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3 anpuin 2009

CJIY)KBEH BECHUK HA PEITYBJIMKA MAKEJIOHHUJA

bp. 45 - C1p. :

799.

Bps3 ocroBa Ha unen 32 cras 1 Touka 10 ox 3akoHoT 3a
3apaBcTBeHa 3amruTta (“Coyx0eH BecHHK Ha Pemy6inka
Makenornja“ 6p. 38/91, 46/93, 55/95, 10/04, 84/05,
111/05, 65/06, 5/07 u 77/08), Bnagara ua Peny6muka Ma-
KEeJ0OHHja, HA CeAHMIaTa oxpkana Ha 10.03.2009 romuna,
JoHEce

IIPOTPAMA
3A JIEKYBAIBE HA PETKH BOJIECTH 3A 2009
T'OJAHA BO PENTYBJIUKA MAKEOHHAJA

Petkn wmm opdancku Gomectu ce GomecTH Ko ce
nojaByBaar 1o ner caydad Ha 100.000 >xmremn. Mamuor
Opoj Ha CTyYaH CO PeTKH GOECTH MPETCTaByBa OrpaHUdy-
BaYKa OKOJIHOCT 3a (hapMaIleBTcKaTa HHAYCTPHja Aa fpese-
Mat JOTONHHUTEIHH HCTPaXKyBamba 3a oBHe OosectH. Hako,
On cexoe perxo 3abomyBama 3acera ce 3ab0JeHH camMo
OrpaHuyYeH 6poj Ha MAIMEHTH, JeKyBamETO Ha PETKHTE 0O-
MIeCTH Ce COLMJATHO H €THYKH peleBaHTHH. Maanor 6poj
Ha MOTEHLMjAIHU AMHEHTH 0 OOMECT ja OTPaHHTYBa SKO-
HOMCKATA NPHBJICYHOCT 34 MpPE3eMame, UCTPAKYBABE U
PAsBOj HA NEKOBH 3a TPETHpame HA PeTKH GomectH. [Ipo-
H3BOJHMTE TIPOLIECH fiak TpeOa Aa Ce pa3BHjar HA HCTH BH-
COKIH CTaHIApAHH HHBOA HA Oe30eqHOCT, KBaTHTET U ebu-
KAHOCT, KAaKO H 32 APYTUTE JEKOBH.

Cnopen Esponckara peryiariBa 3a peTKH MeIHIHH-
cki mpoussoan (Perymarusa (E3) Bp. 141/2000) perxuot
ek ce aeduHmpa Kako jiek (a) 3a cocTojba Koja e 3aKamy-
Ba4Ka M0 JKHBOT M MCUPTyBayka, (§) cocTojba co koja ce
3aboneny He moBeke ox 5/100.000 guma waH xako ek 3a
KOj Ce O4YeKyBa MHOTY Ml MOBPAT O HHBECTHIM]aTa aKo
HEMa JOMOMHMTENEH CTHMYI H (B) cOCT0j6a 3a Koja He mo-
CTOH OWITO KOj APYT 3aZOBOJHTEINICH AITEPHATHBEH HAYHH
HA JIEKYBamke WIH 3a KOja O BaKBHOT HOB JI€K MAlHEHTOT
HMa 3HAYHTENHA TPHIOOMBKH OHOCHO OeHedbutn B0 cro-
peada co MOCTOEUKOTC AEKYBaIbeE.

3a pasnuka on Apyrute GOJECTH. 3ApAaBCTBEHHTE
CTPY4AllH TH HMAAT THMUTHPAHO 3HACIHLATA W BEUITHHH-
TC 3a IMjaTHCCTHULHPABE H JICKYBahe HA PETKH GOMNECTH.
Mastata HHLUMACHIIA, OTHOCHO 0jaBa Ha OBHe 3a60TyBamA
N03BOTYBA CAMO OrpaHHYeH Opoj Ha 3APABCTBEHH CTPYY-
HalH, O0UYHO BO CMSUHjAMH3HDPAHHTS LEHTPH, 4a rpajat
€KCIEPTH3a 3a AMjarHOCTULIHPAKBE U 33 NPY:Kake Ha MEIH-
OMHCKA Hera Ha MyreTo KoM ce 3abomenH of perku Goe-
CTH.

['paneme Ha CBECT H eKCHeEPTH3a 3a PETKH OONecTH Ha
unBo Ha EVY. KowTpommpasara ymotpefa ua mexoBuTe
MOXKe MHOry 1o6po Ja ce MOBp3e CO Co3maBsame Ha CTai-
JApIAM3HPAHH PETHCTPH 3a MALHEHTH HA MEelYHAPOIHO HH-
BO H MpEKa HAa UEHTPH 3@ SKCIePTH3a. PerHcTpuTe Gu
OBO3MOXHIIE JHPEKTHA MpolerKa 3a 6pojor u mpodunaot
HA MALHEHTH 33 UCTIMTYBamke H 32 SyueTcxn uyens. Lpyra
KIy4HA NPHAOGUBKA O TAKBHTE PErHCTDH C& QHPEKTHUTS
*OZHAlH]A 38 TOA Kale KHBeaT NAUMCHTHTS CO PETKH 3a00-
JlyBaka U KAKO THE OpP30 Na ce BKIYYAT BO HCMUTYBambaTa
32 HOBH JIEKOB, KO€ ke OuIe O 3aeIHHYKA KOPHCT 32 Ha-
UHEHTUTE U 33 KOMIaHMjaTa CIOH30p.-EnHoBpemeno, dop-
MHPAEETO Ha PErMCTPH 3a 60TecTa ke ro OJIECHH reHepH-
PABETO HAa HOMONHATENIHH MOJATONH 38 MpHACGHBKATS,
OJHOCHO KOPHUCTa OJf IEKOT BO MOHATAMOIUHHOT TPETMAH.

BaxBuTe momaTouH, HaH3MEHHYHQ Ke TMPUAOHECAT 3a
coszaBame Ha 0a3a 3a HOHNTE PacrNeNyBalba [pH ACHECY-
Bakbe HA OUIYKH 32 UEHH U HajgoMecToud. CHTE perscTpu
H PErucTpatopy Tpeba a ce BOJAT BO CKIIAK CO MPOMIACHTE
33 3QIITUTA HA MOKATOUM W APYTH PEIEBAHTHH HAIIHOHAT-
HH Gapama. 3a 1eNoCHa HCKODHCTEHOCT Ha HACOGPAHHTES
COZHAHHja, HanopuTe TpeGa 106pPo Aa ce KOOPAMHHUPAAT BO
g Mefy 3eMjHTE WieHKH.

a

Cenak, paHata AHjarHo3a Ha BakKBHTE OOJECTH, KOH
4ECTO Ce OJ I'EHETCKO MOTEKJIO, € Hajaobpa rapaHuuja 3a
e(UKacCHO NeKyBame ON acleKkT Ha Tepaluja M TPOMIONH.
OcBeH Toa, TepamuuTe YeCTO MATH HE Ce KYPATHBHH, TYKY
OOWYHO HYHNAaT O OTpaHHWYeHa 10 EKCTEH3HBHA CHMIITO-
MaTCKa MOPIIKA.

Hanmonansara mporpama 3a JiexyBare Ha PeTKH Gore-
CTH WMa 3a II€] HOBOPA3BHEHHTE PETKH JIEKOBH Ja CTAHAT
JIOCTAlHM 3a rparaHUTe HABPEMEHO U MOJENHAKBO 3a CHTE.

Hocera Bo Peny6anka Makegonuja THjarHOCTHIHPAHH ce

OKOITY BAa€CETHHA ITAllMEHTH CO peTKH GomecTH. HuBHOTO
JIEKyBahe Ol CTpaHa Ha aMIUIHjaTa BO MHOTY CIyYaecBH €
HEBO3MOXKHO 0€3 IIOMOLI 01 ApKaBaTa.

J1jardoCTHIHPambETO HAa PeTKHTE GONECTH Ce BPIIU O
CTpaHa Ha 00y4eH KaJap BO KJIMHHKHTE 3aBHCHO OJ [IPHpO-
nara Ha Oomecta, a mpeTe:kHO BO KiMHMKara 3a JETCKH
Gonectu. Heperko ce moTpeGHH HCOHTYBama BO BHCOKO
OTIPEMEHH 3PABCTBEHH YCTAHOBH BO CTPAHCTBO 3a YTBp-
AyBame Ha JHjarHO3aTa.

[ManwenTHTe BO IeTCKaTa BO3PAacT ce TPETHPAaT BO
Kimnnkara 3a geTckn 0oIecTH, a BO3PACHHTE MALE€HTH
BO OPYTH COONBETHH KIHMHHKH. [IoBekeTo peTkm Gonectd
Ce pe3y/Tar Ha HeJOCTATOK HA OIPEACHH EH3UMH.

HajuecTn petxu SomecT Xou ce mojaBysaatr B0 Pemyb-
auka Maxezonuja ce cneganre: Morbus Gaucher (Gonect Ha
lome), Hereditary angioedema - HAE (aprepucka
xumeprensnja), multiple myeloma - MM (MysaTHIen vue-
aom), phenylketonuria - PKU (dennnxeronypsja),
myelodysplastic syndrome - MDS (MHeTOAHCTINACTHYHH

CHHOpPOMH), gastrointestinal stromal wmmors - GIST
recidivans (raCTpOMHTECTHHATHH CTPOMAIHH TYMOpH),
acromegaly (axpomeramuja), gastroenteropancreatic

CED

neuroendoc rine tumors - GEP-NET (ractpoenteponaskpe-
ACHH HEBPOEHIOKPHHU TYMOpH), mucopolysaccharidosis -
MPS (Myxomonucaxapnnosn), Hereditary tyrosinemia (xe-
penuTapHa TUpO3HHeMMja), galactosemia (ramaxroemija),
Hereditary fructose intolenrance (xepemurapHa ¢pykTosa
HHTOIEpaHLHja).

Bo TeKoT Ha roAMHATA MOXKE 2 HMa HOBO JHjarHOCTi-
Upame W Ha APYTH PeTKH OOJieCTH H 3rojleMyBame Ha
OpojoT Ha MAUHMEHTHTE 34 BeKe AHjarHCCTHLMPAHUTE, KOH
HCTO Taka Tpeda na OHAAT BKIYYEHH 32 TPETMAH | JIeKyBa-
HE CIOPEN MEAHIHECKI XPHTEPHYMH.

MepKHTe 1 aKTHBHOCTUTE 3a JEKYBamhe Ha NAlHEHTH-
Te 2a00/€HH CX IHjArHOCTHLHPAHHTE DETKH 3a007yBama
Ke Ce mpeseMaaT OX CTpaHa Ha jaBHHTE 3APaBCTBEHH YCTa-
HOBM BO 3aBHCHOCT OJ BHIOT H KapakKTepoT Ha 3a00ayBa-
EETO U TPETMAHOT HA HHBHOTO JIEKyBame. JaBHHTE 31paB-
CTBEHH YCTaHOBH NO/DKHH C€ PEOBHO JIa IO A3BECTYBAAT
MuHHCTEPCTBOTO 3a 3APABCTBO 33 AHjArHOCTHLHMPAHUTE
MAHEHTH 3a00JIeHI O PETKA DOJECTH KOH CE HABEAEHH
30 OBaa mporpamMa, Xako H 33 HOBOJH]arHOCTHUIHPAHHTE
DALIeHTY 30 TEKOT HAa FGANHATA, 3apaay obesGenyBame ka
TOTPEGHATA TepaNHja # JICKOBH 3a HHBHO /EKYBALE.

1D TITTITA
~» i{ASA

3a peanusauuja Ha IIporpamara 3a iexyzame Ha DETKH
donecta 8o Penybnuxa Makencsuja 3a 2609 roxaHa co Te-
pamnuja H JIEKOBH KOH J0cera ce MpHMEHYBAaHH B30 JeKyBa-
B¢ Ha HeK0j of perkuTe Gonectu ‘a 2009 roguna ke Sumar

IICTHE0HN CPEACTBA 80 BKyTen uzEoc Of 27.800.000,00 ge-
Hapu. :
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