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YBazkaemble KoJuieru!

Bcepoccuiickuii coro3 o01mecTBeHHbIX 00beaAnHeHni naueHToB u Uuctutyr EADC mpoBogst
ONpoc OOIIECTBEHHBIX U MAIMEHTCKUX OPraHU3aIUil C 1IeJbI0 MOHUTOPUHTA U aHAIHM3a JIOCTYIHOCTH
TOCY/IapCTBCHHBIX TapaHTHid B cdepe OKa3aHWs METUIIMHCKOW TIOMOIMM | JIEKAPCTBEHHOTO
obecriedeHus MaIMeHTOB ¢ peakuMu (ophaHHBIMU) 3a00JICBAHHUSIMY, HE BKIIOYCHHBIMH B JIbIOTHBIC
rOCyIapCTBCHHBIE TIPOTPaMMBI (heIepaTbHOTO U PETUOHAILHOTO YPOBHEH.

PesynbTarel paboThl OyayT mpeAcTaBlieHbl B (hopMaTe OTYeTa U MPE3CHTAIMH B JKCIIEPTHOM
coBere Kommrera I'ocymapctBenHoil JlymMbl 1O OXpaHe 3H0pOBBS IO peakuM (opQaHHBIM)
3a00NeBaHUsAM, a TaKKe OTAeNbHOU riaBoil Bo |l Exeromnom OrosuiereHe ykazaHHOTO DKCIEPTHOTO
coBeTa.

C otueroM mno pe3yabraram omnpoca 2018 roma MOXKHO O3HAKOMHUTBCS Ha caiirte
Bcepoccuiickoro cor03a 0OIIIECTBEHHBIX o0beTMHEeHNI MalKEHTOB
http://patients.ru/media/561863/redkie-nozologii-vne-lgotnyh-perechnei-i-programm_.pdf u B |
Exeronnom OromnereHe OxkcneprHoro coeta Komwurera [ocymapctBeHHOW Jlymbl 1o oxpane
310pOBBs 10 peakumM (opdanasiM) 3a0oneBanusiM (riaBa 13, ctp. 149-177 «Penkue 3aboneBanus, He
BKJIIOYCHHBIC B JIbTOTHBIE TOCYIaPCTBEHHBIC MTPOrpaMMbl (heJIepaIbHOrO U PETHOHAIBHOTO YPOBHEH »)
http://www.komitet2-2.km.duma.gov.ru/upload/site21/otchet_print.pdf

[Ipocum Bac mnpuHATH ydactue B ompoce 2019 roma u mpemnocTaBUTh HEOOXOIUMYIO

unpopmanuto 1o 12 wrons 2019 roma. Ecnm Bbl mpemoctaBnsere MHGOPMAIUIO MO HECKOIBKUM
peaxkumM (opdaHHBIM) 3200JI€BaHUSM, IPOCUM 3ATIOTHUTH OTIETBHYIO aHKETY (MPUIaraeTcsi K MUchbMy)
Ha KakIoe 3a00JIeBaHuE.
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XKynés KOpuit Anekcannposuy, KpacuneaukoBa Brena KOpbeBHa,
conpeacenaTennb Bcepoccuiickoro coroza 3amecturelnb aupekropa Mucruryra EADC,
OOIIECTBEHHBIX 00bETUHEHHH MAallUEHTOB, pykoBoautens LleHTpa nzydenus u ananuza
MIPE3UICHT Bcepoccuiickoro obmiecTBa MpoOiIeM HapoIOHACENIEHUs, IeMorpapuu u
reMopuInu 3npaBooxpanenus Uucturyra EADC
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