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HCMA M Neuromuscular Network

Mbl npurnawaem Bac npuHATbL yyacTme B YKpauHCKOM PeecTpe nauuMeHTOB CO
CnuHanbHon MbliweyvHon ATpodmen. [daHHaa pernctpaums, Takke, OyaoeT sBnATbCS
yacTtbto eBponenckoro peectpa TREAT-NMD, B YkpavHe peecTp cosgaeTtcs nopg
arngon XapbkoBckoro ®onga «detn co CMA».

TREAT-NMD — mexgyHapogHas nHuumaTtuea BeOyLMX eBPOnenckux cneumanucTos B
obnactTm HepBHO-MbIWEYHbIX 3abonesBaHun. [1poekT HanpaBneH Ha ynydlweHue
MeauunHckoro obcnyxmBaHus 1 pa3paboTku METOAOB feYeHUs NauMeHTOB C TakuMu
HEepBHO-MbILLEYHbIMK 3aboneBaHnsaMn kak CnnHaneHaa MeiweyvHas Atpodusa (CMA).

TREAT-NMD cnocobcTtByeT coTpygHUYecTBy B 3TOM 06MacTM yyeHblX U Bpaden
NPaKTUKOB AON1s1 MPOABWKEHUS MCMNbITAHWA U MPUMEHEHUS HOBbLIX METOAOB NEeYeHUus
HepBHOMbILWEYHbIX 3aboneBaHui. Takke, Ans 3TUX Lenen yCTaHaBfMBAKTCA TECHble
CBSI3M C KOMMAHUAMU NPON3BOAUTENAMM JIEKAPCTBEHHbBIX NPENapaToB 1 NPUBEKarTCA
pasfnnyHble  OpraHu3aumn, Cco3daHHble caMuMn  nauueHtamu. [1esaTenbHOCTb
obbeanHeHus, Takke, BKOYAET MNporpaMmmbl NOAAEPXKKM 0OydeHus n obpasoBaHus
Bpayen n 60nbHbIX/UX POACTBEHHUKOB.

OpHon 13 3agay npoekta TREAT-NMD gaesnsetcs nonck cnocobos neyeHmss ans ocobo
penkux HepBHOMbILWEYHbIX 3aboneBaHUn neveHne, ANs KOTOPbIX pPacCYMTaHO Ha
onpeneneHHbin reHeTnveckun gedekt. HekoTopble M3 HUMX HACTONbKO pPeaku, 4To
TONbKO HECKOJSbKO NauneHToB B EBpone moryT ObITh KaHAMAATaMM Ha NieYeHNne HOBbIMU
MeTodamu. Hanuuune aktyanbHOW MHopMaumm O Takux BOMbHbIX caenaeT BO3MOXHbIM
anpobaunio HOBbIX METOAOB NeYeHuMst U AacT TakuMm OONbHbIM €OWHCTBEHHLIM Ha
CErOOHSAWHNA AeHb LWaHC YNyyWwuTb CBOe cocTosiHue. Peectp, Takke, MNOMOXeET
nccnegoBatenaM Aatb OTBET Ha BOMPOC O pacnpocTtpaHeHHocty CMA B cTpaHax
EBponbl 1 ¢ ero nomowbio ByaeT obneryeHoO pacnpocTpaHeHue cpeau Bpaden wu
nauneHToB nocrnegHen nHopmaumm KacarLwenca neveHnsa nx 6onesHn n ynyyeHus
noBceHEBHOro yxoaa.

CospaBas MexXayHapoaHble peecTpbl nauneHToB, ceTb nogaepxmeaeT
MEeXOYHapOOHbIA LEeHTP KOOPAUHALNN KITMHUYECKUX UCTbITaHUW B ['epMaHnn, KOTOpPbIN
NOMOXeT yBeJOMWUTb papmaLeBTUYEeCKMe KOMMaHWW, WHTepecyrLlmeca 3anyCckom
KNUHUYeCknx ucnbitaHmin. Cpegu Opyrmx acnektoB OesTenbHOCTU CEeTU - CO3adaHue
6uobaHKkoB, KOTOpble CHabasaT wuccnegoBaTenem pecypcamm ANd  pasBUTUS
YyNbTPaCOBPEMEHHbIX Tepanui, AOCTYMHbIX BpadYam 1 cneynanmctam.

Mbl Hageemcs, YTo Bac 3auHTepecyeT yyactne B PeecTtpe nauyueHtoB co CMA. [ns
nonyyerHnss obwen wuHdpopmaumm o npoekte TREAT-NMD, noxanywncrta, nocetute
Bebcant www.treat-nmd.eu. [IONONHUTENBHYIO UHOPMAUUIO Bbl MOXETEe MOonyvnTb B
XB® «detn co CMA» (Bebcant www.csma.org.ua)

MpumeyaHue:
O [aHHbI ONpoc He ABMseTCa McdepnbIBaLWMM AN NauueHTa, YacTb BOMPOCOB, HA KOTOPbIE Bbl

fagnTe OTBET, [acT BO3MOXHOCTb MPOBECTM MNEPBUYHYK pPerncrpauuio, HO He Mo3BonsieT
oKasaTb BaM KOHCYNbTaTMBHYIO MeOUUMHCKYL nomollb. Ecnu Bac uHTepecyloT KOHKpeTHble
MeOULMHCKME BOMPOCHI, BOCMONb3yATECh NPUNoxXeHnem (cm. NMpurnawexHue).


http://www.treat-nmd.eu/
http://www.csma.org.ua/

Ilpuraamenue

Ona yToYyHeHus MeOuUMHCKMX BOMPOCOB, CBSA3aHHbIX C Bawwum cocTosiHnem
(cocTosiHnem Bawero pebeHka), Bl MoxeTe 6bITb NPOKOHCYNbTUPOBaHbI MEOULMHCKUM
KypaTopoM YKpanHckoro Peectpa nauymeHtoB co CMA
WaTunno Auapeem Banepuesuyem,

COTPYOHUKOM OTAENEeHUA AEeTCKOW MNCUXOHEBPOSIOrMU U KIMHUYECKOW HEWPOreHeTUKN
MHCcTUTyTa HEeBponoruu, ncuxmatpum n Hapkosiorum AMH YkpaunHsbl.
no agpecy: r. Xapbkos, yn. Akagemuka Nasnosa 46
Mpu noceweHnn ocmoTpa nMeTb npu cebe Konuu (opurMHansl):

O 3aKIYEHUN MOSEKYNAPHO-reHeTUYEeCKOro nccnegoBaHus,

O BbINUCKM U3 UCTOPUM BONE3HM NO HEBPOSOMMYECKOMY CTaTycCy,

0O BbINMUCKM U3 UcTopmm BonesHn no muorpadumm,

O BbIMMCKM M3 UCTOpMM ©OOMes3HM no KIMHWMYEeCKMM aHanusam (obpasel

npunaraetcs)

o 3agaBneHuve (obpasey npunaraeTcs)
[na npoxoxaeHns MeAMUMHCKOro OocMoTpa B CTaumMoHape HeobxoaMmo MMeTb
HanpasrieHue oT fevallero Bpayva (Hesponora/neguatpal/reHeTuka).
MpoBeneHne KNNHNYECKNX aHaNn3o0B 1 pas3MeLLeHme B CTalMoHape nnaTHoe.

Bpems n gaty Bam Heobxogmmo cornacoBaTb Mo TenedoHaMm:
+38-097-811-18-84;
+38-057-771-68-55;

Nnu yepes Xb® — info@csma.org.ua, +38-050-364-06-73

Mpoesn. OT -4 BOK3ana, aBToBOk3ana (np. MarapuHa) Ha MeTpo Ao cTtaHuuMm «CnopTuBHas», ganee
nepecagka o ctaHuum «nn. BocctaHusy, BbIXO4 Ha TpaMBaWlHYHO OCTAHOBKY B CTOPOHY «YHuBepmar
XapbkoB». lMpoe3n Ha TpamBae 2, 6, 8, 22, 27, 30 Tpu octaHoBkM A0 «15-a GonbHuua». Bxop Ha
TeppuToputo 60NMbLHUYHOIO KOMMIIEKCa crpaBa OT LiepKkBM CB. [NaHTenenmoHa;

Ha aBTomMoGune: oo nepekpectka yn. Akagemuka MNaenosa - CanToBckoe Liocce.
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3aBeaylolleMy KOHCYNbTATMBHOW MOMNUKNMHUKOM WHCTUTYTa
HeBponornn, ncuxmaTpum n Hapkonorun AMH YkpanHbl
KaHauOaTy MeauLMHCKUX Hayk

cTapLUeMy Hay4YHOMY COTPYAHMKY

Hasapuyk A.l".

ot [ol7e]
3asBneHve
MpoLuy npoBecTy KOHCYNbTaumio Moero pebeHka dNO [arta poxaeHusi__ 'y HeBponarosnora.
Lata noanucb
[MpyMepHBbIn 0bpaseL; BbIMUCKN aHanns3oB
YypexaeHnue,
npoBoAvBLLEE
AHanus Kposu nccnegoBaHue
Hopma Nata
XonecTepuH oL 2,9 - 5,18 mmonb\n
Tpurnuuepuabl 0,4 - 1,24 mmonb\n
'mioko3a 3,3 - 5,6 mmonb\n
MouyeBuHa 1,6 - 6,8 mmonb\n
MoueBas kucnora 2,0 - 5,5 Mr % (2,- 6,8 xeHL)
KpeaTunHkuHasa <228 e\n
KpeaTuHuH 27 - 62
JlakTaTgerngpornHasa <850 e\n
JlyxxHa dpocchaTasa 0-2 (120-275), 3-15 net (108-360)
ACT 1-3 net(<80), 4-6 (<58)
ANT 1-3 net(<61), 4-6 (<53)
COD MM B Yac
PO3 MM B vac
remorno6 130-160HopMa
nevikou, *10+9 4-9 Hopma
apup * 10+12 4-5 Hopma
6
i) 0,5 - 5 Hopma
n 1-6 Hopma
c 47-72 Hopma
n 19-37 Hopma
M 3-11 Hopma
LIBETHOWN nokasaTtenb 0,85 - 1,05
caxap
XONeCcTePUH MMOIb Ha TP
beTanvnonporebl
MoYeBasi KUCIoTa MMOIb Ha NUTP
reMopuHasnbHble Npobbl MOYEBMHA MMOIb Ha N
KpeaTWHWH MKMOJ1b Ha 1
YupexxaeHue, YupexaeHue,
npoBoauBLLEE npoBoavBLLEE
AHanma moun Hopma mccrnegoBaHve Hopma mccrnenoBaHve
\Nata \JaTa
KONMYEeCTBO MI UMnMHAPBI
KneTku No4YevHoro
LBeT PnuTenus
peakuus conu
v Bec cnu3b
npo3payHocTb aueToH
benok bakTepui
caxap lokcanarbl
locagok ypatbl
aNUT KN @KTUB NenKoLmnTbI
InenkoumnTbI PPMTPOUNTSI




