Bcepoccuimckan o 6uecrteeHHasn
6n1aroTBOpUTE IbHaA OpraHU3aLMA UHBANUOB

»«COI03 NALMEHTOB

f®
v W TAUNEHTCKUX

E U RO RD I S OPTAHM3ALINI C PEAKUMU

Rare Diseases Europe SABONEBAHUAMMU»

BCEPOCCUMNCKAA NPAKTUYECKAA KOH®EPEHLMA
no npobJsiEMAM NALULMEHTOB C PEAKUMU 3ABOJIEBAHUAMMW.

«[lapmHepcmBo 2ocydapcmaa u obw,ecmaa 8 061acmu 0ua2HOCMUKU, /leqe-
HUA U peabuaumayuu nayueHmos ¢ peokumu 3abosesaHusmu. [anbHeliwee
pa3sumue pocculickol cucmemsl 30paBOOXPaHEHUS U OMeYeCmBeHHbIX UHHO-
BaUUOHHbIX MEOULUHCKUX mexHo102ul B 061acmu pedkux 3abosieBaHuli»

Rare Disease Day:-

EBponeiickomy [lHto pedkux 6oae3Heli B Poccuu hocBawjaemcs.



1mapta 2011T.

Poccua, MockBa, ya. lecHas, 4. 15, otenb «Xonnaen MHH JlecHas», 3an «Grand Ball Room 2»

YACTb 1

MOZEPATOPbI:
MscHukoBa VipuHa BnadumuposHa - npe3unaeHT Bcepoccuiickoro Coto3a nauMeHToB U
NaLMeHTCKMX OpraHm3aLni ¢ peakummn 3abonesaHnamm NpesnaeHT MexpervoHanbHasa obue-
CTBeHHaA opraHu3auua «lomMolyb 60NbHBIM MYKOBUCLMAO30M»
Xynes KOputi AnekcaHoposuY - conpesceaatens BcepoccMnckoro cotosa nauunerTos, [Mpesn-
AeHT Bcepoccniickoro obuectsa reMmoduammn

10:00-10:10 Omkpsimue. [IpusemcmaseHHoOe C/1080.

10:10-10:20 b5edHos AnekcaHop BukmoposudY, 3amecTtuTens npeacesatens Komuteta FocyaapcrBeHHoM [yMmel
Mo Ale/1aM eHLLMH, CEMbYU U AeTen

10:20-10:30 Bracos AH Baadumuposuy, pykosoanTens ObLieCTBEHHOrO CoBeTa MO 3aliMTe NpaB NaLlyeHToB
B ®esepanbHON ciywbe no Haa30py B cdhepe 34paBOOXPAHEHNA M COLMANBHOIO Pa3BUTUA

10:30-10:45 «MecmHoe coobuecmso u coyuabHas uHmezpayusa demeli UHBaUOOB U cemeli C 0embMU UHBA-
nudamux» [opdeesa MapuHa BnadumuposHa, NnpesceAaTtens npasneHna GoHAa NOAAEPKKM AeTel, HaXOAALLMXCA
B TPYAHOW XN3HEHHON CUTYaLMN

10:45-11:05 «3aKkoHodamesbcmso B 0b1acmu pedkux boaesHel B cmpaHax EBpocotoza» Yann Le Cam, ncnon-
HuTenbHbIM Anpektop EURORDIS / EBponeicKkmnit anbAHC NaLmMEHTCKMX OpraHn3aLmnii 1 naumMeHToB C peKnMm
3aboneBaHNAMU

11:05-11:20  BacaHos Hukonal Hukonaesu4 — f.M.H, NpPOdECCOop, rNaBHbIV Bpay POCCUIMCKOM AETCKOWM KAMHU-
Yeckow 601bHMLBI I.MOCKBa

11:20-11:35  «[ocydapcmseHHas nosumuka EBpocoro3a B 0baacmu edeHus pedkux 6oaesHel. Hacmosuwee u
byoyweex - Wills,Hugh-Willson, NMpeaceaatens Paboyert rpynnbl no opdaHHbIM NpenapaTaM U peaknM 601e3HAM
B EBpOnerickon accoumaumm brnodapmaLeBTMHECKOW MPOMBILLAEHHOCTM

11:35-11:50 «GMP u 6uomexHonozuu. [lepcnekmusbl A0KaAuU3ayuu npoussoocmsa 8 Poccuu» - Anasos
AnekcaHop /[imumpuesud, npesceaatens POCCUIACKON dapMaLLeBTUYECKOM accoumaLmn.

11:50-12:00 /Juckyccus

12:00-12:15 Kode-6peiik

YACTb 2

MOAEPATOP:
3axapoBa EkamepuHa KOpbeBHa - K.M.H, 3aBeAytolLas nabopaTtopuein HacneAcTBeHHbIX 60ne3Hen
obMeHa BellecTB MenKo-reHeTU4eCcKoro Hay4Horo LeHTpa PAMH

12:15-12:30 «/Ipobriema pedkux HacnedcmseHHbix 6oaesHel 8 Pocculickol @edepayuu u nymu peweHus» -
Hosukos MTemp Bacusbesu4, npod., PyKOBOANTENb OTAENA BPOXKAEHHBIX 1 HACAeACTBEHHbIX 3a601eBaHMI C Ha-
pyweHveM ncuxmkn OIY «Mockosckuin HAM neamaTpum n A€TCKON XMpYprm»

12:30-12:45 «/eHemuyeckoe mecmupoBaHue» - VixeBckas Bepa /leoHUdOBHa, A.M.H., 3aMeCTUTe b AUPEKTOPa
no Hay4yHoW paboTe MeanKO-reHeTU4eCKOro Hay4Horo LeHTpa PAMH,

12:45-13:00 «/uazHocmuka pedkux HacnedcmseHHbIX 3aboesaHull 8 Pocculickol ®edepayuu» - 3axaposa
EkamepuHa KOpbeBHa, K.M.H, 3aBesytoLlan nabopaTopueit HacaeACTBeHHbIX 601e3Hel obMeHa BelecTB Meanko-
reHeTU4ecKoro Hay4Horo LeHtpa PAMH

13:00-13:15 «BsiBedeHue Ha pbIHOK OppaHHbIX U yabmpa-oppaHHbix npenapamosy» Katia Finck, AMpeKTop no
CBA3AM C 00LleCTBeHHOCTbIO EMEA, npeacTaBuTens 6BMOTEXHONOMMYECKOM KOMNaHWK

13:15-13:30 «Bo3moxHOCMu mepanuu pedkux 3aboiesaHull» - JlykuHa EneHa AnekceesHa, 4.M.H, Npod., Beay-
WM HAYYHbIN COTPYAHVK [Y «[eMaToN0rnyecKmnii Hay4Hbln LeHTp» PAMH

13:30-13:45 «CmaHdapmel ne4eHus u nepcnekmusa Co30aHuA LeHMpPOB NO AeYEHUIO U peabuaumayuu nayueH-
mos ¢ pedkumu 6oaesHsmu B Pocculickol ®edepayuu » - HamazoBa-bapaHosa /lelina CelimyposHa, A.M.H., Npod.,
3amecTuTens avpektopa HL3/ PAMH no HayyHol paboTte, Aunpexktop H npodunakTnyeckor negmatpmm u
BOCCTaHOBWTE/IbHOTO /IRHEHMUA.

13:50-14:00 Juckyccua

14:00-14:15 Kode-bperik



YACTb 3

MO/AEPATOP:
YpmaHyeesa Mapzapuma AnekceesHa - npe3unaeHT CaHkT-leTepbyprckon accoumaumm obule-
CTBEHHbIX 06 beAVHeHNA poanTenein aeter- MHBaanaos TAOOPAM

14:15-14:35 «Bo3mosHbIe MOOeAU IeKapCMBEHHO20 0becneyeHUs 60/1bHbIX C peOKUMU 3a60/1€BaHUAMU B PDx»
- [Tonosuy Jlapuca /lmumpuesHa, Npod., AMPeKTOp VIHCTUTYyTa 3KOHOMUKN 34paBOOXpaHeHus, Bbiclwan WwKona
3KOHOMWKM, HaumoHanbHbIV YHUBEPCUTET.

14:35-14:50 «[lepcnekmuBsbl onmumu3ayuu NPpoepamMmbl cemu Ho3oa02ull» - Xynés Kopuli AnekcaHoposuY,
conpezceaatens Bcepoccuinckoro cotosa naumeHTos, NpesnaeHT Bcepoccuniickoro obuectsa reModuamm
14:50-15:10  «/lapmHepcmBo 2ocydapcmaa u obwjecmsa B fiedeHuU pedkux bonesHeli 8 EBpone» Modesb
B3aumoodelicmsus. MexxdyHapooHsili onsimy» - Alastair Kent, npe3vaeHT EBponeickon naatdopmbl Ana NaumeH-
TOB, OpraHu3auuin, Hayku n udayctpum (EPPOSI)

15:10-15:25 «/esmenbHocmsb YnosnHoMo4eHHO20 no npasam pebeHka 8 CaHkm-llemepbypae no 3awume npas
demedll, cmpadarowux peokumu 3abonesaHusmMu» - Aeanumosa CBemaaHa tOpbesHa, YNONHOMOYEHHbI MO
npaBam peberka B CaHKT-lleTepbypre

15:25-15:40 «bsazomsopumensHocmb B8 0baacmu pedkux 6onesHel B Poccuu» - Yucmakosa EkamepuHa
KoHcmaHmuHoBHa, impeKTopa NporpaMm 61aroTBopuTenbHoro GoHaa «logapy usHb»

15:40-15:55 «Ob6wecmseHHeie opeaHu3sayuu nayueHmos ¢ Pb 8 Poccutickol @edepayuu» - YpmaHdyeesa Map-
2apuma AnekceesHa, npe3naeHT CaHKT-lNeTepbyprckoi accoumaumm obLecTBeHHbIX 06beAVHeHW poanTenen
Aeten- nHeanamaos TAOOPAN

15:55-16:10  Juckyccus

BCE MOZEPATOPDI

16:10-16:20 T[loaBeaeHue ntoros. Pesonoumsa

MAPAJIIE/IbHO C PABOTOW KOH®EPEHL MW, BHAMAHUIO YYACTHUKOB BYAYT MPEACTABJIEHDI:

» BbicTaBka ¢oTorpaduii, NOCBALLEHHAA XKN3HW feTel C peakuMuM 3aboneBaHnAMU «Peakme 60NbHblE —
paBHble BO3MOXHOCT,

» BbiCTaBKa papMaLeBTMYeCKMUX KOMMaHWi — NPOM3BOAMTENEN NeKapCTBEHHbIX NpenapaToB A1A eYeHus
NauMeHTOB C peAKMMK 3aD0NeBaAHNAMY.



2 mapTta 2011r.

Poccus, Mocksa, ya. JlecHas, a. 15, otenb «Xonngen MHH JlecHasa», 3an «Yramy»

YACTb 4

MO/JEPATOP:
JlapuoHoBa BasneHmuHa VAbUHUYHA - [.M.H., PyKOBOAMTENb NabopaToOpmM MONEKYNAPHOM AMa-
rHocTnkm CaHKT-MeTepbyprckon FocyAapcTBeHHOW NeanaTpuyeckon MeanLMHCKONM akageMmnm

10:00-10:20 «/ocmynHocme ne4eHUs U He Mmo/ibKo. Mykonoaucaxapudo3. Oneim Bpaya-neduampa» -
[eBopKAH AHaum Ka3aposHa, K. M. H., TN1aBHbIA Bpay KOHCY/NbTaTUBHO-AMArHOCTUYECKOrO LieHTpa Hay4yHoro
LileHTpa 3/0pOBbA JeTei POCCUIACKOR aKkazemMun MeanumHcKux Hayk (HU3/ PAMH), Kysexkosa /lloomuna
MuxalnosHa, 4.M.H., 3aBeAytoLian oTAeseHneM ncnmxornesposiornm HU3/4 PAMH.

10:20-10:35  «TuposuHemus mun 1 - nyms K sieq4eHuro» - [1os1aKkosa CBemaaHa VeopesHa -K.M.H, CTapLini
Hay4HbIA COTPYAHUK raCTPOIHTEPOIOTMYECKOrO OTAENeHUA HayyHoro LeHTpa 340posba geTeit (HL3/) PAMH,
Kadespa neamaTpun C KYpCcoM AeTCKOM peBMaTonornu Neamatpmyeckoro GakyibTeta MOCKOBCKOM MeAULMH-
cKon akagemMun nm. V.M. CeveHoBa

10:35-10:50  «bone3Hb HumaHHa-lMuka mun C: nepseie waeu K 0uacHOCMUKe U AedeHuto» - Muxalinosa
CsemnaHa BumasibeBHa, KM.H., Bpa4-HeBpoior oTaeneHua ncnuxoHesposnorun N 2 PZAKD

10:50-11:05 «Caprkoma. HenonynspHbili OuazHO3 B nonyaspHol OHKoso2uU» DedeHKo AsnekcaHop
AnekcaHopoBuY, K.M.H. oTAenenne xummotepanum PHLX nm. H.H. BaoxmuHa PAMH

11:05-11:20  «bos1e3Hb [Tomne: duacHocmuyeckas Oducces» - 3axaposa EkamepuHa KOpbeBHa, K.M.H, 3aBe-
Ayrolan nabopaTopuen HacneACcTBeHHbIX 60n1e3Hel obMeHa BelecTB MeANKO-reHeTUYeCKOro Hay4YHOro LieHTpa
PAMH

11:20-11:40 «KauHuyeckoe numaHue npu HacAeodCMBEHHbIX 00NE3HAX — Meopus U Npakmuka»
- /lapuoHosa BaneHmuHa VinbuHuYHa, A.M.H., PyKOBOANTENb 1abOPaTOPUN MONEKYNAPHOM AMAarHOCTUKM
CaHkT-lNeTepbyprckoit ocyAapcTBeHHOM [NeanaTpryeckor MeanLMHCKON akagemMum

11:40-12:00 Kode-bpelik

MAPANNENIBHO C PABOTOM KOH®EPEHLMW, BHUMAHUIO YYACTHUKOB BYAYT MPEACTABJ/IEHbI:

» BbicTaBka ¢oTorpadui, NOCBAWEHHAA XKU3HM AeTen C pefKkuMu 3aboneBaHnamMu «Pegkve 60/bHble —
paBHble BO3MOXHOCTUY,

» BbiCTaBKa papMaLeBTUYECKNX KOMMaHWN — NPOM3BOAUTENE /IeKapCTBEHHbIX MPenapaTtoB AJ/14 Je4eHNA
NaLWeHTOB C peKnMYM 3a00NeBaHNAMMU.



BCEPOCCUMNCKUU CHE34 HEKOMMEPYECKNX OPTAHU3ALIUIA
U NALIMEHTOB C PEAKUMU 3ABOJIEBAHUAMMU

Poccua, Mocksa, ya. JlecHas, a. 15, otenb «Xonnaen MHH JlecHas», 3an «Yrany»

quacmwo aOHyCKaiomCﬂ mOo/1bKO aKeraumOBaHHble ﬂuaepb/ nayueHmcKux opeaHusayusa u omoe/ibHbie nayueHmel.

12:00-12:05 Omkpsimue.

YACTb 1
12.15-13.00. [IpeseHmayud y4acmHUKOB.

13.00-13.50 3HakomcmBo y4acCmHUKOB.
* «Oneim co30aHus u MHo201emHell pabomsl accoyuayuu nayueHmos 8 2. C-llemepbype»,
XsocmukoBa EneHa ApkadbesHa, «[opodckas accoyuayuu obujecmaeHHbix 06beduHeHuUl poou-
meneli demeli-uHsanudos, TAOOP/AM»;
« «CoyuasibHble cemu NayUeHmMoB U Ueno4yKu B3aumMonomMouu» boyapos AnexcaHop AnexkcaH-
dposuY, 0bwecmBaeHHaa op2aHu3ayusa NayueHmMos ¢ capKomol;
« «/lekapcmaeHHoe obecneyeHue nayueHmoB ¢ peokuMU 3aboa1eBaHUAM B pe2uoHax Poccuuy
MumuHa CHexxaHa AnekcaHoposHa, MbOO «Obwecmso uHBaaudos, cmpadaroujux CUHOPOMOM
XaHmepa, 0py2umMu opmamMu MyKonoaucaxapuoo308 U UHbIMU PEOKUMU 2eHemu4eCcKUMU 3a60-
/1eBaHUAMU;
« «Bo3moxHocmu B3aumodelicmaus opaaHu3ayuli nayueHmos ¢ peoKuMu 3a601eBaHUAMU»
MsacHukosa VipuHa BaadumuposHa, MOO «[lomouib 60/1bHbIM C MyKOBUCUUOO30M, TepexoBa Ma-
puHa flasudosHa, MOO « Cmpadarouum uHBaudaM demcmaa ¢ 601e3HbH0 [OWU U UX CEMbAM»
- «Coto3 nayueHmos U nayueHmcKux opeaHu3ayuli ¢ peoKuMU 3ab0eBaHUAMU
* «Pe3ynibmamsl U BOSMOXXHOCMU cucmemHol pabomsl op2aHu3ayuu naueuHmos» Baacos AH
Bnadumuposuy, 0.M.H, «Obwepocculickas 0buecmseHHas op2aHu3ayus UHBaUO0B — 60/1bHbIX
PacCesHHbIM CKNEPO30M»

13.50-14.00 [lepepois

HYACTb 2

14.00-16.00 /IpoekmupoBaHue dessmessHocmu (Hauano).
Hawa cutyaumsa. Haww uenn. Yypakos Muxaun Baadumuposud, K.n.H., Bracos AH Baadumuposud, A.M.H.

16.00-16.10 [lepepbiB

16.10-17.10  [IpoekmupoBsaHue desmenbHocmu (3aBeplueHue).
Haww napTHepsbl. Hawwm genctsua. Npumepei.

17.10-18.00 [loaBeseHne nToros. MHeHMA y4aCTHUKOB.

MNPUTTTIALLIAEM 414 YHACTUA B KOH®PEPEHLINN BCEX,
SAUHTEPECOBAHHDbIX B 3JOPOBbE HALINWN!

- OPTKOMUTET KOH®OEPEHLNWN -

CoopraHusaTop KoHpepeHuun - OO0 «OpdaH rpynn» Opq)awl:!



