KniHiyHa reHeTUKa i nepMHaTanbHa giarHocTuka, Bun. 1, 2013

JOCBIJI IOMYJAAIIIMHOIO MOHITOPUHTY BPOJI2KEHUX BAJI PO3BUTKY
3A MDKHAPOJIHUMMU CTAHJIAPTAMMU Y TPbOX OBJIACTIX YKPAIHU

Bepmeaeuvkuii B.V, €emywox JI. ?, Jumar- 3axymua H. *>?, Kaaunxa C. *Y, Cocunrox 3. 49
D Mincrnapoouuii 6aazoditinuil pond «OMHI- mepexca oas dimeir», m. Pisne, Yipaina
(@ PigHeHcbKUll 004aCHULl KAIHIMHULL AIKY8aAbHO- diaeHocmuuHuil uenmp imeni Bikmopa Ioriwyka,
M. Pisne, Yxpaina
) XmeabHuybKuil MiCbKUil nepuHamanvHui yeHmp, M. XmeavHuubkuti, Yipaina
 BoauHcoke obaache dumsue mepumopianvhe meouue 00 €eOHants, M. JIyyvk.

Beryn. Bpomkeni Banu po3Butky (BBP) € ogHi€io 3 rooBHMX IpUYMH MaTIOKOBOI CMEPTHOCTI, 3aXBO-
PIOBAHOCTI Ta iHBAJIITHOCTi, a TOMY CYTTEBO BILUIMBAIOTh Ha CTaH 300pPOB’S HacelleHHs. CUCTeMU MOITyJIs-
HiiHoro MoHiTopuHry BBP BinirparoTh BaxxjauBy poJib y 300pi JaHux npo BBP, a TakoxX HamaroTh MOXJIM-
BiCTb 3MiliICHIOBAaTM HAyKOBUIA aHaJIi3 i OLliHIOBaTU €(PEKTUBHICTh METOAIB OIiKM Ta 3aro0iraHHsI.

Meta. BuzHaunTu nomyisiiiiii yacrotu BBP. CtBopuTu Mepexky miis criBmpalli Ta iHGpacTpyKTypy
3 METOIO IOCIiIKeHb MPUYMH BUHUKHeHHsS BBP, BnpoBamkeHHs1 mNpodilaKTUYHUX iHilliaTUB, JiKyBaHHSI
JiTel i OmiKM IX POIMH.

Marepiamu i MeToam. {5 peanizalii mocTaBieHUX 3aBIaHb 0yJI0O 00paHO TPU OCHOBHI CTpaTerii:

1) cTaxxyBaHHS JliKapiB (HacamIiepen, MEAUMYHMUX FEHETHKiB, HEOHATOJIOTiB) Ta aHIJIOMOBHMX iH(opMa-
LiMHMX CMEeLiaNiCTiB;

2) cTBOpeHHS pecypcHUX iHpopMauiitHux OMHI- neHTpiB 3 0COOJIMBOIO YBAroko 10 eJIEKTPOHHUX JKe-
pelt iHpopMallii i TeJeKOMYHiKallii, yKpaiHOMOBHOI cTopiHKM B IBIS — MixHaponHux iHdopMaLiiiHux
CHCTeMax 3 BpoIxkeHuX Bag po3BuTKy (http://www.ibis-birthdefects.org/start/ukrainian/index.htm);

3) miaTpMMKa MapTHEPCTBA Ha HalliOHAJbHOMY i MixkHapoaHOMY piBHsX. O0’em naHux npo BBP, sxi
30uparoThes, Bianosigae BumoramMm MO3 Vkpainu, a Takox MixHaponHoi ITanatu Cucrem MoOHITOpUHTY
i Hocnimkenr BBP (ICBDSR), €Bponelicbkoi opraHizalii cucteM MoHiTopuHry BBP — €BPOKAT
(EUROCAT), CoinpHoi InimiatuBu 3 JocmimkenHs Ilopymenp ®PeranpHOro AnKorojibHoro CrekTpy
(CIFASD).

Pe3yasraTi Ta ix o0roopenns. Y cmisrpani 3 Mb® «OMHI- mepexa mis miteit» Ta MixKHAapOIHUMU
napTtHepamu Yy BonuHcbKil, PiBHEHCBKIN i XMeIbHULBKIN 00JaCTSIX CTBOPEHO MOMYJISLiAHI peECTPU HO-
BOHAPOXKEHUX AiTel i CUCTeMU aKTUBHOTIO IMONyJsLiiHOro MoHiTOopuHIry BBP 3a MixXkHapomHUMM CTaH-
JapTaMU, SIKi He TUIbKY € BaXKJIMBUM JKepeaoM AaHux B cucteMi MO3 Ykpainu, aje i 1oaaloTh yKpaiHChKi
JIlaHi 10 CBITOBUX CUCTEM, BiIKpUBAIOUM LUISIXU 1151 yYaCTi y Mi>KHAPOAHUX JOCTAiITHULILKUAX MpoeKkTax. 30ip
Ta aHaJli3 JaHUX, 110 MpoBoauThes 3a MeTogosoriero EBPOKAT ta ICBDSR n03BoJjisie KOHTPOJIIOBATH X
MOBHOTY i SIKiCTb, BiAcainKkoByBaTu yacToTu BBP Ta 4acoBi TpeHAM, a TaKOX 3HAXOAUTHU KOHTPACTHU B iX
OPOIOPLisgX. 3aBASIKN YCIIIIIHOMY BIPOBAIXXEHHIO aKTMBHOTIO IMOMYJSLiAHOIO MOHITOPUHIY «YKpaiHa:
ITporpama 3ano6iranHss BBP OMHI- mepexi» cTana 4ieHOM LIMX OpraHi3alliii.

BropoBamxeHHs B YKpaiHi aKTUBHOIO IonyJsiliiHoro MoHiTopuHry BBP 3a MmixkHapogHUMU cTaHaap-
TaMU, Ha HaIlly AYMKY, € YCIiIIHUM. Y IpolLieCi MOHITOPUHTY CTBOPIOIOTHCS PECYPCH 151 KPaIlloTo pO3yMiH-
Hs puynuH BUHUKHeHHS BBP B YKkpaiHi i, BiinoBigHO, 3AiliCHEHHS OUTbII e(heKTUBHOI MPOiTaKTUKKU Ta
peasizallii HayKOBUX MPOEKTIB i JOCIiIXKEHb.

BucnoBku. OTpuMaHi pe3yabTaTy CBil4aTh MPO BaXKJIMBICTb MIPOAOBXKEHHSI, IMOrIUOJeHHS i BIOCKOHA-
JieHHs1 MoHiTopuHry BBP. ¥ npolieci MOHITOpUHTY JiKapi — HEOHATOJIOTU, MEAWYHiI TeHETUKU BidirpaloTh
MPOBiTHY POJIb, SIKA MOJISATAE Y TIOEAHAHHI paHHLOro BusiBjieHHs1 BBP, ripe- i mocTHaTajibHOI MeIMUYHOI OMi-
KU Ta MPOdinaKTUKU.



