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KOMMCHIA 3A CTIPEYYBAE .7 ) }_1 KOMISIONI I PARANDALIMIT

H BALITHUTA OJ1 JJMCKPUMHMHATLIUJA “ DHE 1 MBROJTJES NGA DISKRIMINIMI

Apxuscku Opoj: 08-69 / 8

rozuHa

2 6 -05- 2076

[Tocranysajku no npercraekarta 6p.08-69/1 oz 14.01.2026 roguHa, nojiHeceHa
on Cnaeuna Tanescka op Ctpyra, yi. Jabnanuua 6p.24, 3a cTopeHa AMCKpUMUHALIHMja MO
OCHOB Ha »KMBeaJIMLITe Bo 06J1acTa Ha 3gpaBCcTBeHa 3aluTuTa, KoMucujara 3a cnipeuyBame U
3allTUTa 0j] AUCKPMMMHAlMja BP3 OCHOBA Ha 4ieH 27 ctas 1 0/i 3aKOHOT 3a CripeyyBatbe U
3amtTuTa o AMcKpuMuHanuja (,Cayx6en secunk Ha Peny6iuka Ceepna Makenonuja“ 6p.
258/20), ro goHece CIeHOTO:

MUCIHEBE

HE CE VTBPAYBA JOWPEKTHA JUCKPUMMHALIMJA Bp3 ocCcHOB Ha
JKMBeasMIITe Bo obnacta Ha 3/paBcTBeHa 3amTtuTa Bp3 Cnasuua Tanescka ox Crpyra oz
crpaHa Ha Kiimnuka 3a xemarosioruja npu Y HuBep3uteTcka kiavHuka Majka Tepesa - Ckonje.

OBPA3JOXEHHWE

Ha pen 14.01.2026 ropuua nuuero Cnasuua Tanescka op Ctpyra moaHece
npercraska 6p. 08-69/1 no KomucujaTa 3a cipedyBare U 3alITHTA 07 AMCKpUMUHanuja (Bo
HaTaMowmHKOT TeKeT: KomucHjaTa) 3a cTopeHa AUCKPUMMHALM]A MO0 OCHOB Ha YKHUBeaJIviTe
B0 obs1acTa Ha 3apaBCTBEHA 3aLITUTA.

Bo HaBoauTe BO MPETCTAaBKUTE Ce HaBeAyBa JleKa MOJHOCUTeNIKaTra Kako
manueHT co perka bonect - gujarocruuupana lomesa 6onect (Gaucher disease type 1 (AP)z
Tpeba ja npuMa MHTpaBeHcKa Tepanuja Cerezyme 8 amnynu Ha KinHuka 3a xemarosorja
npu YuuBep3uTercka winHuka Majka Tepesa - Ckonje Ha cekoj (yeTupuHaecet) feHOBH. Bo
npeTcTaBKaTa ce HaBegyBa feka ce paboTu 3a GosecT Koja He MOXKe fla ce M3J/IeuH, JeKa
Tepanujata Tpeba jja ja npuma Ha 14 nena u Tpeba fa ja npuMa BO TEKOT Ha LIEJIMOT JKMBOT.
CMeTa fieka naLMeHTUTe KOM )KuBeaT HaziBop o CKonje ce JUCKPUMMHUHHPAHU BP3 OCHOBA Ha
CBOETO JKUBEaJMILTe cO Oryie]i eka Tepanujata Tpeba aa ja mpumaar Bo Ckonje. [lonatamy
HaBeZlyBa Jieka e BpaboTeHa BO NPMBATeH CEKTOP, @ CO OIJ1e/] /ieKa roAMIIHO Tpeba Aa ja npuma
TepanujaTa 26 naTH, Toa 3HaYM OTCYCTBO 0 paboTa 26 pabOTHH IEHOBU M UCTUTE HE MOXKE /A
I'M ITOKPHe CO FOAMIIEH OMOp, TYKy Tpeba ia 3eMe U HellaTeHH IeHOBH 3a oTcycTBo.Co orney
AeKa M3MMHaATaBa TofAWHa cTanwia Bo OpauHa 3aefHMUA W TulaHupa dopmupame Ha
ceMejCTBO, IPMMameTo Ha TepanujaTa Bo Ckorje ymTe noBeke ¥ ja OTE)KHE M Taka TellKaTa
coctojba. BoenHo HaBesyBa jJeka eBeHTyanHa OpeMeHOCT M palfawe Ha [eTe HOCH
JOTIOJTHUTE IEH PU3HK CO OIJIe/] Ha Hej3uHaTa 3/|paBCcTBeHa cocTojba.
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KomucujaTa co b6apame 6p.08-69 /2, 6p.08-69/3 u 6p.08-69 /4 op 03.02.2026 roguua
ja mocraBu mpercraBkaTa M mobapa M3jacHyBame 07 MMHMCTEpPCTBOTO 3a 3/1paBCTBO,
Knunuka 3a xemaTosnoruja npu Yuusepsuretcka kannuka Majka Tepesa - Ckomnje v (DoHgoT
3a 3IpaBCTBEHO ocUrypyBamwe Ha PCM .

Bo pocrasennor ogrosop ox Knumuuka 3a xemartonoruja npu YHMBep3uTeTCKa
knuHuka Majka Tepesa - Cxomje J3V ce HaBenyBa jeka VYHMBep3MTeTCKa KJIMHMKa 3a
xemaronoruja-Cxkonje e co nenocHo pasbupamwe 3a cocrojbara Ha naumentkata Crasuia
Tanescka on Ctpyra, co aujarnocTuumpana l'omesa Gosect u npuMame Ha TepanujaTa Ha
cekou 14 pena Ha KivHuKaTa 3a XemartoJjoruja M coctojbara 3a OTEKHATOTO HEj3UHO

natysame 1o 400 kM. 3a npumarbe Ha TepanujaTa Koja € HeONXO/HO Jja Ce MPUMa BO TEKOT
Ha LesroT XHUBOT. MefyToa HamoMeHyBaaT fileka Tepanujata NalUeHToT ja Aob6uBa mo
ozHanpey yrepfeHa [Iporpama 3a peTku 6071eCTH Ha FOAMIIHO HUBO JJOHECeHa Of] CTPaHa Ha
MunmcTepcTBO 3a 34paBCTBO MPH WITO ja MOYMTYBA NPOLeAyparTa 3a MpUeM M aruIMKaLuja
Ha Tepamnujara.

Bo oprosopor ®onzor 3a 3ppaBcTBeHO Ocurypysawe Ha PCM mHgpopmupa zexa
@oHpOT e duHaHCHMCKA MHCTHTYLMja KOja KaKo KymyBad Ha 3/pPABCTBEHU yCIyru 3a
OCUTypeHMTe JIMLa CKIy4yyBa [OrOBOPM CO 3[PaBCTBEHM YCTAHOBM Ha TNPHUMapHO,
CeKYH/IJapHO U TepLMjepHO HMBO Ha 3[paBcTBeHa 3amwTuTa. [IponuimysameTo Ha Tepanuja
Kak0 M J[laBameT0 Ha MCTaTa Ha OCHUTYPEHMLIMTE € MCKIYYMBO BO HA[JIEXKHOCT Ha
3ApaBCTBeHHUTe ycTaHOBU. Criopes ropeHaBesieHoTo, POHJOT 3a 3/JpaBCTBEHO OCUTYPYBake
Ha Penybimka Cesepna MakesioHHja He e HaJJIe)KeH Jia Jajie OirOBOP Ha IIPETCTABKATa Ha
JIMLETO.

Bo pobuenuoT oarosop of MUHHCTEpPCTBOTO 3a 31paBCTBO BO BPCKA CO HABOJMTE O]
NpeTcTaBKaTa JocTaBeHa off ctpaHa Ha CnaBuua TaHeBcka, M3BeCTyBaaT JjeKa MCTaTa e
nauueHTka co perka 6onect Ha [ome u jeka ce uma obpateHo 10 MUHHCTEpPCTBOTO 3a
3/1paBCTBO cO bapaibe /la ja npuMa TepanujaTa co eKoT Imi glucerase (Cerezyme) - koja ja
NpHMa Ha ceKou 2 Hefienu (1o 8 ammysin) BKynHo 14 amnyiu- oy YHUBep3UTeTCKaTa KIIMHMKA
3a xemaTosoruja Bo 3gpasctsen oM Ctpyra win J3Y Meauuuncku nentap CTpyra wim Bo
HeKoja ofi 3paBCTBEHUTE YCTaHOBM BO Giu3nHa rpagor Ctpyra. [lputoa mnbopmupaar
Aieka oBa bapatbe e pasrieflaHo Ha COCTaHOK Ha HaumonanHata cTpyyHa KoMucHja 3a PeTKH
bonectn u gageHo neranHo 06pasoKeHHe MO OIHOC Ha OBa Gapare. [IpuMameTo Ha JTeKoT
Imiglucerase (Cerezyme) u ocraHature Tepanuu BO paMKHUTe Ha YHuBep3uTeTckara
KJIMHMKa 3a XeMaToJIorMja 3a mauuMeHTH co bosect Ha ['owe e cranpapaHa npakca u
HajA00po e Aa ce cnpoBeyBa BO 3paBCTBEHA YCTAHOBA HA TEPLIMEPHO HUBO nopajiu noBeke
KJIYYHU MEANLMHCKHY M 6e36€IHOCHY NPUYMHM M TOA: TeUIKU aepriucky peakiyy - JIeKOT
MOJXKe J1a Npeiu3BUKa CePUO3HU U MOTEHLHjaJHO ONACHU MO XXUBOT aJIEPTUCKM peakliuHy,
BKJIy4yyBajku M aHacduinakca. OBue peakuum MoXkaT jJa ce rnojaBaT Ha MOYETOKOT Ha
TepanujaTa MM 10 MOBEKEKPaTHM [03M. YHHUBEP3UTETCKUTE KJIMHMKHM paclojaraar co
CrielMjajM3upaH Kajap obyyeH 3a WTHO ClpaByBake CO HecakaHW peakuuu W
crneyujanru3vpal MeAMUMHCKHY HaZi30p - TepanujaTa Mopa jja buae HacoueHa Of JIeKapy o
MCKYCTBO BO MeHallMpae NayueHTH co bonect Ha ['olile, Mpy MWTO CO KIMHUYKUOT TPEeTMaH
Ce OBO3MO)KYBa KOHTUHYMPAHO Cllefiete Ha BUTaIHUTe NapaMeTpH, KaKko M JieKa 3a BpeMe
Ha nHy3ujata, koja Tpae oj1 1 10 2 yaca MoxKe ce N0jaBaT NOJIECHH HECAKaHH peaKLMM (Kako
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yemrawe, KallUIMLA WM LpBeHwno). Bo VHuBep3uTeTcKaTa KJIMHMKa 3a XemaToJoruja
Ckomnje mocTojaT COOBETHM PECYPCHM 3a JaBarbe Ha creluduyHa eH3MMCKa 3aMeHCKa
Tepanuja.

[IpyMameTo Ha OBaa Teparnyja BO jaBHa 3/lpaBCTBeHAa yCTaHOBA HAa CEKYHAPHO HUBO
BO MOMEHTOB He Ce MperopauyyBa Iipej ce TMopaju Toa IWITO BO OBHE YCTAHOBU
HejocTacyBaaT Clelyjaiu3vpaHy Kafipy CO LOBOJIHO TMO3HaBame Ha bonecrta Ha ['owe u
ApYyrM peTku 6ojecTH ¥ He pacrojaraar co CrelMjaJuCTH XeMaTo/I031 KOM ja TpeTupaaT
oBaa 6oJ1eCT ¥ oJ|, YMj AMpeKTeH Haf30p Tpeba aa buze TpeTMaHOT Ha oBUe nauueHTu. Mcro
TaKa BO MOMEHTOT He MOCTOU MOYKHOCT 3a JjMcliep3Hja Ha JIeKOBUTe 3a peTku bonecTu. 3a
MOBeKeTO JIeKOBHM 3a peTKu GosiecTy KoM ce HabasyBaaT npeky [Iporpamara 3a jieKkyBambe Ha
perku Gosectd, kako M 3a nekor Imiglucerase (Cerezyme) ycioBuTe 3a yyBamwe BO
3/lpaBCTBEHHMTE YCTAHOBHM C€ eKCTPEMHO CTPOTH, a LieHaTa e MCKJIy4uTe Ho Bucoka. Osue
JIEKOBM Ce YyBCTBUTEJIHMA Ha HAJIBOPELIHU BJIMjaHMja Y HEONXOJIeH e JaJieH JIaHell, YyBabe
Ha Temneparypa of 2 o 8°C. [Topagu oBa notpebHo e 3paBcTBeHUTe ycTaHoBM Bo PCM zna
rapaHTHpaaT HeNpeKMHaTO HamojyBamke CO CTpyja Ha MeJULIMHCKUTe (QPHKHUAEPH M
copMCTUIIMpaH CHCTEM 38 MOHMTOPMHT Ha TemmnepaTypara 24/7. Cexoj nedekrt 6u sHauen
3aryba Ha JIeKOBM BPeJHM JleCeTMLIM wijafiu eBpa. MictoBpemeHo nHdoOpMHpaar eka 3a
3KJIY4OKOT JIOHeceH of crpaHa Ha KomucujaTa 3a peTkm 6osiecTv MOjHOCUTENKAaTa €
nucmMeHo MHQOpMUpaHa .

CorsiacHO 4sieH 5 ofi 3aKOHOT 3a CripevyBamwe M 3allTUTa Off AMCKPUMMHAaLINja, ce
3abpaHyBa ceKoja UCKpMMMHALMja BP3 OCHOBA Ha paca, 60ja Ha KoxKa, TOTeKJI0 HallHOHaJIHa
WIM eTHMYKA TMPUMAJHOCT, MOJ, pOJi, CeKCcyajJHa OpMeHTaluja, POAOB WIEHTHUTeET,
NpUNaZHOCT Ha MapruHaJM3vpaHa TPyna, ja3’HK, AP KaBjaHCTBO, COLMjaJIHO MOTEKJIO,
obpa3oBaHue, peJIuryja UiIu BepcKo yBepyBawe, NOJIMTHYKO YBEPYBatbe, APYro yBepyBame,
TIONpPeYeHoCT, BO3pacT, cemejHa unu OpauHa cocTojba, MMOTEH CTaTyC, 3ApPaBCTBEHA
cocToj6a, JIMYHO CBOJCTBO M OTIITECTBEH CTAaTyC WM Koja 610 Apyra OCHOBA.

JIucKkp¥MMHALIMja COTJIACHO WieH 6 07l UCTHOT 3aKOH € CeKOe pa3jIMKyBamwe,
UCKNy4YyBame, OrpaHWuyBalke WJIM JaBarbe TMPBEHCTBO IUTO Ce 3acHOBa Ha
IMCKPUMMHATOPCKA OCHOBA, CO CTOpPYBak-e WIM He CTOpyBaibe, IITO MMaaTr 3a Liesl WM
pesyjiTaT CrIpeuyyBame, OrpaHuuyBame, NpU3HaBaibe, Y)KHUBalme WM OCTBapyBame Ha
npaBsara 1 cJ1000UTe Ha OfipefIeHO JIMLe WM IPyTia Ha efJHaKBa 0CHOBA CO JIPYTH.

JlupexTHa IMCKPUMHHALMja, coraacHo wieH 8 cras 1 o7 3aKOHOT, MOCTOM KOTra €o
eIHO NHIE WIM CO Ipyna ce MocTanysa, Ce€ MOCTANMyBalo WiM OM ce rocTanyBaso
TIOHENOBOJIHO BO OHOC Ha PYro JIMLIE WM rpyna Bo hakTHYKa MJIM MOXKHA CIIOpe/iJIuBa WiIu
C/IWMYHA CUTYalluja, Bp3 AUCKPUMHHATOPCKA OCHOBA.

CornacHo uieH 26 ofi 3aKOHOT 3a CpedyyBae WU 3allTUTA 07 AMCKPUMMUHAIIHY]ja,
MO HOCHUTEJIOT Ha MpeTcTaBKaTa Koj TBP/M [ieka BO COIJIAaCHOCT CO O/ipefibuTe Ha 0BOj 3aKOH
e CTOpeHa AMCKPUMMHAIIMja e JOJDKEH Jia T u3Hece cuTe (paKTH WTO o NpaBaT TBPAEHeTOo
BepojaTHo. [lokonky Komucujata yrBpAM JeKa TBpAEHETO € BepojaTHO, Toram TOBapoT Ha
IOKa)KyBamwe INpeMHHYBa Ha JIMIeTO MPOTUB Koe e MoJHeCceHa NpeTcTaBKaTa.
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Komucujata neHejky ru nopenHakBo W3HeceHMTe (GaKTHM M OKOJHOCTH BO
NPeTCTaBKaTa, U I0NOJHUTENHO Ao0MeHHTe CO3HaHWja YTBPAM ieKa Bp3 MOJHOCHTeIKaTa
He e CTOpeHa JUPeKTHa UCKPUMHHALHja.

KomucujaTa nako yTBpam feka He NOCTOM JUPEKTHA IMCKPUMMHHALIM}A, U3BPLIA
M OL|eHKA Ha eBeHTyaJleH pa3jnyeH edeKT Ha MpPUMEHeTaTa NpaKca Bp3 MaljUeHTUTe KOM
xuBeaT HazBop ofi Ckomje. FimeHo Bp3 ocHoBa Ha H0OMEHUTEe [0Ka3M, YTBPAEHO € feKa
LIeHTPaJIM3MPaHOTO JjaBamwe Ha Tepanujata Imiglucerase (Cerezyme) Ha TepuujapHo HKMBO
MOXKe 7ia CO3Zajie /IOTMOJIHUTENIeH TOBAap 3a OBME MAalMeHTH BO OJHOC Ha MPUCTANoOT 0
3ppascTBeHa ycayra. Cemak, Komucujata oueHu peka BakBara mpakca e 06jeKTMBHO
OMNpaB/iaHa COo JIErMTUMHA LIeJI — 3alITMTa Ha )KMBOTOT Y 3/IpaBjeTo Ha NalueHTHTe, UMajku
npeABU/ AeKa cTaHyBa 300p 3a Tepamuja Koja MOXKe Jia MpeJu3BUKa CepMO3HM aleprucKu
peaxuMy, BKIYYMTEIHO U aHadunakca, ¥ 6apa KOHTMHMYMPAH MEJULMHKCH HafA30p O]
crieujanu3upad ¥ obyyeH Kaziap, KaKO ¥ COOZIBETHM YCJIOBH 3a YyBakhe W alUIHKalja Ha
NeKoT. JJonoJHMTeIHO, BO MOMEHTOT He MOCTOjaT aJiTepHAaTMBU Kou 6u obe3bemuie uCT
cTerneH Ha 6e30eHOCT U KBaJIMTET HAa TPETMAHOT.

Orryka, Komucujara orieHu iexa npMMeHeTaTa MepKa e COO/IBETHa, HEOITXOAHA
¥ NPONOPLMOHANIHA, NMOPaJyU ITO He MO)Ke Jia ce KBaJu(MKyBa Kako AMCKPpUMMHALMja
COrnacHo 3aKOHOT 3a CIpeyyBame M 3allTHTa 0] AMCKPMMHUHaLHja.

WMmajku ro Bo mpezBuj ropenaBesieHoTo, KoMucujaTa oflyum Kako M BO
OUCIIO3UTUBOT Ha OBa MUCJICHE.

Komucuija 3a cipeuyBatbe u 3a1uenta of.
JIMCKPMMHHaLHja, %oy,
[Ipercenaren, Sl
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