo).

Ta TTpoidvTa TTOU TTapdyovTal aTmo
auTA TA TPOPIUA OTTWG N
Hapyapivn, €TTiONG TTEPIEXOUV
Birauivn E.

H Birapivn K BonBdel otnv
TTapaywyr Twv 4 atmo 1ig 13
TTPWTEIVES TTOU ATTAITOUVTAI
Birapivn K yia TNV TTMgn ToU aipaTtog.

H Birauivn K etTiong
EMTTAEKETQI OTNV BOUNCN TWV
0OTWV.

H Birapivn K BpiokeTal o€ TTOANG
TPOQIUQA, €I0IKA OTa TTPACIvVa
QUAAWON Aaxavika (xo6pTa,
MTTPOKOAO, Aaxavakia BpugeAAwy,
MaivTavog) Kal oTa ouvnBiouéva
payeipika EAaia. Mepika
TTOAUBITaUiVOUXO OKEUAOUATA,
TTEPIEXOUV UIKPI TTOOOTNTA
Birauivng K.

H Birapivn C 1raicel onuavtiké
POAO OTOV EAEYXO TWV
MoAUvoewv. Eival tiong
IOXUPO avTIOEEIOWTIKG TO
OTTOiO PTTOpPEi va
eCoudeTepwaocel TIC eTTIBAABEIS
eAeUBepeC piCeg, evw PBonbdel
oTnNV TTapaywyr KoAAayovou,
I0TOG ATTAPAITNTOG YIA UYIN
0oTd, 646VvTIa, OUAa Kal Ta
ayyeia Tou aipartog.

Bitauivn C
(AokopBiké OEU)

E€aipeTikég TTNYES BiTapivng C gival
Ta e0TTEPIOOEIBN, T BaTOMOUPA, Ol
TTPACIVEG KAl KOKKIVEG TTITTEPIEG, Ol
VTOMATEG, TO UTTPOKOAO, KAl TO
oTTavaki. MoAAG dnunTpIaka
TTPWIVOU gival £TTiONG
eMTTAOUTIONEVA pE BiTapivn C.

iPA v, worldpompe.org
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Ogiapivn (B-1)

BonbBdel otnv atreAeuBEpwon
evépyelag aTrod TIG TPOYES, TNV
QUOIOAOYIKN OpEEN, Kal gival
ONUAvTIKA yia TNV A&IToupyia
TOU VEUPIKOU CUCTHHATOG.

AlTnTIKEG TTNYEG Belapivng gival To
HoOXapl, N hayid, Ta 6oTTpIq,
(pacdMia, pakég), To ydAa, ol Enpoi
KAQPTTOi, N BPWHN, Ta TTOPTOKAAIQ,
TO XOIPIVO, TO PUCI, Ol OTTOPOI, TO
oITépl, Ta dNUNTPIOKA OAIKAG
AAeong. ZTIG BIOUNXAVOTTOINUEVES
XWPEG, Ta TPOPIPA TTOU PTIAXVOVTaI
ME pUQI A AeUKO aAeUpI gival ouxva
EVIOYXUMEVA UE Belapivn.

H piBo@AaBivn Asitoupyei pe
TIG GAAEG BITANIVEG TOU
oupTtTAéypatog B. Eivai
ONUAvTIKA yia TNV au¢non Tou

ATtrayo kpéag, auyo, 6oTrpId, ¢npoi
KAPTTOi, TTpAcIva QUAAWDN
Aaxavikd, YaAOKTOKOMIKA TTpoidvTa,

PiBogpAafivn . i . . . .
OWMATOG, TNV TTapaywyn Twv | YaAa, gival TpO@IUa TTOU TTAPEXOUV
(B-2) . , ] ) . )
epUBpOKUTTApWYV evw Bonbdel | piBo@AaBivn otn diaita. To wwyi
Kal oTNV atreAeuBEpwaon Kal Ta dnuNTPIaKA gival cuxva
EVEPYEIOG OTTO TOUG eMTTAOUTIONEVA PE pIBO®AQivn.
udaTaVOPAKEG.
2UKWTI, Yapl, TTOUAEPIKA, KPEQG,
. , QUOTIKIQ, dNUNTPIAKA EVIOXUMEVA
I'Iapa,ywyr] EVFPYEIGQ,GHO Kal OAIKAG GAEONG.
TPOYEG, BonBd Tnv TEWN, oTnV
Opegn, TNV aKepaIdTNTA TOU H viaaivn BpiokeTal oTa
] SEPUOTOC KAl TWV VEUPWV. YAAOKTOKOMIKA TTPOIOVTA, Ta
Niaaivn (B-3) ) ] TTOUAEPIKA, TO WAPI, TO GTTAXO
H viacivn ponBa tnv , ) .
) .| Kp€ag, Toug ENpoug KapTroUug Kai Ta
AEITOUPYIKOTNTA TOU TTETTTIKOU . ,
] , auyd. Ta éoTtrpia Kai To
OUOTAMATOG, TOU BEPUATOG Kal . ,
. EMUTTAOUTIONEVO WWHI KOl TA
TWV VEUPWV. . . .
dNUNTPIAKA ETTIONG TTAPEXOUV
viagoivn.
H Birapivn B-6 BonBdel otov
MeTaBOAIONS Twy TTpwTeEiVWY, | KaAég TTnyég Birapivng B6 eival Ta
Bitapivn B-6 OTOV OXNUATIONO TWV EVIOXUMEVA dNUNTPIOKA, TA
(Trup1doé&ivn) EPUBPOKUTTAPWY, OTNV @aoOAia, Ta TTOUAEPIKA, T YAapIa
XPNOIUOTTOINCN TWV AITTWV Kal KATToIa @PoUTa Kal AaXavIKA.
atrd To CWa
BonBd oTtov petaBoAiopo Twv | MoAAG Tpd@Iua gival EEAIPETIKES
DUNNIKS OEU TTPWTEIVWV, CUMUETEXEI OTOV TTNYES QUAAIKOU 0g£€0G, OTTWG Ta

OXNUATIONO TwV
EPUBPOKUTTAPWY,

ppouTa, Ta TTPACIva Aaxavikd, Ta
dnunTplakd oAIkng dAsong, Ta

iPA v, worldpompe.org
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TTPOAABAvel TIG ATEAEIEG TNG
OTTOVOUAIKAG OTAANG Kal TOU
EYKEPAAOU, PEIWVEI TA
ETTITTE®OA OPOKUOTEIVNG KOl
OUVETTWG TOV KivOuvo yia
Kapdlayyelokd vooruarta. H
ENEIYN QUAAIKOU 0&€og
ouvoéeTal ue TTpoBANuaTa
KATd TN yévvnon OTTwg
dIoX101 G paxn Kal
aveykeQaAia.

PacoAia, Ta dnunTpIakd TTpwivou,
TA EUTTAOUTIOPEVA DNUNTPIAKA KAl
TQ TTPOIOVTA TOUG.

Bitapivn B12

Bonb6del otn déunon Tou
YEVETIKOU UAIKOU, OTN
OnuIoupyia QUCIOAOYIKWV
EPUBPOKUTTAPWY TOU AiATOG,
oTn dIaTripNoN TOU VEUPIKOU
OUCTAUATOG.

BpiokeTal povo ota (wikd TpOQIPa:
KPEAG, CUKWTI, VEQPA, Wapl, auyo,
YOAQKTOKOUIKG TTPOIOVTQ,
BaAhaooiva.

MavtoBevikd O¢U

To 1TavToBevikd o&U xpeialeTal
Yl TOV OXNUATIoPo Tou
ouvevCupou A(CoA), kai gival
ONUAVTIKO yIa TO JETABOAIOUS
Kal T oUvOeon Twv
udaTtavepdkwy, Twv
TTPWTEIVWV Kal TWV AITTWV.

Mikpég TTO0OTNTEG TTAVTOBEVIKOU
0&€og Bpiokovtal oxedov o€ OAa Ta
TPOPIUA, JE UYPNAOTEPEG TTOOOTNTEG
oTa dNENTPIOKA OAIKAG GAEONG, TA
OOTIpIa, TO AUYQ, TO KPEAG KAl TOV
BaacIAIKO TTOATO.

Biorivn

H Biotivn €ival atrapaitntn yia
TNV QVATITUEN TWV KUTTAPWYV,
TNV TTapaywyr AIrapwv
0&EwV Kal TO JETABOAIOUO TwV
NITTWV KAl TWV APIVOEEWV.

2 UKWTI, VEQPA, KPOKOG auyou,
PpEoka Aaxavika. Etriong
TTAPAYETAI ATTO TA EVTEPIKA

BakTtrpia.

Mou Ba pdBeTe TepIoCOTEPQ

O1 TAnpowopisc autoU Tou QUAAadiou TTpoEpyovTal aTTd TIC TTAPAKATW TTNYEC:

e [lpakTikéc Odnviec Auepikavikou KoAAgyiou laTtpiknc MeveTikAc (American College

of Medical Genetics (ACMG) Practical Guideline):

Pompe Disease Diagnosis

and Management Guideline 2006. Vol. 8. No. 5.

O1 odnyieg Tou ACMG

guidelines oxediaoTnKav va XpnoiueEUooUV WS UId EKTTAIOEUTIKN TTNYR YIA YIATPOUS
Kal AAAOUC ETTIOTNOVES UYEIQG.

iPA v, worldpompe.org
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e H 10T100€¢Aida TG Kowvétnrag Pompe T1ng etaipeiog Genzyme TTpoC@EPEI
QAVOAUTIKEG TTANPOPOPIEG YIa TN VOO0, OTTWG Kal TTNYEG, AAAG KAl UTTOOTHPIEN WOTE
va YTTOPOUV va OlaXEIPIoTOUV TTOava TTPORARUATA. WWWw.pompe.com.

e Kévipo Aucoowpikwyv kal MetapoAikwv Noonudtwv Erasrweeeewemus (Center
for Lysosomal and Metabolic Diseases Erasmus MC University Medical Center)
www.erasmusmc.nl/

e Genetics Home Reference: Your Guide to Understanding Genetic Conditions.
http://ghr.nim.nih.gov/gene/GAA

NMAnpo@opieg, ZuPBOUAEUTIKN Kal ZTAPIEN

MNa mePIooOTEPEG GUPPBOUAEC Kal TTANPOPOPIEC OXETIKA YE TNV dIAITNTIKA Bepatreia Twv
atépwyv e véoo Tou Pompe, autég o1 TTNYEG UTTOPOUV VA pavouv XPHOIUEG:

o H d1eBvng opydvwaon 1ng véoou Pompe - International Pompe Association (IPA)
gival pia TTaykoopia évwon aoBevwy pe véoo tou Pompe. To IPA BonBd Toug
Q0BEVEIG, TIC OIKOYEVEIEG TOUG KAl TOUG QVvOPWITTOUG TTOU QOXOAOUVTAI MPE TNV
IATPIKI TOUG QPOVTIdA WOTE va UOIPACoVTal 01 EUTTEIPIEG KAl Ol YVWOEIG TOUG O€
OAEG TIG NTTEIPOUG Kal TIG KOUATOUPEG. INa va Bpeite TOv oUVOECHO TNG XWPAS 0AG,
ETTIOKEPTEITE TNV 10TOOEAIdA Tou IPA www.worldpompe.org

e O®povrida yvia 10 TTaIdi ye vogo 1ou Pompe (Caring for a child with Pompe’s
disease) TTpoO@EPEl GUPPBOUAEG yIa TN CiTIoN TWV BPePwy Pe vooo Tou Pompe.
AlaBéaoiyo otnv I0TooeAida www.pompe.org.uk/agsdarne.html.

o Medline Plus — Bitapiveg: http://www.nIm.nih.gov/medlineplus/vitamins.html.

o EvioxuoTe TNV yvwon oag oxeTikA e TIG Birapiveg - FDA (Fortify Your Knowledge
About Vitamins)
http://www.fda.gov/ForConsumers/ConsumerUpdates/ucm118079.htm#why

o E&étaon ®BopiopookoTtikAg KaTtdmoong: lMNa mepIcodTEPES TTANPOPOPIES
atreuBuvBeite otnv 1I0TooeAiIda Tou MNaidiatpikou Noookougiou TN BooTtdvng:
http://www.childrenshospital.org/clinicalservices/Site2145/mainpageS2145P4subl
evel15.html

e GSDNet: Tlivete péAog Tou GSDNet Listserv kar avTaAdgTe NAEKTPOVIKA pnvupaTa
ME ATOMa o€ OAO TOoV KOO0 TToU COouV [E TN vOoo Tou Pompe. lNa va eyypageite
oto GSDNet pe e-mail:

“To”: listserv@listserv.icors.org

“‘CC”:. ApnoTe Tn Kevh
“Subiject”: AprioTe Tn Kevn
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E-mail: MNMAnkTpoAoyrioTte Ta akdAouBa: Eyypagry oto GSDNet <mpocbrikn Tou
ovopaTds oag>

B Untitled Message - Microsoft Word E]g

File Edit “ew Insert Format Tools Table Window Help X
HSend I - €, ' 3 v [Eoptons.. v HTML -
Ta... ligtgerwi@listeery, icors.org

[ ...

Subject:

F

subscribe gsdnet Johannes Schmidt

B
zlzl::—-<| |>|_

Kartavonon 1ng vooou Pompe (Understanding Pompe Disease) rpokeiTai yia éva
dwpedv UAAGSIO TO OTTOIO TTAPABETE Pia KAAN EI0aywyr] OXETIKA YE TV vOOOo
Pompe. Eival diaBéoipo otnv 1I0Too€Aida TnG Koivotntag Pompe
WWW.pompe.com.

Tov latpiké Odnyoé Tng véoou Pompe (The Physicians Guide to Pompe Disease)
MTTOpPEITE Va Tov TTapayyeileTe atrd Tnv EBvikA Opydvwon yia Ti¢ Zmdvieg Néooug
(National Organization for Rare Disorders (NORD)) otnv 10T00€AIdO
www.rarediseases.org/programs/pompe_brochure.html

larpikd Kévipa tTou eidikéuovTal oTic Neupouuikéc Alatapaxéc (Medical Centers
Specializing in Neuromuscular Disorders):

MNa va Bpeite Ta latpikd autd Kévpa, ETTIKOIVWVAOTE PE TOV ZUAAOYO
NEUpPOUUIKWY dlaTapaxwy TG XWwpag oag.

0 21¢ Hvwpéveg MNMoAiTeieg, emmikoivwvAoTe e Tov ZUANoyo Muikng
AuoTtpogiag (Muscular Dystrophy Association - MDA)
www.mdausa.org/clinics

0 2mnv EupwTrn, €MKOIVWVACTE JE TOV aVTioTOIX0 EupwTTaikd ZUAAOYO
(EAMDA) oTnv 1ocToo€Aida www.eamda.net

0 2¢& GAAeg nTTEipoug, eTTIOKEPTEITE TNV MNMaykdouIa Zuppaxia Twv ZUAASYwv
Neupopuikwyv Alatapaxwv (World Alliance of Neuromuscular Disorder
Associations — WANDA) otnv iotooegAida www.wandaweb.org kai TTatioTe
oTNV XWpa 0ag.

Autn n ékdoan axeOIAOTNKE UE OKOTTO va OWOEl YEVIKES TTANPOPOPIES OXETIKA uE T NOoo
Pompe. Aiavéuerar dwpeav armro 1o IPA ue 1 OIEUKPIVION OTI OEV TTAPEXOVTAl IATPIKES N
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http://www.rarediseases.org/programs/pompe_brochure.html
http://www.mdausa.org/clinics
http://www.eamda.net/

AIATPO®H KAI AIAITHTIKH ©OEPATMEIA

GAAec emrayyeAuarikéS uttnpeoies uyeiag. H 1atpikn givar pia ouvexws HeTaBaiAduevn
emornun. AvBpwrriva oeaAuara Kai aAAayéC OTnv TTPAKTIKH £@apuoyrn KaBioTtouv
aduvarn tnv améAuTn akpiBeia evog Kelpévou oav autd tmou diafalere. EmBeLaiware Tic
TTANPOQYOPIES e GAAEC TTNYEC Kal KUPIWGS uE Tov Beparrovra 1aTpd oag .

EMnviKA petdepacn ammd péAn tou ZuAAdyou AcBevwov kai Pidwv AcBevwv e
KAnpovouikd MetaBoAikd Noohpata “ KPIKOZ ZQHZ” www.krikoszois.gr. (E.AaokdAovu,

Z.AnunTtpoUAng, X.lwdvvou, E.KaBakotmmoUAou,  emipéAcia M.AuyouoTidou-
2appotrouAovu).
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http://www.krikoszois.gr/
http://www.krikoszois.gr/
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