YyacTue NauueHTOB —
DevelopAKUre pna AKU

BBepgeHue

puMep rocygapCTBEHHO-4YaCTHOro napTHepCTBa C pPa3/IMYHbIMU
MexXOoyHapoOHbIMKU rpynnamMm B MPOMbIWSIEHHOCTU (Sobi), opraHu3sauusamu
no 3awumte npas nauuneHtoB (06bwectBo AKU u ALCAP), 6o0onbHuUaMK
(Koponesckas Jiusepnynbckaa ©6onbHuua, bonbHuua Hekép u
HauvoHanbHbIN MHCTUTYT peBMaTnyeckux 3aboneBaHun),
aKageMmyeckummn kpyramm (JliuBepnynbCkum v CUEHCKUUA YHUBEPCUTETHI,
NWHCTUTYT MONeKynsapHoum GU3MONOrMNU U FEHETUKWU), a TaKxe MasibiMu U
cpegHumn npepgnpuatuaMm — MCMN (komnaHuum Nordic Bioscience, PSR
n Cudos) pnsa nedenunsa ankantoHypum (AKU).

OnucaHue npoekTa

NMpoekTt DevelopAKUre npepctasBnsier cobou cepuw wu3 Tpex
KITMHUYECKUX WUccnenoBaHnum, OGUHAHCUPYEMBIX MO MNpoOrpamMme
EBponenckon komuccum FP7. B 3Tux wuccneposaHumax byper
NPOBOOMUTbLCA OLEeHKa JieKapCTBEHHOro npenapata HWUTU3MHOHA [OnNg
NOUCKa [oKa3aTenbCTB ero 3¢0PeKTUBHOCTU B JI€YEHUM anKanTOHYypuu
(AKU) . MpoekT BKNWYaeT uccnenoBaHuMe 3aBUCUMOCTU dppekTa OT
no3bl (SONIAl), wuccnepoBaHue »3¢ppekTuBHocTm (SONIA2) non4
CpaBHeHUs Jie4yeHNUa C OTCYTCTBMEM Jie4yeHUs UM nNonepeyHoe
nccneposaHne (SOFIA) pna onpepeneHns Hauny4dywero Bo3pacTa
Hayana ne4veHuna. WccnepoBaHWa MPOBOOATCA B Tpex ueHTpax EBponsl
(BenukobputaHusa, OpaHuus n CnoBakus).

NMpoekT DevelopAKUre BO3rnasnsiloT MauuMeHTbl; rJlaBHbIM MNapTHEPOM,
obecneynBawwmMM BHMMaHMe K TOYKe 3peHUs MaUMEeHTOB Ha 3Tanax
NNaHMpPOBaAHMUA M B XOOe TeKywux wuccneposaHun, apnaetca 06wecTtBoO
AKU. B Hactoswee Bpemsa 06bwectBo AKU nposBoauT Habop v nogpoepxky
nauneHToB, pa3pabaTbiBaeT OOKYMEHTb C MHOoOpMauumewn Ons nauueHTa
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MW COOEeUCTBYET yOoepXaHuWw nauuMeHToB B uccnepoBaHun. 06buwectBo AKU
YyBENNYNN0 [ONoOSIHUTeNnbHOEe ¢UHAHCMPOBaAHME TnMpoeKTa 3a cyeT
cpenctB, cobpaHHbBX B XoOae Kpaya¢aHOUMHIOBOW KaMnaHuu,
npopoauBwenca Ha caute Indiegogo, 4Tobbl 0BecnevynTb BLICOKUMU
YPOBEHb yXOfa nNauueHTaM-yyacTHuKaM npoekta DevelopAKUre.

ObwecTtBo AKU Takxe KoopaouHupyeT pacnpocTpaHeHue WHPopMauuu B
paMkax npoekTa, obecneyuBas npepocTaBiieHne uUHOopMauumm o
MeponpuATUAX NpoeKkTa nauuMeHTaM U obwecTBEHHOCTH.

OONONHUTENbHYI MHGOpMaL U0 CM. Ha cante
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Kateropua(u) nauueHtoB (3alMTHUKOB
npaB MNaUUEHTOB), MNPUHABLUX y4yacCcTue
B npoekTe

* [launeHTbl, KOTOpble UMENT COOCTBEHHLIN OMNbIT, CBA3aHHLIN C
6onesHbI.

» KOMNeTeHTHble NauuMeHTbl/3aWnTHUKN nNpaB MNauWeHTOoB,
obnapatwne cneuumanbHbiIMM 3HaHuaMm o 3abonesaHun, Ho 6Ges
6bonbworo onbiTa B obnactu wuccneposaHua M pa3paboTkwu
NeKapCTBEHHbIX MNpenapaTos.

= KOMNETEeHTHbIN MauueHT/3allMnTHUK NpaB nNauuveHToB, obnapaowmin
cneuyunanbHbIMM 3HaHMAMM O 3aboneBaHun wn wUMewwWUn
3HAUYUTENbHbBIN ONbIT B ob6nacTtu uccneposBaHus M pa3paboTku
NTeKapCTBEHHbIX MpenapaTosB.

penmywecTBa y4YyacTus nauueHTOB

DevelopAKUre — yHWKaNbHbLIMN MNPOEKT: 3TO0 KJWUHUYECKOE
nccnenosaHue, peanbHO BO3rnasnsfemMoe nauyueHtaMum. Mol cuyuTaem,
4YTO COOEWCTBME Yy4YacCTMI0 NAUMEHTOB B MJIAHUPOBAHWM W MNPOBEAEHUM
KNIMHUYECKNUX MCCNefoBaHMN U BHeOQpPeHWe uaen BOBMEYEHUS Trpynn
nauMeHTOB B Ka4yeCTBE aKTMBHbIX MapTHEPOB, KOTOpble MOrsau Obl
KypupoBaTb Takue 3apayu, Kak Habop nauMeHTOB U UX yOepxaHue B
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nccnepoBaHunM, Mornam O6bl co3pgaTb HOBYW KOHUEMNUMI MeOULUHCKUX
NCCliefoBaHUN.

YyacTue rpynn nauneHToB B nNniaHNPOBaAHWUMN KINHNYEeCKnNX
MCcCnepoBaHMM MNO3BONWMIO MNALMEHTaM noNly4YnTb NONIOXUTENbHLIK OMbIT,
CBSA3AHHBLIN C pa3JZindyHeiIMU BOMPOCaMU: OT BHCTyﬂﬂeHMﬁ B 3adllUTy
pauuoHannsauun npoueccCa KoOMNneHcCauunnm 3aTpaT WU ¢MHaHCMpOBaHMﬂ
TPaAHCMOPTHBLIX pacxXxogos JuL, ocyuecTtBndawimnx yxon, OO nepesofa
MHBA3WUBHbBIX aAHAJIN30B B pPa3pdan Heobsi3aTeNbHbIX W YMEHblIleHUA
KojimyectBa BU3UTOB B UCCJIeQoBaTeE/IbCKUE LIEHTPLI.

CNoXHOCTU M npenAaTCTBUSA

1. OuHaHcupoBaHue. Mol MOTpPaTUAM HECKONbKO NeT, nbiTadch
OpraHuM3oBaTb (UHAHCMpPOBAHME KIIMHUYECKOro uccneposaHus. B
KOHEYHOM cYyeTe Mbl nopganuM 3afdBKYy M MNONYy4YUNH
dMHaHCUMpOBaHMe B pa3Mepe 6 MUIIMOHOB eBpo OT EBponenckon
KoMuccun. [MOCKOSNbKY CTOUMMOCTb KJ/MHUYECKUX WUCClefoBaHun
OYeHb BbICOKA, Mbl COYSM MaANOBEPOSTHBLIM MNONy4vyeHue
0OCTATO4YHO OONbWMX TPaAHTOB Ha WCCNefoBaHue pefkunx
3ab0neBaHUM OT HaUMOHANbHLIX OpraHu3auum.

2. NpaBoBble acnekTbl/3TuKa. O06bwectBo AKU npepctasnser
MHpopMauuw p[AS nayuveHToB, 4YTO TpebyeT npoBepeHus
NpodecCMOHaNbHbLIX KOHCYMbTauUMW MO MNPaBOBbIM M 3TUYECKUM
BonpocaM. Mbl nonaraeMca Ha ppyrux naptHepos (PSR) wu
3KCNepTHbIe COBETHl MO BOMPOCaM MNOJIyYeHUd 3TOU WHPOpMaLUK.

3. A3bk. CambiM 6onbwmMMm bapbepoM Agna Habopa nauuMeHTOB B
EBpone cTanu d3blkoBble npobnemsl. [lepeBof 3HaYUTENbHO
yBenMumMBaeT 3aTpaTbl Ha Cco3fdaHuMe MHbopMauMM 0N nauumeHTa.

4. Bonpocbl HOPMaTUBHO-NMPaBOBOro perynupoBaHua. PeweHb 3a
CYeT He3aBUCUMbIX KOHCYNbTauWi, MOSYYEHHbIX B OCHOBHOM OT
HawnMxX MNapTHeEPOB W3 KaTeropuum ManbiX WU CPpeaHux
npeonpuaTuin, W HaydHbiXx pekoMeHpauun EANC.



BoiBOObI

Mbl HapeeMCd Ha YBeJIMYEeHMe KOoNnumyecTBa MWUCCAenoBaHum,
BO3rjlaB/iieMblXx MaumeHTaMm, B KOTOPbIX MNaUUEHTbH Yy4yaCTBYWT B
NITaHMPOBAHUM M NPOBEOEHUM UCCefoBaHUMK, a rpynnaM nNauueHToB
npepocTtaBnaeTcad akKTuUBHaAsf ponab. Mbl cyumtaem, 4TO rpynnsl
NauMEeHTOB MaKCWUMasibHO MPUYACTHbl K MOHWMaHWI BNUAHUA OONe3Hn Ha
nauMeHToB U, TakuM obpa3oM, ABAAKNTCA MNOJI€3HbBIM MNAapTHEPOM B
npoeegeHnn wuccnepgosaHnsa. HeobxoguMmo ponosHUTENbHoe oby4yeHue
(HanpuMep, oT EUPATI) paboTe ¢ npeaocrtaButensamu
dapMaueBTUYECKON MPOMBILIEHHOCTU W HaY4YHbBIMM Kpyramu, npoueccy
pa3paboTKM nekapCTBEHHbIX MpenapatToB WU 3TUYECKMM/NPaBOBbIM
TpeboBaHNAM, CBfi3aHHBIM C WuUccregoBaHusMu. MHorue rpynnel
NauMeHTOB HYXOawTCa B MNOOWPEHUMM, KOTOpPOE MNOKaAXeT LUEeHHOCTb MU
BAXHOCTb WX BKNlafa B K/WHWYECKOE MuCCrefoBaHue.
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