LB POMPE"

NQZ NA EXETE THN KATAAAHAH OPONTIAATIA TH NOZO POMPE

Xpac’r{erou n ouvepyaoia ouadag
Beparreutwy yia va avTiueTwiTiofouv
OAe¢ o1 avdykeg TOU aoBevh KaBw¢
eéediooeral n vooog Pompe. KG6s péAog
1yls OepatTeUTIKNSG ouadac Exel
éexwploTtd  poAo. KaAd civar  évag
yiaTpo¢ va mpoioraral 1n¢ ouadag Twv
Oecparreutwy  yia  va  ouvrovifel TN
Ocparreia. Emeidn ouws n v. Pompe 7
givar 1600 ormavia, utmropei va  O€iTe
OcparreutéC TOU OEV €XOUV OUVAVTHOEI
autn 1N veupouuikn diarapaxn. [Npérrer
va OUuvepyaleoTe OTEVA UE TNV IATPIKN
ouada yia va TTAPETE TNV @povrida Kai
TIC UTTNPETIES Tou TPayuaTIKa
xpeialeore ocic n 1o maidi oag. Av udbere 0Aa oca urmopeite yia tnv v. Pompe 6a
Bonbrioere otnv Beparreia oag. Autd 1o uAAGdIo Ba oac Bonbnoei va EeKIVAOETE.

E: Zépw 61 €ival onuavTiké va pddw yia Tnv vooo Pompe aAAd amrd 1mmou va
SeKiviiow;

A: M1Topcite va Bpeite KAAEG TTNYES TTANPOPOPNONG atrd To dIAdIKTUO. NMOAAEC ATTO AUTEG
TIG TTNYEG Eekivnoav atrd yoveic e Taidid mou gixav mn vooo Pompe. Mtropeite e1Tiong
VO PABeTe TTOANG aTTO OPAdEG TTOU UTTOOTNPICOUV TNV €PEUVa 0E GAAEG VEUPOMUIKEG
dlatapaxég, OTTWG £TTioNG atrd KPATIKOUS OpyaviouoUg 1 JeEyAAa BIEBvR] 1aTPIKA KEVTPA.
(H AioTa Twv TTNyWwyv oTnVv TeAeuTaia ogAida ptropei va oag BonBrioel va EEKIVAOETE).

E: Nwg avripeTwTrifeTal n v.Pompe;

A: YTrdpxel pia ammoteAeouaTikn BepaTtreia evCUMIKAG UTTOKATAOTAONG KE TNV ETTWVUIa
Myozyme TTou gival egTTopIKA dIaBEaIun o€ TTOANEG XwpeS. H BepaTtreia autry oToxEUEl va
oTauaTAoEl TNV €€EAIEN TNG VOO OU.

To Myozyme kukAogopei otic HIMA ocav okevaoua Myozyme (160L) kai Lumizyme
(4000L) ka1 €xouv TO yevoonuo ovopa alglucosidase alfa. H aAhayry Tou ovopatog atro
Myozyme o€ Lumizyme Baciletai otov opiopd TN FDA (YTnpeoia Tpo@iywyv Kai
Qappdkwy Twv H.M.A.) eTeidr) To Myozyme 1Tou TTapdyeTal o€ PEYOAUTEPN TTOOOTNTA
(4000L) o108£Tel EAA@PWG BIAPOPETIKES PIOXNMIKES IDIOTNTES ATTO TO APXIKO TTPWTOTUTTO
Myozyme TTou TTapdyetal o€ PIKPOTEPN ouokeuaoia (160L) kai €101 Ba TTpéTTel va
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NQZ NA EXETE THN KATAAAHAH ®PONTIAA TIA TH NOZO POMPE

TagivounBei cav €va OIAQPOPETIKO @QAPUAKO HE OIAQOPETIKO oOvopa. 2T1ig H.IMA.,
ouvexietal va Trapdyetal To Myozyme yia TV QvTIMETWTTION TNG BPEPIKAS v. Pompe.
2€ OAeg TIG Xwpeg ekTOG HITA, 1O alglucosidase alfa ovopdletal Myozyme kai  OTIg
XWPES auTEG OAOI 01 aoBeveig pe v.Pompe AauBdvouv Myozyme Ttwv 4000L. Z1ig¢ H.IMT.A.,
T0 Lumizyme d¢ev diatiBeTal o€ TTaudid 1Tou €£XOUV dIayVWOTEl PHE BPEPIK vOoo Pompe
doxeta ato TNV NAIKia Kal o€ OTTOIOVOATTOTE KATW TWV 8 ETWV.

YTTooTnNpIKTIKEG BepaTreieg BonBouv Toug acbeveic pe TN véoo Pompe va diatnpouv Tig
OUVAMEIG TOUG Kal va ePTTodiCouv Ta TTPORANUATA UYEIAG TTOU TTPOKaAoUVTal atrd Tn
MUTKR aduvapia. O1 UTToOTNPIKTIKEG BepaTreieg e€eIdIKEUOVTAI OTIG EIBIKEG AVAYKEG TOU
aoBeviy. AvatrveuoTikry Bepartreia ptropei va BonBrioel otnv avarvor). H @uoloBeparreia
pTTOPEl va BonBAocel otn BeATiwon NG Kivnong, otn XaAdpwaon Tng oKapyiag, oTo
OUVANWHA TWV MUWV Kal 0T hEiwon Tou TTovou. H diatpo@ikr) Bepatreia fonba oTo va
diarnpouvTal ol Beppideg kal TTpoAafaivel TNV aTTwAgla Bapoug. O aocBevig e véoo Tou
Pompe avTigetwtridel Kaivoupyleg TTPOKANOEIS 600 aAAGCEl N PUNXAVIKA TOU CWHPOTOG.
Maipvoviag OpwWG TN CWOTAH @QPOVTIdOO ATTO TNV EVNUEPWHMEVN 1OTPIKH TOU OpAda o€
ouvduaopud pe Tn Porbela Tou OTEVOU OIKOYEVEIOKOU TTEPIBAANOVTOG, O QOBeVg
BonBeiTal katd Tov KAAUTEPO TPATTO.

E: Moioi gival o1 avBpwirol- KAEIBIG 0TV opdda Bepatreiag pou;

A: Xpeidletal eupu @AoPa OECIOTATWYV VIO VA AVTIMETWTTIOOEI 0 a0BevAG PE TN vOOO Tou
Pompe. EmTpdobeTa e TOV OIKOYEVEIOKO YIATPO, OTOV TTAPAKATW TTivaka @aivovTal Ol
€CEIDIKEVUOEIG TTOU UTTOPOUV VO CUMMPETEXOUV OTnv opdada. H opdada Ba Trpétrel va
EVNUEPWVETAl AV N uyeia Tou acBevolug aAAGgel 1 av  gu@avioTolVv Kaivoupyia
oupTITwpata. Mpétmel KaBe PYEAOG TNG OpAdAG va Eival EVNUEPWHEVO yia TO €id0G TNG
@povTidag tTou divetal ammd Ta AAAa pEAN TnG opddag. Av éxete TTaidi ye v. Pompe,
TIPETTEl VA KPATATE ONPEIWOEIG VIO TA CUPTITWHATA TOU TTAIdIOU 0OG KAl TIG AVTIOPACEIG
TOU OTNV Aywyr] Kal va TO BonBATe PE TIG UTTOOTNPIKTIKEG BEPATTEIEG.

O oikoyevelakog | O yiaTpdg TTOoU TTAPEXE TNV ApXIKA didyvwaon yia éva
yIaTpPOG | adIAyVwaoTo TTEPIOTATIKO KAl CUVEXICEI TNV POVTIdA Kal
TTEPIOAAYWN GUVOAIKA.

Maidiatpog: | O yIatpog TTou EIBIKEVETAI OTNV IATPIKY TTEPIBAAYN TwV
TTAIOIWV.

eveTIOTAG: | AUTOG TTOU AOXOAEITAI JE TN MEAETN TWV VOOWV Kal dIOTAPAXWV
TTOU €V PEPEI OPeiAovTal o€ yovidia.

NeupoAdyog: | O €101kdG yiaTpdg TTou BETEI DIAYyVWON KAl AVTIMETWTTICE! TIG
dlaTapaxECG aTo VEUPIKO ouoTnua. AuTtd TTepIAaUBAvEl aoBEVEIEG
TOU €YKEPAAOU, TNG OTTOVOUAIKNG OTAANG, TWV VEUPWY KAl TWV
MUWV.

KapdioAdyog: | O €18IKOG yIaTpog TTou €IDIKEUETAI 0T dOUN, T AEIToupyia Kal
TIG OIATAPAXEG TG KAPOIAG.

MveupovoAoyog: | O KAADOG TNG IaTPIKAG TTOU aoXOAEiTal ue TN SUCAEITOUPYIa TOU
QAVATTIVEUOTIKOU OUOTAPATOG. AVTIMETWTTICEI TO QVATTVEUOTIKA
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NQZ NA EXETE THN KATAAAHAH ®PONTIAA TIA TH NOZO POMPE

TTPOBAAUATA TTOU TTPOKOAOUVTAI ATTO TN YUIKH aduvapia.

FaoTpeVTEPOAOYOG:

O yiatpdg 1rou e1dIKeUeTal 0Tn dIAyvwon Kal BepaTreia Tou
YOOTPEVTEPIKOU CUCTHMATOG. AVTINETWTTICEI TIPOBARUATA TTOU
OXeETICOVTal PJE TNV TTEWN KAl TN dIaTPOYN.

OpBoTTedIKOG:

O €10IKOG YIaTPOG TTOU QVTIPETWTTICEI Kl ETTEPRAIVEI OTA
TTPoBApaTa Tou OKEAETIKOU ouaThaToS. O 0pBoTTEDIKOG
Bepatrevel TN oKoAiwon (TTAGyia Kapwn TNG OTTOVOUAIKAG
oTAANG) Kal GAAa OKEAETIKA TTPORARuaTa A TTPORBARUaATA
OUVOECUWYV TTOU OXETICOVTAI PE TN JUIKI aduvaia.

AvaTTveUaIOAGYOG:

2uvePYAZeTal PJE TOV TTIVEUUOVOAOYO TTOU QVTIUETWTTICEI aoBeveig
ME TTpoBAAMOTA avaTTvorG. XpNOIUOTTOIOUV CUOKEUEG OTTWG
QAVATIVEUOTIPEG.

AlITOAOYOG:

Ao xXOAEgiTal e TNV TTAPOXT CWOTAG SidITAG yIa TNV KAAN
KATAOoTAON TNG UYEIQG Kal hE TNV BEpATTEUTIKA 1810TNTA TNG
SIaTPOPNG yIa TV Bepartreia TG vooou.

2UhPBouAog
eveTIOTAG:

AOYXOAEITAI UE ATOPA KOI OIKOYEVEIEG TTOU £XOUV YEVETIKEG
(KAnpOoVvOouIKEG) VOOOUG 1) E QUTOUG TTOU KIVOUVEUOUV aTTd
TETOIEG A00EvVeEIEG. H ouPBOUAEUTIKN €XEl oXEDIOODOEI yIa va
TTAPEXEI OTOUG ACOEVEIC Kal TIG OIKOYEVEIEG TOUG TTANPOQPOPIES
yIQ TNV KATAOTAOT] TOUG, TOUG KIVOUVOUG YIO JEANOVTIKEG
EYKUMOOUVEG KOl OUUPBOUAEG yIa va SIQUOP@PUWYVOUV Th yVWHN
TOUG.

YuxoAdyog:

To ATouo TToU €XEl EKTTAIOEUTEI YIa VO TTAPEXEI WUXOAOYIKI)
Beparreia, EAeyxo kal Epguva. BonBd Toug avBpwTroug va
oulnTouv Toug PORBOUG TOUG Kal TIG £yVOIEG TOUG Kal va
QVTIMETWTTICOUV TTPAKTIKA TTpOBARUATA.

KoIvwvikog
N€ITouUpyoG:

Me yVWOTIKO QVTIKEIPUEVO TIG KOIVWVIKEG ETTIOTAUES
QAVTIMETWTTICEI TIG AVAYKEG TWV A0BEVWV CUUTTEPIAQUBAVOPEVWV
TWV OIKOVOUIKWYVY, OIKOYEVEIOKWY Kal GAAWV TTNYWV.

duoi100epatTeuTnG:

BonBd ta dropa pe avAaykeg va avakToouV TIG AEITOUPYIEG
TOUG, va BEATILOOOUV TIC KIVAOEIG TOUG, va atTaAAayouv atrd Tov
TTOVO KAl VO ATTOTPEWEI 1) TTEPIOPIOEI TIG CWHATIKEG AVATTNPIEG.
O1 puol10BepaTTeuTéG aTTOKOBIOTOUV, dIATNPOUV Kal TTPOAYOUV
TNV £V YEVEI KOAN KATAOTOAON KOl UYEId.

OepaTreuTAC:

BonBd oTtnv évragn Twv atdouwyv o€ dpacTtnpIdTNTEG TNG
KabnuepIvng Cwng. Autd To KATopBWVOUV WE TO VA
evBappUVvouV TOUG avOPWITTOUG VO CUNMPETEXOUV Kal va
evioyXUouV TIG IKavOTNTEG TOUG 1) va BonBouvTal atrd To
TTEPIBAAANOV yIa KOAUTEPN CUPUETOXN..

NOOOKOUOG:

BonBbd Toug avBpwToug, appwaoTouG Kal UYIEIG OTIG AOXOANIES
TOUG, OUVEIOPEPOVTAG OTNV UYEIQ 1] OTAV ATTOKATACTAOT TOUG
MEXPI TRV avAappwaon Kal TRV avetapTnoia Toug 600 TTIo
ypriyopa yiverai.

T\ W worldpompe.org
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Q: Nwg 8a Bpw £va 10TPIKO KEVTPO TTOU £XEI EPTTEIPiA OTNV VOoO Pompe;

A: Y1rdpyxouv TTOAU Aiva 10Tpik& KEVTPA 0 OAO TOV KOO0 TTOU €€EIBIKEUOVTAI OTN VOOO
Pompe. Opwg, KAIVIKEG Kal KEVTPA ATTOKATACTAONG TTOU QVTIMETWTTICOUV TTAPOUOIEG
VEUPOMUIKEG DIOTAPAXEG 1] OTTAVIA YEVETIKA VOOiUaTA PTTOPOUV VA TTAPEXOUV QPOovTida
yla aoBeveig ye tn vooo tou Pompe. 21ig¢ H.I.A., T0 Muscular Dystrophy Association
(MDA) €xel TrepIoooTEPES ATTO 235 VOOOKOWEIAKES KAIVIKEG E VOOOKOUEG, YIOTPOUG KAl
OepatTeuTéG EIDIKEUPEVOUG OTIG VEUPOMUIKEG dlatapaxés. Or aoBeveic ye vooo Tou
Pompe utropouv va €xouv TpocPacn o OAeg TIG utinpeoies. To MDA egival évag pn
KEPOOOKOTTIKOG OPYAVIOUOG TOU OTTOIOU O OKOTTOG €ival va AVTIMETWTTICEI TIG VEUPOUUIKEG
a0Béveleg péoa atrd €va eupu OIEBVEG TTAQICIO, £va TTPOYPAUMO HE IATPIKEG UTTNPECIES
Kal ETIPOPPWON YIa TOUG €1I0IKOUG YIATPOUG Kal TIG OIKOYEVEIEG TWV aoBevwy. H vooog
Pompe civai pia ammd 1a mepittou 40 vEUPOUUIKG VOOiUOTA TTOU CUTTEPIAQUBAvVOVTaAl OTO
TTAQIOI0 TNG ATTOOTOARG KAl TWV UTTNPECIWY TToU TTapExel To MDA.

‘Eva BiBAio Tou €xel ekdoBei atrd T0 MDA e TiTAO “Learning to Live with Neuromuscular
Disease - a message for parents” — «Ma6Baivovrag va {ouue e Neupouuikiy Nooo — éva
unvuua yia tous Foveic» UTTopei va @avei XpHoiuo o€ OIKOYEVEIEG aoBevwy ue v.Pompe.
Autd TO BIBAI0 aoxoAcital pe Bfpata OTTWG: AVTIMETWTTICOVTAG TNV TTPOKANON,
QVTIMETWTTION TWV OUVAIOONUATWY 0ag, TNV EVOUVAPWON TWV OIKOYEVEIAKWY OXECEWV
Kal TwV avaykwy Tou TTaidiou oag. To BiBAio Ba 1o Bpeite otnv IoTooeAida Tng MDA 110U

TTOPEXEI XPNOIUEG TTANPOYOPIEG.

H dieuBuvon eival: www.mdausa.org | av BEAETE PTTOPEITE va ETTIKOIVWVACETE Padi TOUG
ota TNAé@wva (800) 572-1717 (eviég HIMA) 1y (520) 529-2000 (ektog HITA).

21NV EupwTtrn Kal og GAAEG NTTEIPOUG, UTTAPXOUV ETTIONG APKETA £CEIDIKEUPEVA KEVTPA VIO
ATOMO UE VEUPOUUIKEG dlaTapaxEG. Oa Bpeite TTEPICOOTEPES TTANPOPOPIEG OTNV ETTOPEVN
oeAida o1o £dd@Io «INou Ba PdBw TTEPICTOTEPOY.

E: MNMwg ptropei va CUPMETEXEI N OIKOYEVEIQ;

A: Aaupavovtag utrown OTI n oIKOYEVEIa gival yia oTaBepd otn wr) Tou aoBevoug, éva
TTPOYPOUUa @PovTidag Ba TTPETTEI va Yivel ATTO TNV OIKOYEVEIQ Kal Tov Bepdtrovta 10Tpd
TTOU VA ETTIKEVTPWVETAI OTIG AVAYKEG TOU a0Bevr) OTTwG auTéG KaBopifovtal atmd Tnv
OIKOYEVEIQ Kal ToV BepdTrovTa 1aTpd TTou Ba Asitoupyouv cav opdda. O1 OIKOYEVEIEG KAl
ol aoBeveic Ba TTPETTEI va dnuUIoUPYHOOUV Hia Oudada PE TO 10TPIKO €TTITEAEIO O OAa Ta
ETTITTEdA PPOVTIOAG £T01 WOTE VA KATOOTEI dUVATH) i0N CUPPETOXN OTOV KOBOPIOHO TWV
OTOXWV @PovTidag. TMOAAATTAEGC avAYKEG TTOU MPTTOPOUV va TTpokUWouv atd Tnv
QTTOMOVWOTN MEAWV TNG OIKOYEVEIOG AOYW €I0QYWYAG TOU 00Beviy OTO VOOOKOUEIO R
AOyw Oepatreiag, METAPOPAG, OATTAVEC TTPOCWPIVAG BIAUOVAG, OTTWAEIA EPYOCIUWVY
NUEPWY, €EEIDIKEUPEVEG OUOKEUEG OUNPTTEPIAAPBavouévou Tou apagidiou, BorBeia oto
OTTiTI, OUVABEIC 10TPIKES DIOBIKATIES, ETTAYYEAUQTIKN ETTAVEKTTAIOEUON KAl ETTAYYEANATIKO
ETTAVATTPOYPANMATIONO TTPETTEl va AapBdvovtal uttown. Anpo@dpnon OXETIKA HE
Bepartreieg uTTOPOUV O€ cuveXH BAcn va poipdlovTal JE TNV OIKOYEVEIQ KOl TOV 00BEvh UE
KATAAANAO Kal UTTOOTNPIKTIKO TPOTTO TToU Ba AauBAvEl UTTOWN TIG OIKOYEVEIOKESG OXETEIG.
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‘Eykaipn avagopd o€ KATAAANAEG UTTNPECIEG, CUPTTEPIAQUBAVOUEVOU TOU KOIVWVIKOU
AgIToupyou 1} AAAOU TTPOCWTTIKOU gival BEPATa oUuCIAoTIKAG UTTOOTAPIENS TTOU PTTOPOUV
va ¢nNTnBouv atro ToV €I0IKO TTOU GUVTOVICEl TNV @POVTIdA Tou aoBevoug. H oikoyEvela Kal
Ol TTAPEXOVTEG TNV UTTOOTAPIEN Ba TTPETTEI VA EVAREPWVOUV TO TTPOYPAPHA @POoVTIdAGS yia
TV TTopEia Tou aoBevoug O€ TOKTA XPOVIKA dlacTthpara. Autd Ba dlao@aliosl pia
EUTTEPIOTATWHEVN GPOVTIOO TTOU ETTIKEVTPWVETAI OTNV OIKOYEVEIA dNUIOUPYWVTAG £TOI HIA
opada povTidag Kal CUVEPYAOiag.

E: Népav Tng 1aTpIkAG CUPBOUARG, TTOU pTTOPW Vva {NTRoW BoN0EIa OXETIKA HUE TIG
TPAKTIKEG SUOKOAIEG TTOU Oa AVTIMETWITTIOW);

A: Ytrdpxel éva eupu OIiKTUO TTANPOPOPIWY, ONUOCIO Kal IOIWTIKO, TTOU WTTOPE va
BonBrioel va eAattwBei TO0 PAPOG TOU VOORUATOG KAl va Pondrioel onuavtika tnv
moiotnTa wNG Tou acBevr) pe voéoo Pompe. Autd 1o OIKTUO JTTOPEi va €EETAOE!
OIKOVOMIKA B€uata, va ¢ntioel Kpatik) Bonbsia Kal UTTOOTAPIEN, va PPEI IATPIKES KAl
KOIVWVIKEG UTINPECIEG, va KATAOTPWOEI €va OXEDIO yia Tn MOPYwWOoNn Tou Traidiou
(oxoAikfy PonBeia), Tn PoriBsia OTO OTITI, VA CAG EVNUEPWOEl YIA Ta VOUIKA OOG
dIKaIwpATa KABwG €TTioNG va aoXoAnBei ue epyaciakd BEpaTta Kal BEpaTta ao@aAioTIKOU
Tepiexopévou. ETtriong va Bpel TNyE€G UTTOOTAPIENG OTNV TOTTIKI KOIVOTATA, OTn Xwed,
o010 OIadIKTUO — BEITE TTEPICCOTEPA OTNV eVOTNTA «[lou PTTOopW Va PABW TTEPICTOTEPAY,
oTnV ETTOMEVN OeAida.

H utrootipiEn yovéwg Tpo yovéa Kal acBevoug TTpog acBevr), €xel avagepBei atmo
QPKETOUG OTI €ival pia atrd TIG TTI0 XPNOIYEG MOPYES uTTooThPIENG. AAAN duvatdtnta
gival N uttooTAPIEN adEAQWY, TTATTTTOUdWY KAl AAAWV PEAWV TNG OIKOYEVEIDQG.

E: Nopilw oOmn &Epw TepioodTepa yia T vooo Pompe amdé dGAAoug Ttou
aoXoAouUvTal ME TNV uyEia Tou TTaiId1oU pou. Ti HTTopw va KAvw;

A: MoAAoi atmé auToug TTou aoXoAouvTal PE TN @POVTIda Tou a0BeVOUG KAl QOBEVEIG PE
oTravieg dlarapaxEg OTTwg n vooog Tou Pompe TmioTetouv 611 yia va BeBaiwbouv Ot
TOUG TTapEXETAl N OwOoTA BeparTreia, gival va pdbouv 600 PTTOPOUV TTEPICCOTEPA VIO TN
vooou. H yvwaon utropei va gival TTAEOVEKTNUA OTAV KAVEIG AOXOAEITAI UE HEYAAO apIOPO
oTeAexwv uyeiag. MNMPETTeEl va OnNUEIWVETE TI 0 KABEIG Kavel, AuTd PTTopEl va TTPOAGBEI
o@aApaTa. Towg uttdpouv popég TTou Ba uTTodEiCETE O Eva TTAIdIATPO, I OIKOYEVEIOKO
yliaTpo, A yiaTpd eviaTIKAG Bepatreiag TTou dev £xel EPTTEIpIa PE TN VOOO Pompe. Acite Tn
yvwon oag oav KATI TTou Ba TTPETTEl VA JOIPACTEITE YE TNV 1ATPIKN opada. Otav £xeTe
ETMQUAAEEIG, U OIOTACETE VA TTEITE TN YVWUN 0AG 1) VO pWTHCETE va PABETE yiaTi yiveTal
KATi. Na BupaoTte OTI Kaveic dev €xel TTEPICTOTEPN £yvola yia 0ag A TN @povTida Tou
TTaIdI0U 00¢ ATTO OTI ECEIG.

Mou ptropw va Padw TTEPICOOTEPQA;

O1 TTapakdaTWw TTNYEG MTTOPOUV VA ATTAVIACOUV OTIG TTEPIOCCOTEPES ATTOPIEG OAG OXETIKA
ME TN voéoo Pompe
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e American College of Medical Genetics (ACMG) Practical Guideline: Pompe
Disease Diagnosis and Management Guideline 2006. Vol. 8. No. 5. Edw, ol
odnyieg TTou Ba Bpeite, oxXedIAOTNKAV CAV EKTTAIBEUTIKO UAIKO yia 1aTPOUG KAl
UYEIOVOUIKO TTPOCWTTIKO.

e 2Tnv 10T00€Aida TnG eTaipiag Genzyme otnv evotnta Pompe Community
TTOPEXETAI OPKETO UAIKO OXeTIKG pe T véoo Pompe. Avalntioete 10 OThv
I0TOO€EAIDO www.pompe.com

o Kévipo Aucoowpikwv kal MetaBoAikwv Noonudatwv Erasmus (Center for
Lysosomal and Metabolic Diseases Erasmus MC University Medical Center)
www.erasmusmc.nl/

NMAnpo@opieg, ZupuBoulég kal YITOOTAPISN

e« H &ieBvnc opydvwon Pompe - International Pompe Association (IPA) €ivai pia
d1eBvN¢ évwon yia aoBeveic pe vooo Pompe. To IPA BonBda Toug aoBeveig, TIg
OIKOYEVEIEG TOUG KOl TOUG avOpwITTOUG TTOU QOXOAOUVTAl WE TNV IOTPIKN TOUG
@POVTIda WOTE va polpalovTal Ol EPTTEIPIEG KAl Ol YVWOEIS TOUG O OAEG TIG
NTTEIPOUG Kal TIG KOUATOUpPEG. Ma va Bpeite Tov OUVOEOHO TNG XWPOAg Oag,
ETTIOKEPTEITE TNV 10TOOEAIdA Tou IPA www.worldpompe.org

o Understanding Pompe Disease cival éva QUANADIO evnuEpwaong TTOU TTAPEXETAI
Owpedv Kal gival pia KaAn eicaywyn yia Tn voco Pompe. Oa 10 Bpeite 0N
d1euBuvon www.pompe.com.

e The Physicians Guide to Pompe Disease. Eivai évag odnyodg yia 1atpoug TTou
TTapéxeTal atrd Tov Auepikavikd Opyaviouo yia Tig Zmavieg Nabrioeig (NORD) kai
Ba 1o Bpeite aTnV I0TOCEAIdO
www.rarediseases.org/programs/pompe_brochure.html

« GSDNet: Eival éva diktuo avtaAAayng NAEKTPOVIKWY PNVUPATWY PE ATopa avd
Tov kKOOpO TTOUu Trdoxouv atmd Tn voco Pompe. Mrropeite va eyypa@eite
NAEKTPOVIK& ATTOOTEAAOVTOG WAVUMA. ZUPTTANPWOTE Ta akOAouBa aoToixeia oTO
MAvVUuQ::

“To”: MNMAnkTpoAoynoTe: listserv@listserv.icors.org

“CC”: AQAOTE TO KEVO
“Subject”: AQAOTE TO KEVO

E-mail: TAnkTpoAoyriote otov Xwpo Kelpévou: Subscribe GSDNet <to Ovopa
0aG 0€ AATIVIKOUG XOPAKTAPEG>
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http://www.pompe.com/
http://www.erasmusmc.nl/
http://www.worldpompe.org/
http://www.pompe.com/
http://www.rarediseases.org/programs/pompe_brochure.html
mailto:listserv@listserv.icors.org

NQZ NA EXETE THN KATAAAHAH ®PONTIAA TIA TH NOZO POMPE

B Untitled Message - Microsoft Word

File Edit “ew Insert Format Tools Table Window Help X
=Hsend 0 -~ €, ' 3 v [Eoptons.. v HTML -
B Tao... | listserv@listserv.icors.org |
Elcc... | |
Subject: | |
subscribe gsdnet Johannes Schmidt j
= B2 = 4 | I » I_I
Page Sec At Lt Col

laTpiké& kKévipa TTou £€e10IKeUovTal o Neupopuikéc AlaTapaxEéc:
Oa Ta BPEITE ETMKOIVWVWVTAG KE TOV AVTIOTOIXO ZUAAOYO TNG XWPOASG OaG.

o 2mg H.ILA., emkovwvAoTe Pe TO ZUAoyo Muscular Dystrophy Association
(MDA) o1n 61e0Buvon www.mdausa.org/clinics.

« 2mnv Eupwtn, TmAnpogopieg¢ Oa PBpeite otn dievBuvon Tou EAMDA,
www.eamda.net
e« 2& GM\eg nmeipoug, emoke@Beite TN d1EBv  €vwon World Alliance  of

Neuromuscular Disorder  Associations (WANDA) oTn d1evbuvon
www.wandaweb.org Kai €TTIAESTE TN XwWpa 0ag.

AuTtn n €Kdoan OXEDIACTNKE LIE OKOTTO va OWOEl YEVIKES TTANPOQOPIES OXETIKA e TO BELQ.
Aiavéuerar dwpeav amo 1o IPA ue 1n Olukpivion Ot dev TTapéxovral 1IaTPIKES N AAAEC
ETAYYEAUQTIKES UTTNPETIES uyeiag. H 1atpikn givar pia ouvexws petaBaiAduevn emiarnun.
AvBpwrriva oedAuara kai aAAayéC aTnv TPAKTIKA £Qapuoyrn Kabiortouv aduvarn tnv
amroAutn akpiBeia evoc keluévou oav auto mmou diaBalere. EmBeBaiware 1is TANPoQopies
UE AAAEC TTHYEC Kal KUPIWS uE TOV Bepdrrovra 1aTpod oag .

EMNvik petdepaon ammd péAn tou ZuAAdyou AcBevwv kai Pidwv AcBeviv pe
KAnpovouika MetaBoAikd Noorjuata "KPIKOXZ ZQH2” www.krikoszois.gr. (E.AaokdAou,

Z.AnunTtpouAng, X. lwdavvou, E.KaBakotmmoUAou,  emmipéAEIa M.AuyoucoTidou-
2appotrouAovu).
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