Poccunckmin HaunMoHanbHbIN perncrTp 60NbHbIX HepBHO-MbiLLUEeYHbIMU 3aboneBaHMsMU

3auem HyXHa peructpaums B Peructpe 601bHbIX C HEPBHO-MbILLEYHbIMU
3aboneBaHNSAMMN?

Hay4yHble 4OCTMXEHMS NOCNeaHNX NeT No3BONUAM HaYaTb pPas3paboTKy HOBbIX
MNOAXOM0B K NIEYEHMIO HEPBHO-MbILWEYHbIX 3a00N1eBaHWii, OCHOBAHHbIX HA NHAMBUAYANbHOM
NoAX0[e B 3aBUCUMOCTM OT FreHeTn4Yeckoro gedoekta 3abonesaHust. MHorne mMetTonbl ne4YeHust
npownu yxe 1 n 2 ctTaanm KNMHNYECKNX UCCNefoBaHNA 1, B HACTOSIWEE BPEMS, NNaHMpPyeTCs
NpoBeAeHNE MY NbTULIEHTPOBbIX UCCEN0BaHNIA C BOBIeYEeHNEM BONbLIOro KonmyecTea
60NbHbIX B padHbix cTpaHax. [ns yCKOpeHMs 1 KOHTPONMPOBAHMS PasBUTUS CTpaTernii HoBbIX
MeTOO0B neyeHus bbina co3naHa esponeickas opraHusauns TREAT-NMD, koTopas
06 beanHSeT MeaNLUMHCKME LEHTPbI, HAy4YHble MEANLMHCKME OpraHn3aumm,
goapmaLeBTMHECKNE KOMMaHUK, 06WecTBEHHbIE OpraHn3aumm NauneHToB, 3aHMatoLWnecs
npobnemamn HePBHO-MbIWEYHbIX 3aboneBaHnin. 3anayelt o6 benmHeHNs SBnseTca paspaboTka
CTaHOAPTOB NEeYEHNS, YNydlWeHnsa Ka4yecTsa MeaULIMHCKOM NOMOLWM, pacnpocTpaHeHns
NHJOOPMaLIMM O HOBENWKX OOCTUXEHUAX HAyKU cpeaun Bpadven u cneunanncTtos.
O3HaKoMMTbCS C AeSTeNbHOCTbIO 06 beaNHEHUS
TREAT-NMD
Bbl MOXETE
3poechb

TREAT-NMD co3snaeT MexayHapoOHbIi pernctp 60nbHbIX C pasnnyHbIMA BUaaMm
HEpPBHO-MbIlWEYHbIX 3a60neBaHunii (B NepByto o4epeab ¢ MmoaucTpodmrein MdioweHHa-bekkepa,
CO CNUHANbHOW MbIWEeYHOW aTpodounein), KOTOPbIA COCTOUT U3 HauuoHa
NbHbIX PErMcTpoB pa3HbIX CTpaH
. [laHHble pernctpa nomoryT cobpatb nHopmauno 06 0COBEHHOCTSX Te4YeHUss 3abonesaHus
B pa3/INyHbIX CTpaHax, obecneynTb NoAAEePXKY MO YNyHWeHNO Ka4ecTBa MeanLNHCKOW
MOMOLUM 1 CTaHOAPTOB AMArHOCTMKM U nedveHns 60onbHbIX ¢ MuoancTpodmein [doweHHa ©
cnnHanbHOM amnoTpodpuren. dapmaueBTUYeCcKe KOMNaHUM N NCCNenoBaTenbCkme LEHTPI
MOTYT ObICTPO NMONYYUTb HYXXHYK MHCPOPMaLNO 13 rnobanbHOro permctpa, oaHako
nepcoHanbHble AaHHbIe 0 NauneHTe ByayT 3awnpoBaHbl 1 OOCTYMHbI TONbKO KypaTopy
HaLMOHanbHOro perncrpa. BknioyeHne Bawmx aaHHbIx B rnobanbHbil permctp gact Bam
BO3MOXHOCTb MOy4yaTb HOBEMLWYIO MHCPOPMALNIO O HOBLIX METOAAX NIEYEHMS, O CTaH4apTax
MeOMUWHCKON nomoLwu. Bbl cMoXeTe NPUHATL yYacTe B KIMHUYECKUX UCCNef0BaHUAX HOBbIX
npenapaTos.

Poccuinckuin HaumoHasnbHbIA pPerucTp

Poccuincknin HaumoHanbHbIR perncTp Havan co3gaBaTbCcs No uHuumatnee MexpermoHanbHowm
Accoumaunm poHaoB 601bHbIX HEPBHO-MbIWEYHbIMY 3aboneBaHmsaMn «Hapexna».



http://www.treat-nmd.eu/home.php
http://www.treat-nmd.eu/patient-registries/national-registries/
http://www.treat-nmd.eu/patient-registries/national-registries/
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MHPOPMUPOBAHHOE COINACUE U UHDOPMALUA ONA NAUMEHTA O PETUCTPE
BOJIbHbIX CMA

NMHPOPMUPOBAHHOE COINACHE U UHDOPMALUA ONA NAUMEHTA O PETUCTPE
BOJIbHbIX MO AUCTPODPUEN OOLEHHA

OTNPABUTb AHKETY OHNAWH
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http://www.modpnb.ru/docs/informsoglsma.doc
http://www.modpnb.ru/docs/informsoglsma.doc
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