CtedaHo Mazzapuon (UTanua)

«51 6bl xoTen B3auMMoOgenCcTBOBaTb C Pa3/INYHbIMKM y4aCTHUKaMU BCErO
npouecca Ana T0ro, 4tobsl nauymeHTbh bosiee aKTUBHO y4acTBOBasiu B
npouecce pa3pabotku npenapatoB. bbuio 6bl 3ame4vyaTesibHO, €can Obl
BCE rMauuneHTbl CMOrjn u3BJ€Yb [PEUMYUEeCTBO M3 TEX 3HaHUN,
KoTopble A npunobpesn Ha 3TOM CEMUHape. »

Y Moero pebeHka — MblleyHas puctpodus [OoweHHa (MOO). 3To penkoe
3aboneBaHne, M OT HEro OO Ccux nNop HeT 3PPEKTUMBHOr0O Jie4YeHus.
BoT 4TOo B nepByw o4yepenb 3acCTaBUIO MeHA npocnaywaTb Kypc
EUPATI. A BO-BTOpPbIX, S M3y4yanl XUMUIO B YHUBepcuTeTe, U 1 Boobuwe
BCerga MHTepecoBancsa Haykou. [ns MeHA o4veHb 3apa3nTtenbHou Obina
caMa BO3MOXHOCTb Yy3HaTb 6onbwe 06 uccnepoBaHuMax u paspaboTke
HOBbIX JIeKAQpPCTBEHHbIX NpenapaTtoB. Yepe3 uMTanNbAHCKYW accoLMaLui
nauneHtoB Parent Project s cTan y4yacTHuUKOM coobwecTBa
nauveHtos ¢ MOO u 4neHoB uUX ceMeu. A C papoCTbid FOTOB MOMOYb
KaXxgoMy, KoMy HeobxogouMo MNOHATb [AOCTAaTOYHO CJIOXHbIE aCneKThl
NCCNEeNoBaHUN M KIIMHUYECKUX MCMNbITAHUK, KOTOpPbIE Cendac npoxoasarT.

CemnHap EUPATI paeT MHe O4YeHb BaXHble 3HaHuA, 6GBnaropgapsa KOTOpPbIM
S MOry nydwe noHATb BeCb MNpouecc WMCCefoBaHWW HOBbLIX METOOOB
fleYeHNsd: MexXaHW3Mbl U MpaBuna TakUX UCCNefoBaHWW, MNPUYUHBI B UX
OCHOBE, a TaKxXe BO3MOXHOCTM [Ond ydyacTua nauumeHtoB (a 3TO, B
CBOK o4epenb, MNO3BONAAET NnaunmeHTaM noMoyb cebe). Takosbl Obnu
MOW OXWOAHUA OT KypCa — W OH MNOJIHOCTbI MX onpaspasn. [eHb 3a
OHEM 9 penwucb WHPopMauumen, nony4vyeHHou oT EUPATI, C pasfiMyHbMU
rpynnamMm naunmeHToB — a Takxe C O0OblYHbBIMM JOBMW: MOTOMY 4TO,
KTO 3HaeT, KaxObllh MOXeT CcTaTb Korpa-Hubyob nauveHToM. A pgenawo
3T0 4yepe3 coumnanbHole cetn, CMWU, a Takxe nocpencTBOM y4yacCTus B
KOHpepeHUUaX, KOTopble npoBogAaT B Wtanum accoumauuu nauymeHToB C
pa3fimyHbeiMM 3aboneBaHuMAMM. fA NbiTawCb [OHECTW, 4YTO nNauumeHTaM
HeobxoOQuMMO 3HaTb O TOM, Kak pa3pabaTbiBawTCSH HOBble MeTOnbl
fneyeHnsa, Bedb MMEHHO MauueHTbl nepBbiMA anpobupywT 3¢PeKTUBHOCTb
m 6e3onacHoCTb HOBOro npenapata. W TakuMm obBpa3oM nauueHTH
MOryT cpenaTtTb KIWHUYeCKUe wuccneposaHna 6onee 30PeKTUBHbLIMA.


https://toolbox.eupati.eu/resources/%d1%81%d1%82%d0%b5%d1%84%d0%b0%d0%bd%d0%be-%d0%bc%d0%b0%d0%b7%d0%b7%d0%b0%d1%80%d0%b8%d0%be%d0%bb-%d0%b8%d1%82%d0%b0%d0%bb%d0%b8%d1%8f/?lang=ru

Xopowo WHPOPMUPOBAHHLIA MALUEHT TaKXe Jydie MOHWMAeT peasibHoe
nonoxeHuve pen B o6nacTuM uccnenoBaHMM MeTOOOB JIeYEHUS €ero
3aboneBaHnda. OH MoxeT oTcnexuBaTb pa3paboTku, a Takxe
NMPUHUMATbL MWHPOPMUPOBAHHOE pelleHUe 06 y4yacTuUM B KIMHUYECKUX
nccnepoBaHuax. Euwe xoyy OTMETUTb, 4YTO S CTPeMioCb ObITb XOpOWWUM
npenctaBuTeneM Tex coobwecTB MauUMEHTOB, KOTOpble S NMpencTaBfsio:
NOHECTU UX MHEHWEe [0 roCYOapCTBEHHbIX OpraHoB, ¢apMaLEeBTUYECKUX
KOMMNaHWW, Bpayei, MeOUUUHCKUX opraHoB, CMWN wu npoyux
3aUHTEPECOBAHHbIX NIUL, U OpraHuM3auuin. 9 He COMHEeBaKCb B TOM, 4TO
npuobpeTteHHble MHOW 3HaAHWUS CAoenawT MOM CcTapaHua 6Oonee
30DEKTUBHBIMA M MOMOTYT MHE YCWIUTb OKAa3biBAEMOE MHOW BJIMAHMKE.

Mponpa Kypc no oby4dyeHuiw 3KCNepToB NO 3awuMTe npaB MNauneHToB, 4
npunobpen HyXHble 3HaHMA O MNpouecce corjlacoBaHUs HOBbIX METOMOOB
NNeYeHUs KOHTPOJSIbHO-HAA3O0pPHbBIMM OpraHamm. A y3Han O TOM, Kak
pa3nunyHble Y4YaCTHWUKKM npouecca pa3paboTkuM npenapaToB
B3aMMoOencTBYywT Mexay cobown. bnaropapsa 3TOMy HepaBHO 2 Obin
Ha3Ha4YeH 4YNeHOM Hay4YHOW CeKUuWM ynpasBfslWero cCoBeTa OpraHusauuu
Parent Project Onlus (opraHu3sauus nauMeHTOB, YJ1IEHOM KOTOPOMW £
ABNANCb). TaKXe yXe Ha MNPOTAXEeHWU HEeCKONbKUX MecAueB 1
yyacTtByl B npoekTe Alleanza Neuromuscolare («HepPBHOMbIWLEYHbIN
cow3»). lenb npoekta — obecneyntb B3auUMOOEUCTBME Pa3INYHbLIX
rpynn nauuMeHTOB, Hay4HbIX coobwectB M 6naroTBOpPMTENbHbLIX
opraHusauuMin pna wnx CcoBMecTHou paboTbl NO BOMNpOCaM,
3aTparmBawwmx nauMeHTOB C HEeBPOMblleYHbIMU 3aboneBaHuaMU: OT
KNIWHUYECKOro neyeHus 0o pa3paboTKM HOBLIX MeTOOOB Tepanuu.
Takxe 8 BbICTynan C QOOKNagaMM Ha TeMy y4yacTus NauueHTOB Ha
cobpaHMsaAX MUTaNbAHCKUX accoumaumnm nauuneHtoB. Moum coobpaxeHus
6bbinM nNpencTtaBneHbl B pykoBoacTee «Ponb opraHu3auud nauMeHTOB B
MTAaNbAHCKUX WU EBPONENUCKUX YyuypexgeHuax», onybnnkoBaHHOM
accounaumen nauuMeHtoB C pauabeTtoMm. A HapewcCb, 4YTO 3TO JUWb
nepBble Warn B OOAroM M ycnewHou pabote Ha 6naro nmauymeHToOB U UX
ceMen.
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