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Opranuzatopsl: [CORD u HanuoHanbHasa Acconpanysi opraHu3anil 60JIbHbIX peKUMU
3abosieBaHUSIMU «['eHeTHKa».

Coopranmsartopsl: Geiser Fundacion (Aprentuna), CTSI (Clinical and Translational
Science Institute) (CIIA), ICRDOD (Boarapus), NZORD (HoBas 3enangus), JPA (Anonus),
Eurordis (®paHuus), OO0 «lleHTp MHHOBALMOHHBIX U UHTErpallMOHHBIX NPOrpaMM U
TexHoJsiorui» (Poccus).

fA3bIK KOHpepeHIMM: aHIVIMUCKUH, PyCCKUM.

CaiiTol koHpepeHUMU: www.icord.se , www.icord2013.ru

CrpaHbl yyacTHUKM KOHepeHuum: Poccus, bpasunusa, Kanapaa, 'epmanusa, Utanug,
Anonus, Hurepus, lBenus, llBeiinapus, Typuus, Benuko6putanus, CIIA, ApreHTuHa,
Benbrus, boarapus, Ucnanus, py3us, Kazaxcran, Koaym6us, Jlutea, HoBas 3esnaHaus,
Kuraii, Cep6us, Ykpauna, ®pannus, 'amb6us, bocuus u l'epueroBuHa.

B pa6oTe koHpepeHI MU NIPUHAJIM yYacTHe: 234 yyacTHHKa.

B pamkax koH¢pepeHnuu npouii: Co6paHue uieHoB npasyaeHusa [CORD, Kpyribiii cTon
HIT «CoBeT akcnepToB B 06J1aCTH peJKUX 3abosieBaHUW», 1 3acefjlaHue NpeJcTaBUTeNeN
dapmaueBTuieckor uHAycTpuy, 9 ceccur, 2 Hot Topic Conference u 4 pabouue rpymnmsi,
Ha KOTOPBIX BBICTYNWJIM BeAyliue CIeLUaJUCTbl B 006J1aCTH pefKuX 3abojieBaHUM U3
pa3HbIxX cTpaH. bbuio 3acaymano 41 gokaaz,.


http://www.icord.se/
http://www.icord2013.ru/

OTKPbL/IU KOH®EPEHIIUIO
el

ICORD

IepBbIii 3aMeCTHUTeJIb npejaceaare/is CoBeTa deaepanuu

®eaepanbHoro coopanusa P® TopuwuH A.IL. ot umenu PegepanbHoro CobpaHus
CoBeTa P® npuBeTcTBoBas Bcex yuacTHUKOB ICORD 2013. B cBoe#t peur OH OTMETHUJI, YTO
3TO aBTOpPUTeTHAs JUCKYCCMOHHAas IJOIIAJKa, Ha KOTOPOM NPOXOAUT MpeaMeTHBIH,
BJAYMYUBBII pa3roBop MO KJIIOYEBBIM BONpOCaM BpadyeOHOro Jesa B chepe pesKUX
3a60/1eBaHU U opdaHHbIX MpenapaToB. TopmnH A.Il. Takxke MNOAYEPKHYJ], 4YTO
JUCKYCCUOHHOCTb  OOCYXXJ€eHusl  3JIO00JHEBHBIX UM  OCTPbIX BONPOCOB  OyzaeT
CIOCOOCTBOBATh BbIPAOOTKE €JUHBIX pEelIeHWH, U BbIpa3uj yBEPEHHOCTb, YTO 3Ta
BCTpeya JJaCcT HOBbIM UMIYJIbC Pa3BUTHUIO0 OTEYECTBEHHOIO 3/[paBOOXPAaHEHHUS U IOMOXET
pellnTh aKTya/lbHble BOIPOChI B TEOPUHU U MPAKTUKE B JIeUeHUU peJIKUX 3aboeBaHul. C
NOHUMaHMeM O peaJbHOM CylleCTBOBAaHUM [JaHHOM mpobsembl B Poccuu, rae
HacuuThiBaeTcsd 83 cybbekTa Pefepanyy, OH paccKasasl y4acTHUKaM KOHepeHIuu o
pa6ore ceHatopa ot IleH3eHckou o6siactu Ulnurenss B.U. co3paTesss KOMIaHUH
BHUOTEK. A TakXe mnepejaj cjJioBa NOAJEPKKU OT MMHHUCTpPA 3ApaBOOXpaHEHUS
CxkBopuoBou B.U. Anekcanjp [lopoupbeBrd Bhipasu 6JarogapHocTh HanyoHanibHOM
Acconpaniuy opraHu3anMil 60JIbHBIX peJKUMU 3a60JieBaHUAMU «[eHeTHKa» 3a TO, YTO
OHa JAapUT HaZexJy JIIOAAM C peJKUMHU 3a00/1eBaHUAMH, «b0peTcsa A0 NOocaeJHEero» 3a
KaXK/1y10 )KU3Hb.



Bune-ry6epnartop I[IpaButenncrBa . CankT-IleTep6ypra Kazanckas 0.A.
NONPUBETCTBOBAJIa YYaCTHUKOB KOHQpepeHIUH OT uUMeHM I[IpaBuTenbcTBa I. CaHKT-
[leTrepbypra u rybepHatopa r. CaHkT-IleTepbypra. B cBoem BbicTymyieHuu Ka3aHckas O.A.
OTMETHWJIA, YTO IJIaBHOW Ieabl0 ¢opyMa fABASAETCA pa3BUTHE KOHCTPYKTUBHOIO
MeX/yHapOJAHOr0 MapTHEPCTBA, KOTOpoe BeJeT K [I00aJbHOMY YJAY4YLIEHWI0 >XU3HU
NalyMeHTOB C peJKUMHU 3a00/1€eBaHUSAMUA U PAa3BUTHIO TPAHCTPAHUYHOTIO COTPYAHUYECTBA
B 00/1aCTH JieueHHUs1 peAKHUX 3ab60/1eBaHMM, pa3paboTke opdaHHbIX NMPenapaToB U peJKo
NpUMeHseMbIX MeJULIMHCKUX TexHosiorui. KoHdepenuus ICORD 2013 cobpana
9KCIEepTOB  MUPOBOTO  ypOBHS, Bpauyed, UcCCAefoOBaTesied, MpeAcTaBUTeJeN
dapMalleBTUYECKUX KOMIIAHWM, OPraHoOB TOCYZApCTBEHHOW BJIAaCTU U yIpaBJIEHUS],
NalMeHTCKUX ABWXEHWH M3 MHOTHX CTpaH MUpa U JioAeHd, 06 beJUHEHHbBIX KeJlaHueM
YJAYYUIATh Ka4eCTBO >XKU3HU MAalUEeHTOB C PeKUMU 3a00/€BaHUSIMU U UX CEMEU, MyTeM
NpOBeJleHUs] HOBBIX MCCIe[J0BaHUN, pa3pabOTKU TEXHOJIOTMH UM  TMOBbIIIEHUS
ocBeZjoMyieHHOCTU. PopyM sBAsETCA SPKUM NOATBEPXKJEHHWEM TOro, 4YTO Npobsema
peikux 3abojieBaHUW M 3aKOHOB O JIIOJAX, CTpPaJlallUX HMU OObefUHSET BCe
3aMHTepeCcOBaHHble CTOPOHBI U He 3HAET HAllMOHAJIbHBIX FPaHUL. A TaK)Ke NOAYEpKHYJIa,
yTo 3TO Oosbwasg 4ecTb A I. CaHkt-IleTepbypra cTaTh MecTOM MpOBeJeHHUS
KOH(QepeHIMH, BeJjb 3TO rOpoJ, NepesloBbIX JOCTMXKEHUN B 00JIaCTU HAyKH, TEXHUKHU U
MeaunuHbl. B CankT-IleTepbypre ceronHs npoxuBaeT 6osiblie 470 yes0BeK, B TOM YUCTIE
166 peTtei, cTpaZlalOlUX peJKUMHU 3a001eBaHUAMU. Ba>KHO BBICTPOUTD €JUHYI0 CUCTEMY,
KOTOpasg o00ecnedyuT MaKCUMaJbHO KOMQOPTHbIE YCJOBUA [JI JIEYEHUS U KU3HU
NalyMeHTOB U KOTopas 0O0beJUHUT BCEe 3aMHTEepPEeCOBaHHblE CTOPOHbI: MEJULIMHCKUE U
colaibHble y4pexJeHus, 06111eCTBEHHbIE OopraHusanuu npeacTaBUTeeN
VCIIOJITHUTEJIbHOU U 3aKOHO/|aTe/IbHOW BJIACTU rOpo/ia, 61aroTBOpUTeEibHbIE GOH/BI.



3amecTuTe/Ih HaYaJibHMKa mMTa6a MeX(pPaKLMOHHOTO
JenyTaTckoro o6neauHenus «EBpasua» B FocyaapcTBeHHOM
Adyme ®eaepanbHoro CoGpanus Poccuiickoii ®Peaepaunuu
CrapukoB H.H. BbIpa3u/ MCKpPEHHIOI 6/1aroJapHOCTb BCEM
y4aCTHUKAM, KOTOpble IMpHexaJu Ha KOHPEepeHIHUI0 U3
pPa3HbIX CTPaH, KOTOpPbIE YAEJSIOT CBO€ BHUMAaHUE W CHUJIbI
JUIT  TOro, 4YTO6bl IOMOYb JIOJAIM C peaKUMHU
3a00JIeBaHUSIMU U HX CEMbSIM. B CBOeM BBICTYIJIEHWH OH
OTMETHJI, YTO CeroJHsi Ba)XKHbIM SIBJII€TCI TO, 4YTO
MEeXYHapOHOEe COOOIIECTBO yZeJisieT 0C000e BHUMaHUE
npo6seMe pefkux 3abosieBaHud. U Poccusi B aToi paboTe
SIBJIIETCS OJHUM M3 OCHOBHBIX YYaCTHUKOB.

Ha Top»kecTBEHHOU 1IepEMOHHH OTKPBITHS C MPUBETCTBEHHBIMH CJIOBAMH K yYaCTHHUKaM
KoHQepeHnuu obpartuiachk IlpesmpaenT HanuoHanabHON Acconyanuy OpraHusanui
60JIbHBIX peAKUMHU 3a601eBaHuAMU «eHeTHKa», Kapumosa C.U.:

«Mbl HajileeMcs, YTO KOHQepeHIUs MOCAYKUT Y/J0OHOU

IJIOIIAAKON [JJI1 TJIOGa/IbHOTO Auajsora MexayHapoJHOTO H u.
PoCCHIICKOTO 3KCIIEPTHOTO COOGINECTBA, OMPEAESTUT BEKTOP N\

ﬂaﬂbHeﬁMEFO oOMeHa OIBbITOM M Bpra6OTKI/I €INHBbIX s (,, =
H [k
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noaAXo40B K CTa6I/IJ'IbHOMy MHUPOBOMY Pa3BHTHUIO IIOMOIIHA
NnanueHTaM C peaAKHUMHU 3a00/1IeBaHUSIMU. ,Z[JIH HaC Ba*XHO, 4YTO l

Poccusi Tenepb BBICTYNaeT Yy4YaCTHUKOM pa3BHBaloLIeNcs
['o6anbHOM paboThl, KoTopyto Aesaet ICORD yxke MHOTO JIeT.
Mbl oxUJaeM 4YTO MpeJJoKeHHs, KOTOpble IOSABATCA B
pe3ysbTaTe paboThl KOHpepeHnH, Poccuiickasa @eneparus u
MeX/yHapoJHOe COOGLIECTBO, PACCMOTPAT U PeajusyloT Ha
NpaKTHUKE y>Ke B OJIMbKaliiiee BpeMsi».

CeeTs1aHa KapumoBa 3a4yuTa/ia NpUBETCTBEHHOE MUCBMO
or uMeHHM PeaepanbHoro Co6paHusa PoccuiicKon
depepanyu 'ocygapcrBeHHoi lymbl KomuTeTa o oxpaHe
30POBbs1, HEMOCPeACTBEHHO OT IlpesceaaTesisi KOMUTETa
C. B. KasamnukoBa. B cBoem nuceMe C.B. Kamamnnkos
3asBUJI, YTO Ha CETOAHSIIHUU JeHb Mepes MeJULUMHCKUM
Hay4YHbIM COOOILECTBOM CTOSIT Cepbe3Hble 3aJjlayd, OCHOBHas
LneJib KOTOPbIX - VyJydlleHHue JOCTYIIHOCTU H Ka4decTBa
MeJUIMHCKOW  MOMOIIM  HaceJeHUIO. WU BbIpasun
6/1aroZlapHOCTh BCEM MPHUCYTCTBYIOIIMM 32 HEepaBHOAYLIHOE
OTHOLIEHHE K HacCToslleMy U OyAylieMy JJed ¢ pefKUMHU
3a60JIeBaHUSIMU.

ICORD




C HanyTCTBeHHBIMH IIOKeJIAHUAMHM B aJipec Y4YacCTHHUKOB U
rocTedd  MepONpHUATHS  TaKkKe 00OpaTUIach  JAOKTOP
MeAMIUHCKUX HayK, npe3ugeHT ICORD u GEISER, Virginia
A. Llera. OHa oTMeTu/Ja KakK BEJUKO CEeroJHs pasjuyue
pa3HbIX PErHMOHOB MHUpa IO pejKHWM 3ab0JieBaHUAM U Kak
Ba)XKHO OCYIIECTBJATh IJIOGAJbHOE COTPYAHUYECTBO [JIsS
pa3paboTKMA JyylIMX MeTOAOB MOMOLIM TNaluWeHTaM C
penKrUMU 3a60JieBaHUAMHU. Virginia A.Llera noguepkHyJia, 4To
npoBeaeHre koHdepeHuil ICORD gBisieTcsl eXXerogHbIM U
MOCTENEeHHO BeZeT N0 NyTH UHTEerpalnuy nepesoBoro onbiTa
B 006J1aCTH UCCJIeLOBAaHUM, BLICOKUX TEXHOJIOTMH B COYETAaHUU
c pa3paboTKoi MPOEKTOB u HalnpaBJleHUSIMU
rocyAapCTBEHHOU MOJINTUKHU B 06JacTH  pefKux
3a60J1eBaHUM.

31 okTaA6pAa
nepeJi OCHOBHBIMM pabO4YUMMM JHSIMU KOH(QEpeHLUU MpouLio co6paHHEe YJIeHOB
npassenus ICORD.
Ha co6paHuu mnpaB/ieHHsl GbLIO NPUHSTO pellieHHe NPUHSATh B YieHbl OpraHu3aluo, KoTopas 6yaeT
npeactaBiasaTh Poccuro B ICORD, aTa yecThb 6bL1a 0ka3aHa HanuoHa/ibHOM Accoupaliiyl OpraHu3anui
OOJIbHBIX peAKUMH 3abosieBaHUSIMU «['eHeTHKa». Hama Accouuanusi nOpuMeT y4acThe B
koHpepeHUax B 2014 r. AMctepaam u 2015 r. Mexuko yke kKak nmoJHonpaBHbI# yieH ICORD.

e



Kpymablii cron HIT «CoBeTa 3KCNepTOB MO peAKHUM 60JIe3HAM»

Ha kpyrJyioM - cTojie cobpajvch 4JjeHbl IPABJEHUS 3KCIEPTHOTO COBETA U I3KCHEPTHI B 06J1aCTH
peAakux 3ab6osieBaHUU (TJIaBHblE CHELUAJKUCThl, HCCJIEJOBATEJIN , MPEJCTABUTENU MNALUEHTCKOTO
€006111ecTBa, 6M3HECA) AJis peLIEHUs] BOIPOCOB AajibHENIIEr0 Pa3BUTHS HallpaBJeHU pabOThl COBETA,
OCHOBHBIX I10JIOKEHUH, BO3MOXHbIX MPE/JIOKEHUH /11 OPTaHOB BJIACTH , @ TaK Ke 6bLJIa pacCCMOTPEHA
«CTpaTerus pa3BUTUSA rOCYyAapCTBEHHOW MOJHUTUKHU B 06JIaCTU peKUX 3abosieBaHUM A0 2025 rogax.
Bes kpyrubiii ctos1 AcaHoB A.lO. - mpe3uaeHT HII «CoBeT 3kcnepToB B 06/1aCTH peAKUX 6osie3Hel». C
JOKJIa0M O CUTyalUU C peJKUMH 3a60JieBaHUSIMU BBICTYNUJ IJiaBHbIM reHeTUK M3 P® HoBukos
IL.LB ¥ BO3r/1aBUJI AUCKYCCHUIO. BbLIO MPUHATO pelieHHe o JopaboTke CTpaTeruu BCeM 3KCHEPTHLIM
COOOIECTBOM U PACCMOTPEHBI IPUOPUTETHBIE HAaNlpaBIeHUs paboTel CoBeTa.

CuMnosuy™m ¢papmMmalneBTUYeCKOM UHAYCTPUM

Bo BTOpo# moJsioBuHe AHA npouies CAMIoO3suyMm ¢gapMmaneBTH4YeCKOd HHAYCTPMH, Ha
KOTOPOM MNpPUCYTCTBOBaJso 6oJsiee 70 crnenuaivcToB $papMIpPOMBbILLIEHHOCTH. OCHOBHOM
TEMaTUKOW cMMIo3uyMa cTasna «I[loTpeOGHOCTh MPOMBIIIJIEHHOCTH B yBEJWYEHUU 00Ien
JOCTYITHOCTH K PeIKUM IpenapaTam».

B pamkax 3sacefaHus c gok/aagoM «Pesnkue 60Jie3HH U
IPUOPUTETHBIE  peAKHe  Ipenapatbl 10  JaHHBIM
aKaZleMU4eCKMX  CTPYKTyp»  BBICTymuJ  mpodeccop
KaposiHckoro wWHCTHTYTa W JIMPEKTOp 10 BOMpOCaM
uccie[0BaHuii U obpasoBanus [ocnuranss Kaposunckoro
yHuBepcuterta r. CTokrosbMa, Jan-Inge Henter.




O TOM KakKde Ha CEroJHSIIIHUH JieHb CYIIECTBYIOT HOBBIE
reHOMHBIE TEXHOJIOTUM paccKaszajia JOKTOop Hayk HaydHo-
HCC/IeIOBaTeNbCKOrO0  IeHTpa I[lpuHma @uiauma (T
BasieHCHs) U KOOPAMHATOP HMCCJE0BATEIbCKOrO MPOEKTa
«'enomHuble cucteMbl» Rebeca Minambres Herraiz.

John Forman, WCIIOJIHUTEJIbHbIA JAUPEKTOp
Opra"usanuu no pejkuM 3aboJieBaHUsM B HoBo#
3eslaH UM, 3aTPOHYJl OCHOBHBIE aCIEKTbl, KOTOpbIE
clefyeT U3MEHUTb OTHOCUTEJBHO CYylIeCTBYIOLIEN
TeHJEHIIMU- OTHOCHUTbCA K HHTepecaM NalueHTOB
6e3 J0/KHOTO BHUMAaHUS.

B npoposnkenue 3acemanusi BoicTynua Howard Yuwen, mcnosHUATe/bHbIM AupekTop Alexion
Pharmaceuticals, ¢ [goksagoM Ha TeMy «YJIydlleHHWE  B3aUMOJEHCTBUSA  MEXAY
3aMHTEPECOBAHHBIMH CTOPOHAMH, pPAOOTAMINMMH B 00JIACTU peAKUX 3a00JIeBaHUM [JIs
YCKOpEeHHs pa3paboTKU peKUX JIEKapCTBEHHBIX TPENapaToBy.




B nepBhiit pa6ouyuii JeHb KOHpepeH MU 1 HOAGPA COCTOANMCh 4 ceccuu, NJIeHapHas
KoH$epeHnuus, Hot Topic Conference u 3acesanus 4 pa6o4ux rpyni.

Ha msieHapHoM 3acegaHuM c fokjgazoM Ha TeMy «IRDIRC:
B03MOXXHOCTb JIJii BCEMHUPHOM HCCJeI0BAaTEJIbCKOH CETU MO
pelKUM 3a60JieBaHUSIM» BBICTYNUJI AUpeKTop HUHcTUTyTa
lenetTukun KaHaaCKuX  MHCTUTYTOB  MCC/lIeJAOBaHUA
saoposbsa (CIHR) Paul Lasko.
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B pamkax Ceccum 2, Ttewmoi KOTOpOU cTasu «COBMeCTHbIE TIJI00AJIbHbIE YCHUJIHSA [OJIS
HCCJIeJTOBAaHUHM U PETUCTPOB B 06J1aCTU peAKUX 3a60JieBaHMK», BeICTynu/IM Domenica Taruscio u
Paul Ledger.

JupekTop HUTalbsiHCKOTO HalMoHanbHOrO IieHTpa M0 pejKUM
3a060J1eBaHUSM, U MNpeACTaBUTe]b KoMuTeTa 3KCIepTOB IO
penkuMm 3a6oseBaHusiM Domenica Taruscio BwicTynmuia c
JlokazioM Ha TeMy «EBponelickue miaatdopmbl: EPIRARE u RD-
Connect». B BBICTYIJIEHUM OHa pacckaszajia y4YaCTHHUKaAM O
1eJI51X, KoTophle cTaBUT B cBoel paboTe EPIRARE u RD-Connect
- miatdopMbl, 06beJUHAMIINE 6a3bl [AaHHBIX, PEECTphI,
KJIMHUYECKYI0 OHOUHQPOPMATHUKY MO MCCJIEJ0BAHUIO PEAKUX
3abosieBaHUM. Cpesiy rJIaBHBIX Liesied: BbINOJIHEHUE HOBBIX 200
METO/IOB JIeYeHHUsI N0 PeAKHUM 3a60JIeBaHUSIM U NpPOBeJEHHE
JUArHOCTUKH 6OJIBIIMHCTBA peJKUX 3a60sieBaHul K 2020 roay,
pa3paboTKa KauecTBEHHOM, KOMIIJIEKCHOW KW BCe0ObeMJIoIel
1aTdOpMbl, TapMOHHM3aLUUsA U pa3paboTKa 06IIUX CTaHAAPTOB
no 6a3e JaHHBIX M pErucTpaM MalUeHTOB C pPeJKUMH
3a60J1eBaHUSIMH 0CpesiCTBOM COTPYyAHUYECTBA Ha
MEX/YHAapOAHOM  ypOBHe  JJs  peajy3anud  o6Iuei
MHOPACTPYKTYpbl peecTpa M [AaHHbIX C IOMOLIbIO O0OILel

Rare Diseases & Orpfpn Drugs

www.icofd.se CHCTEMBI.




Paul Ledger, rJjiaBa oTAesa no Pa3BUTHUIO
«[makcoCMuTKnaiH»  pacckazan 06 HMHHOBaIlMOHHBIX
MOJieIIX ~ COTpyJHUYeCTBa  JJjid  (UHAHCUPOBAHHUS
HCC/IeIOBaHUN pefiKUX 3a00JiIeBaHUM, KOTOpPble HAXOZASATCS
Ha CTaAWH OTKpbITHA. OCHOBHas LieJib - CTPOUTENIBCTBO
MHTErPUPOBAHHOTO MapTHEPCTBa, YTOObl HMPeo6pa3oBaTh
VHHOBAI[MOHHBIE UCCJIEJO0BAHUS B MEJHUIMHE 1 TOMOIIH
nanueHTaM.

OcHoBHoii Temoit CeccMM 3 crasa «llepBuyHas
npoduIaKTUKa, COBpEMEHHas JUarHoCcTUKa M
CKPUHMHT 110 PEJIKUM 3a60JIeBaHUAM».

ICORD

Ceccuto otkpblia Ann Nordgren, ctapuinii KOHCYJIbTaHT
F'ocnutana KaposuHckoro yHuBepcuTeTa, I.CTOKroJbM, C
TeMou Aok1aja «CeKBeHMpPOBaHME HOBOTO MOKOJIEHUS AJIs
JAUAarHOCTUKE peAKUX 3aboJieBaHUW B KJIWHUYECKOU
MPaKTUKE».

Alberto Mantovani, jupekTop mO/pa3sae/eHuUs
[Ipo0OBOJILCTBEHHOW W BETEPUHAPHON TOKCHUKOJIOTHHU
HanuoHasbHOro  WMHCTUTYyTa  340poBbsl  (MTasus),
pacckasaj 0 TOM, YTO Takoe NepBUYHas NpPOoPHUIAKTHKA
BPOXK/JEHHbIX aHOMaJHUU U yZAesns 0coboe BHUMaHHUE
HeoOX0JUMbIM MepaM MpPefoCTOPOXKHOCTU. B cBoeM
BhICTymyieHUuW Alberto M. mpuBes HarJsAHbIA NpUMep
Mep TMPeAOCTOPOKHOCTH OTHOCHUTEJNbHO MHILEBBIX
IPOAYKTOB, a MMeHHO 3amnpeT EBpomedckum Coro3oM
XUMHYeCcKoro BelecTBa 6ucheHosa A (BDPA) u niiactuka
C  XUMHUKaTaM{, KOTOpble  HCHOJb30BaJUChb B
MPOM3BO/CTBE [JeTCKUX Oy ThlJI0OYEK.
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Htorm 3 Ceccum cBouM BbICTyIJIeHHEM nojBes aokTop Tom Pulles, gupexkTop mnojpasjeseHus
penkux 3aboJsieBaHUN KoMmmnaHuu «Shire», r. HboH, c pgoksmazoMm «IIpoGsieMbl, BO3MOXHOCTH U
WHUIMATHUBbI B CKDUHUHIE IPU peIKUX 3a601€BaHUIXY.

B03MOXXHBIMU HEOJIAaTONPUSATHBIMU MOCJAEACTBUSMH CKPUHUHIA, KaK OTMeTHJ AokTop Tom P,
SBJISIIOTCSI MHOXECTBEHHbIM [JUarHo3, OIIMOGOYHBIA [JUarHo3, Cco3JaHUe JIOKHOTO YyBCTBa
6e3omacHOCTH. [1o 3TUM NMpUYUHAM TECT, KOTOPBIA UCIOJIb3yEeTCs B MpOrpaMMe CKPUHUHTA, 0CO6GEHHO
JUIs JledeHUsl 3a60JieBaHUsI C HU3KOM 4YaCTOTOM, JO/DKEH HMMeTb XOPOUIYyH YyBCTBUTEJNbHOCTb. OH
BBIZIEJINJI TP OCHOBHBIX MeTO/la CKDUHUHTA: MacCOBbIN/BCEOOIINH CKPUHUHT — BbISIBJIEHHE 60JIe3HEel
WJIM HapylLleHUH y HaceJleHUs], IpejiaraeTcsi BCeM He 3aBUCHMMO OT CTaTyca pUcKa MHAUBU/A; BBICOKUI
PHUCK WM BbIOOPOYHBIA CKPUHHUHT - TMPOBOAMUTCA CpeAyd HaceJeHHsl HauboJiee I0JBEpPKEHHBIM
3a60s1eBaHUAM (Hac/le[CTBEHHble 3a60/1eBaHUs); MHOTOCTaAUNHBIN CKPUHUHT — IPUMEHEHUE ABYX U
00Jiee CKDUHUHT-TECTOB.

The Challenge: Rare Disease Diagn_osis:
When You Hear Hoof Beats, they might be a from a Zebra

(or even, a Blue Zebra)

AR Y TN W
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[IpoBesenue 3aceganus B paMkax Hot Topic Conference npoxogu/io napasjiejbHO B
Konrpecc-xosne «MockoBCKUI» U B 3aJie «/lallHEKO».

B Konrpecc-xonne «MOCKOBCKHI» OT HMEHU
Malcolm Allison mnpexacraBun gokian Klaus
Mittmann. B cBoeli peyun OH OCBETHJ HPOGJIEMY
XPOHUYECKOU  TPOMOO3IMOOJIMYECKON  JIETOYHOU
runepteHsud (XTJII) B 1JlaHe JileYeHUS U
BO3MeIlleHUs1 3aTpaT B CTpaHax EBpomnbL OH
NOAYEPKHYJ BaXXHOCTb TOrO, YTO MalUeHThl C
nogo3penveM Ha XTJII' foJ/mKHBI HampaBJATbCA B
CnelUalu3upoBaHHble LEHTPbl AJIs JUAarHOCTHUK U
OLlEHKH  COCTOsIHUA. B  mosioBUHe  ciy4yaeB
3a60J1eBaHHE MOXET OBbITh U3/IEYEHO XUPYPruyecKuM
nyTeM, [03TOMy oONepayus JoJDKHA  Bcerja
paccMaTpUBaTbC KaK NEPBbI BapUaHT B JIeYEHUH.
/1S manyeHTOB, KOTOPBIM OIepalus He MOoKa3aHa Mo
TEM WJIM HHBbIM NpPUYMHAM, WIH AJs TeX, y KOro
omepanus He NpHBeJa K OJHOMY BOCCTAHOBJIEHHUIO,
II0OKAa3aHO JleyeHHe MpemapaToM  «Riociguaty,
KOTOpPBIM B LIJIOM XOpOIIO INEPEHOCHUTCS AAHHbIMHU
nalnueHTaMHU.

[Ipodeccop u JOKTOp MeJULUMHCKUX HayK, /[MpeKTop
I[EHTPA OHKOTeMAaTOJIOTUM W  TPaAHCIJIAHTOJIOTHUH
CeBepo-3anasHoro [ocyapCTBEHHOTO MEAUIMHCKOTO
yHuBepcuteTa MM. U.U.MeuHukoBa, Urope Jlucykos
BBICTYIIHJI C TOKJIAZ0OM O POJIU U BJUSHUU Ha IPUHSTHE
pellleHusi B JOCTylle K UHHOBAI[MOHHOMY JIEYEHUIO Ha
NpyUMepe peAKUX 3a00JeBaHUW B TIeMaTOJIOTHU.
OCHOBHBIM TE3HCOM [IOKJIA/|a SIBJISIETCS 3asBJIEHUE, YTO
oduIHaNbHO 3apEruCTPUPOBAHHbBIE opdaHHbIE
npenapaThl YacTO ONpeAessIoTC Kak "HeoO6X04UMbIMU
sl ynoTpebseHus (/eyeHus)", OHM He CTaHyT Ha
caMoM [Jejie "[OCTyOHBIMHU', TOKAa OHU HE TOJIbKO
IOpUAUYECKH "3asBJIEHbI", HO W yTBEpPXKJEHbI B
YCTAHOBJIEHHOM MOpSiIKE TOCYJapCTBEHHOM CHUCTEMOH
3/lpaBOOXpaHeHUs] B paMKax 3PQPeKTUBHOU MoAeau
BO3MellleHUs B cay4ae COOTBETCTBYIOLIUX
MeJJULMHCKUX IIOKAa3aHHUH.




Posza fAryauHa, HayaJbHUK OT/JesJa OpraHU3al U
JIeKapCTBEHHOTro obecneyeHUsi U ($apMaKO3KOHOMHUKU
[TepBoro MoOCKOBCKOI0 IOCYyJapCTBEHHOIO0 MEAUILIMHCKOTO
yHuBepcuteta uM. HW.M.CeyeHoBa, pacckasasa o
NPOTUBOPEYUBOCTH METOJA «aHaJu3a BJHUSAHUA Ha
Or0/PKeT» AJisl MPUHATUSA pelleHUs Mo GUHAHCUPOBAHUIO
opdaHHBIX JIEKAaPCTBEHHBIX IpENapaToB W O BbIGOpe
KpUTepUEeB BKJIOYEHUS JIeKapCTBEHHOIro IpemapaTa B
rocy/apcTBeHHble MporpaMMmbl. Ha mnpumepe JedyeHUs
MHOXXECTBEHHOW MHeJIOMbl IpenapaTaMu 60pTe30MUO U
JIeHaJIUA0MUJ,

O cuTyanuu 1no pefkuMM 3aboJsieBaHusM B Poccuu
pacckasaJ Anuni AcaHoOB, [Ipesugent HII
«HanoHanbHOro coBeTa JKCHEPTOB B 006JIaCTH pefKUX
6oJie3Hel», 3aBeAyomui kadenpoit [lepsoro MITMY um.
U.M.CeueHoBa. B cBoeM jokjazie npodeccop AcaHoB A.
o6paTu 0co6oe BHUMaHUE YYaCTHUKOB KOHGEpeHIUH Ha
CTaTUCTUKY GOJIbHBIX peJKHMMU 3aboJieBaHUsIMU B PO: B
HacTosillee BpeMs He MeHee 1 MJIH. YesJloBeK B Poccuiickoi
denepanyu 60JbHbI pEJKUMU 3260J1€BAaHUSMHU.

ICORD

[lo MHeHuio mnpodeccopa A. AcaHoBa TJIaBHbIMH
npo6seMaMu [IJis 3TUX NalMEeHTOB SIBJASIOTCA:

1.0TcyTcTBUE JUarHosa WJIA TPYAHOCTH B

M.L.,,M'.‘l‘n?.?l?!‘.ﬁ?i'ﬂ?ﬂﬁ’l.m.‘., JMarHOCTHKE; 2.0rpaHU4eHHOCTb  BapUAHTOB

o - "’.‘1’.:.."3'&-*““ ‘ JIeYEHUs], JaXKe eCJIU AUarHo3 ycTaHoBJjeH; 3. JleueHue
CyLIeCTBYeT, HO IpenaparThl AJis ero JieueHus elle He

3aperucTpUpOBaHLI B Poccuy; 4.0pdanHble

npenapartbl ObJIM 3aPErUCTPUPOBAHBI, HO CTOMMOCTb
MX HACTOJbKO BBICOKA, YTO OHU HE MOTYT OBbITh
npuMeHeHbl; 5.0pdaHHbIe mpenapaTbl UMEKTCS HO:
HEeT ONblTa WX HUCIOJb30BaHHUSA (OCOOEHHO B
e e [[POBUHIIMH);  CYLIECTBYKOT  TOJIBKO  OT/leJIbHbIE
SRR YYY. - TR WU CTAaHAAPThl U MPOTOKOJIbI JIeYeHUs] MAIlUEHTa; OYEeHb
: - HEMHOTHMe GOJIbHUIBI COTJIACHUJIUCh HCIOJIb30BaTh
JIEKapCTBa-CUPOTHI; HET eIUHOU cucTeMa
MOHHUTOPHHTA Tepanuu (06paTHOM CBSA3H).
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B 3ane «/laiHeko» BbICTynuJ CTapmiuid AUPEKTOP MO
JIOCTynly Ha MHpoBOM pblHOK «Shire AG», Jose
Fernando Gomez Martinez ¢ moxmagom «lleHbl Ha
npenapaTthbl, HCIOJIb3yeMble B JieUeHUU OpdaHHBIX
3a60JieBaHUM, Ha OCHOBE BHYTpeHHeW HHPoOpMaIuu
koMnaHuu "Shire". B cBoeM BBICTYIUVIEHUHM JOKJIATYUK
PacKpbLI TaKHe COCTaBJISIOIINE CTOUMOCTH IpenapaTos,
KakK pacxo/bl Ha Hay4YHO-UCCJIeI0BATETbCKHE
M3bICKaHUs, NMpPOBeJeHUEe KIMHUYECKHUX WCIBbITAHUN U
CTpaxOBaHHE COTIPSI?KEHHBIX c obpalieHrueM
"opdaHHBIX" NpenapaToB pUCKOB. Tak, B 4YaCTHOCTH,
OBLIO MMOKA3aHO, YTO PEMHBECTUIINH J0X0/10B KOMIIAHUHU
B  Hay4YHO-UCCJE[0BAaTeJbCKyl  JAesTeJbHOCTb B
onpejeJieHHble IEPUOABI BDEMEHH COCTABJIAIU A0 44 %
OT O6HINX HOCTYHIeHUH.

B pamkax Ceccuu 4 «Pervonanbuble crieHapuu (Poccusi, Bocrounast EBpona, cTpaHbl
I0xxHOTrO0 KaBkasa, ctpaHsl LleHTpaibHOM A3UK)» CBOM AOKJIAAbI IPeACTABUIIU:

Jupektop Tpy3uHckoro ¢oHJa peAKUX U TeHEeTHYEeCKHUX
3a60JieBaHUM, mpodeccop U AOKTOP MEAUIMHCKUX HayK
Oner KB/MBHA3€ BLICTYIIUII C J0KJI340M «COTPYyAHUYECTBO
B 00JacTH peAKUX 3aboseBaHMM B cTpaHax EC:
CETOJHSAIIHUM ONBIT U 3aBTPALIHUE INepCHeKTUBb». OH
pacckaszas 00 HCTOPUHM [JeSITEJbHOCTH B chepe peaKux
3aboseBaHuii B [Ipysuu, U cAenan akLeHT Ha
COTPYAHUYECTBE CTPaH IMOCTCOBETCKOrO IPOCTPAHCTBA H
cTpaH Boctounoyi EBpomnbl.

Collaboration in the field of RD in EE
countries: today experience and
tomorrow prospects

OLEG KVLIVIDZE
GEORGIAN FOUNDATION F

1CORD
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Ugur Ozbek, nupektop WHCTUTYTa 3KClepUMeHTaJbLHOH
MeJUUMHBI Npu CTaMO6YJbCKOM YHHUBEPCUTETE, MOCBATHII
CBOE BBICTYIJIEHHE JAeATeJbHOCTH U NPaKTUKU B 006J1aCTH
penkux 3a6oseBaHui B Typruu. OH moAYepKHYJ BaXKHOCTb
JOCTYIIHOCTH IIPEHATa/IbHOIO CKPUHHUHIA, €CJIA ecCTb
reHeTHUYeCKue WM MeJULUHCKUEe I[I0Ka3aHUdA, a TaKxe
HeOOXOJUMOCTb OKasblBaTb MOAJEPKKY [JeATeJbHOCTH
MalMeHTCKUX OpraHU3aL UK.

JIMpeKTOp Mo CBSI3SIM C OGIIECTBEHHOCTBbI) KOMIAHUU
«Genzyme» 1 Bpau o o6pasoBanuio, Vinciane Pirard B
CBOEM JIOKJIaZle OTMETHJ/IA, YTO HEOOXOAUMO YYUTHIBATH
JIOJITOCPOYHbIE MEPCIEKTUBBI, HAIPUMEP: B CTPATETUSIX,
HallpaBJIEHHbIX Ha JleTell HEeo6XOAMMO NPUHHUMATh BO
BHUMaHUe, YTO OHU OyAyT pacTH B 3peJioM BO3pacCTe.
Heo6x0MO OpHEHTHPOBATHCS HE TOJBKO Ha JOCTYH K
JIEYEHUID, HO U ONTHUMHU3UPOBATh MPOIECC OKa3aHUs
MEIUIIMHCKON ITOMOIIH.

ICORD

ternational Conference on

e Diseases & Orphan Drugs

wWww.icord.se
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B nepBelii pa6ounii AeHb KOHPEPEHIHMH COCTOSIIUCH CTIelia/IbHbIe
ceccuM paGoYuX rpymni.

B Konrpecc-xossie «MOCKOBCKHI» mpouuio 3acejaHue pa6Goueir rpynnbl 1
(MpeaceaaTenn: Kapumosa C.U., MakaeBa A.B.) Ha TeMy «3aKoHo/aTeJibHasA 6a3a U
rocy/lapCTBEHHOE peryJiMpoBaHue B 06/1aCTU peJiKUX 3a6osieBaHUM B Poccun».

\l(,_

ORD -
INTERNATIONAL CONFERENSE OF RARE DISEASES & ORFAN ORUSS)
¥
:

31 oxTGEm - 2 Wonsy

o 2013 roaa

= %
X

Hulw\'tta'po\\;_

;4"’ é

B xoze BcTpeuu 06cyx/1aauch po6JieMbl, KOTOPbIe ObLIM BblsiBJIeHbI B TeueHuu 2013 roga
Ha Tepputopuu Poccuiickoii ®Pepepauuy, Takve Kak Mpo6JeMbl € obGecrnedeHHeM
JIeKapCTBEHHbIMU IIpenapaTaMu U po6JieMbl B peabUIMTalMY NallueHTOB.

YuacmHuku npuwiau K e8vleodam, umo paspa6omka Cmpamezuu Poccuiickoii
®dedepayuu 6 o6aacmu pedkKux 3a60/1e8aHUll, «JOPOMCHOU Kapmbel» 6HeceHue
nonpasok 8 PedepasbHblii 3aKOH, a makdxice nomMowb npedcmasumeseil
dapmayeemuyeckoil uHdycmpuu 6 OKA3AHUU MEeXHUYeCKOll NnoddepixcKu npu
c030aHUuU pe2ucmpos, a makdyce npedsi0HceHuUe HOBbIX CXeM No /1eKapCMmeeHHOMY
o6ecne4eHUl0 M0O2ym pewums 3mu npo6/1eMbl.
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Tak>ke npouiv 3acejanus 3 pa6ouux rpynn «Bu3Hec-akcesepaTopbi».

HToramu 3aceganus pa6oder rpynnel A (IIpeaceaatenn: Timothy R. Cote), rinaBHo#
TEMOM 0OCyXJeHUsI KOTOpodh ObL10 «CTPOUTENBbCTBO MEX/JYHapoJHOU ceTH; Yxoj 3a
60JIbHBIMU C PEIKUMH 3260JIEBAHUSIMH U PETYJIUPOBAHUE 1€ HCTBUNY», CTAIH:

- B KaTeropuu rapMOHU3AIUHU PEryJHUpPOBaHUSA
ObLJIO peIlleH0, YTO «MPOCTON» HWJMU HauboJiee
JIOCTHXKUMOMU 1[eJIbI0 ObLIO co3ZiaHue
YHUBEDPCAJIbHBIX KDUTEPHEB;

- YYaCTHUKH OOCYyAWIH, YTO yHUBepCaJbHas
rapMoOHM3alUsi B JPYTrUX CMEXHbIX O00JACTAX
(HampuMep, perucTPOB NAIMEHTOB, COOP JAaHHBIX
CTaHJAPTHU3AIUH, CUCTEMbI 37iPaBOOXPAHEHUS U
IJIAaHbl Pa3BUTHUS HWHQPACTPYKTYpbl W T.A.)
MOHJeT Ha MOJIb3y Pa3sBUBAIIUMCH CTpaHAM M
NpeAOTBPATUT “MmoBTOpPHOE HU3006peTeHHE
KoJIeca;

- yCHoellHble HPUMEpPBI, NOCPEACTBOM KOTOPBIX
3TH MHPPACTPYKTYPHI MOTYT ObITb
cMozenMpoBaHbl:  JleTCKUM  OHKOJIOTHYecKue
IPYNIbI, eBpoNeicKue ceTH (rpynnbl BeAyIUX
KJIUHUK W opraHusaunui), u EBpomnelickas
JUPEKTUBA KJIMHUYECKUX WCIBITaHUH
(omo6penHas IRB);

- MEXaHU3M, IOCPE/ICTBOM KOTOPOTO 3TU CUCTEMbI
MOTYT BKJIIOYATh B cebsl BeAyliyde OpraHU3aljuH,
Takue kKak ICORD, WHO, IlanamepukaHckas
opraHu3alys 3ipaBooXpaHeHus.

Vyactuuku pa6oded rpynmel B (Ilpeaceaarenu: Emilio Roldan, Maja Stojiljkovic)
paccMOoTpeid BOIIPOCHI «COpr,LIHI/I‘-IECTBa B HCC/I€eAO0OBAHUAX II0 pPEeAKUM 3a6OJIEBaHI/IHM;
31'II/IL[6MI/IOIIOFI/IH, (IJYH,ZLHMEHTaJIbeIe HCccjeJ0BaHUA U KIIMHUYECKHWE UCITBITAHUA».

WUToru 3acemaHus: cpeiu HJeH, KOTOpble OOCYKAATUCh B XoJie PaboThl, MpEAJOKEHHE O
3alJIAHUPOBAHHBIX HCCJIEJIOBAHUAX, TO €CTh CO3JJaHHWE PYKOBOAANIUX MNPUHIMUIIOB IS
NpOBeZieHUs1 HEOOJIBIIMX KIMHUYECKUX HCCIe0BaHWM, HO HalleJIeHHbIX Ha NMpOBeJleHHe 6GoJjiee
TOYHOTO MeTa-aHaJIu3a, KOTOPbIH MO3BOJIUT YBEJUYHUTh IOCTOBEPHOCTD JIaHHBIX.
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MexxayHapoHOe COTPYJHUYECTBO B 06JIaCTH pe/KUX 3a60J1eBaHUHN [JO/DKHO BKJIIOYATh UCCIE0BaHUS,
KOTOpble OOGLIYHO He JeJalT JAJs PerucTpalyydu B TepaluM, HO HeoO6XOJUMbl JAJisl MOBCEJAHEBHOU
PaboThl MPAKTUKYIOIIUX CIIEIIUATUCTOB.

BblIM Takke 06CyKAEHbI PYKOBOASAIIKE JOKYMEHTHI 10 06MEHY UX MEPCOHATBHBIMHU JAHHBIMU MEXY
IleHTpaMH. YJeJleHo o0co6oe BHHMaHHE BONpPOCaM COTPYJHUYECTBA B BONpOCAX YJAyYIIEHUS
JUArHOCTUYECKOTO 060py/0BaHHUs, 06pa30BaHUs Bpadyed M HcceoBaTesel, paboTaouiux B chepe
penkux 3abosieBaHUH. W HakoHen, Bompoc o ToM, cMoxeT Ju ICORD crath «MocToM» [Jis
COTPYAHUYECTBA CTPAH BO BCEM MUpe?

-

YuactHuku pa6ouei rpynmbl C (Ilpeaceaartenn: Yukiko
Nishimura) o6cynau Bonpocel, CBSI3aHHbIE C KaUeCTBOM >KU3HU
nanyueHTa C peaKUMUd 3ab60JieBaHUSIM U YJEHOB CEMbH:
00beJUHEHHE YCUINHN JJIS JIyYLIETO IOHUMAaHUS PErHOHAIbHbIX
pa3JIMYUi U CTPOUTENBCTBO KapThI.
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Bo BTOpol neHb koHbepeHuuu - 2 Hoabpsa, pabora mpoo/nKuiach B
ceKLUAX U B paMmKax npoBezieHus Hot Topic Conference.

V”

Ceccuss 5, rnasmoit Temoit KoTOpo#t  cTanm
«KinMHMYeckue  UCNBbITaHUS B 00JIaCTU  peJKUX
3a60/1eBaHUN U peAKHX JIeKapCTBEHHBIX MpPenapaTosB.
[IoBTOpHOE HCNOJIb30BaHHE CYLIECTBYIOLIUX JIEKAPCTBY,
HayajJacb C BBICTyIJIeHUs JokTopa Simon Day,
JUpeKTopa KoMmnaHuu «KiMHUYecKHWe HCHBITAaHUA
KOHCWJITUHT U OOydeHHe», C AoKJaaoM «CTaThueckoe
IJIaHHPOBaHUE M COGOpP JOCTOBEPHBIX JaHHBIX». CBOIO
paboTy OH MOCBATHUJ MCCJAEJOBAaHUSIM U KJIUHUYECKUM
HCIBITAHUSIM.

Or wMenu Stephen Groft BbicTynuIa
Marlene Haffner. Ona pacckasana o pa6ore
HanuonasnbHOrO 1eHTpa 3x0poBbs B CIIA, 06
HCCJ/IeIOBaTEJNbCKUX MPOrpaMMax U pecypcax,
0 CO3/laHUM KJIMHUYECKOHW HUCCe[0BaTENbCKON
ceTH B chepe peKUX 3a60JIeBaHUH.

[Ipodeccop NPaKTUKH HOPMaTHUBHOTO
peryJupoBaHusl B HHCTUTYTe KiapeMoHTa,
Kanudopnus, Timothy Cote B cBoeM [jokiaze
yAeJU BHUMaHUe TaKoW Npo6JieMe, Kak pasyMHOe
HCIO0JIb30BaHHE CYIIECTBYIOLUIMX IpenapaToB B
JieYeHUHr 3a60JieBaHUH. OH rOBOPUJI o
nepenpopuIupoBaHUU UJIn «JIBOMHOM»
WCI0JIb30BAaHUHU JIEKAPCTBEHHBIX CPEJCTB, KOT/a
npenapat JJjs JiedeHUs peAKHUX 3aboJieBaHUHN
MOXET OBbITb HCIHO0JIb30BaH B JIEYEHUH OOI[UX
3abosieBaHUM © Hao6opoT. U3 ero [Jokaaza,
CleAyeT, 4YTO TAKOW IOJXOJ WMeeT OO0JIbLIOH
KJIMHUYECKUHA  MOTEHLHWaJ], W 3TO  MOXET
NOTPe6OBATh H3MEHEHU ST MECTHOU MOJTUTUKHU.
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BrICcTyI/IeHHE 3aBEAYIOLIETO OT/IEI0M JIETCKOU reMaTOJOTHH
U peakux  3aboseBaHud ~ PepepasbHOrO  Hay4yHO-
KJIMHUYECKOTO LIeHTpa JJeTCKOU reMaToJIOTHH, Tpodeccopa U
JIOKTOpa MeJUIMHCKUX Hayk BeHmaMuHa YepHoBa 6blj10
MOCBSIIEHO OIIBITY OpraHU3anuu KJIMHUYECKUX
HCCJleIOBaHUM M0 peIKUM 3a60s1eBaHUsAM B Poccun.

OcHOBHasi mpo6JieMa B H3yYeHHUH DPEINKHUX -
6oJie3He - HAOOpP HEOOXOAUMOrO YHCJIA
OOJIbHBIX JJIs1  TIOJIyY€HUS KOPPEKTHBIX
BbIBOJIOB.  Heo6XoauMBI COBMECTHbBIE
ycunuss s pelieHus IpOGJIEMBI
JUArHOCTUKHU U JIeYeHUS peIKUX 60JIe3HEH.
B Hamel cTpaHe BO3MOXHbI pa3paboOTKa, ‘
NPOM3BO/JICTBO U NpUMeHeHHe OpdaHHBIX - e——_
npenapatoB. JPPEeKTUBHOCTb JIeYeHHs |
peaKux 60Jie3HeN MOXKeT ObITh JOKa3aHa B

HCC/IeJ0BAaHUAX. ﬁ
il ‘

MYJIbTULEHTPOBBIX KOOIIEpUPOBAHHBIX

OcHoBHo# TeMoit C€CCUM 6 cTanu «Bosblive HeH AJ MaJoro HaceJeHus: CTUMYJIbI,
Ir'MOKOCTb PeryJiIMpoBaHUsl U 0COGEHHOCTUY.

Buue-npe3nieHT 1O pa3BUTHIO Ou3HEca B
koMnaHuu Dohmen BioPharma, Penny Bemus
pacckasasa 06 0COGEHHOCTSX PacHpOCTPAHEHUs
dapMalLeBTUYECKUX IpenapaToB U IMOAJEPKKU
HalMeHTOB.




Howard Yuwen, vcnosiHUTeNbHBIN JupeKkTop Alexion
Pharmaceuticals, pacckazan o 30-7eTHEM pa3BUTHHU
JlekapcTB-cupoT Ha npuMmepe CIHIA. Beuim oTMevyeHBbI
ycnexu B aTou oTpacu (uHdopmMupoBaHue
001[eCTBEHHOCTH M BHUMaHHE K PeJKUM 3200JIeBaHUSM,
>)KU3HU MHOTHX MAalMeHTOB C peJAKUMHU 3a060JieBaHUAMU
CcrlaceHa WJIM U3MeHeHa K Jy4dlleMy) U HaMeuyeHbl LieJu
JUJIsl JaJibHeNIIero pasBUTHsI.

[CORD

International Conference on
Rare Diseases & Orphan Drugs

Www.icord.se

[IpeacraButessr ERA-Net B o06s1acTu pa3paboTKu
Hay4YHO-UCCJIE/IOBAaTENbCKUX MPOTPaMM MO PeJKUM
3abosieBanusiM, Daria Julkowska B cBoeMm
BBICTYIIJIEHUU yaeauia ocoboe BHHUMaHUe
YCIEMHOMY MEXAYHAPOAHOMY COTPYAHHUYECTBY M
CONEUCTBUI0O B QUHAHCUPOBAHUU MCCJEAO0BAHUHN IO
peiKuM 3a60JIeBaHUSIM Ha IpUMepe opraHu3anuu «E-
Rare».

\
Jloksasi TeHepaJbHOTO JAWPEKTOpa JelapTaMeHTa
BCEMHPHOW MNOJMUTHUKKA KommnaHuu Pfizer, Adam

Heathfield 6bi1 mnocBsimeH crtpaterun EC B HTA-
Regulatory B3auMOJeHCTBUM U MNPHUBJIEYEHUU JIJis

BCEMHUPHOM CTaHAAPTHU3AIHH. Heo6xoaumo

MO/IIEP>KUBATh MOCTOSHHBIH Juajior MEXIy
IC ORD 3aUHTEPECOBAHHBIMH CTOPOHAMH, YTO6BI 3G PEKTUBHO U
Rare Disemse & Orphn e OBICTPO obecrneynBaTh MnalMeHToB HOBBIMH
www.icord.se JIEKapCTBaMHU.
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HUTOorm 6 ceccMM cBouM BBLICTYMJIEHHEM MOJ/iBesa JOLEHT Kadeapbl GpaKyJIbTETCKOW Teparndud WM.
Akanemuka A.M. Hectepoa 'BOY BIIO PHUMY um. H.U. [Tuporosa Anecsa KiaumMmeHko. OHa pacckasasa
yYacTHUKAM KOHpEepeHIIMH 0 HOBBbIX METO/aX JieueHUs peJIKUX 3a00JIeBaHUM, TAKUX KaK XPOHUYECKOH
TpoM60o3M6boJioruu JierouHoi aptepuu (XTJ/II') Ha npumepe CTEPH. I[laToreHes 3a6osieBaHUsA 40 KOHLA
He BbISICHEH, U GaKTOPbI, CIOCOOCTBYIOLIME €r0 Pa3BUTHIO, 0CTAIOTCS IJI0X0 ONpe/eeHbI.

TS

ICORD

International Conference on
Rare Diseases & Orphan Drugs

www.icord.se

Ceccuro 7, ocHoBHO#I TeMoOii KOTOpoi cranu «KJIMHMYeCKHe peKOMeHJauuu Hu
Jy4uive NpakTHKU», OTKpbLIa Domenica Taruscio.

Domenica Taruscio pacckasaja 0 4YeTbIpexXJIETHEM MPOEKTE
RARE-Bestpractices, HaleJleHHOTO  yJAy4YIIMTb KJIWHUYECKOe
BeJleHHe TNalUeHTOB C peAKUMH 3ab0JieBaHHUSIMU U Cy3UTb
CYLLeCTBYIOLIMM pa3pblB B Ka4eCTBe MeAULMHCKON MOMOLIY MEXAY
CTpaHaMH, co3JaBasl MOJAX0JsIyl0 MIaTPopMy B cbope, olleHKe U
pacrnpocTpaHEeHUU BBICOKOTO KadecTBa JieueHUs U OOHOBJIEHUH
MHbOpPMaLUU 110 peIKUM 3260J1eBaHUSM.

B cBoeM pgoxsaze mpodeccop Jan-Inge Henter pacckasan o
MOJIOXKUTEJbHBIX CTOPOHAX MEX/AYHAapOAHOr0 COTPYyAHHUYECTBa
Ha [pUMepe peAKHX 3ab0JeBaHUM € HHU3KUM YpOBHEM
BBDKHBaHHUsI, KOT/IA €CTh CPOYHAST HEOOXOAUMOCTD B YIYUIIEHUH
JUArHOCTUKHU U B yIy4IlIeHUH JIeYeHUsI 3TUX 3a60/1eBaHU .




Nickolas Ah Mew, Bpay-KoHCyJbTaHT JlemapTaMeHTa
reHeTHKH JeTCKOro HallMOHAJbHOTO MeAUIIMHCKOTO LIEHTPA B
BamuHrToHe, B  JAokjaaje  «MeXHHCTUTYIHOHAJIbHAA
uccyegoBaTesibckasg CeTb B peIKUX 3a60JIEBaHUSIX» OTMETHII,
9TO 6J1aroAapsi MeXXUHCTUTYLMOHAIbHON HCCIe0BaTe/IbCKOH
ceTH ObLIO 0J06peHO TpW HOBBIX IIpenapara, MO JABYX
npenaparam BeJyTCs KJIMHUYEeCKHe UCIBITAHMS,
pa3pabaThbiBaeTCs HOBOE 060pyAOBaHUE.

Alexey Sokelov, npodeccop kadbenpbl BHyTpeHHUX 60JIE3HEN U
Hedposiorun C3IMY um. U.M.MeyHUKOBA, COOOIIMI O pPeAKUX
TEXHOJIOTUAX JIeYeHUs1 Ha INpuUMepe TepamneBTUYeCKOTo
adepesa. K3 ero pgoknajga ciaefyeT, UYTO TEXHOJIOTHU
TepaneBTuyeckoro adepesa (TA) adbdeKTHUBHBI B JieUeHUH
HEKOTOPBIX peKUX 3aboJsieBaHul (RD), Korja HUKaKUX APYTUX
JIEKapCTB He OTKpbITO. HO HAa CeroAHSAIHUN JeHb BBICOKHE
MeJULMHCKUE TEXHOJIOTUM HE B COCTOSSHUM KOHKYpPUPOBAThb C
dapManeBTHYECKON TNPOMBIIIJIEHHOCTBIO M3-32 pa3MepoB
pbIHKa, I03TOMYy [JJs1 3THX TEXHOJIOTUM Heo6XxojuMa
JIOMIOJIHUTEJIbHAS O ePKKa.

IIpoBegenue 3acesanusa B pamkax Hot Topic Conference mpoxoauno B KoHrpecc-
xoJ11e <KMOCKOBCKHMI».

OcHOBHBIM JlOKJaAuMKoM 3acefanus ctana Evelina Paberze, npencrasutens Orphan Europe. Temoit
ee JoKJazAa 6bL10 «PacnpocTpaHeHWe 3HaHMM B 06/1aCTH pefiKUX 3aboJieBaHUi». Ha npumepe paboThl
Orphan Europe: oco6oe BHUMaHHe yZAeJseTCs COTPYLHUYECTBY B 06JIACTH peJKUX 3a60JIeBaHUY;
MOBbIIIEHHWE OCBEJOMJIEHHOCTH M YpPOBHS 0Opa30BaHHWS, NOCTOSIHHOE pacUIMpeHHe <« KUBOT0» U
3JIEKTPOHHOTO 00y4eHUs], IpPOBeJieHHe YYeOHbIX MEPONPUITHN; JUAJIOT C HAYYHBIMU COOOLECTBAMH,
MeX/yHapOAHbIMU CETSAMM.

ARy, YWY
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Ceccust 8 «llonuTuka B 06saCTH 3lpaBOOXpaHEeHUA H
HallMOHaJIbHBIX NJIAHOB N0 peJKHUM 3a60JieBaHUAM» Hadaslacb
c Bbictymienus. Yukiko Nishimura, rsiaBer otgena
MEeXAYHapoJHbIX OTHOLIeHUH «Japan Patients Association».
[Ipodeccop Nishimura Y. pacckasasa o HbIHEIIHEN CUTyaLuu
oTHocuTesibHO noauTUkd NANBYO B fAnonuu. Opranusanus
ICORD ‘ JPA  gaBnsgerca  kpynHemmed — acconuanuern — NANBYO,
OCHOBHBIMM 33JlayaMU KOTOPOH AB/AIOTCA: UHGOPMHUPOBaHUE
o61iecTBa 0 mpob6JjeMax B 006J1aCTH peAKUX 3a60JieBaHUH,
obecneyeHue NOALEPXKKH, COTPYZHUYECTBO c
MeX/yHapoAHbIMU acCOLMALUSIMU Ha I106a71bHOM YPOBHE.

=

Rumen Stefanov, mnpodeccop B 0067aCTH O06IIECTBEHHOIO
3/IpaBOOXpaHeHHUs U AeKaH $aKyIbTeTa 00IIECTBEHHOI0 3/J0POBbS
B MeJUIUHCKOM yHUBepcuTeTe r.IlnoBauB (Bosarapus), BeICTyIHII
C NOKJaJoM Ha TeMy «HaluoHasibHblEe IJIaHBI M CTpPAaTeruyd B
cTpaHax BocrouHnoit EBpomnbi». [Ipodeccop Stefanov R. Pacckazan o
Ba)KHEHNIIHUX 3aKOHO/IaTe/bHbIX MHUIIMATUBAX, MPEeANPUHUMAEMbIX
cTpa”HaMu Boctounoit EBponsl: 3akoH CIIIA o sekapcTBax-cupoTax
1983r., oTKpbiTHe 1leHTpoB B HopBeruu, <¢uUHaAHCHpPYyeMBbIX
rocyZapCTBOM JJisl JIIOJEeHd C pejKMMH M MaJlo U3BECTHBIMU
3aboJieBaHUSAMH, HauuHas ¢ 1980-x rr., HamuoHa/bHBIA peecTp
Wrtanuu no penkuM 3a6oieBaHusaM 2001 r., [lepBbiit paHIy3cKUit
HanyoHa/ibHbIM MJIaH IO peAkuM 3a6oseBaHusM 2004-2008 r.
Oco6oe BHUMaHUE JOKJIAAUUK yaeaua GaKTopaM, BIAUSIOUIMM Ha
MpOBeieHUE NOJUTUKHU 10 peKUM 3a60JIEBaHUSIM: UHTErpaIys B
EC, BO3poXJeHHe TpaXJaHCKOTO OOILIECTBa, IOBBINIEHHE
OCBEJIOMJIEHHOCTH O peJKUX 3a60JIeBaHUAX, IpOBeJleHHE
OpraHaMH TOCyapCTBEHHOHW  BJaCTU UIMPOKOMACIITAOHBIX

pedopm.

Anb6una B. MakaeBa, Maructp 6GHU3HeC aJMHUHHUCTPHUPOBaHUS,
MarucTp TroOCyJapCTBEHHOrO VyIpaBJjeHUs , Buie-npesujgeHT
HanuoHanbHOW Acconyanuu OpraHu3anuil 60JIbHBIX pPeIKHUMHU
3a6bosieBaHUsIMH  «['eHeTHKa», BBICTYNIWJIA C JOKJ3aZlOM
«CTpaTerusi pa3BUTHsI TOCyAApPCTBEHHOW MOJUTHUKHA B 06JIAaCTH
penxux 3a6osieBaHuM jgo 2025 roga». BblIo paccMoTpeHO Tpu
3aJlayy, a UMEHHO: HHPOpPMaIMOHHas, COl[ha/IbHasA, QUHAHCOBAA -
C TIOMOLIbI0 KOTOPBbIX BO3MOXHO YCIEIHO NPOU3BECTU
peasiM3alMi0  CTpaTerdd. Takke  ObLIM  TNPeAJIOXKEHBI
NoC/eAyolie MeXaHU3Mbl U 3TAIbI [JIsl YCIEIHON pa3paboTKU U
BHeJIpeHUsl JaHHOTO NPOEKTa.
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B 3aBepuienuu ceccun Manuel Posada De La Paz, gupektop MHcTUTyTa HcCiefoBaHUN peKUX
3a6osieBanuil (IIER) BeicTynun c¢ JokjaagoM «ColMaJbHO-3KOHOMHUYECKOEe 6GpeMsi, CBSI3aHHOE CO
3/IOPOBbEM U KAauyeCTBOM >KM3HHM NAIIMEHTOB C peAKUMH 3a6oseBaHUsMH B EBpome (BURQOL-RD)».
Manuel Posada pacckasan yyacTHuKaM KoHbepeHIMU o AgesTeabHocTd BURQOL-RD, o ToM, 4To 6yAeT
co3/laHa HOBasl MO/Jiesib, KOTOpasi 06ecrneyuT KOMIJIEKCHbIE U COTJIACOBaHHbIE CPEJCTBA JJis OLeHKU
HOBBIX IIOJIUTUK OGIIECTBEHHOI'O 3/ipaBOOXPAHEHNS, MEPONIPUATHM U JiedeHUs] NaUEHTOB C peAKUMU
3a00/1eBaHUSIMH  «B» M «Mexay» cTpaHamu-uieHamu EC. Kpome ToOro, cooTBeTcTByMOLHE
MEpPONpHUATHS MO pacnpocTpaHeHuto mnpeAnpuHuMaeMblx BURQOL-RD RD wugelt, npuBegetr kK
YJIy4LleHHI0 OCBEZJOMJIEHHOCTH U TPaMOTHOCTHU CPeiy €BPONENCKUX PaXKJaH.
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Ceccuro 9 «[lpyopuTeTbl MNalLlMEHTOB B OKa3aHUHA MEPBUYHOHW MeEAUILIMHCKOU
npoPUJAKTUKU, JAUATHOCTUKU W HAOJIOJEHHUS MO0 peAKHUM 3aboJieBaHHUSIM» OTKpbLia
[IpesugeHT HanuoHanbHOM  Accouuanuu OopraHu3sanuu OOJIbHBIX  peJAKUMH
3abosieBanuaMU «['eHeTnka» Kapumosa C.HU.

B fok/1azie paccMaTpUBaJUCh MTPUOPUTETHBIE HAlpaBJIeHUs
B OKa3aHUU MNEePBUYHOU NPOPUJIAKTHUKH, U JUATHOCTUKHU
penkux 3abosieBaHuM B Poccuu. B cBoeM BBICTYIIEHUH,
KapumoBa C.M. oTMeTw/na, 4YTO JiedeHHWEe MALUEHTOB C
peaKUMH 3a60JieBaHUSIMH SIBJSETCAd OJHOW M3 CaMbIX
60JIbLINX MPOO6JIEM CUCTEMBI 3/IPABOOXPAHEHMUS, U HE TOJIBKO
B Poccuu. /luarHocTrka Takux 60Jie3Hel 4acTo 3aTpyAHeEHA
WJIM HEJIOCTYIIHA, JiedyeHre HeaPpPEKTUBHO M3-3a OTCYTCTBUSA
COOTBETCTBYIOIUX JIEKapCTB, METO/I0B JIeYeHHs.
Pe3ysibTaTOM 3THUX (PaAKTOPOB SIBJSIOTCA HEYTEUIUTEeJbHbIE
MPOrHO3bl MAaLUEeHTOB. CAMBIMU BaXKHBIMH MPHOPUTETHBIMU
HalpaBJIEHUSIMU SBJSIOTCS: 3SNUAEMUOJOTHYECKUN PETUCTD,
MOHUTOPHUHT CUTyallUd 10 Bced Tepputopuu Pd;
obpa3oBaTeJjibHble  IpOrpaMMbl  JIJII  TEpPANeBTOB U
neAyuaTpoOB, KOTOpble MEPBbIMU [AOJLKHBI  ONpeessiTh
CHUMIITOMbl pelKuX 3a60JieBaHUM y MallUEHTOB; BHEApPEHHE
HalMOHAJIbHbIX MPOrpaMM T€HETUYECKOTO0 TeCTUPOBAHUSA
JUIS BbISIBJIEHUSI PUCKA BO3HUKHOBEHHs 3a60JieBaHUM [0
NMOSBJIE€HUS CUMITOMOB; BHEJpPEHUE TePPUTOPHUAIBLHOMN
MporpamMMbl JIJii KaXkJOTro peruoHa - <¢GopMHUpOBaHUE
3[J0pOBOTO 00pasa >KHU3HU M INpPHUKpEIJIeHHe JOpPOXKHOU
KapThbl naryeHTa. [Ipy BHeApEeHUHW 3TUX NPOrpaMMm OYAET
JIOCTUTHYTA I|eJIb CHUXKEHUS 3260J1eBA€MOCTH U CMEPTHOCTH
HaceJieHHSI Ha OCHOBE KOMILJIEKCHOTO pellleHUsl Mpo6JseM
NpOPUIAKTUKH M JUATHOCTUKHU JIeYeHUSI U PeabuInTaluU
OOJIbHBIX, a TaKXKe yBeJUWYeHHEe INPOJ0/LKUTENbHOCTH
Ka4yeCTBa )KU3HHU 60JIbHBIX C peJKUMH 3a60J1eBaHUSIMH.

Oco6oe BHUMaHHE Y4YaCTHUKOB KoH¢epeHuuu CBeTsiaHa KapumoBa obpatuia Ha pa6omy
PecypcHozo HHopmayuoHHO20 yeHmpa no pedkum 3a60./1€8aHUsl, yUpeJUTeleM KOTOPOro
aBaseTrca HanuoHanbHasg Accouuanusi OpraHu3aluMié OGOJIBHBIX peJKUMU 3a00JieBaHUSIMU
«[eHeTuka». OHa MoJYepKHYyJ/Ia, YTO CETOAHS 3TO €AUHCTBEHHbIM B Poccuu cyuiecTBYOLIMH
MHQOpPMaLlMOHHBIN LIEHTP, KOTOPbIHA BCECTOPOHHE OKa3bIBaeT MOAJEPKKY NalMeHTaM C PeKUMHU
6ose3HsiMU. B PecypcHbiii MHQOpMallMOHHBIA LEHTP MO PEeAKUM 3ab60/eBaHUSM MOCTYMAKT
3BOHKHU M3 BceX peruoHoB Poccuiickoit ®esepanuy, rje nanydeHThbl NOJy4YaloT HHPOpPMALUIO O
BO3MOKHbIX METO/]aX peabU/IUTALNY, JIedeHus], TPOPUIAKTUKH; OKa3aHHUE MOMOILY B MOBBIILIEHUH
3¢0PeKTUBHOCTH MeXJy NaldeHTaMH, MEeJULUHUHCKUMU pabOTHUKAMM, OpraHaMu
rocyJJapCTBEHHOM  BJIAaCTH, MNpeJCTaBUTENsIMU HAyKd UM  OGH3Heca; paclnpocTpaHeHHe
3aKOHO/IaTeJbHbIX U HOPMAaTHUBHO-NIPAaBOBBIX aKTOB; NPeIOCTAaBJIEHHE OpPraHaM rocyZapCTBEHHOH
BJIACTHU PErMOHOB UHGOPMALMU O COCTOSIHUM CUTYALUU [0 peJKUM 3a60/I€EBAaHUSAM B UX pETHOHAX.
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[Ipodpeccop HamumonasnbHOro JleTckoro MeAUIIMHCKOIO
neutpa Pablo Cure BoicTynmun c jgokiaagoM «Peakue
3a6oJsieBaHusl B JlaTHHCKOM AMepuKe: HAeHTUPUKAIUA
NOTPEOHOCTEN U HAXOX/|EHUE COOTBETCTBYIOIINX PEIIEHUN.
OTMeTH/1 HEOGXOAWMOCTH CO3JAHUS OCBEJLOMJIEHHOCTH O
pelikux 3ab0JieBaHUAX Ha MECTHOM, HalMOHAaJIbHOM H
pPErMoHaJbHOM YPOBHSAX, TaK KaK 3TO SBJISETCS KJIIOYEBBIMU
acleKTaMu B JOCTH)KEHUM Toro ¢akTa, 4YTO pejKue
3a60JieBaHus - peasibHasi mpobseMa B JIaTHHCKON AMepHKe.

John Forman, vcnoysiHUTeNbHbIN AUpeKTOp OpraHu3anuu o
peiKUM 3abosieBaHuMsAM B HoBoll 3esaHauy, mpusBaad Bce
3alHTEPECOBAHHbIE  CTOPOHbI  pa3pabaThiBaTb  HOBbIE
IpOrpaMMBbl U MOJeJIH, Kacawllirecs: pa3paboTKHU JIEKapCTB U
UX JOCTyma JJis TMallMeHTOB C peJKHMH 3a60JiIeBaHUSIMH,
BbIpabaThIBaThb J0JITOCPOYHbIE CTPATETHMU M YCTaHaBJIMBATh
6oJiee Mpo3payHble OTHOLIEHHUS C TPYNIIaMU NAllUEHTOB.
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IIo pezyaemamam kougepenyuu ICORD 2013 moxHO OTMETHTH
BbICOKMU ypOBEHb COTPYJAHHMYECTBA BCeX 3aUHTEPECOBAHHBIX CTOPOH:
MalMeHTCKOr0 COOOILeCcTBa, CIelUa/IMCTOB, HCCAe/loBaTe e, BJIACTH U 4TO

O4eHb BaXHO - TpaXKJaHCKoro obinectBa. Heo6xoAWMbIM SBJsSETCS
NOBBbINIEHHE YPOBHSA OCBEJOMJIEHHOCTH O PpPeAKUX 3abo0JieBaHUSX,
CTUMYJINPOBaHUE COTPYAHUYECTBA U Npo0JPKEHHE pa3BUTHUA

KOHCTPYKTHUBHOTO MHTEPHAMOHAJIbHOTO napTHeEpCTBA  BO BCeX
HalpaBJIeHUAX NOMOLIMA MalUdeHTaM C peJAKUMMH 3a00JieBaHUAMHU, O0OMeHa
3HAaHUSIMU KaK BHYTpuU Poccuu, Tak U B mpefesiax MUPOBOrO COOOIECTBA.
HeobxoauMbl HOBble 3aKOHOAATeJIbHble M IMOJUTHYECKHEe WHUIMATUBBI, a
TaKXXe J0paboTKa HOPMATUBHO-NMPABOBOM 6a3bl B 00JIaCTH peJKUX
3a60J1eBaHU M.

MaTtepuanbl KoHpepeHLMHU OyAyT ONyOJHUKOBaHbl B  CIelUdaJbHOM
NPUJIOKEHUHU K MexayHapoaHoMy xxypHaly «RARE Journal», koTopbiii 6yzeT
nocBsinieH npoBefeHHOW KoHpepeHnuu [CORD 2013. [loayyuth 6oJsiee
noZjpobHy0 WHGOpPMalLMI0 O MHpollejlied KOHPepeHIMU, 03HAKOMHUThCH C
nporpaMMod U MaTepuajaMyd MOXHO Ha CcalTe KOHQepeHIHUHu:
www.icord2013.ru , www.icord.se. Takxxe Ha caliTax OyAyT pa3MelleHbl
dboTooTyeT O KOHPEpeHLUUHM U CCBLJIKM Ha BUJEO03ANUCU I[JIEHAPHbBIX
JIOKJIa/10B.
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Kondghepenyus ICORD 2014
Cnepyromas koHpepenuuss I[CORD mnpouaer B croauue HugepsiaHzaos
r.AMcrepzaam ocenbto 2014 roaa.

B nocinenHee BpeMsa B CTpaHax 3amnaJHou EBpoINbI MOSABUJIOCE
KOJINY€eCTBO MHULMATUB W IPOEKTOB, CBS3aHHBIX
3a00JIeBaHUAMHM, YCOELIHbIM ONBIT KOTOPBIX JOJIKEH O
MeX/JYHapOAHbIM COOOLIEeCTBOM, a He OBITb OrpZ
3amaZiHOo-eBponeickoro peruoHa. O6cyxze
KJIIOUEBBIM BOIIPOCOM B XOZie Ipe/CTOosILe

Kondgpepenyus ICORD 2015:
[IpoBeneHue ExxerogHou Ko
Mekcuke U CTaHeT M3
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pa3HBIX CTpa
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00CYyXKIeHUsA pas/Indui,
0 pelKUM 3a00JIeBaHUAM U3
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