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C"Chle i SNbOABPVNO

global rare disease (naryHuran3upasza ansda)

Npurnawaem Bac
Ha |l eXXerogHblU HaUUWOHaNbHbIN OopyM*

nerPeoCMbICT 195

nogaepXXKe KoMmnaHmm
O «Kbe3un dapMacblOTUKANC»

MouceeB Cepreu BaneHTuHoBMnv,
Bpaud-peBMaTonor, TepaneBT, npodeccop, YneH-kopp. PAH,
3aBeayrwmMm Kadeapon, AMPeKToP KNMHUKKM UM. E.M. TapeeBa
[lepBoro MI'MY M. U.M. CeyeHoBa MKH3ApaBa Poccnin
(CeueHOBCKUMWN YHUBEPCUTET)

KyueB Ceprem UBaHOBUY

AkaneMunk PAH, anpektop OIBHY «Megmnko-reHeTu4ecKmin
HaYUYHbIM UEHTP MM.akageMuka H.[N. BoukoBay, rMaBHbI
BHELUTATHbIM CreunanuncT u npeagcenartefib NpopunbHOM
KOMMCCUN MO MeaAnNUMHCKOM reHeTuke M3 PO

Hay4yHaqa nporpamMmma:

10:00-10:10
OTKpbITHWE

MowuceeB Ceprem BaneHTnHoOBUY
Kyue Cepreun IBaHoOBWY

10:10-10:40
AHanNus cTpatermm CKpMHuHra 6onesHu Oaépwum
B rpynnax pucka. YeMy Hac yuYuT nNpaKTuka?

MouceeB Ceprem BanrleHTMHOBMY, BpPa4Y-pPEBMATONON TepaneBT, npodeccop, dneH-kopp. PAH,
3aBeAyLMM Kadenpoun, AMPeKTOP KNNMHUKKM M. E.M. TapeeBa lNepBoro MI'MY mm. .M. CeueHoBa
MuH3gpaBa Poccrnm (Ce4eHOBCKUM YHUBEPRCUTET)

MouceeB Anekceun CepreeBuY, K.M.H., Bpay KITIMHUKN PEBMATONOMMKN, HEDP OO
M npodnartonornm M. Tapeea YKB N3 lNepsoro MI'MY nm. N.M. CedyeHoBa MuH3gpaBa Poccnm
(CeyeHOBCKMM YHUBEPCUTET)

10:40-11:00
XXeHLMHbI B TEHWU: Bbi30Bbl ANArHOCTUKU U Tepanuu

BawakMaase Hato [KyM6epoBHa, Bpayd-negmatp, MOETCKUM  Kapauonor, npodeccop,
pyKoOBOOUTENb OoTAeNa opdaHHbIX 6bonesHen N NPoPUNaKTUKM MHBANUON3UNPYIOLLMX 3aboneBaHUM
MHCTUTYTa Neaunatpmm 1 oxpaHbl 3gopoBbsa geten OIbHY PHLX M. akag. b. B. [1eTpoBCKOro

11:00-11:20
PoccMMCKUM onbIT ANAarHOCTUKU 6onesHun ®abpwm:
TeKyLlee COCTOsIHME Npo6ieMbl U NepCcneKTUBDLI

BopoHuH Ceprem BnagmMupoBuud, K.M.H., MaBHbiM Bpad OIBHY «MIHL» mnm. H.IN. BoykoBa,
3aMecTuTeNb Npegcenartena npodPunbHOM KOMUCCUM MO MeOUNLMHCKOW reHeTuke M3 PO

11:20-11:50
OCO06EeHHOCTU MapLUPYTU3ALLIUMN U KOOPAUHALIUU NeYeHUS
npu 6onesHn Pabpu

AptémoB OAMUTPUM BnaguMmpoBu4, KM.H, [OOUEHT Kadeapbl  TpaHCMJIAaHTOMNOMMM,
Bpad-Hedpponor-tpaHcnnaHtonor Y3 MO MOHUMKWM uM. M.O. BnagMUPCKOro, rMaBHbIN
BHELUTATHbIM crieunanmnct Hedpponor OOAMHLUOBCKOIo MeanuMHCKOro okpyra M3 MO, 3amMmectuTenb
Nnpencenarensa accounaumm Hedpponoros rno LIPO

KoTaneBckasa lOnua IOpbeBHa, K.M.H., Bpay-reHeTuK, 3aBeaytollad KOHCY1IbTaTUBHbIM OoTOE/TIeHUNEM
MI'LL MOHUWKW, uneH SkcnepTHoro Coeeta KoMuteTa locygapcTtBeHHOWM [lyMbl MO OXpaHe 300p0BbSA
no pedkunMm (opdaHHbLIM) 3aboneBaHUAM M AccolMaunmn MeanLMHCKUX FreHEeTUKOB, EBpOMNencKoro
OOLLLEeCTBa FrEHETUKU YermtoBeKa

11:50-12:20
TpaekTopua 6onesHmn Oabpun: MeXXaUCUMNNIIMHAPHDbIN
noaxon B A€UCTBUMU

Mypy)XXeBa 3aMupa MaromMepoBHAa, K.M.H., BPauyY-HEBPOMOI BbICLWIEW KaTeropumn, 3aBenyrollad
HeBposiormyeckmm otaeneHmem NbY3 JleHMHrpaackom ob1acTHOM KAMHUYECKOW BOMbHULbI,
r. CaHkT-lNeTepbypr

KyapswoBa EneHa KOHCTaAaHTUMHOBHA, K.M.H., Bpay-TreHETUMK BbICLUEWN KATEropUMK, 3aBenyroLllada
MEeOUMNKO-TEHETUYECKOM KOHCYMNbTALMEN KOHCYNbTAaTUBHOWM MONMKIANMHUKKN [BY3 JleHMHIrpaackou
06/1aCTHOM KNMNMHUYECKOM BOMbHULLbI, IMaBHbIW BHELUTATHbIN FreHEeTUK JTeHUHIrpaackom obactu,

r. CaHkT-lNeTepbypr

12:20-12:40

CeropHsa v 3aBTpa. Ctpaterum pa3sBuTna MHHOBaALMOHHDbIX
npenapartoB

JlapuoHoBa BaneHTUHa WMNbUHUYHA, Bpay-reHeTUK, npodeccop Kadpeapbl MegULUMHCKOM
reHeTUKU CeBepo-3anagHoro rocygapCTBEHHOIo MeOMNLMNHCKOTo YHUMBEPCUTETA

UM.N.N. MeuyHmKoBa, Npe3ungeHT Accoumaumm cneunanmctoB B o61acTun pegkux 3aboneBaHUi,
MegULLIMHCKOW 1 NabopaTopHOUW reHeTUKKM M. E.N. LLIBapLa

12:40-13:00
XunsHb Mmexxay HPY3UaIMU: nccreoBaHUs peaslbHOM
KJIMHUYECKOM NPaKTUKU

TpycoB UBaH CepreeBud, K.M.H., 3aBeayrOLLNN OTOENEHUEM KapaMOoormm

Ne1T HWNWM CeppoedyHo-cocyanCTbiX 3aboneBaHUM KIMHUKKM HKWL, poueHT Kadenpbl Tepanuu
PaKyNbTETCKOM C KYPCOM 3HOOKPUHOMOIMMNK, Kapanonornm ¢ KnnHmkom mm. .d. Jlanra, NnCrieirMy
M. akagd. N.I'. NaBnoBa

13:00-13:20
B3rnag naumMeHTa v Bpada Ha onbIT cMeHbl O3T

CyxomMmacoBa AUTanmnHa JIYKMHUYHA, K.M.H., B.H.c. HNJT «MonekynapHaa MeguumnHa 1 reHeTuka
yenoseka» MU 1 3aBepyrowada YHJ1 «leHoMHada megmumHa» KnnHMkM CBOY MMeHn M.K. AMMOCOBa3,
MaBHbIM BHELUTATHbIA creunanncT no MeamuMnHCKoM reHetnke MuH3gpaBa Pecnyonukm Caxa
(AkyTHA)

13:20-13:50

OpraHusauuma AocTtyna K UHHOBAaLlMOHHbBIM MeToAaM Tepanuu
6onesHu ®abpu: anropuTMbl, NOPAAOK Ha3HaAYEeHUS,

NpaKTUKa MeXXBeaoMCTBEHHOIro B3amMoaemcTemus

MaBnoBa Onua BnaguMMUPOBHA, reHeparnbHblK OUNPeKTop «HaUuMOHaANbHOMO WMHCTUTYTA
MeONUMNHCKOIo ripaBa», KaHOWOaT HRPUMONHECKUX HayK, OOLCEHT. I_Ipe,uce,uaTenb KoMuTeta no

3aKOHOOATENbCTBY B MeUuLIMHE U MPaBOBOW MoanepyXKKe MeULUMHCKMX paboTHUKOB AccoLlmalnm
OHKoONoros Poccumum

13:50-14:00
YXOEM BAC
3aKpbiTUe N 0O BCTPEYU B SDUPE!

MouceeB Ceprem BaneHTnMHOBUY
KyueB Cepren IBaHOBUY

MHpopMaLng npeaHasHadeHa a/1s crneLmancToB 34paBooXpaHeHus.
Mepen Ha3zHavYeHKreM npenaparta 03HaKOMLTECH C MOJTHOW Bepcuew
obLLen XapaKTepPUCTUKK NIEKaPCTBEHHOIO npenaparTa.
ELF-22-11-25-DIGITAL-RUS
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