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Moaynb 1: Muoauctpocusa [droweHHa: 3TUONOrUs, KNMHUKa, noaxoabl K peLueHuro

1. Mwvoguctpodus [oweHHa — BpeMs nepemeH
Cnukep: NpemsikoBa TaTtbsiHa AHOpPeEBHA, 4.M.H., Ha4anbHUK OETCKOrO BbICOKOTEXHOMOMYHOMO
HenpombiweyHoro ueHTpa OIBY «LeHTpanbHasa KnvHunyeckas bonbHUua ¢ NONMKIMHUKONY
YOI PO, npe3naeHT n MeauumMHCKUM anpekTop bnaroteoputensHoro goHaa «fopaeny, uneH
MEeXOyHapOoO4HOro KOHCYNLTaTMBHOIO COBETa NaumMeHTCcknx coobwecrts MO

2. «[oweHH» nnn «bekkep»: cnekTp aAncTpodnHonaTnn
Cnukep: Bnogasey Omutpuii BnagummnpoBumd, OETCKUIN HEBPOJION, K.M.H., pyKOBOAUTENb
HenpombiweyHoro ueHTpa « HUK neguatpum n geTckon xmpyprum umeHn akagemumka O.E.
Benbruwesa» ®rAQY BO PHUMY um. H. W. MNMuporosa Munsgpaea Poccun, npesnaeHT
accoumaummn «HEOMMNO»

3. KnunHunyeckoe tedeHne MO0
Cnukep: Muxannosa CeetnaHa ButanbesHa, 4ETCKUI HEBPONON, 4.M.H., 3aBeaylLlas
oTaeneHnemM MeauUMHCKOM reHeTukn, «Poccninckasa getckast KnnHudeckasa 6onbHuLa» —
dunmnan ®raoy BO PHUMY um. H.W. Muporoea Munsgpasa Poccun

4. KnuHunyeckoe TeyeHne M
Cnukep: Muxannosa CeetnaHa ButanbeBHa, 4ETCKUI HEBPOSON, 4.M.H., 3aBeayoLas
oTaeneHnemM MeauLUmnHCKOM reHeTukn, « Poccuninckasa getckas KnnHudeckas 6onbHuLa» —
dunmnan ®raoy BO PHUMY um. H.W. Muporoea MunHsgpasa Poccun

5. Ponb mynstuamMcunnianHapHon KoMmaHabl B BEAEHUM NauMeHTa nocne nocTaHOBKM
awnarHosa MOO/MAB (pa3top no cneumansHOCTSM)
Cnukep: Cakbaea lNynbxaH EpxxaHoBHa, AETCKUIA HEBPONOT, 3aBeayloLlas OTAeNeHnem
petckon ncuxoHesponorun by «LleHTpanbHas KnnHnyeckas BonbHuLa ¢ NOAUKIMHUKOM»
yar Po

6. Hewnpopassutue, obyyeHue, nosegeHue geten n nogpoctkos ¢ MOA/MOB
Cnukep: NpemsikoBa Onbra MiBaHOBHa, KIMHUYECKUI NCUXOMON, yupeauTens poHaa «lfopaoen»,
uneH akcneptHoro Coseta oHaa «Kpyr Lobpa»
OueHka dyHKLMOHanbHoro coctosHusa geten ¢ MAA/MOB. HasHayeHue n BbiNonHeEHMEe
pyHKUMOHanbHbIX TectoB npu MOO/MOB
Cnukep: Cycrnos Bacunun MuxannoBud, 4ETCKUIN HEBPOIOT, Bpay (oM3nYeCcKon 1
peabunuTaumMoHHOM MeanLUHbI, K.M.H., AoUEeHT kadeapsbl peabunutonorun ®r v ANO, oreQy
BO «CaHkT-lNeTepbyprckuin rocyaapCTBEHHbIN NeanaTpuyeckuin MeanuUmMHCKUA YHUBEPCUTET»
M3 P

7. AMOynaTopHOCTL: OLEHKa TeKyLlero coctosiHua geten ¢ ML 1 BO3MOXHOCTb NPOrHo3a
TevyeHus 3abonesaHus
Cnukep: Hukutun Ceprein CepreeBud, HEBPONOT, 4.M.H., Npod)eccop, 3KCrnepT no
dyHKLMOHANbHON gMarHocTuke, npeaceaarens obuwectsa cneynanmcToB no
HEpPBHO-MbILEYHbIM 60ne3HsM, 3aBeayoLwmi Kadeapomn reHeTUKM HEBPOIOrMYECKMX
3aboneBaHun PIrbHY «Meamnko-reHeTUYECKNIA Hay4HbIN LEHTP» UM. BodkoBay, rmaBHbIv
peaakTop XypHana «HepBHO-MblILeYHble 6one3Hn»
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8. CraHpgapTHas KoMnnekcHasa n natoreHeTnyeckasa Tepanna MO
Cnukep: NpemsikoBa TaTtbsiHa AHOpPeEBHA, 4.M.H., Ha4anbHUK OETCKOrO BbICOKOTEXHOMOMYHOMO
HenpombiweyHoro ueHTpa OIBY «LeHTpanbHasa KnvHunyeckas bonbHUua ¢ NONMKIMHUKONY
YOI PO, npe3naeHT n MeauumMHCKUM anpekTop bnaroteoputensHoro goHaa «fopaeny, uneH
MEeXOyHapoOgHOro KOHCYLTaTMBHOIO COBETa NaumMeHTcknx coobwecrts MO

9. BakuuHauma n MO
Cnukep: CtenaHoB AHOpen AnekceeBund, negnaTtp 1 HEOHATONOT, 4.M.H., podeccop,
3aMecTuTenb rMaBHoro Bpada no neguatpuun, ®rbY «LeHtpansHas KnuHuyeckasa bonbHuua ¢
nonuknuHukon» YOI P®, rmaeHbIA BHEWTATHLIN cneunannucTt no negnatpum YOI PO

10. Kapgnomuonatus npn MO
Cnukep: po3HoBa Onbra CepreeBHa, OETCKUI KAapaWonor, 4.M.H., npodeccop, BeayLni
Hay4HbIA COTPYOHUK oTAena geTckon kapguosnorum n aputmonorum « HUK neguatpum mn
AeTckon xupyprum umenm akagemuka HO.E. Benstuwesa» ®rAOY BO PHUMY um. H. .
Muporosa MuHagpasa Poccun.

11. MNogBMXHOCTL CYCTaBOB — OCHOBA KayecTBa »xu13Hu npu MOL: nowarosoe pa3sutune
opTONeaAnYEeCKUX OCMOXHEHUI.
Cnukep: Maxep AGgynpaxum, TpaBmaTonor-optoneq, MexayHapogHbI MHCTPYKTOP Mo
KITMHWMYECKOMY OPTE3UPOBaHUIO, K.M.H., AnbaHc -OpTo

12. LleHa gBWXEHMWS: MMIOKOKOPTUKOCTEPOMOHAsA Tepanums U ee OCMNOXHEHUS: OCTEOMNOpO3,
OCTaHOBKa pocTa, HeHacCTynsieHne NonoBOro pasBuUTUS
Cnukep: Wpénep EkatepmHa BnagummpoBHa, 4ETCKUIN SHAOKPUHOSIOT, K.M.H., PI'BY
«UeHTpanbHas KnuHunyeckasa bonbHuua ¢ nonuknuHukon» YOI P®

13. MNepBrnyHasa n HeoTNoXHasa nomoLllb naumeHtam ¢ MOA/MOB
Cnukep: Hukndopos Bacunuin CepreeBud, peaHnmMartonor, 4eTCKUI Xocnuc «JomM ¢ Masikom»
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Moaynb 2: dusnyeckas Tepanma U peadbunurauumsa naumeHToB ¢ MmoaucTpocuen
[oweHHa

1. Peabunutaumsi — BTOPOM «305I0TONY» cTaHAapT Tepanun nauneHtoB ¢ MOL: 3ameanuTs,
COXpaHuTb, NpeaynpeavTb
Cnukep: NpemsikoBa TaTbaHa AHOpeeBHa, 4.M.H., Ha4anbHWK 4ETCKOMo BbICOKOTEXHOMOMMYHOMO
Herpomblwe4yHoro ueHTpa PIBY «LleHTpanbHas KnuHnyeckas bonbHuua ¢ NOAUKITMHUKONY
YOI PO, npe3naeHT n MeauumnHCKMN AMpeKkTop bnarotBoputernbHOro oHaa «lfopaeny», Ynex
MeXAQyHapOoaHOro KOHCYNbTaTUBHOMO COBETa nauneHTckmx coobwects MO

2. [bixaTenbHas peabunutaums geten OowWwKonbHoro Bo3pacta ¢ MO4
Cnukep: [iBopHMkoBa Tamapa AnekcaHgpoBHa, OTONAapPUHIoNor, 3asegyowwas getckum JIOP
otaeneHnem OI'BY «LeHTpansHas KnuHudeckasa bonbHuua ¢ nonuknuHukony YOI PO

3. MK® - MexgyHapogHas knaccudunkaums yHKLNOHUPOBaHUS - (hopMynmnpoBaHue
peabnnutauMoHHOro gmMarHosa n peabunutaumMoHHOro noTeHyuana
Cnukep: Makwakos ne6 Cepreesundy, HeBporor, Bpay oM3nyeckon n peabunntaumoHHom
MEeOVUUHBI, K.M.H., 3aBeayoLniA OTAENeHneM MeguunHCKon peabunuTtauum, Mopoackoro
LueHTpa paccesiHHoro ckrepo3sa Cl16 'bY3 «lopoackas knuHuyeckasa 6onbHuua Ne31»

4. OcobeHHocTn opToneauun y nauneHtos ¢ MOBb
Cnukep: ®eknucrto OmMutpuii AnekcaHgpoBud, TpaBmaronor-optones, K.M.H., « HVIKA
negnaTpum n OeTcKom xupyprum umeHn akagemuka tO.E. Benstuwesa» PrAOY BO PHUMY um.
H. W. NMuporosa MuHagpasa Poccun

5. PacTsaXKu — OCHOBHOM MeTo NpeaynpexXaeHns pasButus KOHTPakTyp. MNnaHbl genctaun
Onsa poauTenen no exenHeBHOM AOMaLLHeN peabunutaumm
Cnukep: CteBaHoBuY Anekcangp PageHkoBud, cneumManmncT no usanveckon tTepanmm um
peabvnutaummn, cneynanncT nNo HaCTpPonKe U aganTaumm TEXHUYECKUX cpeacTs peabvunurauum
«HWKW neguatpum n getckon xmpyprim nmerHu akagemuka HO.E. Benstuwesa» ®rAOY BO
PHUMY um. H. W. MNuporosa MuH3gpasa Poccumn, KIMHUYECKUIN ANPEKTOP LEeHTpa
peabunutaumm «MecTo 3ab0TbI»

6. OcHoBbl rmgpokuHesntTepanum geten ¢ MOQ/MAOB
Cnukep: MapuHckmi Nasen Hukonaesu4, rmapokMHe3noTepaneBT, UHCTPYKTOP-METOAUCT
LleHTpa meguumHckon peabunutauun ®IrbY «LleHTpanbHas KnnHnyeckas bonbHuua ¢
nonuknuHukon» YOI Po

7. JddekTnBHas dumsmyeckasn Tepanud n peabunutaumsa naynentos ¢ MO — onbIT
peanbHOW KITMHNYECKOW NPaKTUKK
Cnukep: Jlanwera Onbra AprneHoBHa, Bpay M3M4Yeckon u peabunmtaumoHHOM MeauLmHBbI,
0.M.H., npodeccop, 3aBeayoLlasa oTAeneHmeM MeguumMHCKon peabunutauumn «Poccuiickas
aetckas knuHndeckasa 6onbHuua» — gunman ®raoy BO PHUMY nm. H. U. MNMuporoea
MwuH3agpasa Poccun
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Nekuun MeXxayHapoaHbIX 3KCNepToB.

1. Mwoguctpodums [doweHHa: BegeHne nauneHToB
Beictynnernne Mapuyenno BunnaHosa (Mtanus) - npodeccopa, cneunanncra rno fevyeHnto
PeaKNX HEMPOMBILLIEYHbIX reHeTUYecknx 3abonesaHui, cneumanmcTa no HEBPOIOruK,
peabvnutaummn n prusmyeckon Tepanum, 3aBegyoLwero oTaeneHnem peabvnuraumm
HENPOMBbILLEYHbIX 3aboneBaHni

2. Mwvoguctpodus [ioweHHa: Haanexallee BeaeHne nauneHToB
Cnukep: JlopaH Cepebe (benbrua, AHrnna, ®paHuus). Npodeccop, cneunanuct no
HenpoMmbILLeYHbIM 3aboneBaHuam y geten. B 2019 r. HasHayeH npodeccopom B Okcdopackom
HenpoMmbiweyHoM LeHTpe MD UK. OgHOBpeMEHHO siIBNSIETCS NpuUrnalleHHbIM npodeccopom
0EeTCKOM HeBponorum B YHuBepcuteTe I JIbeX 1 rnaBon HEMPOMbILLEYHOrO pedepeHc LeHTpa B
Jlbexe, benbrus.

3. OcobeHHOoCTN NpuemMa, pexmma n o3mpoBaHus cTepomaos B Tepanuu MO
Cnukep: AHH KoHHonnu. MNMykoBoanTenb oTAena HEBPOSIOrUN 1 PYKOBOAUTENb KITMHUKA
CMMHAasnbHOM MbllleYyHOM aTpodun B obLLeHaUMoOHanbHOW aeTckon 6onbHuLe, npodeccop
neguatpum MegunuunHckoro konnempka YHusepcuteTa wrata Orano u cotpygHuk LieHTpa reHHon
Tepanuu MiccnegoBaTtenbCckoro MHCTUTYyTa Qburenn BekcHep.

4. OncTpouH n mosr
Cnukep: Maanke BaH NyTTeH. [IOKTOp MeOUUUHCKMX HayK, npodeccop, Henpoburonor,
Huoepnangbl

5. TleHHO-nHXeHepHas Tepanusa muoaucTpodun [ioweHHa
Cnukep: AHHemeke AapTcma-Pyc. MNMpodheccop no cneumansHOCTU reHeTuka Yernoseka B
MeanLMHCKOM LeHTpe JlengeHckoro yHmBepcuteTa. lNpurnaleHHbli npogeccop B
WccnepoBaTenbCKOM LeHTpe MbllweyHon auctpodmm [koHa YonToHa npy NHCTuTyTe
reHeTnyeckon megnumHbl Yuueepcuteta Hotokacna (Benvkobputanus). MNpeacenartens
nporpammbl «Co3gaHue ceTen ns KIMHUYECKOro NpuMeHeHns aHTUCMbICIIOBOrO Nponycka
9K30HOB NMpu peakux 3aboneBaHusXy», Npeaceaartenb UCNONMHUTENBHOIO CoBEeTa anbsiHca
TREAT-NMD, Nucleic Acid Therapeutics n uneH coseta no atnke B TREAT-NMD.

6. dusundeckasn Tepanus AeTen ¢ HENPOMBbILLEYHbIMI 3aboneBaHUsIMn
Cnukep: Oyr JleBuH, dounandecknn tepanesT ueHTpa Cure Duchenne (Hetonopt-buy,
KanudopHusa, CLUA)

7. Peabunutaumsa nauneHToB ¢ Mmoamnctpodmen [JiolleHHa Ha pasHbIX cTagusax
3aboneBaHus
Cnukep: Umenbaa ge MpyT - Bpay getckuin peabunmrtonor, pykoBoAUTENb NPOrpamMmmb
aKkkpeauToBaHHbIX LieHTpoB [ioweHHa, BcemmpHasa Opranusaums [ioweHHa, HnaepnaHgbl.
MccnepoBaTenb HEMPOMBILLEYHBLIX U MUTOXOHOPUWANbHbIX 3a00neBaHNn y AETEN U B3POCIbIX,
OOUEHT oTaeneHus peabunutauum ueHTpa Hesponormm Donders B Radboud University Medical
Centre (Radboudumc) (HugxmereH, HugepnaHabl)
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8. Tlo3numnmoHupoBaHue AeTen U NOAPOCTKOB C HENMPO-MbiLLEYHbIMK 3aboneBaHNAMN
Cnukep: Umenbaa ge IpyT - Bpay AeTCKMin peabunmTonor, pykoBOAUTENb NPOrpamMmmbi
aKKpeanTOBaHHbIX LieHTpoBs [ioweHHa, BcemnpHas Opradmsaums OdioweHHa, Hugepnadabi.
NcecnegoBaTenb HEMPOMBILIEYHBIX U MUTOXOHAPUAanNbHbIX 3aboneBaHni y AeTen U B3pOCHbIX,
OOUEHT oTaeneHust peabunutauum ueHTpa HeBponormm Donders B Radboud University Medical
Centre (Radboudumc) (HugxmereH, HuaepnaHabl)

9. Peabunutauus 60mnbHbIX HA NO3AHMX CTaaMsiX MuoaucTpodum doleHHa
Cnukep: Muwenb TycceH OOKTOpP, PyKOBOAMTENb TEPANEBTUYECKOIO U UCCIIeQ0BaTENbCKOIo
LleHTpa AoMalLHEen BEHTUNALUN U HEPBHO-MbILLEYHbIX 3a0oneBaHuit [lenaptameHTa
peabvnutaummn 6onbHuubl MHkeHaaan (CuHT-lMNMuTtepc-fleys, benbrus)

10. HeobxoanmocTb perynsapHon ymepeHHon dmamnyeckon aktmsHoctr npy MA: ncnonb3aym
unu notepsieLb
Cnukep: Umenbaa ge MpyT - Bpay geTckuin peabunmTtonor, pykoBoAUTENb NpOorpamMmmbl
aKkkpeauToBaHHbIX LieHTpoB [ioweHHa, BcemmpHaa Opranusaums JioweHHa, HnaepnaHgbl.
WccnepoBaTenb HEMPOMBILLEYHBLIX 1 MUTOXOHOPUWANbHbIX 3a00neBaHNn y AETEN U B3POCIbIX,
AOLEHT oTAeneHnsa peabunuTtaumm ueHTpa Hesponorum Donders B Radboud University Medical
Centre (Radboudumc) (HumxmereH, HuaoepnaHabl)

11. NoeeaeHne geten ¢ MAL: kakne npobnembl Mbl HAONO4AEM, C YEM ITO CBA3AHO U YTO
Ham genatb
Cnukep: Hatanu Tpy6a, 4.M.H., KITIMHUYECKNIA NCUXOIION, SKCMNEPT Mo NOBEAEHMIO N 0By4eHUIO
neten c MO, CLUA.



