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Nudopmanusa no Bonpocy «O 3amuTe NpaB HeCOBEPIIEHHOJIETHHUX,
cTpagarIux OppaHHbIMHU (PEeAKUMM)»

Hoknaouux: Jlazape /Imumpuii Huxonaesuu, 3amecmument HAYATbHUKA 2NAGHO20
VIpasieHus opeanu3ayuu MeOUYUHCKOU NOMOWU — HAYANbHUK OMOeNa MeOUYUHCKOL
nomowu mamepsam u Oemam Munucmepcmea 30pagooxpanenusi Pecnyoauxu
benapyco

Ha ceromnsmnuii nenp B PecnyGmuke benmapych KOIMuecTBO MalMEHTOB C
peaKrMU OOJIE3HSIMU B CTpaHe cOocTaBiIsieT 0k0J10 5000 yenoBek.

Onpenenen Ilepeuenb opdaHHbIX 3a007€BaHUM, KOTOPHIM BKItouaeT 151
Ho3oJ0TUIO (TpuKa3 MuHucTepcTBa 3apaBooxpaHeHus PecnyOnuku benapych
Ne 1153 02.09.2022 «O06 opdanHbIX (penkux) 3a00JE€BaHUSIX M JIEKAPCTBEHHBIX
mpenaparax).

Jledenre  MpEeUMYIIECTBEHHOTO  OOJIbIIMHCTBA  OopdaHHBIX  Oosie3HEel
CUMIITOMATHYEeCKOE (MEAMKAMEHTO3HOE, XUPYPIHUUECKOE), MO3BOJIAIONICE YIyUIIUTh
Ka4eCTBO U NPOJOJKUTENBHOCTD )KU3HH MAI[UEHTOB.

Ha ceromusamuuii geHb B peCIyOJIMKE OCYIIECTBISIETCS JICUCHHE JeTed C
ophaHHbBIMU 3a0071€BaHUSAMH 110 42 HO30JIOTHUSIM.

®dunaHcupoBaHue JedeHus nereid B PecnyOnuke bemapych ¢ opdanHBIMU
3a00J1eBaHUSIMUA TTPOBOJUTCS 32 CUET CPEJCTB PECHYOIMKAHCKOTO OIOJIKETa, 4acTh —
3a CYET CPEJACTB MECTHOTO Or0JIKeTa (IUeToTepanusi MeTabOoIMYECKUX 3a00JICBaHUN).
A Takxke JOMOJHUTEIBHO 3a CUeT JICHEXKHBIX CPEACTB OJaroTBOPUTEIHHBIX
OOILIECTBEHHBIX 00bEIMHEHHUI U 32 CUET CIOHCOPCKHUX CPENICTB.

3a mocnenHue 3 roga AJis JiedeHUs JeTeld ¢ oppaHHBIMU 3a00JIEBaHUSMU U3
BCEX UCTOYHHUKOB 3arpaueHo oosee 300, MiH. Oen. pyo.

Cnegyer OTMETHTh, 4YTO OCHOBHOEe ¢uHaHcHpoBaHue B pasmepe 90%
(281,7 wmuH. Oen. py0.) misg JiedeHus jaeTedl ¢ opdaHHBIMH 3a00JIeBaHUSIMH
MIPOBOJISATCA 3a CPeACTBA OIO/KETa U JIOMIOJIHUTENILHO 32 CUYET CIIOHCOPCKHUX CPEJNICTB
U cpeACcTB o0mecTBeHHBIX 00benuaeHui — 10% (30,9 muH. 6en. pyo.).

[Tomasnsitoriiee OONBIIMHCTBO CYIISCTBYIOIINX JIEKAPCTBEHHBIX IpENapaToB
(manee — JIIT) mis maroreHeTnyeckoi Tepanuu opdaHHbIX 3a0oneBanuii — 3to JIII,
KOTOpbIE HE MPUBOAAT K TMOJHOMY WM YaCTUYHOMY U3JICUCHHUIO, a TOJBKO
MIPUOCTAHABIIMBAIOT HA BpPEMsl Pa3BUTHE KIMHUYECKHX MPOSBICHUN W OTOABUTAIOT
CPOKH pa3BUTHS OCIOXHEHUM 3a00neBanus. Jledenne nanueimu JIIT noxusneHHoe u
JIOPOTOCTOSIIIIEE.

B crpane mist nedenus aeteit ¢ oppaHHbIMU 3a00JI€BaHUSAMU UCIIOJIB3YIOTCS:
JIIT ayist maTOreHeTUYEeCKOTo JeueHus!, GepMeHTO3aMECTUTEILHOM Teparuu, CpeacTBa
MEJIMIIMHCKOTO Ha3HAUYEeHUS (ITOBSI3KU IJIACTHIPHOTO TUMA JIJISl IEYEHUS BPOKICHHOTO
OyJIJIE3HOTO 3MUACPMOJIN3a), a TAK)KE MPOBOJUTCS MEHHO-3aMECTUTENbHAS Teparus
(JreyeHUe CIMHATBHON MBITIICYHOMN aTpodun).

s yaydiieHus: TOCTYHMHOCTH JIEUEHHUSI MAalMEHTOB JIETCKOTO BO3pacra co
CMA, wuonuctpodpueirt Jromenna MuH31paB aKTUBHO COTPYJHUYAET C
MEIUUMHCKUMU opranu3anusmu Poccuiickon denepanuu.
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Takxxe B pamkax neperoBopoB Mexay PecnyOnukoit benapyce u Poccuiickoit
denepanyu NpoBOAUTCS padOTa MO MPUBIICYEHUIO 3alIaHUPOBaHHOTO B Poccuiickoi
denepanu  KIMHUYECKOTO  HCCIEIOBAHHWS 1O HM3YYEHUIO IEPEHOCHMOCTH,
oe3zonacHoctT U 3pdextuBHOCTH TeHOoTepaneBTuyeckoro JIII GNR 097
(npennonaraemeiii  anamor — JIII  DOneBumuc), AKIUOHEpHOE  OOIIECTBO
«'EHEPUYM», Poccus. Ha 1 a3y wuccnenoBanusi PecnyOnuka benapych
paccMaTpuBaeTcs Kak cTpaHa, koTtopas HauHeT B 2025 romy HaOop MaleHTOB JUIs
BBeJIeHUS dKcniepuMeHTanbHoro JIIT GNR 097.

B mHacrosimee Bpems B PecnyOuauke benapycs o0mee KoJIM4ecTBO
NAUEHTOB € TCHEeTUYECKH MOATBEPKACHHOH CHMHAJBHOM MBIIICYHOH
arpodpuein (namee — CMA), cocroslMX Ha Yy4Yere B OpPraHM3aLMAX
3PAaBOOXPAaHEHUs1, COCTaBJIsIeT - 86 nereil.

B mnHacrosmee BpeMs I MAMEHTOB JETCKOTO M B3POCIOTO HACEJICHMS
GyHKUHOHUPYIOT PecmyOnukaHCKHe LHEHTPhl HACHEICTBEHHBIX HEPBHO-MBIIIEUHBIX
3aboneBanuit (HHM3) na 6aze I'Y «PHIIL «Matb u auts» u «PHIIL] HeBponoruu u
HEUPOXUPYPTHUNY.

Huarnoctuka CMA 11 DAUMEHTOB JETCKOTO M B3pOCIIOIO HACEICHUS
OCYILECTBIISIETCS OECIIIaTHO, 3a cueT Ot pKeTHRIX cpeacTB B PHIILL «Matb u nuts».

B cBA3M ¢ pe3ko U3MEHMBIIECHCA CUTYaLlMEN B MOCJIEIHUE TOAbl U CO3JaHUEM
HOBBIX JICKAPCTBEHHBIX CPEICTB I'€HHOM WHXXCHEPUU IOSBUIACH BO3MOKHOCTD
U3MEHUTh T€UEHHE JAHHOI'O I'eHETHYECKOro 3a00JeBaHUs, MPEIOTBPATUTh PAHHIOKO
CMEPTh JIETEW, a IPU HA3HAYECHUU IPENapaToOB C MATOTCHETHYECKUM MEXAaHU3MOM B
paHHUX CpOKax KU3HM MOAU(PUUIMPOBATH TE€YEHUE 3a00JIEBAHHE C BBICOKOM
BEPOSITHOCTBHIO OTCYTCTBUSI KIMHUYECKUX MPOSBICHUHN 3a00JI€BaHUI U YIYUYIIUTh UX
KAa4ueCTBO KU3HH, JICYEHNE NMPOBOJUTCS B TEUCHUE BCEU KU3HMU.

C  MemuKo-COMAIbBHOM W DKOHOMHMYECKOM  CTOPOHBI  BaXHbIM U
1[€J1€CO00Pa3HBIM SBIISIETCS] paHee Ha3HAUYEHHE NMAaTOr€HETUYECKOro JeueHus (Ioka y
pebeHKa TMPUCYTCTBYET JBUTATElbHAas  aKTUBHOCTb, TIJIOTa€T W JIBIIIUT
CaMOCTOATEIIBHO), MOCKOJBKY B PSJAE CIIy4aeB JA€T BO3MOXKHOCTb Pa3BUTHS JIE€TEU
COIOCTABUMOTIO € TIOKa3aTeJIAMU OJIM3KUMU K HOpME.

B Pecnybnuke benapych myis mpoBeleHHUS TATOTEHETUYECKOW Tepanmuu
naupeHToB co CMA 3apeructpupoBaHbl cieayrouue mnpenaparsl: CnuHpasa
(Hycunepcen), Pucnumnam (OBpucam) u 3onrencma (OHaMCEMHOTEH aOepIiOBEK).
[Ipn »TOM Ha3BaHHBIC Mpernaparbl HE BKIOYEHbI B PecnyOmukaHckuit GopmMyssip
JIEKApPCTBEHHBIX CPENCTB, [lepeueHb OCHOBHBIX JIEKAPCTBEHHBIX CPEACTB, B CBS3U C
yeMm, 00ecriedeHre UMM MalMeHTOB MOXKET OBbITh OCYIIECTBICHO TOJBKO HA IJIATHOM
OCHOBE 3a CYET JIMYHBIX CPEJICTB WJIM MHBIX HE 3alPEUIEHHBIX 3aKOHOAATEIbCTBOM
VMCTOYHUKOB.

Bo VICIIOJTHEHUE IIOpyY€eHUs IIpaBurenscTBa MunucrepcTBOM
31paBOOXPaHEHUS COBMECTHO c MuHuCTEPCTBOM AHTUMOHOIIOJIBHOTO
pEryJIMpOBaHWSl W TOPrOBJIM OPraHU30BAHO JICUEHUA [JI€TEH, CTPAJAOIINX
CIUHAIBHOW MbIIeuHoi arpodueit (mamee — CMA) nexkapCTBEHHBIM MperapaToM
3oJareHcma 3a CYeT CPeACTB CIIOHCOPCKOoU moMoIu. B 2023 rony B rocyaapcTBEHHOM
yupexaeHun «PecmyOnnMKaHCKUl HayYHO-TIPAKTHYECKHM IHeHTp «Matb U JuTI»
(manee — PHIIL «MaTp W OuTS») OTKPBIT PacUETHBIM CUET ISl y4eTa CpPEJICTB,
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MOCTYTAIONINX Ha OJaroTBOPHUTENBHBIE IeiH (B OCIOPYCCKUX pPYONIIX W JoJiapax
CIIA).

B Hacrosiee BpeMs 3a cuer CloHCOPCKUX cpeAcTB 7 netsam co CMA 3akyrieH
u BBeneH JII1 3oarencma.

Cnpasgouno.

B 2023 200y — 15,2 man. 6en.pyo6., 6 2024 200y — 6,7 man. ben.pyo.

Ha ©6aze PHIIL] «Marp u pguts» dysHkiuonupyer PecnyOnukaHcKuit
BpayeOHbI KOHCHJIMYM IO T€HHO-3aMECTUTEIHbHOM M MaTOT€HETUYECKOW Teparnuu
(manee — PBK mo I'3IIT). Pemenne o aomycke K réHHO-3aMECTUTENILHON Teparnuu
npenapatoM OnacemHoreH adenapBoBek (3onrencma) onpepaensercs PBK mo [3IIT
Ha OCHOBAHMH YETKO ONPEEICHHBIX KPUTEPHEB.

CnpasouHno.

llocne oonokpammuozo esedenusi oannoeo JIC oanvHeliuiee namozenemuyeckoe
neyenue He mpebdyemcs. Iennozamecmumenvuas mepanusi NpoGOOUMcs OemsiM 8
go3pacme 00 2-x nem uau c¢ eecom 0o 13,5 xke. B nacmoswee epems umeemcs 1
nayuenm ¢ noomeepxcoenHviM ouacnozom CMA, nooxodswuii nod Kpumepuu
O0auHOU mepanuu, umerouull 8peMeHHble NPOMUBONOKA3AHUSL K
2EHHO3AMEeCMUMEIbHOU Mepanuu (8ec npegvluiaen 803PACMHYI0 HOPMY).

Bcero nonyunnu renno3amecturenbuyro Tepanuto JIIT 3onrencma 17 nereit
(U3 HUX 3 B MEXIyHapOJIHOUW MporpamMme Mo paHJOMHU3UPOBAHHOMY JOCTYMYy, 2 3a
CUET JINYHBIX CPEJICTB U CIIOHCOPCKUX, / 3a CUET MPHUBJICUCHUS CPEIICTB YUPEIKICHUN
PecnyOnuku benapych, nepednciieHHbIX Ha 11eJIeBOM 0J1aroTBOpUTENbHbIN cueT B ['Y
PHIIL] «Matb u auts», 5 mauMeHTOB B paMKaxX KIMHUYECKOTO MCCICAOBAHUS
MOJIYYHJIA 3KCIIEPUMEHTANbHBIA MpenapaT (MpeanojaraéMblii aHajor — mnpenapara
3oareHcma), M3 HHUX JBO€ JIeTed MOJIyYHJIO JIEYEHHWE B LEHTpaxX KIMHUYECKOIrO
ncciaeqoBanusa B Mockse.

Ha cerognsimiHuii JeHb B JINCTe OKMIAAHHUSA HA BBeJ€HUE Mpenapara
3oarencma Haxoaurcsi 1 pedenok co CMA no 2-x jer. [lisi 3aKynKy npenapara
coOpana cymma, 3aKynka 3aBepuieHa. Beegenue 3oJirencma 3anjiaHupoOBaHO Ha
uoHb 2025 ropaa.

Jlist ontumu3anuu paboThl ¢ MPUMEHEHUEM WHHOBAIIMOHHBIX TEXHOJIOTHH B
JIeYEHUHU MalUeHTOB JeTckoro Bo3pacta co CMA B 2023 u 2024 ronax PecmyOnuka
benapych akTHMBHO y4acTBOBaJIa B KIMHHYECKOM HCCIIEIOBAHUU JIEKAPCTBEHHOTO
npenapata s euenuss CMA.

CnpasoyHo.

Omxkpvimoe HecpasHumenbHoe KIUHUYecKoe ucciredosanue 6e30nacHocmu u
aghghexmusnocmu adeHoaccoyuuposanno2o supycrho2o eekmopa c 2enom SMN (ANB-
004 (AO «bBHOKA]]», Poccus)) npu e2co 00HOKpAmMHOM 8HYMPUBECHHOM BBEOEHUU 8
so3pacmarouux 0ozax oemsam co CMA.

B nacrosimiee Bpems |l daza nmpoBoaumoro uccienoBaHust 3aBeplieHa, Habop
MAIMEeHTOB B UCCJIEIOBAHNE MPEKpaIleH, HO T0 TpeaBapuTeabHoi nHbopmarnmu AO
«BUOKAl» (Poccust) PecriyOnuka benapych paccmatpuBaercs st nposenenue 1
(a3bl KIMHUYECKOTO MCCIe0BaHus, 0kuaeMblii cpok Havana |1l ¢aszer koner 2025
rojia, y4acTre B KIMHUYECKOM UCCIIETOBAaHUH OyIET MPOAOIKEHO.



