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BJIAJJA HA PEITYBJIMKA MAKEJOHHJA

Bp3 ocHoBa Ha uneH 16 ctaBoBu 2 ¥ 3 oa 3aKOHOT 3a 3ApaBcTBeHaTa 3amTuTa (,,CiyxOoeH
BecHUK Ha PemyOmmka Maxkenonuja” 0p.43/12, 145/12, 87/13, 164/13, 39/14, 43/14, 132/14,
188/14, 10/15, 61/15, 154/15 n 192/15), Bnanara na Penybnuka Makenonuja, Ha ceIHUIIATA,
oapxana Ha 5.1.2016 ronuna, nonece

ITPOT'PAMA 3A JIEKYBAIBE HA PETKH BOJIECTHU BO PEIIYBJINKA
MAKEJOHHMJA 3A 2016 'OJJUHA

Co oBaa mporpaMa ce 00e30e1yBa aJileKBaTHa IpHKa U JIEKYBambe Ha MAIlUEHTUTE CO PETKU
6onectu. Odopmen e Peructepor 3a peTku 060iecTH, Kaje ce eBUACHTUPAHM JUIlaTa (HAj9ecTo
Jleia) co peTku 0oJiecTH, CO MjarHo3a, HAYMH HA JIEKYBambe M MOTPEOUTE 3a JIGKOBH KOH CE€
HEOIXOJIHH, a HE C€ Ha MO3UTHUBHATA JINCTA Ha JICKOBH.

Bo perucrapot 3a peTku 6oJiecTy ke OugaT BHECYBaHU JBa BHIa OOJIECTH:

1. bonectu Kou MOXaT Jia ce JIEKyBaaT CO JICKOBH,

2. bonectu Ko ce PETKH, HO 32 KOU HE IMOCTOM JICKYBamke a c€ OMTHH 3apajul AHjarHOCTUKA U

IUTaHUPAKE.
Bo Perucrepor Ha mamueHTH CO PEeTKHM OOJECTH ce BOpOjyBaaT €IMHCTBEHO 3a00iyBamha
muctupann Bo OP®AH nmcrata Ha perku Oonectd - peBuaupana Bo Jymu 2014 roguna

(ORPHAN list of rare diseases - review July 2014)
http://www.orpha.net/orphacom/cahiers/docs/GB/List_of rare diseases in_ alphabetical orde
r.pdf;

Bo PerucrepoT Ha maiueHTH co peTku 0osiecTH ce BOpojyBaaT €AMHCTBEHO 3a00ITyBama
kou adexrtupaar enHo Bo 2000 nuna, Ho He HaAMHUHYBaaT 20 3a0osieHn Ha HUBO Ha PemyOnmka
Makenonuja;

3a manMeHTUTe KOW C€ PETUCTPUpaHH BO Permcrepor 3a perku 0OoiecTH, MpeKy oBaa
nporpama ce o0e30elyBaaT JEKOBU 32 HUBHO JieKyBame. JlekoBuTe kom ce o6e30emyBaar ce
HEOITXO/IHY 3a TAalMEHTHTE U MPETCTaByBaaT €ANHCTBEH M300p 3a JIeKyBame Ha peTkara 0oJecT,
a He ce Ha TIO3UTHBHATA JINCTA Ha JICKOBH.

ITIOTPEBHU ®MHAHCUCKHU CPEJICTBA

3a peanu3alyja Ha OBaa Mporpama, 3a JeKyBambe Ha peTKH 0OJIECTH CO Tepanuja U JIEKOBU KOU
JIoceTa ce MPUMEHYBaHHM BO JIEKYBamke€ Ha PETKUTE OosiecTH, 3a o0e30emyBame Ha MoTpeOHaTa
olnpema 3a JUjarHo3a Ha peTkuTe OosecTH, 00e30elyBame eayKalluh 3a MEepPCOHANOT KOj TH
JIMjarHOCTHUIIMPA/JIeKyBa MallMEeHTUTE CO PEeTKUTE OosecTu ce ouekyBa jeka 3a 2016 ronuna ke
ounar notpeOHM cpencTBa Bo BKyneH uzHoc o1 203.000.000,00 nenapu:

JlexyBame Ha MaMEHTH CO PETKU OoyiecTu Oe3 pazuka Ha

CTaTyCOT Ha OCUTYPYBambhe 197.000.000.00
O06e30eayBame Ha IOTpeOHATa ONpeMa 3a JIMjarHo3a u JIeUueHhe Ha

peTkuTe 0oJiecTH 4.000.000.00
O6e306enyBame eTyKaluy 3a IepCcoOHANOT KOj TH

JIjarHOCTUIMPA/JIeKyBa/ MAMEHTUTE CO PETKUTE O0JIeCcTH 2.000.000.00
BKVIIHO: 203.000.000.00
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OMHAHCHPAILE HA TTIPOI'PAMATA

BxynauTe cpenctBa 3a peanmzanja Ha oBaa mporpama usHecyBaatr 80.000.000,00 menapu
KoM ce 06e30emyBaaT o1 byneror na Peny6nuka Makenonuja 3a 2016 roguna u 123.000.000.00
neHapu 00e30eieHH 01 CONICTBEHH MPUX0AH Ha MUHHCTEPCTBOTO 32 37JpaBCTBO.

N3BPIINUTEJIN HA ITIPOTPAMATA

JlekoBute 3a Tepamwja Ha Jsmmara 3a00N€HH OJ PETKM OonecTw ke TH HabaByBa
MUHHCTEPCTBOTO 3a 3[IpaBCTBO BP3 OCHOBA Ha jaBHA Ha0aBKa, a JUCTPHUOYHPAHETO IO jaBHHUTE
3PaBCTBEHH yCTaHOBH W3BPINUTENIM HAa aKTHBHOCTHTE, BP3 OCHOBA Ha JOCTaBeHa MOTpeda 3a
CIpOBEAYyBamke Ha TepamnujaTa, ke Tu o0e30eayBaaT 1o0aByBaunTe KOM Ke OumaT u30paHu Kako
HAjTIOBOJIHU HA JaBHUOT TOBUK, jABHUTE 3[JPaBCTBEHUTE YCTAHOBH, U3BPIIUTEIN HA JICKYBAHETO
3aJI0JDKUTENTHO Ke BOJIAT €BU/ICHIIM]A 32 MALIMEHTUTE U JaJIeHaTa Tepamuja.

CJIEJLEBE HA PEAJIM3ALINJA HA [TPOTPAMATA

MUHHCTEPCTBOTO 3a 3[PaBCTBO 'O CIEAM CIPOBEIYBAaHmHETO HA OBaa Iporpama u 1o norpebda
nojiHecyBa u3BenITaj 1o Brnagara na PenyOnuka Makenonuja.

JJOCTABYBABE HA I'O/IMIIIEH M3BELITAJ

JaBHMTE 37paBCTBEHUTE YCTAHOBM KOM CE€ M3BPIIMTEIM Ha OBaa Iporpama, HajaouHa 1o 31
janyapu 2017 roauHa goctaByBaaT A0 MUHHMCTEPCTBOTO 32 3/paBCTBO I'OJMIIHHU U3BEIITAU 3
peanu3npaHuTe MEPKU U aKTUBHOCTH BO 2016 roguHa, NpeIBUICHH CO OBaa Mporpama.

OBaa mporpama BJIeryBa BO CHJIa HapeJHHOT JI€H OJ] IEHOT Ha 00jaByBameTO BO ,,Ciy>kKOeH
BecHUK Ha PenyOmnnka Makenonuja”.

bp. 42-12819/1-15 3aMEeHUK Ha MpEeTCeaaTeNIOT
5 janyapu 2016 roguna Ha Bnanarta va Perybnuka
Ckorje Maxkenonuja,

M-p 3opan CraBpecku, C.p.
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