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XEPEJUTAPEH AHI'MOEJIEM

Hereditary Angioedema - MKB D 84.1

Hereditary Angioedema
MKB D 84.1

7 <
pefRHYEROREE 1y

- Xepeaurtapen anruoeneM (XAE) e peTko 3a001yBame 01 KO€ BO CBETOT 3a00i1yBaaT
1:50.000 numa. [ToneqHakBo € 3acTaneHo U Kaj MaKUTE U Kaj )KEHUTE, Kaj CUTE )KUTETU
0e3 pasnrka Ha paca win 00ja Ha KOXa.

- Jluue 3a6o1eHo ox XAE no6uBa 0TOIM Ha pa3IMyHU JIEIOBH O TEJIOTO, OUIIO
HaJIBOPEIIHO MaHU(ecTHpaHu (IJIaHKH, cTarnaia, JUIe, YCHHU, YeJl0, UTH.), WJIH MaK Ha
BHATPEIIHUTE OpraHu (CTOMak, aujadparma, reHUTaINH, ja3ukK, Ipio, UTH.).

- IHTo e Bcymnoct XAE?

- XAE npercraByBa MyTaiyja BoO FreHOT KOj I'0 KOHTPOJIMpa CO3aBamkbeTO Ha €/IeH KPBEH
nporeuH HapedeH L[1 naxuburop. Kako pe3ynrar Ha reHETCKHOT Ae(EKT, ce co3/1aBa
HenpaBuiieH win HedyHkiproHaneH 11 naxudutop. OBOj KpBEH NPOTEHH € MOIIHE
Ba)XKCH U YUYECTBYBA BO peryliaiija Ha KOMILIEKCHH OMOXEMHUCKH TPOIIECH KOU Ce
aKTUBHUpAaT Mpu 6opOaTa co pa3nuyHM 00JEeCTH, BOCIAJICHN]a U MPH KoaryJayjara.
3aToa kora uMa AeUIUT WU KOora € He(pyHKITMOHAJICH, HACTaHyBa JUcOalaHC Ha THE
CJIO’KEHH TMPOLIECH U PE3YJITUPA CO CO3[aBarme Ha IITETHU NenTuau. Tue Biujaat Bp3
KanujapuTe NOTTUKHYBAJKH 0CI000/IyBalkh€ Ha TEUHOCT OJ1 HUB KOH OKOJTHOTO TKUBO,
IIPU LITO Ce MojaByBaaT oTouu. OTOLUTE MOKE /1a TpaaT o1 2-5 1eHa, HO UCTO TakKa €
MOKHO J1a C€ jaBaT W MOBTOPJMBH €MMU30/I1 Ha OTOIIH, MTPH IITO MaHU(DecTaIjaTa MOXKe
Ja 6uze u 10 HeKoJKy Heaenu. [ToBTopauBuTe Hamaau co OTEKyBambe Ha pareTe,
cTarmanaTa, JUIEeTO, TaCTPOMHTECTUHAIHUOT TPAKT U TPJIOTO ce TUNHYHU. Tue ce
MaHH(eCcTUpaaT 10 CTENEH Ha LEIOCHO 1e(hOpMUpake Ha ,,HaMaJHATUOT  Ie]T OJ1 TeNOTO,
CO jaku OOJIKM 1 4yBCTBO Ha HEMPHJaTHOCT, a MOKe Ja OuaaT CMPTOHOCHH OCOOEHO
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JIOKOJIKY OTOKOT C€ jaBH Ha IpJIOTO, MOXKeE J1a HACTaHe KOMIUIETHO 3aTBOpPAE Ha
JUIITHUTE TaTUIITA ¥ CMPT MOPaIX 3aylIyBamke BO CIy4aj 1a He Ce TPETUpa co
coozBeTHA Tepanuja. CMpTHOCTA KaKO pe3yiTar

Ha OBHUE Hamaau Moxe 1a nocturae u 10 30%. [pubmmwkao 75% ox 3aboneHute umaar
T.H i 1 wnum Hepoctur Ha L1 Maxuburtop Bo kpBTa, a okoiry 25% umaar tum 2 uim
HepyHkunonasueH L1 naxudurop.

dakTopu KOU Npean3BUKyBaaT Hanaj Ha XAE

Hajronem nen on HamajguTte ce jaByBaaT CIIOHTaHO, HEHAIEJHO, O3 BUIIMBA IPUYHHA,
MaKo € UJIeHTU(PUKYBAHO JIeKa aHKCHO3HOCT, CTPEC, MaJIi MOBPEAU, XUPYpPLIKU 3adatu
(ocobeHo BoO ycHaTa mpa3HuHA) U O0JECTH KaKO HACTUHKH M TPUI MOXKeE J1a Ouiar
noTTukHyBauyn. Kaj skeHuTe e uaeHTUPUKYBAHO JeKa 1 MEHCTPYATHHOT IIUKIYC MOXE Ja
Ouje nmpuuMHa 3a M0jaBa Ha Hama/l.

Tepanuja

C¢ ymTe HE € IPOHAjICH JIEK 32 0Ba 3a00JTyBamke, HO MTOCTOjaT TEPAITUU KO C€ KOPHUCTAT
3acnpeuyBame Ha MaHudecranuute o XAE, a HeKou 01 HUB c€ KOPUCTAT U
MIPEBEHTUBHO Kaj MAIMEHTHUTE CO TIOCEPUO3HA KIIMHIYKA ClIMKa. TepanmuuTe HajuecTo ce
cocTaBeHU o]l KoHIleHTpaT Ha L[] uHxubuTOop ecrepasa, JIEKOBH OJ] KPBHU IEPUBATH KOU
IITO JIeTyBaaT MHCTAaHTHO M BO POK O YETBPT Yac ro CTOMUPAAT OTOKOT, a CO TOa U
OIaCHOCTA OJ1 )KUBOTO-3arpo3yBadka cocTojoa. JIekoBuTe o/l KpBHU JAepUBATH HEMAAT
HECAaKaHU CHOpeTHN e(heKTH 1 UCTHTE CII000THO MOXKAT J]a TH KOPHCTATCTaT Jiyre 6e3
pa3iuKa Ha HUBHATa Bo3pacT. Bo cBETCKM paMKu ce KOpUCTHU Tepamnuja 6a3upaHa Ha
AHTArOHWCTH Ha OpaJIMKUHUH. 3a ManueHTuTe Bo PermyOnmnka MakeoHuja TOCTaIHA ce
Tepanuu o XyMaH u pekomOuHanTeH {1 uaxuburop. [Ipu npeBeHTHUBEH TPETMaH MOXKe
Jla ce KOpUCTAT TabJIeTH 3aCHOBaHM HA TPAHEKCEMUYHA KUCEIIMHA, a Kaj TOTeIIKH (GOPMH
Ha Oosiecta, mpej XUPYPIIKU HHTEPBEHIIMHU U CJ1. U JIEKOBUTE 3acHOBaHU Ha [[1
MHXHOUTOp ce laBaaT Bo npeBeHTHBHA Gopma. Bo 2017 u 2018 roguna o ctpaHa Ha
AMepukaHCcKaTa areHiyja 3a JeKoBu U EBporickara areHuuja 3a JIeKoBU 000peHHe 3a
IIPEeBEHTHBHA Tepanuja 1o01ja U 2 HOBU NPEBEHTUBHU CYOKYTaHU Teparnuu, Xaerapja u
Jlanagemymab Ko ce oueKyBa 3HAYMTETHO J1a IOMOTHAT 32 OJ00pyBame Ha KBAIUTETOT
Ha kuBOT Kaj nanueHTuTe co XAE. 3a XAE ce BoaaT KIMHUYKN UCTIUTYBamba BO
3aBpIllHa (a3a 3a opajHa NIPEeBEHTHBHA Tepaluja Koja ce OYeKyBa Jja CTaHe JJOCTaIlHa BO
TexoT Ha 2020 roguHa.

XAE Makenonuja

XAE Makenonuja e 3apysxenue popmupano Bo 2009 ronrHa Bo Koe akKTHBHO YJIEHYBaatT
NAIMEeHTH CO XepeAUTAPEH aHTMOEIEM U YJICHOBU Ha HUBHUTE ceMejcTBa. XAE
MakeoH#ja ce 3acTamyBa 3a JIOCTallHa ¥ KOHTHHYHpaHa Tepanuja 3a CUTe MaIueHTH,
NPEeKy MHIUBUAYATU3UPAH IPUCTAIl COTJIACHO oTpeduTe Ha nanueHtor. XAE
Makenonuja ox 2012 roguHa € OJIHONIpaBHA WICHKA HAa MET'yHapoIHAaTa OpraHu3alyja
3a manueHTH co aepuuut Ha L1 nuxuburop, XAEu(HTepHalmoHa€)Bo Koja ce BMpPEeKEHH
3apyxkennja on 69 3zemju o 1ien ceet. XAE Makenonuja € eieH o1 OCHOBaYUTE U
MOJIHOTIpaBHU 4lieHkH Ha Hammonannara Anujanca 3a Petku bonectn Ha Makenonuja -
HAPBM. On 2012 ronuna, na naunujatuBa Ha XAE 3apyxenuero oq CAJl u co
nojapiika Ha AmepukaHcknoT CeHart, 16-TH Maj e o0ernexaH Kako JIeH 3a IOIUrambe Ha
JjaBHaTa CBECT 3a OBA PETKO TEHETCKO 3a00yBame. MOTOTO Ha 010€Ie)KyBamkbe Ha OBOJ
JieH € ,,MHOTY JHuIia, €THO CEMEjCTBO .
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Anpeca Ha opranuzaiyjara:

VY. Haponen ¢pont 6p. 13/1-56, Cxomnje, Pemybnuka Makenonuja

Tenedon: +389 70 728 420

email: haemakedonija@gmail.com

BeO cTtpana: www.haemacedonia.mk

www.haei.org/haemacedonia

[Tanmentrure co XAE Bo Makenonuja ce iekyBaaT Ha JlerckaTta kauHuka Bo Ckorije,
oleln 3a uMyHooruja u Ha Kinuaunkara 3a Jlepmaroseneposoruja Bo Ckormje.
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