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Mmoezeu

4 wiona 2010 ropga B CaHkT-leTepbypre 3aBepwmnmck V BocTtouHo-EBponenckas koHge-
peHuna no peaknm 3aboneBaHusM U «riekapcTBam-cupoTam» «Pedkue 3abonesaHusi 8 (ho-
Kyce rnepcoHanu3uposaHHol meduuyuHbi» u | Bcepoccuinckan koHdepeHumst No peakuMm 3a-
B6oneBaHNAM 1 peaKo NpUMEHAEMbIM MEANLIMHCKUM TEXHONOMMAM «/Jopoaa Xu3Hu».

MeponpuaTtus 6binn opraHndoBaHbl HaumoHanbHon Accouuaumen opraHmsaunin 605bHbIX
peokumn 3abonesaHmsmn «leHeTuka» (Poccus), Bonrapckon Accounaumen Copencraus
obpasoBaHnto N Hayke, bonrapckum HaumoHanbHbIM anbAHCOM NoAen ¢ peaknmmn 3abone-
BaHNAMM.

B KoHbepeHumax npuHanu ydactune bonee 450 yenosek u3 23 ctpaH: benapycu, benbrum,
Bonrapuun, Benukobputanun, N'epmanum, Npeunn, Npaka, Ncnanum, Utanun, HnoepnaHgos,
Hoson 3enanguu, lNonbww, MNopTyranuu, Poccun, PymbiHun, Cnosakuu, CLUA, YkpawvHbl,
OuHnangum, ®paHumm, Xopeatuu, Wesenuapun, Lseunn. Ha koHdepeHUmMn npucyTcTBoBa-
nn npeactasutenn 20 cybbektoB PP: Mocksbl, CaHkT-lleTepbypra, Amypckon, Bonrorpag-
ckon, Kemeposckon, JleHnHrpagckon, Mockosckon, MypmaHckon, NeHseHckon, PasaHckon,
Ceepanosckon, CmoneHckon, PoctoBckon, Tomckon obnacten, Antanckoro, KpacHogap-
ckoro n lNepmckoro kpaes, pecnybnuk bawwkopTocTtaH n TatapcTaH.

KoHthepeHunn npoxoaunu B HOBOM s Hawewn cTpaHbl popmate. OcoBeHHOCTbI0 Mepo-
NPUATUA SBUITOCb OOHOBPEMEHHOE y4acTue BCeX 3auHTEepPeCOBaHHbIX B PasBUTUW OAHHOMO
HanpaBneHna ctopoH. Cpean y4yacTHUKOB Obinv Bedyline yveHble — aKcnepTbl B obnactu
peaknx 6onesHen, npakTuyeckue Bpaydn, coumanbHble paboTHUKKW, npeacTtaBuTenu EBpo-
coto3a, Espokomuccum, EBponenckux anbsHcoB CEEGN (Central and Eastern European
Genetic Network) n EURORDIS, npoussogutenu gapmMaueBTU4eCKON NPoayKUUK, naumeH-
Tbl (6onee 60 4yenoBek), NpeacTaBUTENN HEKOMMEpPYECKUX N BnaroTBOPUTENbHBIX OpraHu-
3auum, nogu, KoTopbiM Hebe3pasnuyHo pas3BuTME 30paBOOXPaHEHUS B CBOW CTpaHe, KOTO-
pble HepaBHOAYLLUHbI K Npobremam 60MnbHbIX.

Bcero B xoge 3 nneHapHbIX 3acegaHni u 14 catennnTHbIX CMMNo3mMymoB 6bino caenaHo 179
[10KNaaos.



OTKpbIn KOHepeHuMio npobnemubin goknag npod. B.C.bapaHoBa (CaHkT-IMeTepbypr)
«[[eHOM 4enoBeka M NepcoHanM3MpoBaHHass MeauuMHA: BO3MOXHOCTM Hayku U OENCTBU-
TENbHOCTb».

[anee cnenoBanu BbICTYNNEHUS, MOCBALLEHHbIE (POPMMPOBAHUIO MONMUTUKM B 06Gnactu
34paBOOXPaHEHNS.

A.Volpato, coBeTHUK No 3apaBooxpaHeHuto aeneraunn EBpocotosa B PP, npeacrasmn o6-
30p M3MeHeHU B nonutuke EBpocotosa, kacarowmxcs peakmx 6onesHen.

K.Westermark, npeacenatens KomuteTa no pegkum mMeanuuHCKMM npogykram Esponencko-
ro megmuunHckoro areHtctea (Committee for Orphan Medical Products of the European Me-
dicines Agency — COMP EMA) pacckasana o 10-netHem onbiTe pabotsel COMP, npmHumnnax
ero AesiTenbHOCTU, KpUTEPUAX OTHECEHUS 3aboneBaHns K peaknum, a MeguuUHCKOro Npoayk-
Ta K ophaHHbIM, Mepax Mo CTUMYNMPOBAHMIO CO34aHus peakux npenapatos B EC, nx snus-
HUN Ha pa3BUTUE hapMaLEeBTUYECKOro pbiHKa M POCT KONMYEeCcTBa WHHOBALMOHHBLIX paspa-
B6OTOK, pasBUTUM COTPYAHUYECTBA MeXAY OpraHu3aunsmMu naumMeHToB, MeguUMHCKUMN Chne-
unanuctamm-uccriegoaTensamMmu, nNponsBoanTeENnsaMn apmMaueBTUYECKON MPOAYKUMN pery-
nupyrowmmmn opraHamu. C gesatenbHocTtbio COMP EMA MOXHO 03HaKOMUTbCS Ha cauTe:
ec.europa.eu/health/rare_diseases/policy/index_en.htm.

C.Berens, Hay4HbI COTPYOHWUK MO HanpaBreHuo «pepkune 6onesHn» OTaeneHna nccneno-
BaHMM B obractu meamuuHbl 1 obLLECTBEHHOIO 300poBbsA EBponenckon komuccun, npea-
CcTaBuna Aoknag, NocBsiLLEHHbIN 7-n pamoyHon nporpamme EC no uccnegoBaHusm u pas-
paboTke TexHonoruu, B kotopon ¢ 2007 r. peakne 6onesHn ABNATCS OAHUM U3 NPUOPUTET-
HbIX HanpaerneHun (ec.europa.eu/research/health; www.rdplatform.org).

R.Stefanov, gMpektop WMHPOPMALMOHHOIO LEHTpa Mo penkuMm OOMe3HAM U «rekapcTBam-
cupotam» bonrapckon accouuaumm cogencteus obpas3oBaHM0 M Hayke, NMPUBEN CpaBHU-
TenbHbIA aHanuM3 cuTyauuu ¢ pegkumm bonesHsmmn B cTpaHax EC. lNocnegoBaTtenbHOCTb
pas3BuTMA COObITUI MOXHO MPeACcTaBuTb CMEeAyloLWMM Opa3oM: MOSIBNEHNE WHULMATUBHBIX
rpynn NnauMeHToB C OTAENbHbIMU peaknmMm 60ne3HaIMn n nx poacTBEHHNKOB — obpasoBaHue
HaUWOHanbHbIX anbsHCOB NIOAEN C peakuMmn BonesHamMuM — nogaepkka npodeccrmoHanoB-
MeAMKOB — nogaepkka obuiectsa — nonutuyeckas nogaep)kka — MNpUHSATME HauuoHarb-
HOW nporpammbl no pegkum 6onesHsam. Coset EC 8 uona 2009 r. (2009/C 151/ 02) peko-
MeHgoBan Bcem ctpaHaMm EC npuHaTtb Ao koHua 2013 r. HauMoHanbHble NporpamMmbl U CTpa-
Termm B obnactu pegkmx 6onesHen. C 0gHON CTOPOHbI, TaKOW AOKYMEHT CBUAETENbCTBYET
06 oduumanbHOM NpU3HAHUN peakux BonesHen Kak NPMOPUTETHOINO HanpaBneHnsa 3apaBo-
OXpPaHeHUs1, C OPYron — SBMSETCH BblpaXeHNeM OOSITOCPOYHbIX HaMEPEeHUn npaBUTeNbLCTBA
OTHOCUTENBHO NoAEN C peakumm 6one3HsaMn B CTpaHe.

P.Tejada, meHegpxep no ceasam EURORDIS, pacckasana o gearenbHoctn EURORDIS —
EBponerickoro anbsiHca opraHM3aumi nauueHToB C peakumn 3abonesaHnamu. EURORDIS
Obin ocHoBaH B 1997 r. B HacToslee BpemMs ero uneHamu sensTcs 423 opraHuMsauum ms
43 cTtpaH. OCHOBHble chepbl AEATENBHOCTM OpraHn3aumn: 3awmra npas nNauMeHToB, npe-
AOoCTaBneHne UM MHgpopmMaummn n co3gaHune ceten (ropsune nMHUKM, NnporpamMmmbl nevebHoro
oTAbixa, cnyxbbl BpeMEHHOro yxopa), ydactne B QOPMMPOBAHUM MNONUTUKM B obBrnactu
34paBOOXPaHEHNA M coumarbHOW MOMOLLM, y4acTue B WCCIefoBaHUAX FeKapCTBEHHbIX
cpeactB M meToaoB neyveHnst C OeaTtenbHOCTbIO OpraHM3auum MOXHO O3HaKOMUTbCSA Ha
cavTte: www.eurordis.org.

Hoknag A.Olauson 6bin nocssaweH pabote EBponerickoro ¢oopyma naumeHToB — opraHusa-
uMn, BKMovawwen 45 eBponemckmx nauueHTCKMX opraHu3auum n npegcrasnswowen 150
MJITH. MAUMEHTOB C XpPOHUYECKMMN 3aboneBaHuaMn. 1o MHEHMIO AOKNagyuka, ABMNALWLErocs
npesngeHToB EBponenckoro popyma naumeHToB, HEOOX0OMM nepexon OT «MUCCreoBaHUN
Ha NauueHTax» K «MCCrneagoBaHUsM BMECTE C NauneHTamm». MNauneHTbl n opraHnsaumm na-
LUMEHTOB SBMISIKOTCA PaBHOMPABHbLIMU YYaCTHUKaAMU («pPaBHbIMW U yBaXXaeMbiMUK NapTHepa-
MU») MCCrefoBaHUn n paspaboTok B obnactu pegkmx 6onesHen. A.Olauson nogenuncs



nepBbIMW AOCTUrHYTBIMM B 3TOM HanpasreHun pesynbTatamu. [peanaraemblni nogxon no-
3BOSSIET CHU3UTb CTOMMOCTb U MOBbLICUTL 3PPEKTUBHOCTL UCCNEAOBaAHUMN.

W.Hughes-Wilson, akcnepT oT dapmauesTudeckon nugyctpum Komuterta akcneptoB EC B
obnactn peakmx 3abonesaHun (European Union Committee of Experts on Rare Diseases —
EUCERD) pacckasana o6 ycnewHoM COTpygHMYECTBE MeXOy OpraHu3aumsmMmu naunmeHToB,
Hay4YHbIMU W KINUHUYECKMMWN YYPEXOEHUAMM U MPOMBILLNIEHHOCTBIO B 06MacTn pelueHus
npobnem pegkux 6onesHen B pamkax EPPOSI (European Platform for Patients’ Organisa-
tions, Science and Industry). B CoBete gupektopos EPPOSI 8 npeacrasutenen opraHusa-
UM naumeHToB, 5 — npeacrasuTenen Hayku, 5 — npombiwneHHocTn. OgHa u3 6 Kn4veBbIX
nonuTuyeckmx pekomengaumn EPPOSI ocobo akTyanbHas cendac Ons Halen CTpaHbl:
«JleyeHne pegkmx 6onesHen JOIMKHO ONnayYnBaTbCs U3 CPEACTB rocygapcTBa, a He pernoHa,
oKkpyra unm 6onbHULbI, YTOObLI HE ABNATLCA BpemeHeM Anst Ne4ebHOro yupexaeHusi, B KOTO-
pOM CTaBAT AMAarHo3 W fnedvat nauueHToB C peakumu bonesHamu». C OeaTenbHOCTbio
EPPOSI MOXXHO O3HaKOMUTBLCA Ha canTe: Www.epposi.org.

E.Chantelot, ucnonnutensHbin anpektop Accoumauun “European Biopharmaceutical Enter-
prises” — EBE, npeacrasun Touky 3peHus papmaueBTnyeckoro busHeca — onbiT COTPYAHW-
yectBa B pamMkax Accouuauuu, BKNvawwen 63 6uodapmaueBTMYECKMe KOMMaHUK
(www.ebe-biopharma.org). CosgaHvue npenapaToB ANns NeYeHnsa pegkmx bonesHen mmeet
Ana dpapmaleBTUYEeCKUX KOMNaHn cTpaTterndyeckne puckn. MHorve ns npenapartoB SBASOT-
CH WHHOBALMOHHbLIMW, HE UMEIOT aHaroroB N NPUMEHSATCSA Bnepsble. He chopmmnpoBaHbl,
YeTKO He onpeferneHbl PbiHKM cObbiTa: 3a4acTylo Ha 3Tane pas3paboTKM HEBO3MOXHO TOYHO
YCTAHOBUTb YUCIO MaUMEHTOB, HYXOAKLWMXCA B Jfle4eHUU, OTCYTCTBYET MHPaCTPYKTypa,
HeobxogmMmas ans AMarHoCTUKKM (BbISIBIIEHUS NauUeHTOB) U MOHUTOPUHIa nevexus. o mHe-
Huto E.Chantelot, ycnex paspaboTku npenapaToB Ans nevyeHus peakux 6onesHen 3aBucCUT
OT 3(p(PeKTMBHOrO COTpyaHMYECTBA MALMEHTOB, MEAMUMHCKOM 0bLiecTBeHHOCTH, hapma-
LUeBTUYECKON MHAOYCTPUN, OPraHoB BNacTu U peryrnmpyroLmx opraHoB, OT aPPeKTUBHON KO-
opavHaumMm paboTbl Ha MeXxHauuoHanbHoM ypoBHe. 3a 10 neT, npowegwmx ¢ MOMeHTa
npuHaTua B EC 3akoHa, perynupylowero geaTenbHOCTb B obnactu pa3paboTkm opdaHHbIX
MeANLUUHCKUX NPOAYKTOB, KONUYECTBO paspeLLeHHbIX K MPUMEHEHUIO NpenapaToB BbIPOCHO
¢ 8 0o 63, 3apernctpmpoBaHbl 6onee 720 opdaHHbIX NpenapaTtoB, 6onee 15 TbiC. YaCTHLIX U
00LLEeCTBEHHbIX Hay4YHO-UCCeaoBaTENbCKNX NPOEKTOB, OKONO 2530 KIMHUYECKNX uccneno-
BaHUN.

F.Royo, BuLe-npe3naeHT komnaumm «[xensanm» (CLUA), oTBevarowmin 3a mexgyHapoaHble
CBA3N C OOLECTBEHHOCTbIO, paccka3an o6 onbiTe napTHepCcTBa rocygapcrBa M 4YacTHOrO
On3Heca B OTHOLWEHUN peaknx bonesHen. OCcHOBHblE NPObBNemMbl — 3TO HEQOCTATOK Chneuum-
dunyecknx MeToaoB NeyYeHns B BUAY HeENpuBreKaTenbHOCTU U HelenecoobpasHoCcTn 6ums-
Hec-MoAernen 1 CrnoXxHas u HegocTaTovyHO pa3paboTaHHas TakTMKa BeOeHMsl NauMeHTOB C
peaknmmn 6onesHsmn. OCHOBHbIE MYTWM UX PELLUEHUS — 3TO CO34aHWe 3aKoHOoAAaTEeNbHO per-
NaMEHTUPOBAHHOWN CUCTEMbI NMOOLUPEHWIA, HAaNPaBfEHHOMW Ha MOBbLILEHNE KONMM4ecTBa AOC-
TYMHbIX OpdaHHbIX NPenapaToB, N OpraHM3aLMOHHbIX NPOrpamMM, HanpaeBneHHbIX Ha CoBep-
LLIEHCTBOBAHNE TaKTUKW BEAEHUSA NaUMEHTOB C peakmmmu 6onesHamn. OCHOBHOM npeamer
ANsi NnapTHEPCTBa — 3TO pa3paboTka HOBbIX NpenapaToB 4SS NeYeHns peakux bonesHen nnm
pacLmnpeHne nokasaHni K NPUMEHEHUIO YXXe CYLLECTBYIOLNX NIEKAapPCTBEHHbIX CPEACTB.

OpHako gaxe ucnbiTaHHoro, 6esonacHoro 1 apdeKTUBHOrO MeToaa fieYeHus He AoCTaTou-
HO ONS Haunydlero U NPOoAOMKMTENbHOrO yxoda 3a nauveHtamu. Heobxogumbl conyTcT-
BYIOLLME KOMMOHEHTbI: PYKOBOACTBA MO NEYEHWU0, PErMcTpbl NauMeHTOB, CMPaBOYHUKK MO
AnarHocTuke, yaobHble AN NPUMEHEHUsI NekapcTBEeHHble hopMbl, MHOPMALIMOHHLIE cali-
Tbl B IHTEpHeTe, obLecTBa Ans NoaaepXXku naunueHToB U T.4.

CpeactBa aonsa nevexHus pegkux 6onesHemn orpaHnYeHbl N paccpefoTodeHbl. SddekTuBHOE
N paunoHanbHoOe MX UCNOSb30BaHME BO3MOXHO TOJIbKO MPU y4acTuM BCEX 3auHTEpecoBaH-
HbIX CTOPOH — OpraHoB rocygapCTBEHHOW BriacTu (34paBoOOXpaHeHUs], coumaribHON MOMOLLM,
NPOMBILLFIEHHOCTU N SKOHOMUKN), BUOMENLMHKUX YUpeXaeHU (KITMHUYECKUX U nccneposa-
TenbCcKkunx), buodapmaLeBTMHECKON NPOMbILLNIEHHOCTN U OpraHM3aumin NaunueHToB.



Ha BTOpOM nneHapHoOM 3acefaHuy BedyluMe eBpornenckne crneunanucTbl NOAENUINCL CBO-
UM onbITOM paboTbl B cdhepe peakmx 6onesHen.

S.Ayme, OMpeKTop No HayyHown paboTe PpaHLy3CKOro MHCTUTYTa UCCneaoBaHUM 340POBbS
n meamumHbl (Institut National de la Santé et de la Recherche Médicale — INSERM), ncnon-
HUTenNbHbIN aupektop Orphanet, npeacenaTens paboyen rpynnbl No pegkum 6onesHsm EB-
ponencKon Kommceun, npeaceaaTenb KOHCYNbTaTUBHOW rpynnbl No peakum 6onesHsm BOS,
pacckasarna o (ppaHuy3cknx JocTmxeHusx. PpaHums B HacTosee BpeMs SBNSeTCsa OQHUM
13 NUOEepoB pas3BUTUA JAHHOrO HarnpasfeHus B Mupe. JTO nepBasi eBporenckasa cTpaHa, B
koTopon B 2004 r. Obina NpUHATa HauMoHarnbHasa nporpamMmmMa no peakum 6onesHsaM, paccym-
TaHHasa Ha 5 neT ¢ 6rogxkeTom 100 MnH eBpo.

S. van Weely, Hay4HbIN COTPYAHUK ["ONNaHLCKOro KOOPANHALMOHHOIO KOMUTETA NO «fekap-
ctBam-cupotam» (Dutch Steering Committee on Orphan Drugs), coobwwmna 06 ocobeHHo-
CTaAX peweHnsa npobnem GonbHbIX peaknmn 3aboneBaHnsamn B HngepnaHgax. Bes paboTa
KypupyeTca [onnaHACKUM KOOPAWHAUMOHHBIM KOMUTETOM MO «feKapCcTBaM-CMpoTam», C
0eATeNbHOCTbIO KOTOPOro MOXHO O3HaKOMUTbCA Ha cante: www.orphandrugs.nl. B cocTas
KomuTteTa BXoOAT npeacrtaBuMTeny accounauvin naumeHToB, MEAUUMHCKUX YHUBEPCUTETOB,
KNUHUYecknn bapmakornor, npeacraButenu onnaHO4CcKoro Komuteta no OLEHKe nekapcT-
BeHHbIX cpeacts, CoBeTa No MeaguLMHCKOMY CTpaxoBaHwuio, MeanumHCKOM CTpaxoBOW KOM-
naHuu, npeacraBuTenn accouvauun npoussoauTenen apmaueBTU4YeCKon NPoAyKUNK, Ha-
6nogatenn oT MuHUCTEpCTBa 3a4paBooOXpaHeHns n EBponenckoro MeanumnHCKOro areHTCTBa.
KomuteT paboTaeT ¢ MmeanumnHckumm akcneptamm (ux 6onee 500) 1 roToBUT pekomeHaauum
ana MuHucTpa 3gpaBooxpaHeHums.

D.Taruscio, gMpektop NTanbsHCKOro HauMoOHaNbHOrO LEeHTpa no peakum OonesHsM, pyko-
BoauTenb MTanbsaHCKOro HauMoHanbHOro perucTpa peakux 6onesHen, nogenunnach onbITOM
cBoen paboTbl. B UTannun KoopavHMpyOLWMM opraHoM aBndeTcs MTanbsaHCKMIA HaunoHarnb-
HbIN LEHTP No peakMm 60onesHsiM, ero MUCCUS 3aKrovaeTcs B NPOBEAEHUM UCCeaoBaHUN,
KOHCaNTuHre, pa3paboTke JOKYMEHTOB, KacaloLmxcs peakux 6onesHemn n «nekapcTa-cupoT»
ANa ynyyvweHna npodunakTukn, HabnoaeHus 1 nevyeHns nauueHToB ¢ 3TuMmn 3abonesa-
HUAMM.

D.Taruscio siBnsietcs koopamHatopom npoekta EUROPLAN — npoekta Komuccun EC, Ha-
NpaBfeHHOro Ha pasBUTUE HaUWOHalnbHbIX MNMAHOB MO peakum OonesHsaM B eBpOnemnckux
cTpaHax (www.europlanproject.eu).

E.Jessop, MeauuMHCKUMA COBETHUK HauuoHaribHOM KOHCYSbTaTUBHOW 3KCMEPTHOM rpynnbl
Benukobputanum (National Commissioning Group), n3noxun B3rnsg Ha npobnemy B Benu-
kobputaHmm. Ocoboe BHUMaAHWE OH yOenun MOHUTOPUHIY KavyecTBa BblCOKOCMELNanmM3npo-
BaHHbIX MEAULMHCKNX YCIYT Ha NpuMepe naunmeHToB C peakumMmn 6onesHsaMmu.

TpeTbe nneHapHoe 3acefaHue Obino NOCBALWEHO MeOUMUMHCKMM acnektam npobnembl pen-
knx 6onesHen. MNMpod. MN.A.Bopobbes (Mocksa) npegcrasun onblT paboTbl [podeccrnoHans-
HOW cny0bl N0 peakum 3aboneBaHnam PopmynspHoro kommuteta PAMH. G.Loeber, pyko-
BoAuUTENb nabopaTopun NMHMEKUMOHHBLIX 3aboneBaHuM U NepuHaTanbHOrO0 CKpUHWHra Ha-
LMOHANbHOro MHCTUTYTa OOLEeCTBEHHOrO 340POBbS M OKpyXatowen cpenbl (Huaepnangpl),
pacckasarn 0 BO3MOXHOCTSIX HeOHaTasfbHOro CKpUHWHra And npefoTtspalleHuss pegkmx 6o-
nesHen. [lpodp. A.B.MNonskos, 3aeepytowmn nadopatopuen [OHK-gmnarHoctukn Mepguko-
reHeTnyeckoro Hay4Horo ueHtpa PAMH (Mockea), caenan goknag o npuHumnax n BO3MOXHO-
cTax coBpemeHHon HK-gnarHoctukm HacneactBeHHbIx 6onesden. J1.A Jinswny ns NHctutyta
MOSEKYNSpHOM Buonorum n reHeTnkn HaumoHanbHon akagemumn Hayk YkpauHbl (Kues, Yk-
paunHa) coobwmna o AHK-gmuarHoctmke pegkux HacneacTBeHHbIX 6onesHen B YKkpanHe.

Hoknaa npod. A.Tylki-Szymanska, pykoBoautens otaeneHus metabonunyecknx 6onesHen
HaumoHanbHoro nHctutyTa 3gopoBbs geten (Monbwa) 6bin NOCBALWEH ANArHOCTUKE MeTa-
bonuuecknx 6onesHen. O.B.BacunbeBa pacckasana o npuHUMnax AWarHoCTUKN U NieYeHns
peaknx HacnencTBeHHbIX 60nes3Hen B YKPaMHCKOM UHCTUTYTE KITMHUYECKOW reHeTuKM Xapb-
KOBCKOro HauuoHanbHOro meguumHckoro yHmsepcuteta (YkpauHa). Npod. H.A.Benosa, py-



KoBOAUTENb NegMaTpuYecKkoro otaeneHna AMepruKkaHCcKoro meamumnHekoro LeHtpa (Mocksa)
nogenunack onbiToM paboTbl MEXANCUUNNHAPHOW rPynnbl MO NIEYEHUIO AeTeN C HeCoBep-
LWeHHbIM ocTeoreHesoM. [Npod. J1.[N.HazapeHko npeacrasuna Joknag o AnarHocTuke n neye-
HUM peakux 3aboneBaHun B 'eHeTnyeckon knuHuke HU MeguumHckon reHeTnkn TomMcKoro
Hay4Horo ueHTpa Cubupckoro otaeneHna PAMH (Tomck).

B pamkax koHdepeHuumn 6bin npoedeH |l mexayHapoaHbIi CMMNO3MYM MO ANArHOCTUKE U
neyeHunto TmpoanHemun 1-ro Tmna (14 poknagos). Coctosnca nepsbii B Poccnn MexayHapog-
HbIA KPYrMbI CTON OpraHusauuin naumeHToB, paboTawwmx B chepe penkux GonesHen. B
HeM NpUHANK yyactue npegctasutenu 20 opraHmsaumm nauneHToB u3 benbrum, bonrapuu,
Bennkobputanuu, Huaepnangos, Hoson 3enaHaun, Monbwn, Poccuun, PuHNaHomm.

CekumnoHHble 3acefaHust 6binn nocesweHbl peakum 6onesHsam Kposu (24 poknapga), nep-
BMYHBbIM MMMyHoaedmuntam (14 goknagos), pegkum onyxonam (13 goknagos), peakum 6o-
Ne3HAM SHAOKPWUHHON cuctembl (11 goknagoB) M HapyweHnam obmeHa BewecTB (29 aokna-
00B), peaknm 6ones3HaAM opraHoB AbixaHua (8 gooknagos), peaknum 6onesHamM coeguHuTenNb-
HOW TKaHu (4 goknaga), peakum 6onesHamMm cucTemMbl nNuweBapeHus (6 AOKNaaoB), peakum
BGonesHam HepBHOW cucteMbl (9 JoknagoB), BonpocaMm peabunuraumm naumMeHToB C penKu-
Mu 6onesHamu (7 oknagos).

MTorom koHgepeHUnn ABUNOCh NPUHATUE PE30NIOLMN.



