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®

AKTOT He e KOHCONUAUpaH.

N3mMeHu u f,ONoOMHN KoU Tpe6a Aa ce 3eMat BO npeasua:

MPOIrPAMA 3A N3BMEHYBAHSE HA MPOITPAMATA 3A JIEKYBAHSE HA PETKU BOJTECTW BO PEMYB/JI...
Cn. BecHuK Ha P MakepoHuja 6p. xxx/2019 o 12.12.2019

BJIAJA HA PEMYBJINKA MAKEAOHNJA

Bp3 ocHoBa Ha uneH 16 cTaBoBM 2 U 3 of 3aKOHOT 3a 34paBcTBeHa 3awTtuta ("Cnyx6eH BecHuK Ha Penybnunka MakepoHuja"
6p.43/12, 145/12, 87/13, 164/13, 39/14, 43/14, 132/14, 188/14, 10/15, 61/15, 154/15, 192/15, 17/16 v 37/16), Bnagata Ha
Peny6nuka MakepoHuja, Ha cegHuuaTa, ogpykaHa Ha 8.1.2018 roauHa, ja ioHece cnefHaTa

MNMPOIrPAMA 3A JIEKYBAHSE HA PETKU BEOJIECTW BO PEMYBJIMKA MAKEJOHWNJA 3A 2019 TOONHA

1. BOBE[, PeTkute 60nectu npeTcTaByBaaTt KIIMHUYKM XETEPOreHa rpyrna 605ecTy Co HUCKa NpeBaneHLa Bo nonynauujata. Bo
CBEeTOT A0 fAeHec ce uaeHTUdukyBaHu nomery 5.000 u 8.000 peTkum 6ofecTM CO MNPETeXHO reHeTcka eTuosoruja
(KOHreHuTanHu aHoManuu n gedopmaLnm, MOHOreHeTCKM 60N1eCTH, HacIeAHM HapyLlyBaka Ha MeTaboIM3MOT), HO U 6osiecTn
CO PeTKM aBTOMMYHUW HapyllyBahba, PETKM LereHepaTUBHU HapyLlyBarba, PETKM ManurHu 3abonyBarba U PeTKU MHbEKUUN.
PeTkuTe 60onecTtu ce kapakTepusmpaar CO NpOrpecuMBeH HEMOBOJIEH TeK, @ MHOIY YeCTO U CO paHa CMpT. HajronemMunoT gen og
peTkuTe 6onectu (75%) ce nojaByBaaT BefHalL Nocie parakeTo U BO paHa feTcka BO3pacT.

CornacHo ekcnepTcKoTo Mucnere Ha Komucujata 3a peTku 6onecty npy MnMHUCTEPCTBOTO 3a 34paBCTBO, BO "Pernctap Ha
peTKuM 60/1eCTU M Ha NaLMEHTU Kou 6onefyBaaT of, peTku 6osiecTu” ce B6pOjyBaaT e4MHCTBEHO 3a60/lyBatba KO Ce HaBefeHU
OP®AH nucTaTa Ha peTku 6onecTu - peBuanpaHa BO jyHm 2018 roguHa
(https://www.orpha.net/orphacom/cahiers/docs/GB/List_of_rare_diseases_in_alphabetical_order.

pdf). Bo Peny6nunka MakefoHuja 3a peTky 6011eCTu KOU ce JieKyBaaT npeky lNporpamaTa 3a peTku 60/1eCcTu ce cMeTaaT cuTe
3abonyBarbe kou cnafaat Bo ORPHAN nuctata Ha peTku 6onectu, HO uuja npeBaneHua Bo Penybnuka MakefoHuja He
HagMuHysa 1 Ha 100.000 »xxutenu.

Bo oBaa rpyna He ce B6pojyBaaT XpOHUYHO U3HEMOLLTEHM UM HECOOLBETHO TPETUPaHM 3ab0syBaHba, Kako U 6OMHM Co peTka
CeKyHAapHa KoMMvKauuja Ha Yyecta 6051ecT.

2. UENN HA TMPOIrPAMATA N MEPKW KOW E HEOMXOAHO OA CE MPE3EMAAT OcHoBHa uen Ha lNporpamara 3a peTku
6onectn e obe3besyBarbe Ha Tepanuja co JIeKOBUCHUpaLM 3a nMuaTa co PeTKU 60M1eCTU KOU Ce BKITy4YeHU BO PernucTtapoT Ha
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peTkun 6onectu Ha Peny6nvka MakefoHuja 3a UnellTo NiekyBakbe NocTon ofobpeHne og Komucujata 3a peTku 6onectu npu
MWHMCTEPCTBOTO 3a 34PaBCTBO.

Co oBaa nporpama ce 06e3beflyBa CTaHfapA Ha JNleKyBakbe Ha NnuaTta co peTku 60NEeCcTW, CIMYEH Ha CTaHAapAOT Ha
neKyBam€e Ha ApyruTe 6051eCcTv BO 34paBCTBEHMOT CUCTEM, COMTaCHO CBETCKMUTE HOPMATUBM 3a JieKyBahe U 06e36e4eHNOT
6yLIeT HaMeHeT 3a peTkute 6onectu. Bo MporpamaTa He e BKIy4eHO 06e36efyBarbe Ha NOTpebuTe of OPTOMEACKMN U ApYru
nomMarana o6esbeflyBarbe Ha CyrniiemMeHTH (MacTu M BUTaMUHU U CIIMYHO KaKo M 3a NinLjaTa Kou ce ieKyBaaT npeky GoHAoT 3a
3[paBCTBEHO ocurypyBahe. OBaa nporpamMa o6esbefyBa CTaHAapf Ha JleKyBake Ha fiuata Co peTKu 60NecTu CAnYeH Ha
CTaHZapLOT Ha NeKyBare Ha Apyrute 601ecTu BO 34PaBCTBEHMOT CUCTEM M Ke Ce MpUMeHyBaaT JIeKOBW npernopayaHn BO
MefyHapoLHV pakOBOACTBA 3a JieKyBae Ha oapefeHa 60M1ecT U HeMa Aa ondaka ekcrnepMMeHTanHa Tepanuja unu Tepanuja
6e3 fokaxaH edeKT , OHOCHO CO HajMasnKy ABe roAuHM NMpUMeHa Ha NIeKOT o, HeroeaTa perucrapumja U 3a Kou noctojat
CTYAWVM Of, AOKaXKaH No3nTnBeH edeKT of NEKOT.

KomucujaTa 3a peTku 6051ecTu npefnara OTNoYHyBake Ha Tepanuja Ha Nivue co peTka 60necT Bp3 OCHOBA Ha yCBOEHaA
CTpyYHa npouepypa Ha Komucujata 3a peTku 601eCTM U COOABETHA LOKYMeHTauuja obesbefieHa of, SieKapoT LTO FO BOAM
nauMeHTOT. 3a NocTaByBare Ha Tepanuja He MOXe [ia ce ofJlyyyBa PETPOaKTUBHO OTKaKO € ofobpeHa Tepanuja Ha Apyro
HMBO BO ApXaBaTta, OTMNOYHATO JleKyBake BO Apyra [Ap)KaBa, WM ako e MpBUYHO OTMNoYHaTa Tepanuja npeky AoHauuwu.
MegmumHcKaTa AOKYMEHTaLMja 32 OBMe NaLUMeEHTUN Ke buae NOBTOPHO NpaTeHa Ha pasrniefyBare Ha Komucujara.

3. ®DUHAHCUPAHSE HA MPOIPAMATA BkynHuTe cpefcTBa 3a peanvsauuja Ha oBaa nporpama msHecyBaaT 380.000.000,00
JeHapu on kom 180.000.000,00 peHapu ce obesbepyBaaT of byyetor Ha Peny6nuka MakepoHuja 3a 2019 roguHa u
200.000.000.00 peHapu ce o6esbefyBaaT Of, COMCTBEHW Mpuxoau Ha MuHucTepcTBO 3a 3apaBcTBO. Co mporpamaTta ce
npeaBuAayBa v Ucnaata Ha HemamMupeHn o6epcku 3a 2018 roguHa.

4. U3BPLWUTENN HA TIPOITPAMATA JlekoBWUTe 3a Tepanuja Ha fnvuata 3aboneHn of peTku 60nectu Ke ru HabaByBa
MWHNCTEPCTBOTO 3a 34paBCTBO MO MaT Ha jaBHa HabaBKa, Kako U AUCTPUOYMPAHETO A0 jaBHWUTE 34paBCTBEHWN YCTaHOBM
YHUBEP3UTETCKU KIIMHUKKN Kafie Ce NleKyBaaT NnauueHTUTe CO PETKM 60NECTU, U3BPLUUTENM HA aKTUBHOCTUTE, @ BP3 OCHOBA Ha
JocTaBeHa noTpeb6a 3a of, IeKOBM KOW ce HabaBeHW o, cTpaHa Ha MUHUCTEPCTBOTO 3a 34paBCTBO.

JaBHUTe 3[4paBCTBEHU YCTaHOBW YHUBEP3UTETCKUTE KIMHUKWM MpU KAWMHUYKKM UeHTap Majka Tepesa - Ckonje kou ce
N3BPLUNTENN Ha aKTUBHOCTUTE, BoAaT eBUAEHLMja 3a NaLMeHTUTe U AajieHaTta Tepanuja cornacHo foHeceHaTta npoueaypa 3a
avcTpubyumja n nspaBakbe Ha JleKoBW/Tepanuja JOHECEHO Of CTpaHa Ha MMHUCTepCTBOTO 3a 34paBCTBO MO MPeasior Ha
KomucujaTa 3a peTku 601eCcTi Kako CTPYYHO COBETOLABHO TENO Ha MUHUCTEPOT 3a 34PaBCTBO.

N3paBareTo Ha opanHaTta Tepanujata Ha nauuveHTUTe of CTpaHa Ha YHMBEP3UTETCKUTE KAWHUKWU MPU KIUHUYKKU LieHTap
Majka Tepesa - Ckonje Kou ce U3BpLUMTENN Ha aKTUBHOCTUTE Ce BPLUK 3@ NepUoL, of, HajMHOry iBa Meceuu.

5. CJIEOEHE N PEAJTM3ALMJA HA TIPOTPAMATA MuHUCTEpCTBOTO 3a 34paBCTBO o CfieAu CrnpoBefyBarbeTO Ha oBaa
nporpamMa v no noTpeba nogHecyea n3eeLTaj 4o Bnagata Ha Peny6nuka MakegoHuja.

6. JOCTABYBAHE HA N3BELLUTAW JaBHUTe 3ApaBCTBEHUTE YCTAHOBU YHUBEP3UTETCKUTE KJIMHUKM KOU Ce U3BPLUMTENN Ha
oBaa nporpama, focTaByBaaT pefoBHU TPUMECEYHM M3BeluTan Ao MUHUCTEPCTBOTO 3a 34PaBCTBO 3a 6POjOT Ha MaLMUEHTUTE,
KOMIMYMHa Ha MOTPOLLUEHWN JIEKOBUTE U MOMEHTAJTHA 3a/IMXUTe Ha UCTUTE.

OBaa nporpama BfieryBa BO Cuia HapedHWOT AeH of [AEeHOT Ha o6jaByBareTo BO "Cnyx6eH BecHUMK Ha Peny6nuka
MakegfoHuja".

bp. 44-11456/1-18 3ameHuk Ha npetcepatenoT 8 jaHyapu 2019 roguHa Ha Bnagata Ha Peny6nuka Ckonje MakefoHuja,
OnuBep CriacoBcKMY, C.p.
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