YneH op 333 Cras AnuHea Mpeanor 3a usmeHa Mpepnor 3a gononHysarwe 06pasnoxxeHue 3a onpasaaHoOCT Cratyc
Bo ocHoBaTa Ha nofobpyBatbe Ha TPETMAHOT Ha
. peTkuTe 60/1ECTU U rapaHTUpatbe Ha NPaBOTO Ha
PeTka 6onecT e cekoja 6onecT UM nopemeTyBatbe Koe noroAysa
3/paBCTBEHA 3alUTUTA Ha NauueHTn co Pb, HeonxoaHo e
15 HOB Mas NPOLEHT 04 HaceneHneTo, 0A4HOCHO 1 Ha 2000 xuTenn, 3a npeanor
. . fAedunHuparbe Ha TepMUHOT PB, a co Toa
Koja e noTpe6Ha 0XKMBOTHa Tepanuja
npenosHaBatbe Ha NaLMeHTUTe Kako nocebHa,
cneunduryHa rpyna Ha rpafraHu.
Pervctap 3a peTku 601€CTM e NONUC Ha AMjarHOCTULMPaHK CydYan
Ha 3a6onieHn o4 peTku 6onecty Bo egHa nonynauuja.
Reructpauujata Ha peTkuTe 60/1€CTU € NPOoLLeC Ha CUCTEMATCKO MoTpebHa e aednHMLM]ja 3a perucTap Ha Pb 3a
15 HoB cobupare 1 aHaNMU3Mparbe Ha NOAATOLM Ha LA CO PETKN noHaTamy Bo 333 ga Moe Ja ce nocrasar u npegnor
60/1€CTH, 3apaan 0OBO3MOXKYBaHe MOKOHKPETEH YBUA BO BPOjOT Ha |KPUTEPUYMM M MpaBUAa 3a BOAEHE Ha UCTMOT.
3a60n1eHun o4 peTku 6onectu n BpojoT Ha peTku 6oecTn o4 Kou ce
3abonieHn
Kako eguHcTBeHa Tepanuja cneyuduryHa 3a noseketo
PB, nekosuTe cupaum Tpeba KOHKPETHO Aa ce
AedUHMPaaart, a noHaTamy BO APYrv 3a KOHM (3aKoH 3a
OpdaH NeKkoBM (1€K0BK CUPaLIM) ce MeANLIMHCKM MPOU3BOAU X
15 HOB . R NeKOBM U MeAMLMHCKM NoMarana, 3akoH 3a jaBHu npeanor
HameHeTu 33 AujarHo3a, NpeBeHuMja UK TPETMaH Ha A0KUBOTHU
HabaBKW..)) Aa ce NocTaBaT KPUTEPUYMU M NPaBMAa 3a
WM MHOTY CepUO3HM 60N1eCTU UK HapyLUyBakba KoU ce PeTKU. )
YBO3, perncTpaLyja u NpucTanHocT Ha UCTUTe 3a
nauueHTUTe co peTku bonectu.
MaumeHTuTe co PB Tpeba Aa MmaaT UCTM NpaBa Kako 1
ocTaHaTWTe rpafaHi 3alUTUTEHW CO 3aKOHOT, Ha KoM Ke
1M 6uae 3arapaHTMpaHoO NPaBoTo Ha obesbesysare
HOBM 3/paBCTBEHA 3alITUTA
- 06e3besyBatbe Ha JIEKOBYM 3a NALMEHTU CO peTKM Bonectn
16 1 anuvHen no . Hekou og, peTkuTe 6o1ecTu He NOoKaxKyBaaT CUMTOMM OZ, npeanor
: - MEpKM 1 aKTUBHOCTYM 33 NPUMapHa 1 CeKyHAapHa npeseHuujaoa |
anuHeja 9 pararbe, HO MOXKaT Aa ce yTBpAaAT oApeseHN
peTku 3abosyBatba .
HapyllyBakba Ha PeOBHM CUCTEMATKCU Nperneau Kaj
yyeHuLMTe (co NpoLlmnpyBatbe Ha IncTaTa Ha
3340KUTE/THM aHaNU3M)
CpepactBaTa HameHeTW 3a HabaBKa Ha - MocTojHnoT cTaB 3a obesebenyBsatbe Ha cpeAcTBa
NeKoBM, AMjarHoCTUKa U eflyKauuja 3a HaMeHeTU 3a peTKM 6oNecTV e HeLOBO/THO jaceH.
peTkun 6onectu ce obesbeaysaat oa: Mpeganor 3a oaBojyBarbe U HOB CTaB
- AeN oA, aKkuM3aTa Ha LiMrapu Bo - MoTpebHo e fa ce 3ronemat cpeAcTBaTa HaMeHeTH 3a
usHoc og 0,1 aeHap no napye peTku bonectu, buaejkn MomMeHTanHUTe CPeacTBa BO
16 4 (umrapa) Mporpamata 3a Pb ce HeA0BO/IHM 3a Aa M NOKpUjaT npeasior

- co gen (%) op akumsm og HadTa n
aKUM3M Of, NyKy3Ha CTOKa
(Np.NlyKCy3HW aBTOMOBUAN, HAKUT,
napdemm)

notpebuTe Ha NOCTOEYKUTE NaumeHTH. NMputoa, co
orneA, Ha NoCTojaHOTOo 3rofiemMyBakbe Ha 6pojoT Ha
nauueHTn co PB, notpebHo e aa ce M3HajaaTt u
AONONHUTE/THU HAYMNHU 33 06e36e,u,yBaH:e cpeacTea 3a
HWBHO NeKyBakbe.
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PB ce Haj4ecTo reHeTCKM HacnefHu - u3berHyBare
ybnaxyBsatbe Ha nocneauumte
YHanpegyBatbe Ha NpeBeHLMja U AWjarHOCTMKa Ha
26 1 ;T:er;c; - AMjarHOCTUKa U NpeBeHLInja 3a peTku bonectn, peTKMn 60N1eCTM 0/, FeHOMCKO MOTEK/IO, CO BOBEAYyBakbe npeanor
Ha HOBM MjarHOCTUYKM TEXHONOTUM U YHanpeayBatbe
Ha [J0CTarnHoCTa Ha reHeTCKO MHOopMUpatbe 1
COBeTyBatbe, BOBEyBatbe Ha CKPUHUHT NPOrpamm.
PB ce cnepuunyHo nose of MeAnUMHATA, HA
(5) NpoTokonwuTe 3a AujarHo3a, Tepanuja v KOHTposa Aa ce HaLMOHA/IHO HMBO He e MOXHO peBuamnparbe Ha
27 HoB nocne 4 YTBPAYBaaT v TOAMLLHO peBUAMpaar cnopes MeauumnHa 6avpaHa |NpoTokoin 6e3 cooABETHO KOHCYATUPatbe Ha npegnor
Ha fj0Ka3n, objaBeHN MefyHapoAHM ynaTcTBa. COBPEMEeHU KOHCEHCY3 NPOTOKOJIN 3a JieKyBakbe Ha
CeKoja peTKa 6o1ecT noegnHeuHo
np. Bo ynarctBoto (MeaunumHa 3acHoBaHa Ha foKasn)
cTou feka e noTpebHa oapeAeHa aHaM3a 3a KOHTpona
MUHUCTEPCTBOTO 3a 34PaBCTBO MOpa Aa v obesbeam ycnosute 1 cneferoe Ha 6onecTa, a NauMeHTUTe HemaaaT Kaje 4a
27 HOB (Tepanuja, anapaTu, peareHcu..) Kou ce HEONXOAHM 3a ja HanpaBaT 1cTaTa BO paMKWTe Ha Ap¥aBHUTE npeanor
M3BpLUYBatbe Ha 3A4paBCTBEHATA AejHOCT COrNacHo ynaTcTearta MHCTUTYUMK. COOZBETHA KOHTPOIA 3HAUYW HaMaNeHN
nocseAnLy No 3apasje of, PeTka Un XpOHUYHa
601€eCTH, 1 CO TOa 1 3roNemMeH KBaNUTET Ha XKUBOT.
Mopaau manunot 6poj Ha naumeHTu co PB, nekapuTe opg,
NPUMapHO U CEKYHAAPHO HUBO MMAaT MHOTY Masky
COH3aHWja 33 UHULMjaNHO Npeno3HaBakbe Ha
37 1 HOBa no NPeHOC Ha 3Haeka 1 BELUTUHM 3a peTku 6osiecTu Ha CUMNTOMUTE Ha oBMe 6ONEeCTH, U UCTUTE He ce npeanor
anuHea 4 3/,paBCTBEHUTE YCTAHOBM Ha CEKYHAAPHO U NPUMaPHO HUBO TPeTMpaaT cooABeTHO. MHOry YecTo peTkata 6onect
nporpecupa MHory 6pry ¥ HaBpeMeHOTO Npeno3HaBatkbe
e efleH o/, KNyuHUTe GaKTOpU 3a HamanyBakbe Ha
nocneanunTe of peTkaTa 6onect
3apaBcTBeHaTa AejHOCT Ha pedepeHTUTe LeHTpuU ondaka:
- AMjarHOCTUKKa Ha MaLMeHTUTe co peTkn bonectn
- NpeHaTaNeH, Kako N HeOHaTaNeH CKPUHWHT,
- TEHETCKO COBeTyBaMLUITE,
- TPETMaH 1 3rpuXKyBakbe Ha NauueHTUTe co peTkn bonectn,
- pexabunuTauuja Ha naupienTy co petku Gonecr 3aKOHCKO AedrHMpatbe Ha BaKOB LiEHTap, BKAYYUTENHO
- BOAEHE Ha perncrap Ha 3abonenHu OA‘DETKE 6onecr, 1 KPUTEPUYMY 33 HETOBO GOPMMPaFbe U paBoTerbe, ke
- copaboTKa CO CTPaHCKM LEeHTPU 3a AWjarHOCTULMPatbe U ederse NOTTUKHE OCHOBAFbE Ha peepeHTeH HaLMOHaeH
Ha peTkuTe 6onectn Bo PM, Kako 1 copaboTKa co eBpOoncKu n WeHTap 33 peTki Bonecty. MpHTOa, MOCTORHETO Ha
40 HoB CBETCKY OpraKu3aUuy 3a petku Gonectu, BaKOB LLeHTap e eJleMeHTapeH YC/I0B 3a BK/y4yBatbe Ha npeanor

- KOHTUHYMpPaHa eayKaumja og obnacta Ha peTku bonectu,
copaboTka co MeguuMHCKTe GakynTeTU HO U eAyKauuja Ha NeKkapu
of, NpUMapHa 1 CekyHAapHa 3aliTuTa

- Y4€CTBO BO K/IMHUYKKU CTYQUN CO LUEeN YHanpeaysare Ha
AMjarHOCTUKaTa M eKyBatbe Ha NauueHTUTe co peTku bonectu.

PedepeHTHUTe LieHTpu ce KoopanHUpaaT npeky KomucujaTa 3a
peTku 6onectu

MakefoHWja BO MpexKaTa Ha pedpepeHTHU LLeHTPM Ha
EBpona, €O LWTO Ke ce OTBOPM WMPOKO NONE 3a pa3meHa
Ha MHpOPMaLMKM M HAjA06PY NPAKTUKK CO 3emjuTe 04,
EY.
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...KaKo 1 o6e3bepayBarbe co NeKoBU MaumneHTuTe co Pb Tpeba ga Mmaat uctv npasa,
76 3 Ha BONHUYKM TPETUPAHUTE NALUEHTU 3arapaHTMpaHo npaso Bo 06e3besyBatbe Ha npeanor
M nauneHTuTe Co peTkn 6onectu. 34paBCTBEHa 3aWTUTa

CnepcTBeHo Ha NpumMepoT Ha Komucwja 3a Manurim
3abonyBarba (uneH 226) n Komucwja 3a gujabenc

muenuTyc (YneH 248), aa ce perynnpa Komucuja 3a
- 0ArOBOpPHOCTM (M3roTByBa Nporpama 3a Pb, Boau peructpu 3a P, .
HOB u/ieH (no . pTeku 6onectn. HeonxoaHo e odpuumjanHo popmuparse
KoopAuHaLumja Ha pedpepeHTHUTE LIeHTPY,..... ) - feTasleH OnucC BO

NpUMepOoT Ha YneH n ) M ypeaHoO perynuparbe Ha paboTaTta Ha CTpyyHa npeanor
mnor . .

226 v uneH 248) P KoMmMcHja 3a peTku 6onectu Koja, Kako 1 o cera, Tpeba

- OpraHM3aLmncKa NocTaBeHoCT . .
6 A2 of1ly4yBa NO Pa3HU TOUKU: AMjarHo3a, peructpauuja,
- HalWWH Ha paboTa
P notpebeH TpeTMaH, KOHTPONa, cleAere, HabaBKa Ha

Tepanwja, UTH.

Komucuja 3a petku 6onectn




AednHMLMja e BocnocTaBeHa BO 0KymeHTOT "European
Commission, Communication from The Commission to
The European Parliament, The Council, The European
Economic and Social Committee and The Committee of
the Regions of 11 November 2008"

Pel’MCTapOT € CYWTUHCKN eNnemMeHT BO nop,o6pyBaH>eTo
Ha cocTojbaTta/TpeTmaHoT Ha PB Buaejkn 0Bo3MoKyBa
oﬁeaGep,yBaH:e Ha BaXXHW ennaemMuno/IOWKN nogatToumn
noTpebHu 3a NaaHUpatrbe U anoKauumja Ha cpeacTsa 3a
AMjarHosa u npeBeHLMja, Neyere 1 TPeTMaH,
3ApaBCTBEHA Hera, pexabunuTtauuja u cn.

JlekoBUTe-cMpaLm ce cneuudryHa KaTeropuja Ha eKosum
€O ornies, Ha MannoT 6poj Ha NaLMEHTU KO T KopuctaT
1 Mopaju Toa He ce aTpPaKTUBHM 3a GapmaLeBTCKUTe
KOMNaHWU.

CoTtnacHo npenopakata HaBegeHa Bo [lupekTuBaTa Ha
EsponckuoT MapnameHT n CoseToT Ha EBponckaTa YHuja
6poj 141-2000, uneH 7, poHeceHa ywTe Bo 1999 roauHa,
notpe6Ho e AndepeHuMpatbe Ha CTaHAapAHNUTe
MocTanku 3a oBMe IeKoBM (Np. HamasyBatbe Ha
TpowouuTe 3a perucrpawmja) Kako 6u ce o6esbeann
[ONOJIHUATENIeH MOTUB 338 KOMMNaHWKUTE 3a perncTpauuja
Ha UCTUTE, peryanpatbe Ha NocTanka 3a Aobueatrbe Ha
og06peHue 3a cTaBatbe BO MPOMET Ha OBUE JIEKOBU

Mpunor 1 - npeanosu 3a o6esbeaysatbe Ha ByleT 3a
peTku bonectu
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npunor 1 -
npeanosv 3a arone




3abenewka

Bo Hekou 3emju (np. Byrapuja) uma nocebeH 3akoH 3a
npeseHLMja U AMjarHOCTUKa Ha reHeTCKM 3abonyBarba
- [njarHocTukaTa fa 6uae Bo pamkuTe Ha pedepeH
ueHTap 3a PB, uau Bo copaboTKa co Apyr MHCTUTYLUK
(Ha np.MAHY).

np. 3a peTkoTo 3a60/yBatbe XepeanuTapeH aHroeaem,
B0 HoemBpwu 2016 rogmMHa ce AOHEece HOB KOHCEHCY3
[OKYMEHT
(http://www.uptodate.com/contents/hereditary-
angioedema-treatment-of-acute-attacks)

I'Iau,meHTme co Pb ce n3noxeHu Ha AO0NONHUTENTHN
TpOLWOoUumn 3a NpaBere Ha aHan3un BO NpUBaTHU
nabopaTtopuu UK BO CTPAHCTBO

MocTon U He3anHTEPEeCUpaHOCT Ha NiekapuTe 3a paboTa
co nauueHTH co pb (Aa ce pasmucan 3a MoTMBaLMja Ha
NeKkapuTe Kou paboTaT co oBUe NauueHTn??

KnuHuykmoT ueHtap Bo Ckonje uma ycnosu aa uge
pedepeHTeH LeHTap 3a Pb B0 MakegoHuja, buaejkun
cuTe naumeHTH co PB 3aBpLuyBaaT Ha TepLiMjapHO HUBO
3a /njarHo3a, KOHTPONA, Cieflere U TPeTMaH Ha
6osiecTa. UcTMOT He Mopa Aa 3HauyM AeKa Ke NocToun Bo
HEeKoja 3rpasa, moxe aa buae v BUpTyeneH, Ho BO CeKoj
cnyyaj e notpebeH MyNTUAUCLMNAMHAPEH TUM Ha
NeKapw.




3a mMua Haggop oA Ckonje, Aa ce anctpubyvpaar
NIeKOBYM BO OMWITH BONHULM

- (He cekoj naumeHT uma xenba u MOXKHOCT 33
CaMowHjeKTUpatbe, Na A3 MMaaT Kaae 4a npumaat
Tepanuja)

- Aa ce u3berHe U3N0KyBatbe Ha NALMEHTOT Ha
[LOMO/IHWTE/HM TPOLLOLM 33 NaTyBakbe Bo CKonje,
[LOKO/IKY BO HEroBa NoBaK1CKa OKOIMHA MMa YCTaHOBa P
Kaje WTo 61 MOXKeN Aa rm NoAUrHe eKosuTe

,EI,eTaneH npegsor BO 04HOC Ha COCTaBoT U paGOTHVITe
06pBpcku Ha KomucujaTa e goctaseH Bo nocebeH
npunor.

nPunor 2 -
Komncuja 3a peTkun




