LB POMPE

ANATNEYZTIKA MPOBAHMATA ZTH NOzZO POMPE

OAAG Bpépn, TaidIG Kal EVAAIKES UE VOO

Pompe eu@avidouv mpwiua onuadia
avamveuoTIKWV TTPOoBANudTwY TouU UTTOoPOUV
va yivouv akoua oofapdrepa 600 n aduvauia
TWV HUWV Xelporepevel. Ta mpoBAnuara auta
UTTOPEI va gu@avioTouv olya oiyd n éaevika,
avaAoya pe 1o or@dio n tnv ooLapoTnTA TNG
vooou. AUTO TO QUAAGSIO TTEPIYpAQEl Ta TTI0
ouvnBiouéva avarmveuoTiKG TmpoBAnuara Kai
Tw¢ UITOPOUV va avriyeTwiriorouv. Ermmiong
eényei ta Bnuara mou mPETTElI va akoAouBnbouv
yia va oiarnpnbesi 1 yia va emavéABer n o .
Agiroupyia Twv TTVEUUOVWY O€E Id ETTEIiyouca
Karaoraon N O€ TEPITITWON TTOU XPEIAOTEI

XEIPOUPYIKN ETEUBAON.

E: MNarti Ta dropa pe véoo Tou Pompe avatrTuooouVv avaTTvVEUOTIKA TTPORARpATA;

A: H véoog Tou Pompe atroduvapwvel 1o didgpayua. To didgpaypa gival évag BoAwTdg
MUG, 0 oTT0iog dlaxwpilel To Bwpaka atmd TNV KOIAIaKN Xwpedad. YTTdpxouv TE0oepa Ceuyn
MUwv Ta otroia dladpapaTtifouv oTToudaio pOAO OTNV AvaTTVEUOTIKA AsiToupyia. Autd Ta
Zeuyn HUwWV gival To dIAPPAYHA, Ol JEGOTTAEUPIOI JUEG, O KOIANIAKOI JUEG KAl Ol ETTIKOUPIKOI
MUec. Otav ammoduvauwvovTal ol JUEG auToi, N BaBid eioTTvor) TTou yeMilel JE aEpa TOUG
TIVEUUOVEG Kal n €KTTvor) TTou atmoBaAAel 1o diogeidio Tou dvBpaka (CO2), yiveral
OUOKOAN. Autd odnyei oe ocuocowpeuon Tou CO2 OTO aipa 0AG, TTPOKOAWVTAG KOKH
O1GBeon Kkal €TNPEACOVTOG OUVOAIKG Tnv uyeia ocag. O 1aTpIkGG OpOoG yia auThi TNV
KATAOoTAON €ival AVATTVEUOTIKI BUOXEpPEla.

000 n véoog Tou Pompe egelicoeTal, ol JUEG PUTTOPET va ATTOdUVAPWOOUV, TTPOKOAWVTOG
XAMNAG OYKO TTVEUROVWY, QVWHOAIEG OTA AEPIa TOU AipaTog, dIaTapaxEG avaTTvong KaTtd
TOV UTTVO KOl aQveTTapkn Brixa. Eav o BAxag dev gival apkeTd duvatdg woTe va Kabapioel
TOUG aEpaywyoug oag atrd TN PAEvvn, uTTopEei va TTPOKANBOUV HOAUVOEIG TWV TIVEUUOVWY
Kal GAAa TTpoBARuaTa uyeiag.

1

T\ W worldpompe.org Supported by an Unrestricted grant from GeNgyme
August 2005 Code 004
Rev May 2011




ANATINEYZTIKA MPOBAHMATA ZTHN NOxZO POMPE

Mtropei va oupBei TTPOOBEUTIKA ATTWAEIO TG AVATIVEUOTIKAG AEIToupyiag katd 1n voéoo
Pompe. [epitou 10 60% Twv aocBevwv pe Owiun ekdnAwon tnG véoou Pompe
eM@avifouv pia PETPIO PEiwON TNG IKAvOTNTAG yia BaBid avartrvor) Pe peiwon Tou aépa
TTOU EI0EPXETAl KOl €EEPXETAI OTTO TOUG TTVEUPOVEG. apd To yeyovog OTI TO TTPOPIA TNG
MUIKAG aduvapiag dIa@Epel, £xel TTapATNENOEI PIa 1I0XUpPr) OXEON METALU TWV PETPACEWV
TNG AVATIVEUOTIKAG AEITOUPYIAG KAl TNG MUIKNAG aduvapiag, EI0IKOTEPA OTA KATW AKPA.

H aduvapia Tou dIa@PAYyUATOG UTTOPEI va ATTOTEAECEl TTPWIPO €UPNUA OTn VOOO TOU
Pompe kal n avatveuoTIK aveTTApKeIa ouxvd avatTUCOETAl EVW Ol aoBeveig éxouv
aKkoun TNV IKavoTnTa Badiong. H avaTrveuoTIKr aveETTAPKEIQ UTTOPEI VI HEPIKOUG QOBEVEIQ
va atroTeAei Tpwiun KAIVIKA €vdeién TG vooou. H aduvapia Tou dia@payuaTog UTTopEi va
XOPOAKTNPIOTEI atmd pia peiwon TG (wTIKAG XwpenTikoTnTag (vital capacity, VC) evw o
aoBevAg PBpioketar oe utitia B€on (CATTAWHPEVOG PE TO TTPOOWTIO TIPOG TA ETTAVW)
avtifeta amm'én otnv KaBIoTIK Béon. H avTiKeIPevikr agloAdynon TnG avaTTVEUOTIKAG
AgiToupyiag ota Bpéen eival TEXVIKG DUOKOAN, OTTOTE 0 TTARPNG AVATIVEUOTIKOG EAEYXOG
MTTOPEl va attaitei TNV agloAdynon kal GAAwWV KAIVIKWV TTapayovTwy OTTwG TO ETTITTEOO
evépyelag Katé tn O1dpKeIa TG NUEPAG Kal Tov PaBud kdéTTwong (1T.X. TV IKavoTnTa
oiTIong Xwpig empdpuvon TG avatvorng).

E: Ti gival n avatrveuoTiKi SUOXEPEIQ;

A: H avatrveuoTikr) duoxépeia gival n KAtdotaon KATd Tnv OTroia Ol TIVEUUOVEG Ogv
MTTOPOUV va TIPpoCAdBouv 1O amapaitnTto oguydvo r va diwgouv 10 CO2 woTe va
KAAU@QBOUV oI avAyKeEG TwV KUTTAPWY ToUu owuatog. OvopdadeTal TTiONG Kal TTVEUUOVIKN
duoxépela. Eav dev avTieTWTTIOTEN KATAAANAQ, pTTOPEl va odnynoEl O€ QVATIVEUOTIKN
QVETTAPKEIA. H avaTTveEUOTIK QVETTAPKEIA TTEPIYPAQPEI TNV KATAOTAON KATd Tnv OTToid
YivVETQI QVETTAPKAG avTaAAayry aEpiwv OTO avaTVEUOTIKO OUCTNUA, PE OTTOTEAECUA TO
aptnpiokd oguydvo kai Ta emmiTTeda Ologeidiou Tou AvOpaka va pnv PITOPoUV va
dlatnpnbolv péoca oTa QUOIOAOYIKA Opia. Av Oev QVTIMETWTTIOTEI £yKalpa UTTOPEI va
odnynoel ato Bdvaro.

E: Moia gival Ta onudadia Kal To CURTITWHATA TWV AVATIVEUCTIKWY TTPORANMATWY
o€ éva aTopo TTou £xel dlayvwoTei he vooo Tou Pompe;

A: Y1radpyxouv TTOAG onuddia Kal CUPTITWHATA TNG AVOTTVEUOTIKNG dUOXEPEIAG OnA. Tou
AVOTTVEUOTIKOU TTPOBAANOTOG TTOU TTPOKOAEITAI OTTO TNV MEIWMPEVN PO aépa OTOUG
TTveupoveg. Autd TrepIAapBavouy:

Emridpaon oTig KaBnuepIvég SpacTnPIOTNTEG:
e AuokoAia ouykEéVTpwong.
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e 'Ek®OnAn peiwon otnv amédoon (yia Tapddelyua, XaunArp amoédoon oTn
YUMVAOTIKA 1) TTEPICOOTEPOG ATTAITOUPEVOS XPOVOGS Yyia TNV OAOKANPwON £pyaciag
oT1n OouA&Id).

e AioBnua duoTrvolag KaTd Tnv avdatrauon f META aTTd @OPTO ) AoKNON.

e Meiwon Tng 6pegng Kail emBuPiag yia eaynTo.

MpoBARuaTa UTTVOU:
e AioOnua peyaAng kOTTWonNg f uttvnAiog Katd mn dIGPKEIR TG NUEPAG
e [lpoBAfjuata oTov UTTVO.
e 2UXVOI EQIAATEG

AAAa TTpoBARpaTa:
« Ayxog
o KatdbAiyn

e [lpwivoi TTovokéPaAol

e AdUvVOuO QTEPVIOUA Kal BAXa

e XpAon TwWV PUWV TOU Adigou kKal TNG OTTOVOUAIKAG OTAANG yia Borbesia otnv
avaTTvon.

H Utmapén evog A TTEPICOOTEPWY ATTO QUTA TO CUUTITWHATA dEV onuaivel OTI OTTWOBATIOTE
EXETE AVOTTVEUOTIKO TTPORANUA. Opwg n yvwon TwV CUPTITWUATWY TTOU PTTOpoUV va
MEIWOOUV TN atroédoon oag KATa TN OIAPKEIQ TG NUEPAG ) TOV UTTVO OAG PTTOPEI va 0ag
BonBroel va Ta avTINETWITIOETE.

E: NMéoo ocuxva mpaypartoTtrolsital EAEyX0G TNG AVATIVEUOTIKNAG AEITOUPYIAG;

A: H agioAdynon TnG avatrveuoTIKAG KATAOTAONG TTPETTEI VA YiVETAI O€ KABE €TTiIOKEWN,
Kal Ba TTpétrel va divetal 1I01aiTEpn TTPOCOXA OTOV PrXa, OTNV TTapoudia poyxwv N
duOoTIVoIag, OTNV AVTOXN KATA TNV AOKNOoT, 0TO TTITTEdO evépyelag, oTo BaBud kéTTwonNG,
Kal ota BpEen, TNV IKavoTnTa oitiong. H @uoikh €¢étaon Ba TTPETTEl va €0TIAOEI OTOV
QAVATTIVEUOTIKO puBud, otn xprion i Oxi Twv BondnTIKwv QvVATIVEUCTIKWY HUWYV, OTNV
ETAPKEIQ KATA TNV avTaAAayn agpiwv Kal oTnv TToI0TNTA TOU BriXa Tou acBevoug.

H omeipopétpnon (METPNON TNG QvaTIVONG) €ival n 1Mo ouvnBIoPEVN AEITOUPYIKN
AVATTIVEUOTIKA METPNON, N oTroia PETPA TNV A&ITOUPYIKOTNTA TWV TIVEUPOVWY, Kal
€I0IKOTEPA TNV TTOOOTATA (OYKO) KAl TNV TaXUTATA (POr}) JE TNV OTTOIA AVATTVEEI KAl EKTTVEEI
KATTOI0G.

2€ aoBeveig e owiun ekdAAwaon TNG vOoOU, OI AVATTIVEUOTIKEG AEITOUPYIKES BOKIPaOieg Ba
TPETTEl va TTEPIAaPPBAvouv TV pETpnon TS CwTIKAG XwpenTikoTnTag (vital capacity, VC),
TOU TaXEWG EKTTVEONEVO OyKOU O€ éva deuTePOAETTTO (FEV 1) , TNG MEYIOTNG EICTIVEOUEVNG
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mieong(MIP) kai TG péyioTng ekmvedpevng Trieong MEP) ttou cival petprioeig Trou
MTTOPOUV va BonBrAcouv oTnv agidAoynon TG aduvauiag TwV AvaTTVEUOTIKWY PJuwy. H
aduvauia Tou Ola@PAYMOTOG PTTOPEl va aglohoynBei TTepaitépw HE TN PETPNON TNG
CWTIKNG XwpNTIKOTNTAG o€ UTTTia B€on (aTTAWPEVOS PE TO TIPOCWTTO TTPOG TA TTAVW).

Na Toug acbBeveic OTOUG OTTOIOUG N dlIAyvwon £yive Katd TNV BPe@iki nAiKia, n
oTTpouETPNoN Ocv aTmoTEAEI €TTIAOYH, €V O EAEYXOG TNG QVATIVEUOTIKAG AEITOUpyiag
MTTOPEI va atraitei avaioBnoia, n otmoia ouwg dev cuoTAveTal. Otav eival diabéoiun n
METPNON TNG CWTIKAG XwpnTIKOTNTAG KaTd Tn didpkeia kAduartog (CVC) ptropei va
AN@BoUV eTTaVOAAWIPES HETPAOEIS YIa TNV (WTIKA XwpenTIKOTNTA Tou Bpé@oug. H pétpnon
NG apvnTikAG €1I0TTveuTIKAG pong (NIFM), TTou gival pia TTapAuETPOG TTou PoIAlel hE TO
MIP, atroTeAei ETPO TNG dUVAUNG TWV JUWYV KATA TNV €I0TTVON.

H avraAAayr agpiwv ptropei va agloAoynBei o€ aTtopa TTou £X0UV dIAyVWOTEI JE VOOO TOU
Pompe woTe va aglohoynBei n eykatdotacn TG AVATIVEUOTIKNG QVETTAPKEIAG. H TTAAUIKA
oguueTpia eival pia PN eTTEPPATIKA PEBODOG TTOU EMMITPETTEI TNV TTAPOKOAOUBNON TNG
oguyévwong TG aigoo@aipivng Tou acBevolg, evw Kal n KAatmvoypagia JTTopei va
epapuoaoTei oav diadikaoia pouTivag.

H aiyoo@aipivn Tou aipartog €ival 0 JETAPOPEAG TOU 0EUYOVOU aTTO TOUG TTVEUUOVEG OTO
utTOAOITTO owpa (dNA. 0TOUG 10TOUG) OTTOU KAl OTTEAEUBEPWVETAI TO OEUYOVO WOTE VA
XpnolyoTtroinBei atrd Ta KUTTAPA.

H kamrvoypagia gival o €AeyX0G TNG CUYKEVTPWONG i TNG MEPIKAG TTiEONG Tou d1oggIdiou
Tou avBpaka (CO2) ota avarmveuoTikA aépia, H kKUpla Tou €@apuoyr a@opd Tnv
TTapakoAoubnon kKatd Tnv avaiodnaia Kai Tnv evTaTIKA BeparTreia.

E: Mmopouv aduvapol KOIAIOKOi MUEG Kal SIA@PAYHA VO HEIWOOUV TNV IKAVOTNTA
yia pnxa;

A: H peiwpévn IkavotnTa via BrAxa €xel 0av ATTOTEAECHA TNV TTAPANOVI) TWV EKKPICEWV
KAl TNV avikavoTnTa a1roBoARg TOO0 TOU PUCIOAOYIKOU OYKOU EKKPICEWV, 00O KAl EKEIVWV
TTOU OXETICOVTal JE Oggieg AOIHWEEIG, TTPOdINBETOVTAG TA AToua WE VOoO Tou Pompe va
avaTrTugouv ateAekTaoia (OAIKN 1] HEPIKA KATAPPEUON TOU TIVEUUOVA) KAl TTVEUUOVIA.

E: Moio €idog Bepatreiag umropei va mTpokaAéoel SIATACN TWV TTVEUMOVWY Kal TWV
BWPAKIKWY HUWV WOTE va diEUKOAUVOEi o BAXaG;

A: O1 Tapakdtw BepaTtreie TTOPOUV va TTPOKAAETOUV BIATACN TWV TTVEUPOVWY Kal TwV
BWPOKIKWY HUWV, Kal va dIEUKOAUVOUV TO BAxa:
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e Xuoowpeuon siomrvedpuevou aépa (Air Stacking): Autd ocuppaivel étav 1O
ATOPO avaTTVEEl KOl CUYKPATEI TNV AVATIVOL TOU, OTr OUVEXEIQ AVATIVEEI Eavd, Kal
TTpooTrabei €miong va ouykpatoel tn deUTEPNn avarrvor Tou, Aaupdvoviag 6co
TTEPICTOTEPO AEPA UTTOPEI OTOUG TTIVEUNOVEG Tou. Mia autroU (TTou artroTeAciTal
ammd pia HAoKA TTOU €QATITETAI OTN WUTN KAl OTO OTOMUA Kal évav €UKAUTITO OOKi
TTOU TTPOWOEI aEPA OTOUG TTVEUPOVEG META ATTO TTIECN) PTTOPEI VA XPNOIYOTTOINOEI
yia auThv 1n diadikaacia.

o XeipokivnTtn utroondnon BARxa: AuTOG o TUTTOG £TIBonBouuevou Brxa yiveTal
QUOWVTAG aépa oTov aoBevh Pe pia BaBeid avatrvon Kal PETA, n gvioxuon Tou
Brixa Tou e ypoBid oTnv KOIANIG A pE ocupTrieon Tou Bwpaka. H @uonén aépa
OTOUG TIVEUPOVEG ETITPETTEI TNV €AAOCTIKA avadiTTAwoN TwV TIVEUPNOVWY Kal TOU
BwPOKIKOU TOIXWHATOG yia va BondnBei n ektrvor evw n ypobid otnv KolAid i n
oupTrieon Tou Bwpaka BonBave otn @Aaon atmoBoANG Kal o€ PIKPOTEPO BaBud oTn
@aon ouptieong. O xelpokivnTog utroonBoupevog Prixag TTPoUTToBETEl TNV
IKaVOTNTA TOU acBevr) va Kpatdel TNV YAWTTIOA TOU KAEIOTH.

e @Uonua kol ekdIwWEN aépa e pnxavikd Tpomo (insufflator-exsufflator
CoughAssist): To unxdvnua autd atroTeAei pn emepBarikr BepaTtreia TTou pe
ao@aArl KAl oTOoBePO TPOTTO OTTOPOKPUVEI EKKPIOEIC O avOpWTTOUG TTou
TTapoucidlouv  pelwpévn IkavoetnTa yia PrAxa. O1 eKKPIOEIG aTTouakpuvovTal
BaBuiaia pe TNV @oknon BeTIKAG TTiEONG OTNV AEPOPOPO 0BO Kal OTn CUVEXEIQ
Taxeia doknon apvnTikAg Trieong. Autr n Taxeia evaAlhay mng Trieong Trapayel
UYNAN pON EKTTVONG CUPTTEPIPEPOVTAG OTTWG TOV YUOIOAOYIKO BrXa.

Kivduvog uéAuvong:

OTtav €xeTe KATTOIO KpUWMA A BpoyxiTida, o aduvauog BAXAG augavel Tig Oav_oTNTES
AVATITUENG TTVEUPOViaG. H TTveupovia gival yia vooog TTou XapakTnpietal atrd @Aeyuovn
TWV TTIVEUUOVWY AOYW €I0BOAAG 10U 1) hIKpoRiou Kal PtTopei oTadIiakd va TTPOKOAECEI TV
QAvAaTITUEN uypoU OTOUG TIVEUNOVEG. Ta CUPTITWHATA TTEPIAANPBAVOUV TTUPETO, piyog, Brixa
kal duoTtrvola. O1 avatTveEUOTIKEG AOIMWEEIC TTPETTEI VA AVTIMETWTTIOTOUV ETTIOETIKA WOTE
va aTToPEUXOO0UV 01 ETTITTAOKEG.

Av KATTOI0G €X€I O&Eia AVATTVEUOTIKN QVETTAPKEIA i AVATITUEEI JIa avaTTvEUOTIKA Aoipwén
TTOU OEV UTTOPEI VO AVTIMETWTTIOTEI, YTTOPEI va €ival aTTaPAiTnTO VA Yivel yia TOPR OTO
O€ppa Kal va TTpooTeBEl Eva cwANVaKI yia TNV avaTtvor oTnv Tpaxeia woTe va diatnpnOei
O AEPIOPOG. AUTH N XEIPOUPYIKN dladikaoia ovoudleTal TpaxelooToMia. Ta TTeEpPIooOTEPA
dtopa pe voéoo Tou Pompe trpétrel va gival o€ Béon va AdBouv avaTtrveuoTIKRA UTTOOTAPIEN
otote TN XpeIddovial PECW TNG OUVOUOOTIKAG XPAONG MNn ETTEURATIKWY BePaATTEIOV
(Bepatreieg OTIG OTIOIEG XPNOIMOTTOIOUVTAI PAOCKEG KAl OEV  ATTAITOUV  XEIPOUPYIKN)
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dladikacia). MepIKEC QOPES, O AVATTIVEUOTIKOG CWANVAG TTOU EI0EPXETAI KATA TN OIGPKEIA
adlaBeoiag utropei va agaipebei apyotepa. Eival {wTIKAG onpaciag yia 1a ATOoha HE
AVOTIVEUOTIKA TTPOBAAUOTA va PpiokovTal uttd Tnv TTapakoAoubnon TTveUuovoAdyou
WOTE va JTTOPEl va apyioel €ykaipa rn QVOTIVEUOTIKI) UTTOOTHPIEN O€ ETTEIYOUOES
TTEPITITWOEIG.

E: NMNéoo ouyxvd mTpEémmel va EAEyXw TNV AVATTVEUCTIKA AgITOupyia KAaTtd Tn Si1dpKEIa
TOU UTTVOU;

A: OAa T1a dtoupa pe vooo Tou Pompe TTPETTEl va €X0UV £va avaAUTIKO 1I0TOPIKO UTTVOU
Kata 1 didyvwon Toug. MNa ta aropa otig HIMA, n Apepikavikn Akadnuia latpikig Tou
“Y1rvou ouaTrvel Tnv TTANPnN MEAETN TOu UTTvVou (TTOAU-uTTVOoypa@ia- polysomnography) yia
OAec TIG aglohoynioeig UTTvou. EVOAAAGKTIKEG UEAETEC OTTWG N TTAAMIKI) OCUUETPIa Kal N
KATTVOYypa®ia dev ETTAPKOUV yIia TNV agloAdynon Twv OvATTVEUCTIKWY OIOTAPAXWY TOU
UTTVOouU, OAAG JTTOpPEl va ekTIUAoOOUV TuxOV UTTogia Kal uTroaepiopd avriotoixa. H
oguueTpia atrd povn TNG dev ATTOTEAET ETTAPKES DIAYVWOTIKG PMECO yIa TNV agIOAOYyNon Twv
AVATTVEUOTIKWY OIATAPAXWY TOU UTTVOU.

H umogia civalr pia 1TaBoloyikr) katdotaon katd Ttnv otoia 6AoG O Oopyaviopog
(yevikeupévn utroia) A €va HEPOC auTou (I0TIKA uTTogia) dev 0EUYOVWVETAI ETTAPKWG.

O utroagpiopdg gival n emmmoAaia f Bpadeia avatrvor] TTou Oev KAAUTTEl TIG AVAYKEG TOU
owpaTog. Av éva ATopo UTTOAEPICETAI, OUCOWPEUETAI TO DIOEEIDIO TOU AVOPAKA OTOUG
IOTOUG TOU HE ATTOTEAEOHUA TNV HIKPHA TTapoxr ofuyovou oTo aipa. O utrepagpIiopog ival
N Karaotaon KaTd Tnv OoTroia TO ATOMO AvaTTVEEl TTIO ypriyopad kal 1o Babeid amd 10
(PUOCIOAOYIKO.

Ta OuuTTWPATA  TTOU  UTTOOEIKVUOUV  QVATIVEUOTIKN) dlatapaxr Katd Tov  UTIvo
mepIAauBdvouv 10 poxaAntd, Tnv Aamvoia, Tnv OIaKOTI TNG avatvong (gasping), Tov
avriouxo UTTVO, €uepeBIoTOTNTA, 1 UTTEPPOAIKR uTTvnAia katd Tn didpkela TG NuéEpag. Ol
ao0¢eveiG TIPETTEl va €LETAOTOUV QVTIKEIYEVIKA YyIA ATTOQPPOAKTIKA ATtTvola UTTVOU )
UTTOEPIOPO KaTA T dIAyVwOon UE TTOAU-UTTOVOYPAQia, avecapTnTa aTrd TO I0TOPIKO TWV
OUPTITWHATWY.  H BegpaTtreia TNG avatveUOTIKAG OUOXEPEIOG KAl TNG ATTOPPAKTIKAG
damvolag Katd Tov UTIVO  TIPETTEl VA  TTAPOKOAOUBEITAI WOTE VA  KATOYPOQEN N
ATroTEAEOHATIKOTATA TNG. O1 emavaAapBavoueveg PEAETEG TOu UTTVOU Ba TTPETTEl va
TTPAYMATOTTOIOUVTAI OTAV UTTAPYXOUV KAIVIKEG EVOEIEEIC.
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E: Ti onuaivel diatapaxi avamrvong Kard Tov UTrvo;

A: H diatapaxr avatvonig Katd tov UTTVO gival ouxva oTa dtopa pe véoo tou Pompe
TTou €xouv WUIKA aduvapia. H eAdTTwon Tou TOVOU TOU QVWTEPOU AgPOPOPOU 0d0U
TIPOTTAVTOG KATA TN OIAPKEIQ TNG GACNG UTTVOU TTOU XOPOKTNPICETAlI aTTO TaXEia Kivhon
Twv paTiwv (REM) ptropei va odnynoel oe mrepaitépw emodeivwon Tou agpiopou. O
VUKTEPIVOG UTTOOEPIOPOG OUXVA TTpONyEiTal TNV AVATIVEUOTIKI] QVETTAPKEIA KATA TN

dldpKeIa TG NUEPAG.

2€ ATOodO PE TNV Owiun ekdAAwon Tng v.Pompe n diatapaxr TG avarvong Katd
OIdpKEIa TNG VUKTAG UTTOPEI va ouupei 0tav n CwTIKA XwpenTIKOTNTA o€ 0pBia B€on eival
METPIa dlaTapaypévn Adyw TnG duoavaAoyng CUPMETOXNG Tou diagpayupaTog. O acBeveic
ME VOOO TOou Pompe utropei va pnv avtiAngBouv Tuxov atmmo@PakTIK ATTvola UTTVOU, N
oTToia PTTopPEi va odnynoel o€ emodeivwon Kal utrepkatvia (UtrepBoAIkr) TToodTnTa CO,
OTO Qipa) 1 KAl UTTOEaIMIa (MEIWPEVN MEPIKN TTIEON TOU OGUYOVOU OTO aipa). ZTa BpEpn HE
vooo Tou Pompe n avatveuoTIKA OlaTtapaxr) Tou UTTVOU UTTOPEl va ekONAwOBEi TTpIv TO
aAvaQEPOUV Ol YOVEIG.

E: NMwg ptropeite va kataAdpete o011 £xeTe TTPpOoBARpATA ATTVOING UTTVOU;

A: H d&rmvoia Uttvou gival pia diatapayry Tou UTTVOU TTou XapakTnpideTal atrd TTauoElg
oTnv avaTtvor] Katd tn didpkela Tou UTTvou. Kdbe e1meioddio diapkei TO00 WOTE Mia N
TTEPICOOTEPEG AVATIVOEG VA XAVOVTAI KAl AUTA TA ETTEICOdIA TTAVAAAUBAvovTal KATA TN
d1dpkela Tou UTTVOU. O OPIOPOG €VOG OTTOIODATTOTE ATTVOIKOU OUMBAVTOG TTEPIAQUBAVEI
éva eAdxI0TO d1doTnua 10 SeUTEPOAETTTWY AVAUEDTA TIG AVATIVOEG TTOU OUVODEUETAI  EiTE
ammd  veupoAoyik a@uTrvion (METATOTTIoON 3  OEUTEPOAETITWY  OTR OouxvoTnNTa TOU
EENmTwon Tou KOpeopou Tou oguydvou oTo aipa Touldxiotov 3-4%, 1 kai Ta dvo. H
damrvola UTTvou diaylyvwoKeTal HETA aTTd pia dokipagoia KaTtd Tn didpKela Tou UTTVOU TTOU
ovopadeTal TToAU-utTVoypdenuaam) .

KAIVIKG onuavTika etTitreda arrvolag UTrTvou BewpouvTal TTEVTE 1) TTEPICOOTEPA ETTEICODIO
TNV WPA YIa KABE TUTTO ATTVOIAG (ATTO TO TTOAU-UTTVOYPAPNUQ).

YTTapyxouv TpEig KaTtnyopieg Atvolag Katd 1n OIApKEID TOUu UTIVOU: N KEVTPIKN, N
QATTOPPOKTIKA KAl N oUVOETN:

KevTpik drmrvola utrvou: Eival n diarapaxr Katd tnv oTToia n avatrvor oTauatd Kai
gekiva Katd Tov UTTVO AOYyW TNG aTTOUCiag TG avaTttveuoTIKAG TTpooTTdBbeiag. AvtiBeta e
TNV QTTOQEAKTIKI ATTvola UTTVOU KATA Tnv OTroia Ogv  MPTTOPEIC va  avatTveUOElg
(PUOIOAOYIKA AOYW aTTOPPAENG TWV AVWTEPWY AEPOPOPWY 00WV, N KEVTPIKA CUPBAivEl
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otav o0 eykEPAAOG Oev OTEAvEI T KATAAANAQ pnvUUATO OTOUG PUEG TTOU €AEYXOUV ThV
avatrvory. H KevTpikr) drmvola Utrvou gival AiyoTepo ouvnBiouévn, Kal apopd AiyoTepo atrod
10 5% TWV aTTVOIWV UTTVOU.

ATro@pakTIKR) dtrvola utrvou: Eival pia duvntikd cofapry diatapayr UTTvou Katd Tnv
OTTOia N avaTIvor] OTAPOTA Kal EEKIVA KATA Tn OIAPKEIA TOU UTTVOU. YTTApYXOuV TTOAAOI
TUTTOI ATTVOI0G UTTVOU, AAAG N TTIO OUXVA €ival N atToQPAKTIKA, N oTroia ocuupaivel dtav ol
MUEG TOU AdIOU XOAQPWVOUV KOTA dIaoTAUATA  WTTAOKAPOVTAG £TOI TNV AEPOPOPO 000
Katd tn dIdpKeIa Tou UTTvou. To TTo avriIAnNTITé onuddl TG atToPPAKTIKAG ATTvolag UTTvou
gival T0 poxaAnto, TapdT dev poxaAifouv OAol 6001 UTTOPEPOUV OTTO ATTOPPAKTIKA
arrvola UTTvou.

20vOeTN Atrvola UTTVou: Eival €vag OUVOUOOPOG KEVTPIKNG KAl ATTOPPOKTIKAG ATTVOIOG
UTTVOU KATA TOV OTTOIO Ol KEVTPIKEG ATTVOIEG ETTIUEVOUV 1) EU@avifovTal OTav ETTIXEIPEITAI
Bepartreia TNG ATTOPPAKTIKNAG ATTVOIAG JE DIAPKNA BETIKN TTiEOT OTOUG AEPOPOPOUS 000U i
ME epyaAcio 2 emiTédwy (continuous positive airway pressure (CPAP) or bi-level device).

Avetdptnta amd Tov TUTTO, TO ATOMO ME ATTvola UTTvou oTrdvia avTiAauBaveralr Ta
AVOTTVEUOTIKA TTPORARuaTa, akoua kai étav ¢utrvdel. H dmmvola Utrvou avayvwpietal oav
TTPORANPA aTTd AUTOTITEG NAPTUPES KATA Tn JIAPKEID TWV ETTEICOdIWY ] UTTaiVEl uTToWia
AOYW Twv €mMOPACEWV TNG OTOV Oopyavioud. Ta CUUTITWHPOTA PTTOPEI va UTTAPXOUV
XPOvIa Xwpig va avayvwpiovTal Kal 0 aoBevAG YTTOpEi va ouvnBioel TNV uTTvnAia Kata Tn
OIdpPKEID TG NUEPAG KAl TO AioBNUA KOTTWONG TTOU OXETICETAI JE ONPAVTIKEG DIATAPAXEG
UTTVOou.

E: Ymdpxel KAmolo TPWTOKOAAO HE AVATIVEUOTIKEG CUOTACEIG TTOU TIPETTEl VA
akoAouBouvTal amrd éva AdTouo TTou £x&l dlayvwoTei ue vooo Tou Pompe;

A: Ta Tapakdtw a1roTEAOUV Pia AioTa TTVEUUOVOAOYIKWY CUCTACEWV:
e H kKAIvIKiy agloAGynon TnNG avatveEUOTIKAG KATAOTOONG TTPETTEl VA YiVETAI O KABE
IATPIKN ETTIOKEWN.

e Orav cival €@IkTA, N a&loAdynon TnG TIVEUPOVOAOYIKAG AEITOUpYiog Kal TNG
avTaAAaynG TwV agpiwv TTPETTEI va YiveTal KATA Tn d1Idyvwon, O€ £THoIa BAon Kal
otav yeTaBAAAeTal N KAIVIKA KOTAOTOON TOU 00B£voUG.

e H akTivoypagia Bwpakog TTPETTEI va yiveTal KaTé Tn didyvwon Kal étav UTTAPXEI
KAIVIKA €VOEIgN

e O péyiotog OuvaTtdg KABAPIOPOG TWV OEPOPOPWY 0dWV OTTO TIG EKKPIOEIG Ba
TTPETTEl VA EQAPUOLETAI CUCTNUATIKA.
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H agloAdynon tng avatveuoTiKAG A&IToupyiag KaTd Tn SIAPKEIA TOU UTTVOU TTPETTEI
va YiveTal OTTOTE TO ATOMO TTAPATTOVIETAI YIQ UTTVRAIQ KaTA Tn dIAPKEIa TNG NUEPAG,
avegnynTtn aduvapia rj arvola UTTvou.

H cuptTAnpwaTik xoprynon oguyovou Kai un TapePBaTtikog agpiouds e BETIKA
TTieon Ba ouoTtnBei atrd ToVv 1aTPO Cag avaloya HE TIG UTTORBOOKOUCES dIOTAPAXES
TOU QEPIOPOU, OTTWG n uTroéaiuia, n aTmOQPEAKTIKA Atvola UTTVOU Kal O
UTTOEPIONOG. To €idog TNG BepaTreiag Ba BacioTei OTOV TUTTO TWV AVATIVEUOTIKWV
OUMBAVTWY Katd Tn dIGPKEIa TOU UTTVOU.

OAeg o1 avatTveUOTIKEG HOAUVOEIG Ba TTPETTEI VA QVTIMETWTTICOVTAI ETTIOETIKA.

E: Moia €idn OBgpartreiag pmopouv va BondAocouv Ta ATOMO HE OVATTVEUOTIKA
mpOoBARMAT];

A: O pnxavikég agpiopydsg Bonbd Ta Atopa pe vooo Tou Pompe va dlaxeipiotouv Ta
AVATTVEUOTIKA TTPORAAMATA HECW TNG TTPOWBONONG Tou aépa OTOUG TTVEUUOVEG. H xprion
MNXaVNUATWY PTTOPEI va BEATIWOEI ONUAvTIKA TNV TToI6TNTA (WAG TWV TTAIDIWV KAl TWV
EVNAIKWV PE avaTTVEUOTIKI BUOXEPEIQ.

Apxiké n Bepatreia gival atrapaitnTn uévo Tn vUxTa WOoTE va BonBnrioel va diatnpnBei yia
QUOIoAOYIKA por] aépa Katd Tov UTrvo. Mia @opnTy OUOKEUN XPNOIMOTTOIEITAl YIa va
TTOPEXEI ATHO HEOW PAOKAG N OTTOIa EQATITETAI OTN PUTN 1} 0T PUTN KAl TO OTOUA.

TUTrOI AVATTIVEUCTAPWY TTOU XPNOIMOTTOIOUVTAlI CUVHOWG a1rd TOug aoBeveig JE v.
Pompe

AvatrveuoTtipeg BiPAP: BiPAP (Betikn TTieon agpo@dpwyv odwv o€ 2 emmiTeda
Bi-level Positive Airway Pressure). To BiPAP BonBdesl Tnv ofuyévwon Kai Tov
AEPIOPO O€ TTEPITITWOEIG ATIVOIOG UTTVOU ] KAPATOU TWV QVATIVEUTIKWY HUWV.
‘Exel e@apuoyry Otav ammo@eUyovtal Ol TTo TTOPEPPATIKEG PEBODOI OTTWG N
dlaowAfvwon 1 TpaxelooTopdia. Mg TOv AgpiOPO TTieong o€ 2 emiTeda TO
MNXAVNUQ OTTPWYVEI TOV 0EPA OTOV AEPQ E CUVEXN TTIEON. 2T CUVEXEIQ PEIWVETAI
n TTiEON yIa va EMTPEYEI TV EKTTVON..

Avatrveutiipeg oykou: Ol avatrveuoTAPEG OyKou BloxeTéUOuV KOBOPIoPEVO
OYyKO aépa OTOUG TIVEUMOVEG ME KABea ‘avartrvor)y. O1 avaTtiveuoTrpeg QuToi
MTTOPOUV va OIOXETEUOOUV TTEPIOCOTEPO KAl PE PEYAAUTEPN TTiEoN aépa atrdT TO
MEYIOTO TwV avaTTveuoTrpwyv BiPAP.

Avatrveutipeg CPAP: H pébodog epapuoyng ouveXng OETIKAG TTiEONG OTOUG
agpo@odpoug odoug (CPAP Continuous Positive Airway Pressure) e@apudlel

BeTIKA TTiEON OTOV QAPUYYa £TO1 WOTE VA TTAPEUTTOdIOEI TO KOANQTTOAPIOUA TOU
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@dpuyya katd Tn didpkeia Tou Utrvou. To CPAP ouviBwg dev TTpoo@épel oTa
droya  he  adUvAPOUG QVOTTVEUOTIKOUG HUEC TO €i00C TNG QVOATTIVEUOTIKNG
UTTOOTAPIENG TToU  TTpayuaTikG  xpeidlovial. To CPAP  6a  Tmpémer  va
XpnoiJotroigitar yia TN Oepatreia TNG  ATTvolag UTTVou POVOV O OTTAVIEG
TTEPITITWOEIG aoBevwyv  pe v. Pompe kal yaAdiota Aéyetal Ot yevikd n pgEB0dOG
auTr) avtevdeikvuTal o€ aoBeveig pe v Pompe.

E: Katmoia dropa dev pmropouv va XPNOIMOTTOIROOUV TOV UYPAVTAPO Yyia TOV
OVATTVEUOTHPA TOUG £TTEIS O OWANVAG TOU OVATIVEUCTHPA YEMIEI ME UOPATHOUG.
Marti cupBaivel auTo;

A: H ocuptmukvwon authy Aéyetar "rainout." Av 10 dwpATIO oag eival KpUuo, 0 Bepudg,
UYPOTTOINUEVOG QEPAGC EPXETAI OE ETTAPN WE TN BepuoKpacia Tou dwPATIOU Kal WUXETAI.
Otav woxeral o aépag, n TO00TATA TNG Uypaoiag (UdpaTuwy) TIOU MTTOPEI va
OUYKPOATACEI HEIVETAI JE ATTOTEAEOUA VA dnuioupyouvTal otayovidla vepou ( "rain out.).
H 1roodtnTa TOU VvEPOU TTOU OCUYKPATEITAI ATTO TOV afépa TTOIKIAEl avaAoya peE Tnv
Bepuokpacia : 0 Ce0TOGC AEPOG  OUYKPATE TTEPICOOTEPO VEPO ATTOTI O KPUOG A€PAC.
KaBwg wuxetal o (eo1dég aépag (katd Tn didpKela TNG VUKTAG) MEIWVETAI N IKAVOTATA
OUYKPATNONG VEPOU  UE QATTOTEAEOMA T OCUMPTTUKVWON TOU VEPOU Kal dnuioupyia
oTayovidiwv

Ala@opol TPOTToI VA AVTIMETWITIOTEI TO ‘rainout’:

e [lpoOoTTOBEIOTE VO PEIWOETE TO ETTITTEOO UYPATIAG

e Au¢AoTe TN Bepuokpaaoia Tou UTTVOdWHATIOU TN VUXTA WOTE va UEIWBEI n diagopd
BepUOKPATIag YE TOV UYPAVTHPA, KOl OIYOUPEUTEITE OTI €ival KAEIOTO TO TTapABupo
TOU dwpaTiou.

e [lepdoTe TOV CWARVA KATW a1Td TIG KOUBEPTES YIa va diatnpenBouv (eoTEG.

o KaAUuywTte 10 CWAAVA PE AAOUNPIVOXAPTO 1 PE GAAO POVWTIKG - O OTOXOG €ival va
d1aTnpEnBei 0 aEpag oTig cwWANVWOEIG (e0TOG.

E: Ticivai n Bgppaivopevn vypotroinon?

A:  Zmnv Beppaivépevn uypoTroinon O aépag OTO QVATIVEUOTIKO KUKAWMPO TOu
avaTrveuoTnpa (eoTaiveTal Kal dNUIOUPYEITAI APKETAH Uypacia WOTE va Wn ¢epaivovtal ol
EKKPIOEIG.

E: Yrdpyxel TpoypaUUATIONEVO XEIPOUPYEIO, KOl UTTAPXEI TTEPITITWOTN VA XPEIOOTEI
YEVIKR avaioOngoia. Mola BApata TPETTEl va akoAouBiow yia va TTpoAdBw Tuxov
AVATTVEUOTIKA TTPORBARUATA KOl JOAUVOEIG TWV TTVEUUOVWYV;

A: Edv €va xeipoupyeio atraitei yevikr) avaioOnoia, TTPETTEl va EI0OTTOINCETE €K TWV
TTPOTEPWYV TNV 1ATPIKN oudda OTI Ba XpelaoTeiTe ETTITTAOV BorBeIa yia TNV AvATIVOr Kal TO
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Brixa META TNV eTéUPacn. =ekabapioTe TToIa €TTIAOY BEAETE. MepIKG GTOopa pE vOOO TOU
Pompe TrpoTigolv un emmepParnikd aegpiopd (m.X. avarmveuotipag BiPAP, ouokeun
coughAssist). AA\oI TOoTEUOUV OTI O ETTEPPRATIKOG QEPIOUOS (OTTWS N TOTTOBETNON
AVOTTVEUOTIKOU CWARvVa oTovV @Aapuyya) gival TTEPICTOTEPO ATTOTEAECUATIKOS. Ta PHEAN TNG
olKoyévelag TTou Ba oag Bondrioouv Katd Tnv avappwon 8a cag Bonbricouv va pdabete
TTWG VA XPNOIYOTIOIEITE QUTEG TIG OUOKEUEG. 'Evag TTVEUPNOVOAOYOG WTTOPEI va 0dg
ekmaudevoel. Etriong Oa TTpETmel va  EVNUEPWOETE TNV  XEIPOUPYIKA Opada  edv
XPNOIUOTIOIEITE KATTOIA OUCKEUN WOTE va OlayEIpIoTouv TNV avaiocbnoia oag Pe Tov
KaAUTepo duvatd Tpdétmo. Mia kaAr 10éa €ival TO va @QEPETE TNV OUOCKEUR OAG OTO
VOOOKOWEIO KAl va oulnTACETE PE TOV yIaTPO Kal Tov avalioOnaloAdyo.

E: T XpeIAJeTE VA TTW OTOUG VOO NAEUTEG OXETIKA UE TI XPHOT TOU o§uydvou;

A: TMoA\oi voonheutég dev yvwpiCouv OTI n Xopriynon oguydvou avTtevdEeikvuTal O€
ao00gveig Pe vooo Tou Pompe TTou €x0uv avativeuoTIKA TTpoBAApaTa. H aAnBeia gival ot
MTTOPEI va gival eTTIKIVOUVO Kal TTPETTEI va Xopnyeital yévo utrd Tnv eTmiBAswn 1atpou Kal
ME TTPOCOXN 0€ eAeyXOueEVO TTEPIBAAAOV OTaV XPEIAZeTAl. QUUNOBEITE OTI TO AVATTIVEUOTIKA
TTpoBARpaTa otn vooo Pompe tTpokaAouvTtal atmmd uuikn aduvapia kal Ox1 amd vooo Twv
TTveuuovwy. Ta Treplocdtepa aTopa pe Pompe éxouv uyigic Trveupoveg. AvTi va oag
BonBdsl va avarrveuoete 1o Babid n a@vikn €10por] aEpa MPEIWVEI TNV QUOIKN Cag
avaykn va avarrveuoete.  To emimedo Tou CO2 o010 aipya aufdverar pe Kivouvo
QVOATTIVEUOTIKNG QVETTAPKEIAG. H avaTTvVEUOTIKI) AQVETTAPKEIQ UTTOPEI va ATTOPEUXOEI HEOoW
Bepartreiag agpIoPoU 0 OTT0I0G Ba ATTOKATAOTAOEI TNV avaTivor. Ma va TTPOCTATEWETE TOV
€QUTO 00G O€ ETTEIYOUOEG KATAOTAOEIS KOAO €ival va @opdrte éva 10TpIKO PpaxIoAl
ouvayepuou A va €xete padi oag ypamTéG odnyieg atrd Tov TTIVEUROVOAOYo cag. To
oguyodvo PTTOPEl va XPNOIYOTTOINBEI JOVO OTO VOOOKOWUEIO OTaV TTACXETE ETITTAEOV OTTO
TTVEUMOVIKY VOOO OTTWG TTVEUPOVIa A yia va TTapéXEl avakouPion oTa TEAIKA oTadia Tng
vooou Pompe.

Mou Ba pddeTe TrEPICOOTEPA

O1 TAnpoopisc autou Tou QUAAadioU TTpoEpxovTal aTTd TIC TTOPAKATW TTNVEC:

e [pakTikéc Odnyiec Auepikavikou KoAAeyiou laTpikig MeveTikng (American College
of Medical Genetics (ACMG) Practical Guideline): Pompe Disease Diagnosis and
Management Guideline 2006. Vol. 8. No. 5. O1 0dnyiegc Tou ACMG guidelines
oxe0IA0TNKAV OQV UIa EKTTAIOEUTIKN TTNYN yIA yIATPOUS Kal AAAOUG ETTIOTNUOVES
vyeiag
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H 1oT10o0¢ehida Tng Kowvétnrag Pompe Tng etaipeiagc Genzyme TTPOCQEPE!
AVOAUTIKEG TTANPOQOPIEG YIa TN VOOO, OTTWG Kal TTNYEG, AAAA Kal UTTOOTAPIEN WOTE
va YTTOPOoUV va OIaXEIPIOTOUV TTIOavaA TTPORARUATA. WWW.pompe.com.

o Kévipo Aucoowuikwv kKal MetapoAikwv Noonudtwv Erasmus (Center for
Lysosomal and Metabolic Diseases Erasmus MC University Medical Center)
www.erasmusmc.nl/

e AOKIJOOIEG TNG AVOTTIVEUOTIKNG MUIKAG AsITOUpYiag,
http://www.merck.com/mmpe/sec05/ch046/ch046d.html

e H omeipopétpnon o€ UTImia Béon BeATIWVEl TNV avixveuon TnG Ola@PAyUATIKNAG
aduvapiag, http://chestjournal.chestpubs.org/content/121/2/436.full

e Rainout: lNa TepIcodTEPES TTANPOPOPIES
http://www.apneasupport.org/about5684.html

e www.doctorbach.com: MNa T1TePIoCOTEPEG  TTANPOPOPIEG OXETIKA ME TNV
ATTOKATACTACN TWV Q0BEVWV PE VEUPOMPUIKEG TTABACEIG, AVATIVEUOTIKEG VOOOUG
KAl KOT OiKOV JINXAVIKO agpIouO.

MAnpogopicg, ZUPBOUAEUTIKA Kal ZTAPIEN

O1 TTapakdaTW TTNYEG MTTOPOUV VA PavoUVv XPNOIUES YIa TTEPICCOTEPEG CUMBOUAES
Kal TTANPo@opiec OXETIKA pe TNV dlAITNTIKN BgpaTtreia Twv ATOPNWY PE vOOO TOU
Pompe,:

o O Aigbvng >UMoyog 1ng vooou Pompe (International Pompe Association (IPA)
gival pia raykéopia évwon Twv aoBevwyv e vooo Tou Pompe. O IPA BonBad Toug
a00¢gvEIG, TIG OIKOYEVEIEG TOUG KAl TOUG AvOpWTTOUG TTOU aoyoAouvtal PE TNV
IATPIKI TOUG QPOVTIOa WOoTE va PoipddovTal Ol EUTTEIPIEG KAl Ol YVWOEIG TOUG O€
OAEG TIG NTTEIPOUG Kal TIG KOUATOUPEG. Na va Bpeite Tov OUVOECHO TNG XWPAS 0,
ETTIOKEPTEITE TNV 10TOOEAIdA TOU IPA www.worldpompe.org

o GSDNet: Tlivete yéNog Tou GSDNet Listserv kai avtaAAGgTe e-mails pe aToua o€
OAo ToVv KOOWO TToU Couv pe TN vooo Tou Pompe. MNa va gyypageite oo GSDNet
ME e-mail:
“To”: listserv@listserv.icors.org

“CC”: ApnoTe Tn Kevn
“‘Subject”: ApnoTe Tn Kevn

E-mail: NMAnKTpoAOYAOTE OTO XWPO KEIPEVOU Ta akOAouBa: Eyypagr) oto GSDNet
<TTPOO0BKN Tou ovOuaTOS oag>
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o Karavonon 1ng vocou Pompe (Understanding Pompe Disease) TpokeiTal yia éva
Owpedv QUAAGDIO TO OTTOIO TTAPABETEI pIa KAAR €l0aywyr OXETIKA YE TNV vOoO
Pompe. Eival diaBéaiuo otnv 1oTooeAida Tng Koivétntag Pompe
WWWw.pompe.com.

e Tov latpiké Odnyd 1ng voéoou Pompe (The Physicians Guide to Pompe Disease)
MTTOPEITE Va Tov TTapayyeileTe attd Tnv EBviKA Opydvwon yia Ta Z1Tavia
NoorAuata (National Organization for Rare Disorders (NORD)) oTnv 10T00€Aida
www.rarediseases.org/programs/pompe _brochure.html

o Jatpik@ Kévipa 1Tou £10IkeUovTal oTIC Neupouuikéc Alatapayéc (Medical Centers

Specializing in Neuromuscular Disorders):
MNa va Bpeite Ta latpikd autd KévTpa, €TTIKOIVWVAOTE JE TOV ZUANOYOo NEUupOUUIKWV

dlaTapaxwy TNG XWPag 0ag.

0 2Ti¢ Hvwpéveg MNMoAITeieg, ETTIKOIVWVNOTE PE TOV 2UAAOYo MUIKAG
AuoTtpogiag (Muscular Dystrophy Association - MDA)
www.mdausa.org/clinics

0 2Tnv EupwTrn, €MKOIVWVNOTE PJE TOV avTioToiXxo EupwTradikd ZuAAoyo
(EAMDA) oTtnv 10T00€AiIda www.eamda.net

0 2& GM\eg nTTEipoug, eTTIOKEPTEITE TNV MNaykdouIa Zuppaxia Twv ZUANOYwV
Neupopuikwyv Alatapayxwyv (World Alliance of Neuromuscular Disorder
Associations — WANDA) otnv 1oToogAida www.wandaweb.org Kal TTaTRoTe

oTNV XWpa oag.

AuTtn n ék6oan oxeSIAOTNKE lIE OKOTTO VA OWUOE! YEVIKES TTANPOQYOPIESC OXETIKA LE TO BEUQ.
Aiavéuerar dwpeav amo 1o IPA ue 1 Oleukpivion OTI OEv mTapéxovral 1aTPIKES N AAAES
ETTAYYEAUQTIKES UTTNPETIES uyeiag. H 1atpikn gival uia ouvexws UETABAAAOuEVN ETIOTAUN.
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AvBpwrriva oeaAuara Kai aAAayéc oTnv TPQAKTIKA €papuoyn kKabiorouv aduvarn tnv
arroAuTn akpiBeia evog keipévou aav autd mou diaBadlere. EmiBeLaiwaTe TIC TTANPOQOPIES
UE GAAEC TTHYEC KAl KUPIWS UE TOV BEpATrovTa 1aTp0 0ag .

EAMnviki petdepaon amd uéAn Tou ZuAAdyou AcBevwv kal Pidwv AcBevwv e
KAnpovouikd MetafBoAikd Nooruara “ KPIKOX ZQHY" www.krikoszois.gr. (E.AaokdAou,

Z.AnuntpouAn2, X.lwdavvou, E.KapBakotrouAou, eMIPEAEI M.AuyouaoTidou-
2appotrouAovu).
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http://www.krikoszois.gr/

	 Η σπειρομέτρηση σε ύπτια θέση βελτιώνει την ανίχνευση της διαφραγματικής αδυναμίας, http://chestjournal.chestpubs.org/content/121/2/436.full

