¥ P ¥

HHBOT
S JETA oA
:-.-:. em & omfaatas N Toba. BhtE maraiky Life s a pazzle,

bl i ek den, collect

*usoTt co Npegussnum / Jeta me Sfida / Life With Challenges

THUPO3UH XUIPOKCHUJIA3A
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[ITo e neduuT Ha THPO3UH XUAPOKCHIIa3a?

Hedunut Ha Tupo3uH xuapokcunasa (TX) (ucTo Taka MO3HAT KaKo peliecuBHA JOMa-0ArOBOPHA
JTMCTOHH]A) € PETKO META0OJINYKO HAPYITyBamke KOE Ce KapaKTepusupa co HEeJO0CTaTOK Ha
€H3UMOT BKJIYYEeH BO KOHBEPTHPaHhEe Ha aMUHOKUCEIMHCKUOT TUpo3uH Bo Ldopa. TX e
KPUTUYCH €H3UM BO HOPMAJIHOTO IIPOU3BOJICTBO Ha JonaMuH. HerocTarokoT Ha 0OBOj €H3UM
3HAYU JIeKa HEBPOTPAHCMUTEPUTE Ce OJIOKUPAHU COOJIBETHO JIa C€ CUTHAIM3UPAAT €CH CO JIPYT.
HeBpoTtpancmurepute 1onaMuH, HOpENUHENPUPHH, eNuHEPEPUH (KOJIEKTUBHO O3HATH KaKO
KaTeXOJIaMUHH) U CEPOTUHHUHOT ce Je(UIIMTAPHU BO IIEHTPAIIHUOT HEPBEH CUCTEM U
nepudepujara.

[TarmenTy co Henoctatok Ha TX MoXke J]a pa3BHjaT HAPYITyBamka HA ABMKEHETO, ABTOHOMHHU
CUMIITOMU (HECTAOMIIHOCT Ha KPBHUOT MPUTHUCOK, HEMTPABUITHOCTH BO TEMIIEpaTypara),
aOHOpMAITHU JIBIKEH-a Ha OYUTE U HEBPOJIOUIKU OIITETYBAbA.

Kon cumnromu ce moBp3aHu co HexocTaTokor Ha TX?

[[Iupok criekTap Ha CUMIITOMH MOXe Jla OuJie TOBp3aH co HeaocTaToK Ha TX, a BKIIydeHocTa
MOJKe€ J1a Bapupa oJ1 Oyrara, ymepeHa no temka. Bo Hajomaru cirydan, ofiemhe Wil TPUakhe MOXKE
Ia Omie HeCMacHO, HO MaJIKy JPYro MOJKe Jia ce 3a0esieu Ha Mo4eTOKOT. CHUMIITOMHTE MOYKaT
Jla HaTlIpeayBaaT MoJeKa J0AeKa IeTeTo cTapee. EnHara cTpaHa o1 TeIOTO MOKe J1a u3riena
mociada, WK JIETETO MOJKE JIa TTOYHE Ja OJIM Ha HUBHUTE IPTUYKH ITOPAJIN OJIpeIcHa
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3aTETHATOCT Ha MYCKYJIMTE Ha Ho3eTe. BooOnyaeHu ce TEMKOTUUTE CO BHUMAHUE BO YUMIIHIIITE.
Jlemata co Gyiaru CHMITTOMH Y€CTO C€ TPETUPaaT yCIEIIHO CO JIEKOBU. Bo yMepeHo 3acernarure
ClTy4au, IETeTO MOKeOr HeMa Jia MOJKE J1a OJIM BOOIIIITO, UK OJICEKETO MOJKE J1a Oujie
HCKITyYUTEIHO TeIKo. YecTa e mojaBara Ha HEBOOOMYACHO IMOJIOKYBAE Ha paleTe Wit
MO3UIIMUTE HA HUBHUTE palle co OOMIU Ja oJaT WM Jia 0J1aT 1o npctute. Moske na oumar
MIPUCYTHU a0HOPMATHH JIBUKEH-a Ha OUUTE, 3aCTOj HA TPEeMOp U ToBOp. Jlerata co ymepeHu
CHUMIITOMH Y€CTO pearupaat J00po Ha TPETMAHOT, HO IIEJIOCHATA KOPUCT MOXKE Ja IoTpae
HEKOJIKY MECEIIH.

Bo HajTGIIIKI/ITC CJlydyaud acuara ce (1)I/I3I/I‘IKI/I WHBAJIMAN3UPAHN U ITOTOACHU OO PaHOTO ACTCTBO.
OBa noHekorani € No3HaTo Kako BaijaHTa Ha I/IH(1)aHTI/IJ'IHa HapKI/IHCOHOBa 0oecT.

HaIII/IeHTI/ITe MOXKE Aa IMoKaxXaT CUTC WJIHN HCKOH O CJICAHHUTC CUMIITOMM:

- MyckyiHa 3aTerHatocT (pUruJHOCT, CIIACTUYHOCT)

- AOHOpMaHO MpHKaXyBame (JJarupame Ha rpooT)

- Tpemop

- Jloma KOHTpoIa HA MYCKYJIUTE

- AOGHOpMaJHHM JBIMKEHA Ha OYHTE (OTCTAITyBakbe HA OUYNTE HArope, HaJlo0iy WA KOH
HOCOT)OKYJIapHU KpU3U

- IlTo3a (ocakaTeHOCT Ha OYHUTE Karlain)

- OmoxyBame Ha TOBOPOT

- TemkoTuu KO ce XpaHaT WU roJITaaT

- 3anex

- TopTuxonwc (HEBOJHO OTCTANyBamke HA TJIaBaTa U BPaToOT)

JleraTa KoM ce CEpUO3HO MOTOJIEHU MOTEIIKO C€ JIEKyBaaT, U MOXKE Jla OMaaT moTpeOHH MOBeKe
nexoBu. Tue ce HEOOMYHO PaHIMBH HAa HeCaKaHU €(eKTH Ha JIEKOBUTE, ILITO MOXKE J]a pe3ynTupa
CO MPEKYMEPHO IBUKEH-E U pa3apa3nuBocT. OAroBOpoT MOXke J1a Ouie 6aBeH, a HEKOU
MIPOJIOJKYBAAT J1a UMaaT KOPUCT O] HEKOJIKY MECEIIH JI0 TOJTMHU, HO HE MOXKAT Ja pe3yJITupaar
CO LIEJIOCHO pelllaBame Ha cuTe cuMnTomi. Jlemara co nedunut Ha TX decto ce cmeTaar 3a
HECMaCHH WJTU HEKOOPJAWHUPAHH U Y€CTO C€ MMPBUYHO JIMjarHOCTUIIMPAHH CO IepedpaiHa
napanuza. TX neuuuTor ce HacmeayBa Kako aBTOCOMHO pelleCHBHA KapakTepucTuka. Kaj
pEIeCHBHUTE HApPYIIIyBamka, COCTOj0aTa HE ce jJaByBa JIOKOJIKY MOCIMHEIIOT HE TO HACIIeIN
UCTHOT JeeKTeH TeH 3a UCTaTa OCOOMHA O] CeKOj poauTel. JleTeTo Koe mpruMa eIeH HOpMaJeH
I'€H U ¢JIcH I'eH 3a 0oJiecTa ke OMJIe HOCUTE]I, HO OOMYHO HEMA J1a MOKaXKe CHMIITOMH. PU3HKOT
O]l IpeHeCyBame Ha OOJIecTa Kaj Jiela Ha JIBOjKa, KOM C€ HOCHTENH Ha PEIIECHBHO HAPYIIYBambe €
25%. Pusukot e uct 3a cexoja OpemeHocT. CaMo HEKOJIKY JIECETUIIH CITydan Ce
uneHTuduKyBanu 10 aeHec Bo cBeToT o 2003 roguna. Ce coMHEBa JieKa MHOTY CITy4au WK
0J1aT HEMPU3HACHU WM TTOTPEITHO JTHjarHOCTUITUPAHH.
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Kaxo ce nujarnoctunupa gepuuuror Ha TX?
Hujarno3ata Ha nedpunutor Ha TH ce 3acHOBa Bp3 IBOCTEIEHA MPOIIEAYpa 3a TECTHPADE:

- JlymOanna myHKIMja 3a 1a ce yTBpAAT aOHOPMAITHOCTH Ha METabOJIMTH Ha
HEBPOTPAHCMUTEPHUTE.

- OTKaKo Ke ce MOCOMHEBaMe Ha JMjarHo3aTa Bp3 OCHOBA HA CTYIUH Ha LIepeOpPOCIIMHAIHA
TEYHOCT, AMjaruo3ara Tpeda Ja ce moTBpau co aHaau3a Ha camuoT TX red. OBa ce npaBu MPEKy
MPUMEPOK O] KPB M PE3YJITATUTE MOXKE JIa TIOTPae HEKOE BpeMe.

Kako ce Tperupa TX nepunuror?

Bo MOMEHTOB, HajyCIIENIHAOT TpeTMaH Ha 1epuiuToT Ha TX e JIeK Koj ke MOMOTHE BO
O0OHOBYBaWETO Ha HOPMAJTHUTE HUBOA HA JonamMuH. CaMHOT JIOTIaMUH HE MOXE JUPEKTHO Ja ja
IpeMUHE KPBHO-MO304YHaTa Oaprepa 1 3aToa € HeOIXO0JHO Ja Ce TPETUPA CO COCAMHEHUE
HapeueHo L-Dopa Bo komOuHanuja co npyr Jiek HapeueH carbidopa. lenara co nedunut na TX
MOJKE J1a TO’)KMBEAT MPEKYMEPHO JIBUKEH-E HITH Pa3pa3IMBOCT CO HUCKH 031 Ha L-noma n
EKCTPEMHA UPUTAOMITHOCT, HECOHUIIA U TIOBPaKamkhe WIIH MTOCTOjaHn a0HOPMAITHH JIBUKCHA CO
npekyMepHH J103u.BaskHo e TecHO 1a copaboTyBaTe co JeKapoT 3a Ja I'M MaKCUMHU3UpaTe
pe3yATaTUTE OJ1 JICKOBUTE U J1a TH HAMAJIUTE HECaKaHUTE ePeKTH. METUIIMHCKU JTOCTUTHYBaba
HaIpaBeHH BO T€HCKA Teparvja WM TPAaHCIUIAHTAIlMja Ha MATUYHU KJIETKIMOJKE €JIeH JIeH J1a
00e30e1u aBeHuja 3a J1a ro U3JIeUn HapylIyBamkeTo.

CocrojbaTa Ha MAIIMEHTUTE CO OBaa JMjarHo3a Tpeda peloBHO J1a € ceAeHa O]l CIIEIH]aTuCT
HEBPOJIOT BO LIEHTap 32 HEBPOJIOCKHU 3a00TyBama BO CTPAHCTBO UM Ha Y HUBEP3UTETCKA
KJIMHUKA 32 Tieujarpuja (Hespioruja) Ckorje.

SANOF| y

22 BIOMARIN mi@te T 8.
-

TPAJME
MYKAETOB Am&"{ a.dgve ald

emenis 8.



