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KonoHka pesaktopa

YBaxxaemble ymntatenu,

B 2012 ropy EBponenckon opraHmzauunm no pegkum 3abonesaHmam EURORDIS
ncnonHsaetrca 15 net. Haww pagbl MOCTOAHHO pPacTyT, U CEroAHa B Haly
opraHmsauunto BxogAatr noutn 500 uneHoB u3 46 cTpaH, npeAacTaBaaroLLmne
NHTepecbl NaumeHToB ¢ H6onee yem 4000 peakux 3aboneBaHu. ITO MO3BOASET
HaM C MOJIHbIM OCHOBAHWEM YTBEPXAaTb, YTO Mbl YCMELIHO PeLmnan n3HayanbHo
NOCTaBNEHHYO Mepes cobow 3agadvy. Ham yaanocb co3gaTtbh obuieeBponenckoe
coobLlecTBo, 0bbeanHMBLLEE TPYMMbl NALMEHTOB C peakMMK 3aboneBaHUAMUN U
Nozien, KoTopble OTCTamBatoT UX MHTepecbl. Mbl cTann ronocom 30 MUANMOHOB
6O/bHBIX pefkMMKU 3ab0NEBaHUAMM, XMUBYLLMX MPAKTUUYECKM BO BCEX CTpaHax

EBponbl.

Ha cerogHsawHMM AeHb B Halwe coobulecTBO BXOAAT 28 HaALMOHaNbHbIX COHO30B,
35 eBponenckux deaepaumt n 700 accoumMaTMBHBIX UYNEHOB, OOBEAMHAROLLMX

®PuHaHCMpoBaHMe HacTosilen nybnukauun (OeATenbHOCTM) OCYyLLeCTBMSeTCS B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
My6nukyemble MaTepuarnbl OTpaxalT WCKIIOYUTENBHO TOYKY 3pEHUst aBTopa.
CroHCcopbl HEe HecyT OTBETCTBEHHOCTM 3a WCMOMb30BaHWE COoAepXallencs B HuX
nHdopmaummn. EURORDIS BbipaxaeT 6narogapHoCTb CMOHCOpPaM  PYCCKOA3bIYHOW
BEpcuM calTa 1 3NeKTPOHHOro MHgopmMaumoHHoro GionneteHss EURORDIS:
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1200 nauyueHTCKMX opraHmsaumm m3 Bcex 48 eBponenckux cTpaH. B ocHoBse
AeATeNbHOCT  Hawero  coobuwectBa fexaTr pasfensemble  BCEMUM  ero
yyacTHMKaMn  obuime  LeHHOCTM: MaKCMMasbHOe  paclnpeHne npasB W
BO3MOXHOCTEM MauMEeHTOB, OTKPbITOCTb M AOCTYMHOCTb MHdOopMaumu, obmeH
OMbITOM, B3aMMHaa NOAJAEP>KKa, CO34aHune YCIO0BUM AN B3aUMOLENCTBUA MeXAY
NPeACTaBUTENAMN  UHTEPECOB  MaUMeHTOB W MOBbIWEHUA  YPOBHA  UX
KOMMETEHLUMY, a Takxke aKTUBHbIM cbop wHbOpMaLMKM, CNOCOBCTBYHOLLEN

peanun3aunmn Hallen NpPorpaMmel.

3a npowegwuve 15 netT Ham yAanoCb pewunTb LeAbl paj 3ajay: co3jatb
NErUTVMHYRO W 3aCNy>KMBAMOLWLYHD  JOBEpUs  OpraHu3auuio, BblpaxkatoLlyto
MHTEpecbl MauMeHTOB, pa3paboTaTb KOHLUEeNuuo peakux 3aboneBaHun wu
Aobutbca ee odUUMANBHOTO MNPW3HAHWMSA B KayecTBe WHCTPYMEeHTa Af4
dopMMpOBaHUA U MPOBEAEHUA TOCYAAapPCTBEHHOW MOAUTUKM B obnactu
3apaBooxpaHeHns. Kpome Toro, 6narofgapsa HalMM COBMECTHbIM  YCUAUAM,
CerogHa wuccnegoBaHma B ob6nacTm peakmx 3aboneBaHWN BXOAAT B UMUCNO
MPUOPUTETHBIX HayUHbIX HampaBAeHWI, a Mepbl, HanpaBJeHHble Ha OKa3aHue
MOMOLLM MNaLMeHTaM C peaknuMu 3aboneBaHMAMK, HaXOAAT AONXKHOE OTpaxeHue
Npv pa3paboTtke rocyAapCTBEHHON MOAUTMKM B OBNacTV 34paBOOXPaHeHUs, Kak

B CTpaHax EBpocoro3a, Tak v 3a ero npegenamu.

3a 3 15 ner O6bM  NPUHATBL 5  BaXHbIX 3aKOHOAATENbHbIX aAKTOB,
npeaycMaTpuBatOWMX MNPUHATUE Mep, MNPW3BaHHbLIX 0b6ecneunTb MoBbILEHWE
NPOAOMKUTENBHOCTM U yAy4ylleHME KayecTBa >XM3HWM MaALMEHTOB C pPeaKMMMU
3aboneBaHmaAMM. B ux umcno Bxogat pernameHtel EC 06  opdaHHbIX
MEeAVLIMHCKMX npenapaTtax, 06 WCNOAb30BaHUN /IEKAPCTBEHHbIX CPEACTB B
neanaTpum u O MNPUMEHEHUN COBPEMEHHbIX METOAOB JIeYeHWNs; 3asB/ieHune

EBpOKOMI/ICCVII/I no Mepam B obnactm peakmnx 3a6oneBaH|/||7|; pekoMeHdaunm

duHaHCMpoBaHME HacTosilen nybnukauum (4esTenbHOCTM) OCYLLEeCTBMSIETCA B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
My6nukyemble MaTepuarnbl OTpaxalT WCKIIOYUTENBHO TOYKY 3pEHUst aBTopa.
CnoHCOpbl He HecyT OTBETCTBEHHOCTU 3a MCMONb30BaHWE COAepKallencs B HUX
nHdpopmauun. EURORDIS BbipaxaeT 6rnarogapHOCTb CMOHCOPaM  PYCCKOSA3bIMHOM
BEpCUK caiTa 1 NeKTPOHHOro nHdopmaumoHHoro GronneteHss EURORDIS:
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EBponenckoro CoBeTa 0O pa3paboTke HaUMOHaNbHbIX MAAHOB MO PEAKUM
3aboneBaHun BCcemMu rocygapcrBammn-uneHamm EC  wn pgupektmBa EC o
TPaHCITPaHNYHOM MEeAMLIMHCKOM obcayxunsaHum mn obecneyeHnn MoOBUIBHOCTU

NaLneHTOoB.

B 2012 roay EURORDIS xo4yeT NogHATb 3TWU AOCTUXEHWA Ha HOBbIN YpPOBEHb. 29
deBpans Mbl B NATbIN pa3 npoBejeM MexayHapoaHbIN AeHb OONbHbIX PefKUMU
3aboneBaHuAMK. Kpome TOro, Mbl 3anJaHMPOBaAM MNPOBEAEHME LEeNoro psja
3HaKOBbIX Meponpuatuin B bproccene. KynbmuHaumen ctaHet ObleeBponenckas
KoHbepeHUMs no peakmm 3aboneBaHmam U opdaHHbIM npenapatam (ECRD
2012), kotopasa coctoutca 23-25 maa B bproccene n npongetr B HOBOM popmare.
Ha Hen mbl noaBeaem utorn Hawewn 15-neTHen paboTbl M HAMETUM JafbHeNLne

lwarv No OCyLeCTBNEHMNIO Hallen CTpaTernyeckom nporpammel.

NaHH Jle Kam /Yann Le Cam

[naBHbIN ncnonHutenbHbi gnpektop EURORDIS

duHaHCMpoBaHME HacTosilen nybnukauum (4esTenbHOCTM) OCYLLEeCTBMSIETCA B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
My6nukyemble MaTepuarnbl OTpaxalT WCKIIOYUTENBHO TOYKY 3pEHUst aBTopa.
CnoHCOpbl He HecyT OTBETCTBEHHOCTU 3a MCMONb30BaHWE COAepKallencs B HUX
nHdpopmauun. EURORDIS BbipaxaeT 6rnarogapHOCTb CMOHCOPaM  PYCCKOSA3bIMHOM
BEpCUK caiTa 1 NeKTPOHHOro nHdopmaumoHHoro GronneteHss EURORDIS:
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CraTtbu

OOoy4yarme nporpamvil EURORDIS Ansa npeactaBuTenen
NnaumeHToB:

PacumpeHne BO3MOXHOCTEWN MNaUMEHTOB; NOOyXaeHne K
NencT BUIO

Ha camte EURORDIS nosBuaucb  HOBble  obyyatowive  MporpamMmbl,
pacwmpAroLLMe BO3MOXHOCTM MaLMeHTOB MO 3allimMTe CBOUX MHTEpecoB. Tenepb
ANA TOro, 4tobbl pas3obpaTbCA B TOHKOCTAX Mpouecca pa3paboTkm fekapcTs

AOCTAaTOYHO WENKHYTb MO CCblJKe...

MNpoponxaetcs peanusauns npoekTa EURORDIS, NO3BOJIAOLLErO
npeAcTaBUTENsaIM  MauMeHTOB  npuobpeTaTb  3HaHWA, HeobxoAuMble  Ans
OCYLLECTBNEHMA KOHTPO/A 3a MNpOBeAeHVNeM MeAULMHCKUX WUCCNeA0BaHUN B
KayecTBe OAHOM M3 MOJHOMpPAaBHbIX 3aWMHTEPEeCOBaHHbIX CTOPOH. HegaBHO Gbina

3anyuieHa HoBas cepusi  obyyarolwmx nporpaMmM, AOCTyn K KOTOPbIM

npegoctaBasetrca 6ecnnatHo Ha cante EURORDIS (www.eurordis.org/training-

resources).

MNpepnaraemble  nporpaMmbl  NpeAHa3sHadeHbl ANA  paclMPEeHna  3HaHWUW
NaLUMeHTOB C peakMMu 3aboneBaHMAMU U WX MpPeAcTaBUTENen B CAeAyHOLLNX
obnacTax:

* [lpoBegeHne KNMHNYECKUX UCMbITaHNM

* Pa3paboTka HOBbIX JIeKapCTBEHHbIX MpenapaToB

* HopMmaTMBHO-MpaBOBble acnekTbl pPa3paboTky eKapCTBEHHbIX CPeACTB B

ctpaHax EC

YHUKanbHbIN obyyatownim Kommnaekc 6bin co3aaH cneumnanmctamu, UMeoLWnmMm

®PuHaHCMpoBaHMe HacTosilen nybnukauun (OeATenbHOCTM) OCYyLLeCTBMSeTCS B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
Mybnukyemble MaTepuanbl OTpaxaloT UCKIYUTENBHO TOYKY 3peHus aBTopa.
CroHCcopbl HEe HecyT OTBETCTBEHHOCTM 3a WCMOMb30BaHWE COoAepXallencs B HuX
nHdpopmauun. EURORDIS BbipaxaeT 6rnarogapHOCTb CMOHCOPaM  PYCCKOSA3bIMHOM
BEpcuM calTa 1 3NeKTPOHHOro MHgopmMaumoHHoro GionneteHss EURORDIS:
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6onbWwoOn onbIT paboTel B JaHHOWM ob6nacT, cheuuanbHO AN MNauWeHTOB C
peakuMu  3aboseBaHUAMU U3 eBPOMENCKUX CTpaH W UX npeacTaBuTenen.
CobpaHHble B HeM MaTepuanbl MO3BONAOT COCTaBUTbL Hambosiee MNOAHYHO
KapTMHY npouecca pa3paboTky nekapcTB, HayvHas C 3Tana npoBejAeHus
KINHUYECKNX WCMbITAaHUA W 3aKaH4mBas nNpoueaypown peructpaumm npenapara.
«JTa nogbopka faeT npeacTaBuTeNAM NALMEHTOB BO3MOXHOCTb PacLUVMpPUTb
CBOW 3HaHMA A0 YPOBHSA, MO3BOJIAOLWErO MM BbICTyNnaTb B POJM 3KCMNEPTOB B
npouecce pa3paboTkKm HOPMATMBHO-MPABOBbLIX WHCTPYMEHTOB, PEryavpyroLLnX
BOMPOCHI, CBfi3aHHble C WX KOHKPeTHbIM 3aboneBaHveM. Kpome TOro, oHa
noMoraetr UM A06VBaATbCA  MCNOABL30BAaHUA  3TUX  WHCTPYMEHTOB  Mpw
OCYLLECTB/IEHUMN KOHTPO/IA 3@ CO3JaHMEM HOBbIX JIEKAPCTBEHHbLIX CPEeACTB, a
Takoke A4 3alnTbl CBOMX MHTEPECOB”, — roBopuT goktop Mapusa Mapsuc (Maria

Mavris), npeactasaatowas EURORDIS.

B nogapaszene C(Clinical Research (KnuHuyeckne wccneposaHus) npeacTaBiaeHbl

BMAEO-MPe3eHTaLMK, pacckasbiBarOWMe O pPasAuYHbIX acrhekTax KAMHUYEeCKMX
MCNbITaHWIK, BKAKOYaA OCHOBHble MONOXEHMA AO0Ka3aTe/bHOW MeAULMHBI,
MCNONb3yeMble METOAMKN W CTaTUCTUYeCKMe MeTOAbl, a TakXKe 3Tuyeckue
NPUHLNMNbI NPOBEAEHNA KIAVHUYECKUX UCMbITaHUA. Bbl Takxke cMOXeTe y3HaTb O
TOM, Kak pa3pabaTtbiBatOTCA NeKapCTBa, MPUMEHSAEMble AN NEeUYEHUs KpanHe
MafiblX rpynn MaumMeHTOB, W O MOPSAAKE NMLEH3NPOBAHUSA HOBbIX JE€KAPCTBEHHbIX

CpeacTs.

B noppa3gene European Medicines Agency (EBponenckoe meauumHCKoe

areHTCTBO) NpeACTaB/eHbl BUAEO-Npe3eHTaumm, garowme obliee npeacraBieHne
0 3ajavax, CTpyKType n geatenbHoctn EMA, a Takke 06BACHANOWME pa3anyHble
HOPMaTMBHO-MpPaBOBble acnekTbl Pa3paboTkM HOBbIX JekapcTB. Bbl y3HaeTe o

paboTe pasAnuHbIX HayuHbliX KomuTeToB EMA 1 nonyumute noapobHyro

duHaHCMpoBaHME HacTosilen nybnukauum (4esTenbHOCTM) OCYLLEeCTBMSIETCA B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
My6nukyemble MaTepuarnbl OTpaxalT WCKIIOYUTENBHO TOYKY 3pEHUst aBTopa.
CnoHCOpbl He HecyT OTBETCTBEHHOCTU 3a MCMONb30BaHWE COAepKallencs B HUX
nHdpopmauun. EURORDIS BbipaxaeT 6rnarogapHOCTb CMOHCOPaM  PYCCKOSA3bIMHOM
BEpCUK caiTa 1 NeKTPOHHOro nHdopmaumoHHoro GronneteHss EURORDIS:
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MHPopMaumo 06 ydacTum npeacTtaBuTener naumeHToB B pabote Komwuteta no
opdaHHbIM npenapaTam, Komuteta no negmatpum n Kommuteta no COBPEMEHHbIM

MeTOo4aM JieHeHnA.

B nogpa3gene Health Technology Assessment (OueHka MeANLMHCKUX TEXHONOMNI)

npeanaraeTcs BBOAHbIN KypC Mo opdaHHbIM npenapatam. 3HayanbHO OH Obin
npeAHasHayeH Ans 3alMLIaloWMX UHTEepechl MNauneHTOB JinL, KOTopble YyXe
OKOHUMAN KPATKOCPOUHbIN KypCc obyuyeHna B JletHem wkone EURORDIS wu
XenarT nonyuntb 6onee rnybokme 3HaHMA O XXM3HEHHOM LMKAe MeANLMHCKUX
npenapatoB Nociae WUX perncrpaumm n Aorycka Ha pbIHOK. 34eCb Bbl CMOXeTe
y3HaTb O MexaHu3Max GQOPMMPOBaHUA LeH U cybcnamn Ha pa3paboTky,

MPOW3BOACTBO M MPUMeHeHWe opdaHHbIX NPenapaTos.

Obyuatowme nporpaMmbl ABASKOTCA HEOTHLEMEMOM YacTblo Yy4yebHOro mnJaHa

EURORDIS Summer School (JletTHen wkonsl EURORDIS), B pamkax kotopown Ans

VL, NpPeACTaBAAOLWMX MHTepecbl NauMeHToB C  peakMMu  3aboneBaHunamu,
OPraHu3yrTCA rPynnoBble CEMUHAPbl MO BOMPOCaM KANHUYECKNX UCCAeA0BaHNN
M pa3paboTKMm HOBbIX MeANLMHCKMX npenapatos. B pabote LWkonbl npuHuMaroT
yyactme J/OANW, KOTOpble Ha €eBPOMNEMCKOM YPOBHE 3aliyMLLIatOT  WMHTepechl
60bHbIX peakumun 3aboneBaHMAMM Ha BCeX 3Tanax pa3paboTku, cepTudukaumnm
W MPpUMEHeHUA OpdaHHbIX U NeavaTpuyeckmx MpenapaTtoB M COBPEMEHHbIX
METOAMK JleYeHusa, W MpunararoT 3HauUTeNbHble YCUAWA, ANS TOrO  4YTOObI
MHPOpPMaLMA O HOBbIX NeKapCTBax M caMu npenapatbl CTaan AOCTYMHbIMU AAS
nauveHToB. JleTHAs LWKOAa, YCMEeWHO co4yeTarowas rpynnoBble 3aHATUA C
CaMOMOAroToBKOM Ha 6ase nporpamm Aaa  AUCTaHUMOHHOTO  0byueHus,
npeanaraet UM 3POEKTMBHYHO NporpamMMy AN MOBbIWEHUA UX KOMMNETEHLUUN B
3TON 0bnactn. BuaeodumnbMbl N OHNANH 3aHATUSA NO3BOAAKOT yYacTHMKaM LUkonbl

NnOBTOPUTb I'IpOVI,D,eHHbII;I Ha CEMMHapax MaTtepnan. O,CI,HOBpeMeHHO OHW [AaloT

duHaHCMpoBaHME HacTosilen nybnukauum (4esTenbHOCTM) OCYLLEeCTBMSIETCA B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
My6nukyemble MaTepuarnbl OTpaxalT WCKIIOYUTENBHO TOYKY 3pEHUst aBTopa.
CnoHCOpbl He HecyT OTBETCTBEHHOCTU 3a MCMONb30BaHWE COAepKallencs B HUX
nHdpopmauun. EURORDIS BbipaxaeT 6rnarogapHOCTb CMOHCOPaM  PYCCKOSA3bIMHOM
BEpCUK caiTa 1 NeKTPOHHOro nHdopmaumoHHoro GronneteHss EURORDIS:
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BO3MOXHOCTb BCEM JnUaM, MNpeactaBAAOWMM UNHTEPECHI 6OJ'IbeIX, NONYy4YnUTb

NOAPOBHYH MHOOPMALIMIO MO UHTEPECYHOLLUM KX BOMPOCaM.

Kpome Toro, B pasgene «ObyyeHre» MOXHO HaWTU AOMOJHUTENbHYHO
nHGoOpMaLMIO O creumanncTax, Kotopble B CBOe CBOHOAHOE BpeMs MPOBOAAT

npe3eHTauum (Summer School Faculty or Trainers/[IpenosaBaTesiu ieTHEN MIKOJIBI) W

CMnCOK Jinyg, npeacrtaBiAOWLNMX MHTEpeCbl MauyMeHTOB, KOTOPbIE Y>KE MpPOoLIn

Kypc obyueHus B JleTHen wkone EURORDIS (Summer School Alumni/BbinycKHUKH

JleTHe# mikosibl). Mbl HageeMcs, UYTo 3Ta MHPOPMALIMA NMOMOXET BaM YCTaHOBUTb

none3Hble KOHTAaKThbl.

B otaenbHOM nogpasgene AVMCTaHLMOHHOTO/31eKTPOHHOro oby4yeHusa cobpaHbl
obyuaroline nporpamMmbl, OCBeLLatoLLMe OCHOBHblE BOMPOCHI Pa3paboTky HOBbIX
NeKapCTBEHHbIX MpenapaToB M MPOBeAEHUA KAMHUYECKMX NUCnbiTaHn. OHK Bbian
cneumanbHo noarotosaeHbl EURORDIS n INSERM (PpaHLuy3cknmM HauMOHaAbHbIM
nccnefoBaTeNlbCKUM MHCTUTYTOM, 3aHUMAarOLWMMCA nccnesoBaHnamMm B obnactu
MeAVLMHBI) ANA AvL, NPeACTaBAAIOWMNX UHTepeChl MauMeHToB. ITu obyuatowme
NporpamMmMbl MOXHO MCMONb30BaTb Kak ANA MOMOJHEHUA 3HAHWW BbIMYCKHUKOB
JlleTHen wkonbl, Tak M Ana obyyeHMA YYaCTHUMKOB OpraHmsauui naumeHTOB,
ABNAOLLIMXCA KONINEKTUBHbIMU YjeHaMU EURORDIS. [Mporpammbl,
npeAcTaBNeHHble B 3TOM Mojpa3jene, MNo3BOAAT 3PPEKTUBHO MPOBOAUTL
OLleHKY 3HaHWW A0 W/Uan nocse 3aseplleHnsa Kypca JleTHen LwKoAbl 1 cayxaT
NpeKpacHbIM JOMOJHEHNEM K BUAeO-Npe3eHTaumam. Kpome TOro, mx MOXHO
MCNONb30BaTb B KayecTBe OCHOBbI MpW pa3paboTke COBCTBEHHbIX MpPOrpamMm

obyueHuns.

Mporpamma ans AUCTAHUMOHHOIO/3N1EKTPOHHOIO OOyYeHMs COCTOUT U3 Tpex
MOZAyNen:

duHaHCMpoBaHME HacTosilen nybnukauum (4esTenbHOCTM) OCYLLEeCTBMSIETCA B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
My6nukyemble MaTepuarnbl OTpaxalT WCKIIOYUTENBHO TOYKY 3pEHUst aBTopa.
CnoHCOpbl He HecyT OTBETCTBEHHOCTU 3a MCMONb30BaHWE COAepKallencs B HUX
nHdpopmauun. EURORDIS BbipaxaeT 6rnarogapHOCTb CMOHCOPaM  PYCCKOSA3bIMHOM
BEpCUK caiTa 1 NeKTPOHHOro nHdopmaumoHHoro GronneteHss EURORDIS:
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MeTtogonorus
STnyeckme acnekTbl

CraTtuctuka

Kaxabln Moaynb ob6beaMHAET HECKO/NbKO TeM, HanpuMmep: KOHTPOAMpyemMoe
KNMHWYEeCKOe  WCMbITaHWe,  paHAOMW3auMA,  KPUTEPUM  BKIKOYEHUS  ©

MHGOPMMPOBAHHOE COornacue.

[ANna v3yyeHns KaxAou TeMbl NpeanararoTCA pasHble MeTOAbl, OCHOBaHHble Ha

MNATU Pa3/IMYHbIX Noaxoax:

Knaccnuecknn ypok: TeoOpeTnyeckn Noaxos

PaccMoTpeHne KOHKPETHbIX Cly4vaeB: NpakTUYecknin NoAXOL
N3yueHne gokyMeHTOB: bubanorpadpunyecknin NOAXos
BnkTopuHa: copeBHOBaTENbHbIN MOAXOA

I/I3yt4eH|/|e OoTAEeNbHbIX TEPMNHOB! CEMaHTUYeCKnmn noaxoa

Ecav Bbl BbibepeTe MeTO4, OCHOBaHHbIM Ha CEMAHTUYECKOM MOAXOA4e, TO BaM
byaeT npeanoxeH rnoccapuin, Bkarovarowmn 400 Hanbonee ynoTpedbuTENbHbIX
TEPMUHOB M3 061aCcTn pa3paboTkm NeKapCTBEHHbIX MpernapaTtoB M MNPOBeAEeHUs
KAMHUYECKUX WUCNbITaHUW. 3arpy3mtb KOMWUKO Fnoccapus AnA UCNONb30BaHMA Ha

CBOEM KOMMbOTEPE MOXHO MO CCbljike http://summerschool.eurordis.org.

MNpoBegeHne JleTHem wWKoAbl M pa3paboTka nporpaMm ANf ANCTaHLMOHHOTO
obyueHns ctaanm BO3MOXHbIMU bnarogapa noaaepxke EBponenckon Kommccuw,
VicnonnutenbHoro areHtctea EC no Bomnpocam 34paBOOXpPaHeHuAa W 3aliuThbl

npaB noTpebutenen, opraHnsatopoB TenemapadoHa AFM (PpaHuy3sckon

duHaHCMpoBaHME HacTosilen nybnukauum (4esTenbHOCTM) OCYLLEeCTBMSIETCA B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
My6nukyemble MaTepuarnbl OTpaxalT WCKIIOYUTENBHO TOYKY 3pEHUst aBTopa.
CnoHCOpbl He HecyT OTBETCTBEHHOCTU 3a MCMONb30BaHWE COAepKallencs B HUX
nHdpopmauun. EURORDIS BbipaxaeT 6rnarogapHOCTb CMOHCOPaM  PYCCKOSA3bIMHOM
BEpCUK caiTa 1 NeKTPOHHOro nHdopmaumoHHoro GronneteHss EURORDIS:
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accoumaumm no 6opbbe ¢ MuonaTuen), baarotBopuTenbHOW nporpammbl DIA
(MHpopmaymoHHOM  accoumaumm  NO  NeKapCTBEHHbIM  rpenapaTtam) W

6narotBoputensHoro ¢oHga «Foundacio Dr Robert».

Bo3mMOXKHOCTU Ana noayyeHna AONOJAHUTE/NIbHON MHPOpMaLMu:
Ana nonyyeHua Aoctyna KO BceM ObyyarowuMm nporpammam  COBeTyeMm
3arnaHyTb Ha cTpaHuubl E-learning (AnctaHuMOHHOE/31eKTPOHHOE ObyueHure) u

Summer School (JleTHaa wkona) pa3gena Training Resources (Obyuatowme

pecypcbl) Ha cante EURORDIS (Matepmanbl npeactaBAeHbl Ha aHMIMACKOM

A3bIKe).

Y4yacTHUKM KOHd®e peHuun «[JeATenbHOCTb EC no
yNy4UBHUIO 340pOBbA naumMeHToB c peakumm
3aboneBaHMAMA» U3y4Yakr oOnNbr pPadboTbl EURORDIS

Ha KoHdepeHuuM C yyacTMeM >XYPHaAUCTOB MevaTHbIX W 31eKTPOHHbIX CMU,
TeMOn koTopown 6biia BblibpaHa «[eatenbHocte EC Mo yayudweHWto 340pOBbA
MauVMeHToB C peakumn  3aboneBaHuaMW», npeactaBuTenn EBpokomuccmm
pacckasanm o6 ycuamax EBpOCOKO3a, HampaB/ieHHbIX Ha CO3jaHue YCI0BUW,
no3BoAOLWMX obecneyunBaTb BbICLUMIN YPOBEHb AMArHOCTUMKW, IeYeHMA N yxoaa

ANS NALWEHTOB C peaKnMuM 3aboneBaHnaMK B 1t0bon cTpaHe EBponbl...

[ByxaHeBHaa KoHpepeHUns, opraHnsoBaHHasa VIcnoaHWTeNbHbIM areHTCTBOM MO
34paBOOXPaHEHNIO M 3awuTe notpebutenen B TECHOM COTPyAHMYECTBE C
EBponenckon opraHusauven no peakum  3abonesaHmam  EURORDIS wn

reHepaJ'IbeIM ANPEKTOPATOM EBpOKOMVICCVIVI no 34pPaBOOXPaHEHNIO N 3allnTe
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notpebutenen, coctoanace B Jlrokcembypre B KoHuUe okTabpsa 2011 roga. B ee
paboTe NPUHAAM yyacTue BCE 3aMHTEPEeCOBaHHble CTOPOHbI W TaBHbIE UIPOKMY,
onpezenarolme pasBuTUe CUTyauum B obiactn pelueHns npobiem nauneHTos,

CTpagatoLnx peakmmm 3aboneBaHmAMM.

Meponpusatne otkpblna rocnoxa Tectopu-Coaxm (Testori-Coggi), reHepanbHbIN
avpektop [wupektopata EBpoKOMMUCCMM MO  34PaBOOXPAHEHUIO W 3aliuTe
notpebutenen, KoTopas B 4YaCTHOCTM Ckasana: «Pa3pabotka wn peannsaums
obLieeBpoONenckon NoAnMTUKM B 0bnactm peakmx 3aboneBaHuMin — 3TO OA4HO U3
HanmpaBAeHWN, Ha KOTopom EBponenckomy coobuwectBy yaanocb Aobutbca
CaMbIX 3HauMMbIX pe3ynbTatoB». [lanee oOHa noApobHO pacckasana o
pe3yabTaTax peanmsaumm npoekTos, buHaHcmpyembix u3 brogxeta EC, n o

niaHax Ha HECKOJIbKO NpeAcCToALnX NeT.

BbicokonocTaBneHHble JOMKHOCTHbIE nnua EBponenckon Komuccnm n BegyLume
nccnesoBaTenm M3 pasHbix CTpaH EBpocotosa obcyamnu panbHenwmve obuwme
Wwarm no nowucky nyTen nedeHuUs peakux 3aboneBaHnin. B yacTHOCTW, OHM
3aTPOHY/IN  TakuMe BOMPOCbl KakK oOpraHum3auma COBMECTHbIX WCCNefoBaHWM,
pa3paboTka W  MOHWUTOPWUHI  MPUMEHEHUS  KAUMHWYECKMX PeKoMeHAauuu,
NOCTOAHHOE OOHOB/MIEHME W OLeHKa KAVHUYECKONW MWHPOpMaLMKY, OKazaHue
NOAAEPXKM Tpynrnam naumeHTOB W BeAeHVe peecTpoB naumeHToB. Kpome TOro,
B XOZe BCTpeun Obln npeacTaBAeH MCYepnbiBalOWMIM AOKAah O MporpaMmmax u
Wwarax, npeanpuHUMaemMbIX Ha 3TOM HanpasBieHUU B KaXAOW U3 CTPaH-y4yacTHWUL

EBpocotosa.

CambiM SMOUMOHa/IbHbIM  MOMEHTOM  NMEpPBOro  AHA, 6e3yCIIOBHO, CTann
BbICTYNNEHNA YETbIpPEX ﬂpe,ﬂ,CTaBI/ITeﬂePI MauneHTCKnX opraHm3a|_|,|/||7|, KOTOpble

noaennancb cC C06paBLLII/IMI/ICFI CBOMUMU NCTOPUAMU nobsu  u... noTepb. Nx
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pacckasbl CTaau HarAfa4HOM MANKOCTPaLMen TOro, Kak COBMECTHbIe YCUANA NOAEN
M3 pasHbiXx CTpaH EBpoOMbl peanbHO W3MEHWAM UX XW3Hb WU MOMOIMAN UM WU
AOPOrMM A8 HUX AAAM A0 nocneaHero 6opotbcs ¢ 6onesHbrto.  Pacckasbl
Necan TpuH (Lesley Greene), MlanHa Jle Kama (Yann Le Cam), Kan apkuHCOH
(Kay Parkinson) v SuBpwun Janan  (Avril Daly) nponssenn rnybokoe BneyaTtneHue
Ha YYaCTHWKOB BCTPeYM, HaMOMHMB MM O TOM, YTO 3a Kaxzou npobnaemon ctout
xunBon uenosek. OHM ewe pa3 nNPOAEMOHCTPUPOBaAMN HEOBXOAMMOCTb
KOOPAMHAUNN YCUANN Ha OOLLEeeBPOMenCcKOM YpOBHE W MOKasaau, HacKONbKO

CUABHO M3MeHMachb cuTyauma 3a nocnegHue 20 ner.

MNepBblin  AeHb  3akKOHYWACA NPOCMOTPOM  10-MUHYTHOro  BUAEOGWIbMA,
npeactaBneHHoro  Komuccapom  EBponenckoro  Coro3a no  Bomnpocam
3apaBooxpaHeHunsa xoHom Jannn (John Dalli). ®unbm nokasan, kakoe 3HauyeHune
eBpONenckme MHULMaTMBbl B 06acTM peakux 3aboneBaHWn UMERT AAs Tpex
naumeHToB n ux cemen. lepoamn ouabma cranm Ynen CoseTa AMPEKTOPOB
EURORDIS beatpuc pge Monno (Beatrice de Montleau) n ee cbiH Axkcenb,
bonbHOM mMuoanctpodpumen (cuHapom [JroweHa) M elle ABOe NpeacTaBUTENEN
nayMeHToB C CUHAPOMOM BuibAMca W MHOXECTBEHHOW  3HAOKPWUHHOM

Heonna3uven.

Cnepyrowmn aeHb 6bIn NOCBALWEH Npe3eHTaunn duHaHcmpyembix EC nHmuumatmns
M MPOEKTOB, B peasnsauny KOTOPbIX MPUHUMAKOT yyacTue Cneumannuctbl 13
pa3Hbix cTpaH EBponbl. Cpean npeacTaBieHHbIX B 3TOT AeHb WMHMUMATMB Oblia
EBponenckas opraHusauma no peakmm 3abonesaHmam EURORDIS, cnpaBo4HbIN
nHTtepHeT-pecypc  ORPHANET, a Takke npoekt EC no pa3pabotke
HauwnoHanbHbix naaHoB no pegkum 3aboneaHnsam (EUROPLAN) n coctaBneHumto

peectpoB peakunx 3abonesaHun (EPIRARE).
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Kpome TOro, Ha koHdepeHUMM bbiav npeactaBaeHbl 12 nuaoTHbIX EBponenckmx
CNPaBOYHO-MHPOPMALMOHHBIX ceTer, duHaHCnpyembix 13 HroaxeTta EBpocotosa.
Vx 3anyck nNoOMOXeT nauyveHTam W crneumanmctam M3 pasHbliX  CTpaH
obmeHuBaTbCca MHbOPMaLMeEn N MeAULMHCKUMU 3HaHNAMKW. OHM Bblan Co3zaHbl
ANA  TOro, 4tobbl MauMeHTbl M WX POACTBEHHWKM, >XMBYLWME B 060N
eBPOMenckon CTpaHe, Moram 6HecnpenaTcTBEHHO MOAyyaTb AOCTYn K CaMOW
HoBeWwen MHGopMaLnK, 3HAHUAM WU pe3ynbTaTtaM UCCIef0BaHUA eBPOnencKmx

YYEHbIX.

TpysHO 6bn0 BbibpaTh Honee yaayHoe BpemsA ANs 3anycka 3TUX MPOEKTOB, Tak
KaK MpaBuTe/NbCTBa €BPOMENCKUX CTpPaH HefaBHO nojnucanu corialeHne o
co3gaHun EBponenckux CnpaBoYHO-UHOOPMALMOHHBLIX CeTeM  SKCMEepPTHbIX
3HaHWM B obnactm pepkmx 3aboneBaHnm B pamkax peanumsaumm Jupektmebl EC o

TPpaHCIrpaHMYHOM MeANUNHCKOM O6Cfly>KI/IBaHI/II/I.

«B agpec EBpocoro3a cerofHs 3ByUMT HEMANO KPUTUKM, MOXHO AaxKe CKasaTb,
yto ero Oyayuiee HaxoAUTCA NOZ4 BOMpPocoM. B 3tom cuTyaumm Hawwm
AOCTVKEHUS B 06AacTM  peleHns npobnaem  NaunMeHToB € pPeaKkMMM
3ab0n1eBaHMAMM  ABAAKOTC  OCOOEHHO  3HaYMMbIMKW, TaK Kak Ha 3TOM
HanpaB/ieHUM COTPyAHMYeCTBO B pamkax EC, 6eccnopHo, MpuHECNo OLLyTUMble
NONIOXUTENbHbIE  pPe3y/ibTaTbl», — OTMETUA  MUHWUCTP  34PaBOOXPaHEHMSA

JTrokcembypra M. Mapc Ain baptonomeo (M. Mars Di Bartolomeo).

YUacTHUKN KOHpepeHUMn obcyamnm 3QPEKTUBHOCTb PACXOA0BAHNA CPEACTB,
Bblaensemblx 13 6Oroaxera EBpocoro3a Ha npoBejeHME  MCCAELOBaHWM,
OCYLLECTBAAEMbIX C Lie/bto pa3paboTkm HOBbIX METOAOB JI€YEeHUA N ANATHOCTUKMN
peakunx 3aboneBaHn. 3a NocaeHMe YeTbipe roja Ha 3T Lenn 66110 NoTpayveHo

230 muanvoHoB eBpo. B 6yayuwiem rogy EBpocoro3 naaHMpyeT BblAennTb eLe
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100 MmanMoHoB eBpo.

«[laymeHTbl 1 cneumanncTbl MOMOIMAN XYPHAAUCTAM MOHATb, Kakne KOHKPeTHble
AENCTBUA MPeAnpUHMMAKOTCA Ha eBPOMeNCKOM YPOBHE Ans pelueHus npobnewm,
CBA3A@HHbIX C peakMmu 3abosneBaHMAMU W KaK pe3yabTaTbl 3TUX AENCTBUN
OTPaXaroTCA  Ha  >KM3HW  KOHKPETHbIX MNauMeHTOB W UX  CeMeun»,

NPOKOMMEHTUPOBANA  UTOTM  KOHOEpeHUUW  UCMOJHUTENbHBIN  AUPEKTOP
EURORDIS WaHH Jle Kam (Yann Le Cam). «3T0 MeponpuAtve rokasano
none3HocTb paspaboTtaHHon EC nporpamMmbl MO Pa3BUTUIO 34paBOOXPaHEHNs (Ha
peannsaymo kotopon EBpocoros Beigennn connaHoi 6rogxet B 300 MUANMOHOB
eBpo Ha nepuog ¢ 2007 no 2013 rr). Mbl Hageemcs, 4TO HeoCnopwvMble
AOKa3aTenbCTBa BbICOKOW OOLWECTBEHHOW 3HAYMMOCTX Mpobaembl  peskunx
3aboneBaHU 1 ee HENOCPEeACTBEHHOE BANSAHWME Ha XXM3Hb NOAEN MOMOryT HaM
COBEpPLUEHCTBOBATb  Hally MNOAUTMKY B 3ToM obnactu un  pobuBaTbCs

NMPNOPUTETHOTO q)I/IHaHCI/IpOBaHI/Iﬂ HalnX NMpPpoOeKTOoB».

MoapobHee:

ﬂOCMOTpeTb npeseHTaunnm npoekToB N O3HAKOMUTbCA C paccka3aMy naumeHToB

n nX pPOoACTBEHHUNKOB MO>XHO Ha CTpaHuue:

http://ec.europa.eu/eahc/health/European Actions to improve the life of patients
living with rare diseases.html

MpoutnTe obpaweHne MaHHa fle Kama, B KOTOPOM OH paccka3biBaeT O pPeAKOM
3aboneBaHMM, He TONbKO Kak MCNoaHuTenbHbi anpektop EURORDIS, HO n kak
oTeL, MON0A0M AEeBYLUKM Konuh, 601bHOM uncrodpmbposom:
http://download.eurordis.org/documents/pdf/2011_testimonial_ylc_luxembourg.p
df
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MNocmoTpute BUAeopoank 06 0bLeeBpONenckMX MHULMATMBAX MO  PEeAKUM
3aboneBaHnaAM:

http://ec.europa.eu/eahc/health/Rare_Diseases_conference_2011_video.html

Ana nonyyeHuns pononHutensHonm wuHdopmaumm o noamtmke EC B obnactm

peaknx 3aboneBaHMn NepenamTe No CCbiKe:
http://ec.europa.eu/health-eu/europe for patients/rare diseases/index en.htm

H30: 3akamydmupoBaHHbLMU pak

H30 - 310 naoxo mogaaroweeca avarHocTuke 3abonesaHue. [pynna naumneHToB
n3 fonnaHamn C AMarHO3OM HeMpo3HAOKpuHHaa onyxonb NET-groep (ot aHra.
neuroendocrine tumour) nblITaeTca WCAPaBUTb 3Ty CUTyauuto, npegnaras
HeopAvHapHble peleHns B ctuae Ctmea [>xobca, KOTOPbIW, K COXaNeHWUto, He

cymen nobeantb 3Ty peakyro 60ae3Hb...

CTyAeHTbI-MeANKM 4acTo CAblaT OT CBOMX MpenojaBaTtenen MyApbl COBET:
«Ecnv Bbl CAbIWNTE TOMOT KOMbIT, TO, CKOPee BCEro, 3TO OKaXyTCs He fowajm, a

3ebpbi».

MHorve peskve 6one3Hn Henerko pacno3Harb, o4 Hako H20
(HEMPO3HAOKPUHHAA OMyXOJib), KOTOpas XapakTepusyetcd BeCbMa Cepbe3HbIMU
NOCNeACTBUAMM, HO, MPU 3TOM, 4YacTO MMEET HEeACHYH CMMMTOMAaTUKY, Aaxe B
3TOM rpynne 6beT BCe pekopAbl, Tak Kak AAf MOCTaHOBKM AMarHo3a Mnopown

Tpebytotca  rogbl.  VIMeHHO — no3TOMy  MeXAyHapOAHbIM  CMMBOJIOM
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3/10KQYeCTBEHHbIX HEMpPO3HAOKPUHHbLIX 3aboseBaHuA Obina BblibpaHa 3e6pa,
KOTOpYto, baarofaps ee yHUKasbHOW MOAOCATON OKpacke, He Cpasy pacro3HaroT

Aa>Xe ONbITHble XNLWHUKN.

KapmeH-MupaHga Knannerpuc (Carmen-Miranda Kleinegris) Ha cBoem AM4YHOM
rOpPbKOM OfbITe y3Hasla, Kak C/IOXHO ObiBaeT pacrno3HaTb 3TO 3abonesaHue. B
2008 ropy, Bo Bpems oTabixa B Typuunu, en 6bl1 MOCTaBAEH AMArHO3 «aTUMUYHBIN
KapuuHowua nerkoro». «flocne HeCcKONbKUX NeT MyUYUTeNbHOW HEU3BECTHOCTH,
npoBefeHHbIX B  OECKOHEeYHbIX MOCeLleHNsax JAOKTOPOB W MCUXOOTOB,
MbITAaBLUMXCA ONpeAennTb WCTOYHWUK, BbI3bIBAIOLWNN  UCMbITbIBAEMbIE  MHOHO
CUMNTOMbI, £, HaKOHeL, noayyuna OTBeT», — pacckasbiBaeT KapmeH, — «Y meHs
OBHapYXnan pesko BCTPEYaroLLyCa HEMPOIHAOKPUHHYHO OMyXO/ab B NIEFKOM, W

HUKTO Heé 3HaJl, KaK ee J1IeYnNTb».

TepmuH H3O obbeanHAET HEeCKONbKO BUAOB HEMPO3HAOKPWUHHbBIX OMyXOo/en,
KOTOpble OObIYHO MOPaXarT XEeNyLOYHO-KULIEYHbIA TPaKT, MOAXKENYA0UYHYHO
Xenesy wn nerkve. Bpaum yacto npuHumarot cumntomel H3O 3a npossieHua
APYrvx MeHee onacHbIX 3aboneBaHu. B 3TOM HeET HUYero yanMBUTENBHOTO — Belb
O06bIYHBbIN Bpay-TepaneBT 3a BCHO CBOK MPAKTUKY BCTpeyvaeT TONbKO OAHOro
naumeHTa C HEMPO3HAOKPUHHOM OMyxosbto. Pe3ynbtathl npoBeseHHOro cpeau
nayneHtoB ¢ H3O onpoca nokasanu, YTo C MOMEHTa NOABAEHUA CUMNTOMOB A0

MOCTAaHOBKM AMarHo3a B CPeAHEM MPOXOAUT OKOMO 5 nerT.

IMEHHO Takom peakMin AnarHo3 Obln MOCTaBleH TEHWANbHOMY CO3J4aHUIO
komnaHum  Apple  CruBy  [xobcy, KOTOpbIM  yMep OT  MOCNEACTBUN
HEeMPO3HAOKPUHHOW OMYXOaM MOAXKENYAOUYHOW Xenesbl, a BOBCE He OT paka, Kak
coobwmno 6onbwmHctBo CMU.  Pak TpebyeT COBEPLUEHHO MHOW METOANKM

neyveHumsa.
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«fl He cMorna HanTn Hukakom nHeopmaumm o H30O Ha cBOeM POAHOM fA3blKe», —
npogo/sixkaetr cBOW pacckas KapmeH. oz cnyctd, nocne 3aBeplueHWsa Kypca
NleyeHus, BKIKOYaBLUEro onepauuto Ha nerkoM, KapmeH pewwna cobpatb w
npegocTaBuTb WKMpokon nybavke uwHPopmauymto o H3O0. 3Ty wuHMumaTMBy
nogzepxann ee nedawmm oHkonor babc Taanb (Babs Taal) v gpyr Bunan
BpuHkmar (Willy Brinkman). Bmecte oHM Hanucanun KHUTY «¥ myxxymH TOXE
bbiBatoT ropsune npuamsel» (Men Have Hot Flushes Too) B KOTOpOW
pacckasbiBatoTcA  Mctopum nauneHTos ¢ H3O ¥ nogHUMAlOTCA pas/ivyHble

npobaemMbl, CBA3aHHbIE C 3TUM peakuM 3aboneBaHeM 1 ero ANarHOCTUKOWN.
«Tak nosBwunack Hawa opranmsaumnsa NET-groep», — coobliaet KapmeH.

pynna Oblna co3paHa AeBATbIO 3HTY3MacTaMW W3 4Yncia NauMeHTOB U KX
POACTBEHHUKOB. «Yepes rog rpynna Bbipocsia A0 345 yenoBek», — pacckasblBaeT
KapmeH, — «[Tpn 3TOM BCe OHWM OblIN TOTOBbI B3ATbCA 3@ BbIMNOJHEHWE CaMbIX
CNOXHbIX 3aZaHuM M OKasaTb NOAAEPXKY B OCYyLLeCTBAEHUWN NHOObIX MHULMATUB.
Kaxabin Mecau, Mbl pernctpupyem Ha csoeM caunte B cpegHemM 1300 noceleHumn.
JTO  ABHOE [J0Ka3aTe/bCTBO OrpPOMHOW MNOTPebHOCTM B  MHPOpMaLuM U

NOAAEPXKKE>.

Opranmzauus naymento NET-groep Bbinyctuna 6poLtopy M MHPOPMALMOHHbIN
bronneteHb. Ee ouepeaHbIM MpPOEKTOM CTasa MOArOTOBKa Cepun U3 Tpex
KOPOTKOMETPaXKHbIX GUAbBMOB A8 pa3MeLLeHns Ha uHTepHeT-pecypce YouTube.
B Hosbpe Bbiwen mnepBbi GUAbM, B KOTOPOM pacCKasbiBaeTCA O Pa3HblX BUAAX
HENPO3HAOKPUHHbBIX OMyxonen, npobaemMax WX ANarHOCTUKM U UCCAeAO0BaHUAX,
NpPoOBOAMMBIX B 3TOW obnactn. B cepepvHe pekabps BbiaeT BTOpon GuabM,

peyb B KOTOPOM I'IOl7I,£I,eT O BO3MOXHbIX BapmaHTax Je4vyeHunA 3aboneBaHua nocne

duHaHCMpoBaHME HacTosilen nybnukauum (4esTenbHOCTM) OCYLLEeCTBMSIETCA B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
My6nukyemble MaTepuarnbl OTpaxalT WCKIIOYUTENBHO TOYKY 3pEHUst aBTopa.
CnoHCOpbl He HecyT OTBETCTBEHHOCTU 3a MCMONb30BaHWE COAepKallencs B HUX
nHdpopmauun. EURORDIS BbipaxaeT 6rnarogapHOCTb CMOHCOPaM  PYCCKOSA3bIMHOM
BEpCUK caiTa 1 NeKTPOHHOro nHdopmaumoHHoro GronneteHss EURORDIS:



http://www.net-kanker.nl/
http://youtu.be/qhZ17IwsHMQ

MOCTAHOBKM JAuarHosa. [, HakoHel, B TpeTbeM O WAbME, BbIMYCK KOTOPOro
HameueH Ha 2012 ropa, nauWeHTbl MOAENATCSs CO 3PpUTENAMUM CBOUM OMbITOM
60pbbbl ¢ BoNesHbHO. B Lenax npueieyeHns BHUMaHUA obliectBa K Npobaemam
nauneHtoB ¢ H3O n cbopa cpeacTB, rpynna TakXe BbIMNYCTUAA OTKPbITKU C

V|306pa>|<eH|/|e|v| yeTblpex cneynaibHO NpUayMaHHbIX CU1Y3TOB 3€6p.

BoT kak nogbitoxuna KapmeH Pe3synbraTbl CBOeN geaTenbHOCTU: «Mbl cTpeMummcs
MOCTOSHHO pPacWMpATb CBOW 3HaHWA, CNOCOBCTBOBATb COBEPLUEHCTBOBAHWUIO
CyLLLeCTBYHOLWMX N pa3paboTke HOBbIX 3GPEKTUBHbIX METOAOB /NleUeHMs, a TakxKe
MOUCKY BO3MOXHOCTEN A1 PaHHEN AMArHOCTUKM HEUPO3HAOKPUHHbBIX OMyXoJien
W Apyrmx peakmx 3aboneBaHun. KOoHe4yHO, Ha 3TOM nyTM He obownocb 6e3
pasoyapoBaHWUW W Heyjay, HO C APYron CTOPOHbI, HaM YAanoCb AOCTUYb
BE/IMKONIEMNHbIX Pe3yabTaToB, YCTaHOBUTb daHTacTMyeckMe OTHOLWIeHUA CO
MHOTMMW nauueHTamu, cneumanmuctamm no H30 v Ar0AbMK, MOMOraroLWUMMN
pewatb npobsiembl, CBA3aHHble C peakumK 3aboneBaHuAMU. [103TOMY AMYHO

Mo 6bokan 6onee yem HarMoNIOBMHY MONOH!».

duHaHCMpoBaHME HacTosilen nybnukauum (4esTenbHOCTM) OCYLLEeCTBMSIETCA B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
My6nukyemble MaTepuarnbl OTpaxalT WCKIIOYUTENBHO TOYKY 3pEHUst aBTopa.
CnoHCOpbl He HecyT OTBETCTBEHHOCTU 3a MCMONb30BaHWE COAepKallencs B HUX
nHdpopmauun. EURORDIS BbipaxaeT 6rnarogapHOCTb CMOHCOPaM  PYCCKOSA3bIMHOM
BEpCUK caiTa 1 NeKTPOHHOro nHdopmaumoHHoro GronneteHss EURORDIS:
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HoBOCTN KOPOTKOW CTPOKOW

Onpoc OTHOCUTENbLHO MCMNOSib3 OBaHUA T pPaAULMOHHBbK
NeKapcTBeHHbK cpeAncTB ans ne4yeHusn penkKnx
3aboneBaHun

Mbl 3Haem, 4TO B CBA3W C OTCYTCTBMEM 3aperncTpupoBaHHbIX MpenapaTosB AAs
NeyeHna KOHKPETHbIX peakux 3aboneBaHWUM WAN 1eKapCTBEHHbIX CPEeACTB AAA
onpegeseHHOW BO3pacTHOM Trpynnbl (Hanpumep, ANd JAeTeun), Bpaym 4acto
Ha3HayatoT naumeHTam C peaKkMMmn 3aboneBaHMAMM NlekapcTBa,
npefHa3HaYyeHHble A4 NeYeHns COBCeM apyrux 6HonesHen. Kpome TOro, OHwm
MOTYT BHOCWUTb YacTU4Hble U3MEHEHWUS B COCTaB MpenapaToB, M3MEHNATb CNocob

VX MPUMEHEHNS AN LO3MPOBKY.

[o 80% npuHuMaembix Bamun nekapcte He npowan oduLManbHbIX UCMbITAHUN
Ha nNpejMeT M3y4yeHUs WX BO3LENCTBMA Ha NaLMeHTOB C TakuMM Xe, Kak Yy Bac,
AvarHosom! Bpayam NpPUXOAWUTCA Hayrag noabupatb METOAMKY JNeYvYeHus B
KaXAOM OTAEe/NbHOM C/y4ae. DTOT COBEPLEHHO OnpaBAaHHbI WU BMOJHE
3aKOHHbIN NOAX0A4 MPUBOAUT K HexBaTke WHOOPMaLMK, Ha OCHOBAHUM KOTOPOWU

npenapaTt MOXHO 6b110 Obl Ha3HaYaTb APYrMM NaLueHTam.

Ecav Bam  BbinucbiBann TakoW npenapaTt, MWHCTPYKUMA K KOTOPOMY He
npeaycMaTpuBaeT €ero WCNoNb3OBaHWE A JieyeHua Balwero KOHKPEeTHOro
3aboneBaHud, Mbl xoTean H6bl MONPOCUTL Bac 0TBETUTL Ha HECKO/IbKO BOMPOCOB.
He 6b10 An  oCnoXxHeHMM npu  npueme npenapata? bBbeiia av Bam
npesocTaBneHa Bcs Heobxogmmas wHdopmauma? YTto, no Bawemy MHeHUto,

MO0 Bbl caenatb NpoLecc neveHns bonee KOMPOPTHbIM?

®PuHaHCMpoBaHMe HacTosilen nybnukauun (OeATenbHOCTM) OCYyLLeCTBMSeTCS B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
Mybnukyemble MaTepuanbl OTpaxaloT UCKIYUTENBHO TOYKY 3peHus aBTopa.
CroHCcopbl HEe HecyT OTBETCTBEHHOCTM 3a WCMOMb30BaHWE COoAepXallencs B HuX
nHdpopmauun. EURORDIS BbipaxaeT 6rnarogapHOCTb CMOHCOPaM  PYCCKOSA3bIMHOM
BEpcuM calTa 1 3NeKTPOHHOro MHgopmMaumoHHoro GionneteHss EURORDIS:
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3Haete an Bbl 0 TOM, uTO Baw nevawmm Bpay o06a3aH coobuwatb 060 BCex
nobouHbIX 3pdeKkTax 1N pesynbTaTax NpuemMa eKapCTBEHHbIX NPenapaToB, C TEM

YTOObI y4yeCTb X NMPU Ha3Ha4YeHUN NeKapcTBa APYyrnm I'IaLI,l/IeHTaM?

Mbl Bysem oueHb HnarofapHbl, eciv Bbl cMOXeTe MPUHATb yyacTMe B Hallem
Onpoce N pacckaxKeTe O HeM APYrvM MaumeHTam, NPUHUMABLLMM OTMyCcKaeMble
No peuenTy fnekapctBa. Bonpocbl aHkeTbl mpeanaratotcs Ha 6 asbikax. Onpoc
NPOAANTCA A0 CEPeAWHbl  AHBapS. Ans  nonydeHus 6onee noapobHHON

VIH(I)OpMaLI,l/IVI, NnOCMOTpUTE BUAEOCHOXKET 06 w1cnonb3oBaHUM JIEKAPCTBEHHDbIX

CPeACTB MO Ha3HAYEeHWUIO, He NMPesyCMOTPEHHOMY UHCTPYKLIMEN.

duHaHCMpoBaHME HacTosilen nybnukauum (4esTenbHOCTM) OCYLLEeCTBMSIETCA B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
My6nukyemble MaTepuarnbl OTpaxalT WCKIIOYUTENBHO TOYKY 3pEHUst aBTopa.
CnoHCOpbl He HecyT OTBETCTBEHHOCTU 3a MCMONb30BaHWE COAepKallencs B HUX
nHdpopmauun. EURORDIS BbipaxaeT 6rnarogapHOCTb CMOHCOPaM  PYCCKOSA3bIMHOM
BEpCUK caiTa 1 NeKTPOHHOro nHdopmaumoHHoro GronneteHss EURORDIS:
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https://www.surveymonkey.com/s/off_label_English
http://eurordis.adobeconnect.com/p1437zpq7h0/

CobbITng

Cant EBponenckon koHdpepeHuun no peakum 3abonesaHusm (ECRD) Tenepb

BbIXOAMT Ha 6 A3blkax: aHMAMNCKOM, (GpaHLy3CKOM, HEMELKOM, WCMaHCKOM,

rONNaHACKOM W PYyCCKOM. 3arnsHuTe Ha cauT n ybeamntecb camu!

www.rare-diseases.eu/2012/

VII MexxagyHapogHasa KOH$epeHUnA no peakumMm 3abosieBaHMAM U opdpaHHbIM

MeauumuHcknm npenapatam (ICORD 2012)
4-6 ¢eBpans 2012 roaa

Tokwno, AnoHus
http://icord.se/upcoming-events/tokyo-2011-2

KoHpepeHuna no pegkmm  ¢dopmam  paka:
METOAO0/IONMN KIMHUUYECKNX UCCNeA0BaHNN
10 ¢peBpana 2012 roaa

bptroccens, benbrus
www.esmo.org/events/rare-cancers-conference-2012.html

CoBepLueHCTBOBaHME

‘-IeTBep'raﬂ Me)K,quapo,qHaﬂ BCTpeda nNO nNepBUYHbIM LUEHTpPaJibHbIM

rMNOBEHTUNAALUOHHbIM CMHAPOMaM
13-14 anpena 2012 roaa

Bapwasa, lNoabLua
www.chsinternationalmeeting.eu/

NHdopmaumoHHbin aeHb H30

®PuHaHCMpoBaHMe HacTosilen nybnukauun (OeATenbHOCTM) OCYyLLeCTBMSeTCS B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.

Mybnukyemble MaTepuanbl OTpaxaloT UCKIYUTENBHO TOYKY 3peHus aBTopa.
CroHCcopbl HEe HecyT OTBETCTBEHHOCTM 3a WCMOMb30BaHWE COoAepXallencs B HuX
nHdpopmauun. EURORDIS BbipaxaeT 6rnarogapHOCTb CMOHCOPaM  PYCCKOSA3bIMHOM
BEpcuM calTa 1 3NeKTPOHHOro MHgopmMaumoHHoro GionneteHss EURORDIS:
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http://www.rare-diseases.eu/2012/SHestaya-evropejskaya-konferenciya?1325667502
http://icord.se/upcoming-events/tokyo-2011-2
http://www.esmo.org/events/rare-cancers-conference-2012.html
http://www.chsinternationalmeeting.eu/

21 anpena 2012 roga

AmcTepgam, Hnaepnanabl
http://www.net-kanker.nl/

EBponenckas koHpepeHUUa No BOonpocamMm reHeTMKU yenoseka 2012
23-26 ntoHa 2012 ropa

HropHbepr, 'epmaHmsa
www.eshg.org/eshg2012.0.html

MepBbin MeXxxayHapoaHbIN CUMNO3MYM NO CUHAPOMY dnepca-faHnoca
8-11 ceHTtabps 2012 ropa

[eHT, Benbrus
www.eds2012.be/

PWS Conference / KoHdepeHuus no cuHapomy lMpagepa-Bunnu
17-21 mrona 2013 roga

Kembpuax, BennkobpuntaHus
http://www.ipwso.org/conferences/

duHaHCMpoBaHME HacTosilen nybnukauum (4esTenbHOCTM) OCYLLEeCTBMSIETCA B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
My6nukyemble MaTepuarnbl OTpaxalT WCKIIOYUTENBHO TOYKY 3pEHUst aBTopa.
CnoHCOpbl He HecyT OTBETCTBEHHOCTU 3a MCMONb30BaHWE COAepKallencs B HUX
nHdpopmauun. EURORDIS BbipaxaeT 6rnarogapHOCTb CMOHCOPaM  PYCCKOSA3bIMHOM
BEpCUK caiTa 1 NeKTPOHHOro nHdopmaumoHHoro GronneteHss EURORDIS:
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http://www.net-kanker.nl/
https://www.eshg.org/eshg2012.0.html
http://www.eds2012.be/
http://www.ipwso.org/conferences/

ObbaBAeHNS

Xopolwwne HOBOCTU AN HAWWUX PYCCKOrOBOPALMX MOJb30BaTENEN. NEKTPOHHBbIN

NHOPMALMOHHBIN BronneTeHb EURORDIS Tenepb BbIXOAUT M HA PYCCKOM si3bike !

HoBoe BMAEO, NnoOMOorarowee noHATb NPUHLUUMbI reHHomn Tepannn, NoaBma0Cb Ha

canite CliniGene

®oHz Léa Rose 0OBABAAET O MpoBefeHWMM 61aroTBOPUTENbHONO MECEHHOro
KOHLepTa cO  cHOPOM CPeACTB Ha OCYyLLECTBAEHWE WCCAeAOBaHUN B obiactu

peaknx 3aboneBaHun

®PuHaHCMpoBaHMe HacTosilen nybnukauun (OeATenbHOCTM) OCYyLLeCTBMSeTCS B
pamkax [porpammbl _Esponevickoro Coto3a B 06nactu 34paBOOXpPaHEeHUs.
Mybnukyemble MaTepuanbl OTpaxaloT UCKIYUTENBHO TOYKY 3peHus aBTopa.
CroHCcopbl HEe HecyT OTBETCTBEHHOCTM 3a WCMOMb30BaHWE COoAepXallencs B HuX
nHdopmaummn. EURORDIS BbipaxaeT 6narogapHoCTb CMOHCOpPaM  PYCCKOA3bIYHOW
BEpcuM calTa 1 3NeKTPOHHOro MHgopmMaumoHHoro GionneteHss EURORDIS:
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http://www.eurordis.org/ru/home-ru.html
http://www.eurordis.org/ru/home-ru.html
http://www.clinigene.eu/video-intro-gene-therapy.html
http://www.learose.info/

HoBble UieHbl

HdencTBUTENbHbE Y4JieHbl

®epepaums Euro-HSP

®paHuma
http://sites.google.com/site/eurohsp/

MpeacTaBnseT: NaUMEHTOB C Hac1eACTBEHHOM cnacTnyeckon napanaerven (HSP)

ObLecTBeHHas opraHmnsaumsa «Xpynkve getn»

Poccumnckaa depepauyma
www.osteogenez.ru

ﬂpeACTaBﬂﬂeT: naumMeHToB C HE3aBePLEHHbIM OCTEOr€eHE3OM

lpynna Stichting NET-groep

HuaepnaHapl
www.net-kanker.nl

MpeacTaBafeT: NaLMEeHTOB C HEMPO3HAOKPUHHBIMW OMyXONAMMU

Accoumaums Debra France

®paHuyma

www.debra.fr

MpeacTaBaseT: NauneHToB ¢ Byane3HbIM 3NNAEPMO30M

Wcnanackasa accoumnayma anbTePHUPYHOLWEN AETCKOW remMuniermm

WNcnanpms
www.ahc.is

MNpeacTaBaset: NauMeHTOB C albTEPHUPYIOLWEN reMuniernen

®PuHaHCMpoBaHMe HacTosilen nybnukauun (OeATenbHOCTM) OCYyLLeCTBMSeTCS B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
Mybnukyemble MaTepuanbl OTpaxaloT UCKIYUTENBHO TOYKY 3peHus aBTopa.
CroHCcopbl HEe HecyT OTBETCTBEHHOCTM 3a WCMOMb30BaHWE COoAepXallencs B HuX
nHdopmaummn. EURORDIS BbipaxaeT 6narogapHoCTb CMOHCOpPaM  PYCCKOA3bIYHOW
BEpcuM calTa 1 3NeKTPOHHOro MHgopmMaumoHHoro GionneteHss EURORDIS:
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http://sites.google.com/site/eurohsp/
http://www.osteogenez.ru/
http://www.net-kanker.nl/
http://www.debra.fr/
http://www.ahc.is/

EBponenckoe obbeamHeHe accoumaLmii cCuHagpoma PetTa

JTrokcembypr

www.rettsyndrome.eu

[NpeacTaBnseT. NaunMeHToB C CMHAPOMOM PeTTa
AccouuuMpoBaHHLE U4JieHbI

Harvinaiset Verkosto — ®uHckas ceTb opraHmsaumi no peakum 3aboneBaHmaMm

PuHNAHANS
www.harvinaiset.fi

npe,ﬂ,CTaBﬂﬂeTZ 30HTMYHaA OpraHMsauua, npegcraBadrowiad rMayneHTos C

pasnnyHbIMn pEAKNMUA 3aboseBaHUAMM

Yewckaa accounaunsa cnHapoma MapdaHa

Yewckaa Pecnybavka
www.marfanuvsyndrom.websnadno.cz

MNpeacTaBiseT: NauMeHToB C cCMHAPOMOM MapdaHa

Association Pour La Recherche Sur La Sclérose Latérale Amyotrophique
(Accoumauma No COAEUCTBUIO UCCNEfOBaHMAM B 06aacT aMMOTPOUYECKOro
natepanbHOro ckieposa)

®paHuma

WWW.ars.asso.fr

MpeacTaBAseT: NaLUNEHTOB C aMUOTPODUUECKMM NaTepanbHbIM CKIEPO30M

Associacao Brasileira de Enfermedades Raras
(Bpasmnbckas accoumauma peskmnx 3aboneBaHuin)

bpa3snauna
feber@email.com

MpeactaBnser: 30HTMYHAA OpraHMsauus, MNPeACTaBAAOWAA MaAUMEHTOB C

duHaHCMpoBaHME HacTosilen nybnukauum (4esTenbHOCTM) OCYLLEeCTBMSIETCA B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
My6nukyemble MaTepuarnbl OTpaxalT WCKIIOYUTENBHO TOYKY 3pEHUst aBTopa.
CnoHCOpbl He HecyT OTBETCTBEHHOCTU 3a MCMONb30BaHWE COAepKallencs B HUX
nHdpopmauun. EURORDIS BbipaxaeT 6rnarogapHOCTb CMOHCOPaM  PYCCKOSA3bIMHOM
BEpCUK caiTa 1 NeKTPOHHOro nHdopmaumoHHoro GronneteHss EURORDIS:
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mailto:feber@email.com

pasnnyHbiMn pEAKNMUA 3aboneBaHUAMMU

Accoumauns Stop Sanfilippo

cnaHus
www.stopsanfilippo.org

MpeacTaBnseT: NaLMEHTOB C MYKOMOAMCaxapuAo30M TpeTbero tuna (CMHAPOM

Sanfilippo)

BaarotBoputenbHaa opraHmsauma One in a million - Pseudomyxoma Survivor
(OAMH M3 MUAIMOHA — NauWEHTbl, BbIKMBLUME C AMArHO30OM MCEeBAOMWMKCOMA
BpHoLLMHbI)

BenvkobpuTtaHus
www.pseudomyxomasurvivor.co.uk

MpeacTaBAseT: NaLUNEHTOB C NCEBAOMMUKCOMOM BPHOLIMHDI

duHaHCMpoBaHME HacTosilen nybnukauum (4esTenbHOCTM) OCYLLEeCTBMSIETCA B
pamkax [lporpammbl EBponenckoro Coto3a B 0o6nactv  34paBoOXpaHeHus.
My6nukyemble MaTepuarnbl OTpaxalT WCKIIOYUTENBHO TOYKY 3pEHUst aBTopa.
CnoHCOpbl He HecyT OTBETCTBEHHOCTU 3a MCMONb30BaHWE COAepKallencs B HUX
nHdpopmauun. EURORDIS BbipaxaeT 6rnarogapHOCTb CMOHCOPaM  PYCCKOSA3bIMHOM
BEpCUK caiTa 1 NeKTPOHHOro nHdopmaumoHHoro GronneteHss EURORDIS:
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