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IKES
KOMMWCHJA 3A CITPEYYBAILE > (% KOMISIONI I PARANDALIMIT
U 3ALITHUTA O AMCKPUMMHALIHJA DHE I MBROJTJES NGA DISKRIMINIMI

Apxuscku bpoj: 08-69 /d
ro/iMHa

9 6 -05- 2026
ITocranysajiu no npercrakara 6p.08-69/1 o 14.01.2026 roauta, nogHeceHa
Of = , 33 CTOpeHa JMCKPMMHMHalMja 10 OCHOB Ha JKMBeaJMIITe BO obnacTa Ha
3ApaBCcTBeHa 3amTuTa, KomucujaTa 3a cripeyyBame M 3aliTMTa 0f AUCKPUMHHALMjA Bp3
ocHOBa Ha usieH 27 ctaB 1 oj 3akoHOT 3a crnipedyyBame W 3allTUTa Oj] AMCKpPMMHMHALMja
(,Cny>x6en BecHuk Ha Penybnuka CeBepra Makezonuja“ 6p. 258/20), ro fonece ciefHoTo:

MUCITEBE

HE CE VTBPIVBA IWPEKTHA JUCKPUMMWHALIUJA Bp3 OCHOB Ha

JKMBeaJMLITe Bo 0b1acTa Ha 3paBCTBeHA 3aITUTA BP3 -------=--======= OJi CTPaHa Ha ------------
OBPA3JIOXEHHUWE
Ha pen 14.01.2026 roguHa JIALETO -----------=--==== nogHece npercraeka op. 08-

69/1 no Komucujata 3a cripeyyBame M 3alITMTa 07 AUCKPUMMHALMja (Bo HaTaMOLIHUOT
tekct: Komucujata) 3a cTopeHa AMCKpMMMHALM]A 110 OCHOB Ha JKMBeanuuiTe Bo obsacra Ha
3[]paBCTBEHA 3allITUTA.

Bo HaBogMTe BO MpeTCTaBKMUTe Ce HaBejlyBa JleKa MOJHOCUTEKAaTa Kako
maLMeHT co peTka bosect - aujaroctuuupana Fomesa 6onect (Gaucher disease type 1 (AP)z
Tpeba a nmpuma MHTpaBeHcKa Tepanuja Cerezyme 8 amnynu Ha KnuHuka 3a XeMarToJioryja
npy YHuBepsuteTcka kiuHnka Majka Tepesa - Ckonje Ha CeKoj (weTupuHaecet) feHoBH. Bo
npeTcTaBKaTa Ce HaBejlyBa jeka ce paboru 3a boznect Koja He MOXKe Jia Ce M3Jleuu, JeKa
TepanujaTa Tpeba za ja npuma Ha 14 zieHa v Tpeba fa ja npuMa BO TEKOT Ha LIeJIMOT JKUBOT.
CMeTa ieKa nalMeHTUTe KoM KMBeaT HazBop of CKorje ce JUCKPMMHHHUPaHH BP3 OCHOBA Ha
CBOETO >KMBealuIlITe CO Orie]l JeKa Tepanujara Tpeba fa ja mpumaat Bo Ckomje. [loHatamy
HaBeayBa ieka e BpaboTeHa Bo NPMBATEH CEKTOP, @ CO OIJIe] /leKa FOAMIIHO Tpeba f1a ja npuma
TepanujaTa 26 maTu, Toa 3Ha4M OTCYCTBO 0/ paboTa 26 paboTHM IEHOBH 1 MCTUTE He MOJKe /13
' IOKpHeE CO FOAMIIEH OZMOP, TYKY Tpeba fia 3eMe 1 HeIulaTeH! JIeHOBH 38 OTCYCTBO. Coornep
JeKa W3MUHATaBa TOAMHA CTanmuaa Bo OpayHa 3aefHMLa M TulaHupa Qopmupare Ha
ceMejcTBO, MPUMameTo Ha Tepanujata Bo CKonje yiTe noBeke ¥ ja OTe)KHe M TaKa TellKaTa
coctojba. BoegHo HaBesyBa feka eBeHTyasHa OpeMeHoCT u pafawme Ha JeTe HOCH
JOTIOJIHUTEIEH PU3HMK CO OTJIe/l Ha Hej3uHaTa 37paBCTBeHa cocTojba.

KomucujaTa co 6apame 6p.08-69 /2, 6p.08-69/3 u 6p.08-69 /4 on 03.02.2026 ropuHa

ja JocTaBy MpeTcTaBKaTa ¥ nobapa usjacHyBame Off ------------=-=-= e | b
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KOMHCHJA 3A CITPEYYBAIE '*_J KCBJE KOMISIONI I PARANDALIMIT

H 3ALUTHTA O]1 JIMCKPHMHUHALIMJA DHE I MBROJTJES NGA DISKRIMINIMI

Bo pocraBeHHMOT OATOBOP 0Off ----=-------=----- Cé HaBelyBa LEeKa ------------------ e co
LIeJIOCHO pa3bupame 3a cocTojbaTa Ha MalMEeHTKATA ----------------== , CO JHUjarHOCTUIMpaHa
l'owesa bonect M npuMame Ha TepanujaTa Ha cekou 14 eHa Ha KinuukaTa 3a XeMarToJiorvja
u cocTojbara 3a OTEIKHATOTO Hej3MHO maTyBame 10 400 KM. 3a IpuMare Ha TepanujaTa Koja
€ HeONXOZIHO fla Ce NMpMMa BO TEKOT Ha LIeJIMOT XXUMBOT. MefyToa HamoMeHyBaaT jeka
Tepanujara nayueHTor ja sobusa no oxHanpes yrepaena [lporpama 3a petku 6onecty Ha
FOAMIITHO HUBO JJI0HeCeHa O/f CTpaHa Ha MUHUCTepPCTBO 3a 34PaBCTBO NPH LITO ja MOYMTYBA
npouejyparta 3a NpueM M arIiMKaluja Ha Tepanujara.

Bo oprosopor ----------ee-ee--- uHOpMHMpa JleKa --------------ee- e (puHaHCHUCKa
MHCTHTYLIMja KOja KaKO KyIyBay Ha 37IpaBCTBEHM YCIIYTH 33 OCUIYDEHMTe JIMLa CKIy4yBa
AOTOBOPH CO 3/IPaBCTBEHM YCTAHOBM Ha NPUMApHO, CEKYHJAPHO M TEPLMjepHO HMBO Ha
3/paBcTBeHa 3amTuTa. [lponuimyBawero Ha Tepanuja Kako M JABamETO Ha MCTATa Ha
OCMI'YpEHHLIMTE € MCKIYYMBO BO HA/JIe)KHOCT Ha 3[paBCTBeHMTe ycTaHosu. Criopep
rOPEHaBe/IeHOTO, =------------===-- He e HajJleXkeH Jla JlaZile OATOBOP Ha MNpeTcTaBKaTa Ha
JIMLIETO.

Bo mobueHHOT 0AroBoOp off ------------------ BO BpCKa CO HaBOJAMTE Of MpeTcTaBKaTa
AOCTaBeHa 0J] CTPaHa Ha ---------===-===== » MU3BECTYBaaT JieKa McTaTa e MalMeHTKa CO peTKa
bonect nHa l'ome u zexka ce uma 00paTeHo [0 -------=m-s-m-mmm- co bapamwe za ja nmpuma
Tepanujara co sekot Imiglucerase (Cerezyme) - xoja ja npuma Ha cexou 2 Hepenu (mo 8
aMInyJyiM) BKYNHO 14 aMOyau- Off ------------------ ) 1 WM BO HeKoja of
3/IpaBCTBEHHUTE YCTAHOBM BO OJIM3MHA IPAJIOT ----------==-=--== . IIputoa undopmupaar nexa
oBa bapame e pasriaeJaHo Ha COCTAHOK Ha ----=-----=======- M J1aJIeHO JeTasHo obpa3oxeHue
10 ofjHOC Ha oBa bapame. [Ipumamero Ha nekor Imiglucerase (Cerezyme) u ocraHaTuTe
TepanuM BO PAMKHUTE Ha ---------------=== 3anauueHTH co bonect Ha I'ome e cTaHzapaHa npakca
M Hajpobpo e ma ce cnpoBeAyBa BO 3ApaBCTBEHAa YCTAHOBA Ha TepLMEepPHO HUBO Mopaau
NoBeKe KITY4HU MeJUUNHCKH U 6e36eIHOCHH IIPUYMHM U TOA: TEIIKHU aJIeprHCKH peaKium -
7IEKOT MOXKe Ja NMpeAu3BUKa CepHO3HM W MOTEHLHMjaJHO OMACHHU 10 JKMBOT aNeprUCKH
peaxkuuu, BKIy4yBajku U aHadmnakca. OBue peakLuu MOYKAT fa ce NojaBaT Ha NMOYETOKOT
Ha TepamnujaTa WK 10 NOBeKeKPaTHH [03H. YHUBEP3UTETCKUTE KIMHUKU pacnosnaraar co
creuujanusupad Kajgap oOyyeH 3a MTHO CHpaByBale CO HeCaKaHW peakuuu u
crieqyjanu3yMpal MeAMIMHCKY HaZi30p - TepanujaTa Mopa aa Guae HacouyeHa 071 JIeKapH co
MCKYCTBO BO MEHay1parbe nalieHTH co 60J1ecT Ha ['ome, Ipy WTO CO KAMHUYKMOT TpeTMaH
C€ OBO3MOJKyBa KOHTHHYMPAHO Clle/lerbe Ha BUTa/IHMTe NapaMeTpH, KaKo U JieKa 3a BpeMe
Ha uHdy3ujaTa, Koja Tpae o 1 1o 2 yaca Moxe ce TN0jaBart MoJecH! HecaKaHy peakiuu (Kako
yellame, KalulMLUA WId LpBeHW10). Bo YHuBep3uTeTckara KiIMHUKA 3a XeMaToJoruja
Cxomje nmocTojaT cOOABETHM pecypcH 3a [aBame Ha cneuudyUYHA €H3MMCKa 3aMeHCKa
Tepanuja.

IIpumarsero Ha 0Baa Tepanuja BO jaBHa 37[paBCTBEHA YCTAHOBA Ha CeKYHZIapHO HUBO
BO MOMEHTOB He cCe mnperiopayyBa Mpej cCe IOpajuM Toa IUITO BO OBHME YCTAHOBH
HeJ0CTacyBaaT CrelMjaJIu3supaly KaJpH CO JOBOJIHO NO3HaBamwe Ha 6osecta Ha [owme u
APYrH peTku bonecTH M He pacronaraaT CO CHELMjaIMCTH XeMaToI031 KOU ja TpeTupaart
oBaa 6os1ecT M Nof; Y1j AUPEeKTeH Haf30p Tpeba a 6uae TpeTMaHOT Ha OBMe nauueHTH. Mcto
TaKa BO MOMEHTOT He MOCTOM MOXKHOCT 3a JIMCTIep3Hja Ha JIEKOBMTE 3a peTKu bosecTu. 3a
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KOMHCHJA 3A CTIPEYYBAIE .7 K&Q LL KOMISIONI I PARANDALIMIT
M 3ALITHTA O IMCKPUMHUHALIMJA U DHE 1 MBROJTJES NGA DISKRIMINIMI

NoBeKeTo 1eKOBM 3a peTKu Oosiectu koM ce HabasyBaart npeky [Iporpamara 3a jiekyBame Ha
petku bomect, kako u 3a sexor Imiglucerase (Cerezyme) ycioBuTe 3a 4dyBame BO
3/IpaBCTBEHUTE YCTAHOBM C€ eKCTPEMHO CTPOTH, a LieHaTa e UCKJIy4YuTesHo BUucoka. OBue
JIEKOBHU Ce YYBCTBMTEJIHM Ha HA/IBOPELIHH BJIMjaHuja ¥ HEONXO/eH e JIajieH JIaHell, YyBabe
Ha Temnepatypa og 2 no 8°C. [lopagu oBa notpebHo e 31paBcTBeHUTe ycTaHosu Bo PCM na
rapaHTHpaaT HeNpeKMHATO HalojyBame CO CTPyja Ha MeAMLMHCKUTe (pMXUepH U
codUCTHLMpaH CUCTeM 3a MOHMTOPHMHT Ha TemneparypaTa 24/7. Cekoj gedexr 6u 3Hauen
3aryba Ha JIeKOBM BpeJHM jeceTul wijagu espa. Mcrospemeno uHdopmMupaar fieka 3a
3KJIYY4OKOT [IOHEeCeH OJ CTpaHa Ha ---------===----=- MO HOCUTEeNIKaTa € THMCMEeHO
uHdopMHpaHa.

CoriacHo ujieH 5 0 3aKOHOT 3a ClpevyyBake U 3alITHUTa O AUCKPMMUHALMja, ce
3abpaHyBa CeKoja AMCKpMMHUHaLIMja BP3 OCHOBa Ha paca, 60ja Ha K0)ka, I0TeKJI0 HallHOHATHA
WIM eTHWYKa IPUIaZHOCT, I0JI, POJi, CeKcyajiHa OpMeHTaluja, pPONOB HIEHTUTET,
NpUNagHOCT Ha MapruHaJW3vMpaHa Ipyna, jas’uK, [p)KaBjaHCTBO, COLMjaJHO TOTEKJIO,
obpa3oBaHue, peiuruja Win BepCKoO yBepyBame, MOJIMTHYKO YBEepyBamwe, IPYTo YBepyBabe,
TONpeyeHoCT, BO3pacT, ceMejHa wiu OpauHa cocTojba, MMOTeH CTaTyC, 3[paBCTBEHA
cocToj6a, IMUYHO CBOjCTBO M OMLITECTBEH CTATYC MM KOja 6110 ipyra OCHOBA.

JIucKpMMMHaLIMja COIJIAaCHO 4ieH 6 O MCTHOT 3aKOH e CeKoe pa3/IMKyBame,
UCKJIydyBambe, OrpaHuuyBame MWJIM JaBamke MpPBeHCTBO IITO Ce 3acHoBa Ha
IMCKPMMMHATOPCKA OCHOBA, CO CTOPYBake WM He CTOpyBake, HITO MMaaT 3a Liesl WK
pe3yaTaT CIpedyBake, OrpaHuuYyBame, NpHU3HaBambe, Y)KUBabe WIM OCTBapyBame Ha
npasaTa ¥ cJioboZiuTe Ha OfipeleHOo JIULe UITU IPyIia Ha eIHaKBa OCHOBA CO IPYTH.

JlupexTHa JUCKpUMMHALIMjA, COIIacHO ujeH 8 cTaB 1 o4 3aKOHOT, IOCTOM Kora Co
eIHO JMLIE WIM CO Tpyna ce MocTamysa, Ce TNOCTamyBano Wid O6M ce mocramyBasio
MOHENOBOJIHO BO OHOC Ha JPYIo JIMLIEe WM IPyna Bo (paKTHYKa UJIM MOYKHA CIIOpeAIvBa UIn
C/MYHA CUTYallHja, Bp3 AUCKPMMMWHATOPCKA OCHOBA.

CoryiacHO ujieH 26 ofi 3aKOHOT 3a CIpevyBame M 3allTUTa 0J] JUCKpUMHHALHja,
[MOJHOCUTEJIOT Ha NpeTCTaBKaTa KOj TBP/M J€Ka BO COIIACHOCT €O ofipefibuTe Ha OBOj 3aKOH
e cTopeHa AMCKPUMMHALIMja € JOJDKEH [Jia TM H3Hece cuTe hakTH WITO IO NPaBaT TBPAEHETO
BepojaTHo. [loxonky Komucujata yTBpAM [ieKa TBPAEHETO € BePOjaTHO, Toraul TOBapoT Ha
NOKa)KyBame MPeMUHYBa Ha JIMLIeTO IIPOTUB KOe e MOoJJHECEeHa MpeTCTaBKaTa.

KoMucHjaTa LieHejku M TOfAeAHAKBO W3HeceHUTe (akTH M OKOJHOCTH BO
npeTcTaBKaTa, U JONIOJIHUTENHO JoOMeHnTe CO3HaHuja yTBPAM ieKa BP3 NOJHOCUTe/IKaTa
He e CTOpeHa IMPeKTHA JUCKPUMUHALIHja.

KoMmucujata Mako yTBP/H JeKa He MOCTOM AUPeKTHa JUCKPUMUHALM]a, U3BPIIH
M OIleHKa Ha eBeHTyaJleH pa3iuueH edekT Ha MpMMeHeTaTa Npakca Bp3 NalMeHTUTe KOU
»xuBeaT Hapsop o Cxomje. IMeHO Bp3 OCHOBa Ha floOMeHUTe J0Ka3H, YTBPAEHO € JieKa
LleHTpaJM3MpPaHoTO flaBae Ha Tepanujata Imiglucerase (Cerezyme) Ha TepuujapHO HUBO
MOXKe Ja co3jlaZie AOMOJHUTEe/IeH TOBap 3a OBMe MalMeHTH BO OJHOC Ha MPUCTanoT [0
sgpaBcTBeHa yciyra. Cemak, Komucujata OueHM [ieKa BaKBaTa Mnpakca e 00jeKTMBHO
omnpapjaHa co JIeTMTUMHa LieJ1 — 3alITUTA Ha JKUBOTOT U 37IpaBjeTo Ha MauueHTUTe, UMajK1
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KOMUCHJA 3A CTTIPEYYBALE _.j KCS KOMISIONI I PARANDALIMIT
N B3ALITHTA OJ1 AMCKPUMHWHALIMJA DHE 1 MBROJTJES NGA DISKRIMINIMI

npeaBus Jileka cTaHyBa 300p 3a Tepanuja Koja MoXke J1a Mpeiu3BHKa CePMO3HU aJeprucku
peakuuu, BKJIYYMTEeJHO M aHadunakca, ¥ 6apa KOHTMHUYMpPaH MEIUIMHKCH Haf30p Of
CriellMjanu3Mpad ¥ oby4yeH Kajjap, Kako M COO/IBETHH YCJIOBM 3a dyyBame M alIMKaliMja Ha
7eKoT. [lonosmHUTeIHO, BO MOMEHTOT HEe MOCTOojaT aJATepHaTUBHM KOM 6u obe3benuie ucT
cTerneH Ha 6e36eIHOCT ¥ KBaJIUTET HA TPETMAHOT.

Ottyka, KomucujaTta olenu geka npuMeHeTaTa Mepka e CooJiBeTHa, HeONXo/Ha
Y MPOMOPLHOHAJIHA, MOPajii WTO He MOXKe Ja ce KBaIM(pUKYBa KakKo AMCKpUMMMHALMja
CornacHo 3aKOHOT 3a CTIpevyBambe M 3alITUTA Of] AUCKPUMHUHALHY]A.

Mmajku ro Bo mpeaBup ropeHaBejieHoTo, Komucujata opnyum kako M BO
OVCMIO3UTUBOT Ha 0Ba MUCJICHE.

Komucwuja 3a cnpevyBambe 3au1m1"a ox
,,\l

s nucxpuMH/}mun}a _ﬁ{.;_
Hpeme@;a;%;i

KOMMCHIA 3A CrIPEYYBAHSE

W 3ALUTWTA O AMCKPUMMHALIMIA
KOMISIONI | PARANDALIMIT

DHE | MBROITJES NGA DISKRIMINIMI

yn. Bame Mpyes 1, 1000 Cronje, Peny6auka Ceeepna +389 23232368;
MakepaoHuja +389 23216892
Dame Gruev 1, 1000 Skopje, Republic of North www.kszd.mk
Maradnnia contact@kszd.mk



