¥ P ¥

HHBOT
IIPE L, BHITH JE-IEq_A (J;{‘AEIEE
el Mok Bkt wrpaiky Lt‘f’?, U a F»\zdu,

fu bt oL sk collect it

*usor co Npeagussuum / Jeta me Sfida / Life With Challenges

BHUJICOHOBA BOJIECT

Wilson Disease - MKB E 83.0

Wilson Disease MEb E 83.0

ApaBo Aete  Hocutea
XeTepoauror
25% 50 %

e FETPEAR

IIto e Buiiconora Goiect?

BusconoBara Oosect e peTka 00J1ecT, TeHETCKO METa00THO HapyITyBamke KOE JOBEAYBa JI0
MPEeKyMEPHO HATAN0XKyBamke Ha Oakap BO opraHu3MoT. Ce KapakTepusnupa co HEMOKHOCT Ha
OpPTaHU3MOT 32 UC]pITyBamke Ha BUIIOKOT Ha Oakap oJ1 OpraHu3MoT. Bo TeKOT Ha JeHOT co
MIPOU3BOIUTE KOU IITO TH KOH3YMHUpaMe BHECYBaMe MoBeke 0akap BO OpraHU3MOT (IO UMa BO
CUTE TIPO3BO/IM KOM TH jaZieMe), HO 3/IpaBUTE JIyI'€ OHA IITO € HEMOTPEOHO ro uchpiaaT o
opranu3mor. [larenTure xou ja uMaat Oonecra Ha BuiicoH, ja HemMaaT Taa MOKHOCT, OJTHOCHO
HE UM (YHKIIMOHUPA MEXaHU3MOT Ha UC(pIiamkbe Ha OaKap 0j] OPraHu3MOT | TOj TIOPaJIN TOA Ce
TaJ0XH BO LIPHHUOT ApoO, OyOpesnuTte, MO3OKOT U APYTH OpPTraHu. U, TOKOIKY HE Ce JIEKyBa, MOXKe
1a 3aBpiu GaTaaHo.

HajBaxxuu ¢axTu 3a BuiiconoBara 6oJiect

1. BwiconoBara 6osecta € TeHeTCKH HacJIeHa, MOACTHAKBO MOJKE JIa Ce TI0jaBH U Kaj
MaIIKHU ¥ Kaj )KeHCKH, Ce HaclieAyBa O]l ABaTa poauTena (1 o MajkaTa U O] TaTKOTO). 3a
Jla ce Haclieu OOJIeCT ABajiaTta poaUTEIN MOopa Ja OuIaT HOCUTENH Ha €/IeH MyTHpPaH
reH (XxeTepo3uroTH). BepojatHocta netero ma 6uae 3adoneHo e 25%, 25% e BepojaTHOCT
na 6une cocema 31paBo u 50 % u geteTo ga 6uie HOCUTEN Ha MyTUPAHHUOT T'eH (Hema
MaHudecTaimja Ha O0JeH).

2. Borecta e HacieHa M MAIIMEHTOT ja HOCH OJ1 TOYETOKOT Ha )XHBOTOT. Ho HajuecTo He ce
MaHu((ecTHupa BO MpBara JeleHrja o1 )KUBOTOT. Hajuecta Bo3pacT kora ce mojaByBaar
cumnromute € o 11-12 roguHa 0THOCHO BO MEPUOIOT HA a/I0JIECIIEHITH]a - TIa 3aT0a
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oBaa 00JIECT ce KapaKTepu3upa Kako 0oject Ha Miaau Jiyre. Cernak uma u oJipesieH 0poj
Ha TAIMEeHTH KO TOJI0IHA BO TEKOT Ha JKUBOTOT 3a MPB AT UMAaT HEKAKBU CUMIITOMH.
[TpuumauTen 3a Bunconosa 6onect e myranujara Ha reHot ATII7b, moctaBen Ha
XpoMo30MOT 13, KOj € OJITOBOPEH 3a CHHTE3a Ha CH3UMHTE KOou 00e30eayBaat Tpanchep
Ha 6akapoT oj IpHKUOT apo6.Ce cMeTa 3a peTka 6osiectT Oujejku ce rmojaByBa kaj 1 ox
30.000 myre. CraTucTtukara nmokaxysa jaeka cexoj 100-tu rparanus (1 Ha 100) e HOCTHEN
Ha €JICH MyTHPaH I'eH (XeTEepPO3UTOT).

Busconosara Gonect e crienupuyHa M0 Toa MTO €IHA UCTa TEeHETCKa aHOMaJIHja MOXKe
J1a IPEeIU3BUKA PA3IIUYHN KIMHUYKH MaHU(PECTAUH U TIPOOIeMH Kaj pa3IndHu
MAIUEHTH.

Hajuectu (60%) ce ciayyaute co HpHOAPOOHU 3a00TyBamba U TOA!

ITokaueHnu npHOAPOOHHM IMapaMeTpH (acT, ajlT), 3aMacTeH IPH JIpod
AKyTEH XeNaTHuT, MP03a, aKyTHO OTKAXKYBakE Ha IIPHUOT P00
3ronemMeH 1pH APoO WK cle3uHa

Otomuu Bo HO3ETE, HATPYITYBaKkE HAa TEYHOCT BO a0 JOMEHOT (0OJTKH)
CKJIOHOCT KOH CO3/1aBare Ha MOJPUHKH, 3aMOP

XeMOIIMTHIKA aHEMH]ja

40% o manUeHTUTE UMAaT HEBPOJIOIIKH CUMITTOMM:

[Ipo6aemu co roBopoT, NpoOIEMHU CO TONTAKE
OTtexxHaTo oApKyBame paMHOTEka-

Tpemop - NOTEMKOTHH CO KOOPAUHALIH]A
Hexkontponupanu nerxkema

[Tpobnemu co 0/1eHEeTO, MyCKYIHA BKOYAHETOCT

Bo man 6poj ciiydan MOKHHU C€ ¥ TICUXHjaTPUCKU CUMIITOMH:

[IpomeHu BO OJJTHECYBAHETO
Hemnpecuja
[Icnxo3a

Hpyru cumntomu

Odranmomnomiku - [TojaBa Ha Kajzep ®nemepoB npcTeH (3€71€HO CUB, A0 3€JIEHO YKOJIT)BO
OUYHUTE KaKO Pe3yNTaT OJ] HaTPYIyBamkeTO Ha Oakap BO MO30KOT.
HapymyBame Ha MEHCTPYaTHUOT ITUKITYC

TpermaHOT € peJ0BHO 3eMame Ha JieKoBHU.L[enTa Ha JIeKyBameTO € Jja ce OTCTpaHu
BUIIOKOT Oakap BO OPraHU3MOT U J1a C€ CIIPEYH HETOBO TaJlOKeme. JIeKyameTo €
J0KHBOTHO. JIOKOJIKY JIEKYBam-€TO Ce 3arouHe BO paHa (a3a Ha 6oecTa, MOXe Ja J0j1e
710 TIOBJIEKYBAH€ HA CUTE€ CUMIITOMH U 3HAUUTEJIHO 3a0aByBambE HAa IPOrpeCcOT HA
6onecta. Kaj 5-10% oj manueHTuTe, Kaj OHUE CO 3HAUUTEJIHO ONTETEH LIPH Jpo0 U OHUE
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Kaj KOM JIOCTIIaHATa Teparuja He BIIfjae, HEOIXO/IHO € JIa Ce HAIpaBu TpaHCIIaHTaIUja
Ha IPHUOT JIpOo.

10. HeomxoaHO € peI0BHO KOHTPOJIMPAHKk-E Ha TPOrPecoT Ha Oojiecta U eheKTOT 01
Tepanujara. HajMasiky Tpu maTv TOAMYHO € IIPaBaT KOMILJIETHH Ja00PaTOPUCKH TECTOBU
Ha KPBTa, KAKO U MEPEHE HA HUBOTO Ha Oakap BO 24 YacOBHA ypHHA.

11. ITpu HaBpeMEeHO OTKpHBamkE Ha 0oJIecTa M peloBHA Tepalija, MalMeHTUTe UMaaT cocemMa
HOpMaJIeH JKUBOT, CO MUHUMAJTHU IUETETCKU pecTpukuuu. [lamenture co Bunconosa
Oorect, Tpeba 1a n30erHyBaaT KOH3yMHUpAkE Ha MPOU3BOIM KOM BO cebe coapkar
BHCOKA KOHIICTHpAIIMja Ha OaKap a Mmpej ce: Kakao, jaTKacTH MPOU3BO/IN, H3HYTPHUIIH,
MEYYPKU ¥ HEKOU MOPCKH IIJIOJIOBH.

12. Bo 3aBHCHOCT 0]l pUMapHaTa KIMHHYKa MaHu(ecTanrja Ha CAMIIOTMHUTE, TAIIMEHTUTE
co BusiconoBa Gotect ce cienar Ha Y HUBEp3UTETCKaTa KIIMHUKA 3a JIETCKU 00JIeCTH,
Knunukara 3a ['actpoenTtepoxenarosioruja, Knunukara 3a Hepposnoruja win KiuHrka 3a
NICUXHjaTpHja

On 2015 romuna, 3apykeHueTo ,,Bruiicon Makenonmja‘ Tu 3acTayBa IpaBara Ha JIMIaTa co
BunconoBa 6osect Bo Makenonuja, u ce 3ajara 3a:

o Uudopmupame, o0eanHyBame, HACOUYBakhE U MOAJIPIIKA HA JUIaTa 3a00JICHH 01
BuiiconoBa Gonect 1 HUBHA aianTamyja BO OMIITECTBOTO.

e [Tlomnpmika 3a nmpodecroHaneH pa3Boj ¥ KBATU(GUKAIIMHA HA CTPYYHHUOT KaJap BO JOMEHOT
Ha JIMjarHOCTUKATa U TPETMaHOT Ha BuiiconoBara Gosecr.

e 3amno3HaBamE Ha OIIITECTBOTO CO OCOOMHHTE Ha 3a00IyBambETO, MPO(UITAKTHKATA,
JMjarHo3ara, JeYeHhEeTo U IPIKaTa Ha nanueHTuTe co Bunconosa 6onecr, co
(U3HOIOMIKUTE U IICHXOJIOIIKNTE MOCIEIUIN 01 OoJecTa.

o CopaboTka co CIMYHU OpraHu3anuu Bo PemyOiarka MakeoHHja, pETHOHOT U MOIIMPOKO.

o Co3gaBame U 0JIp)KyBambe AUjasior Mel'y 3py>KEHHETO U UHCTUTYyluuTe Bo PeryOmnmka
MakenoHuja 3a mpaliama o] UHTepec Ha petkara 6onect Buscon. (Kpaj)
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