NHTepBbl0 ¢ Knaac Penb

PacuuppoBka ayaumo3sanucu

MeHsa 30BYyT Knaac Pénb. A xuBy B BeHe, ABcTpusi. [1Ba C NOSIOBUHOMU
roga TOMY Ha3apg A co3pgan opraHu3auuiw nauveHToB NF Kinder. Mol
bopeMcda 3a npaBa nNauumeHToOB C HenpopubpoMaTo30OM — pepkKuM
reHeTmyeckuMm 3abonesaHueM. Mbl noMoraeM nauyumeHTaM MNOAYYUTb
0OCTYN K MeOUUMHCKUM ycnyram, HYXHbIM UM MeOUUUHCKUM YCIyraMm.
Mbl nMbiTaeMcs paboTaTbh B UCCNefoBaTeNlbCKUX MPOEKTax W HallaXxuBaem
CBA3M Mexoy naumeHTamu. Kpome TOro, Mol noMoraeT nauumeHTam
YAYYWUTb COLUMaNbHO-MCUXONOrnYeckme acnekTbl UX XU3HMU.

Mbl obecneuymBaeM ABCTPUW WUHPOPMaALMEN, NOTOMYy 4YTO YPOBEHb
WHPOPMUPOBAHHOCTU CPEeau HawuxX Bpavyen 04YeHb HU3O0K. Mbl yyacTByeM
B MeXOyHapoOHblIX KOHpepeHuMaXx. bnaropaps HaweMmy y4yacTuio, B
KOHPepeHUMAX NPUHMMAKT y4vyacTue Hawu Bpayn U3 KIUHUKK Npwu
BeHCckOM yHuBepcuTeTe. Mol MM pgaxe niaTuM.. BepHee npepocTassigeM
rpaHTel Ha noe3gku. TakuM obpa3oM, Yy HUX e€CTb BO3MOXHOCTb
nosiy4yatb CaMyl CBeXyw MHOOpMaUMIO U NMPUBO3UTbL B ABCTPUIO HOY-Xay
B obnactu nedyeHua naumeHToB. Mbl BblgenseM CTUMNEHOUUM AN MONOAbIX
YYEHbIX, Bpayenm U MNCUXONOroB. Mbl XOTUM 3HAUYUTENIbHO MOBLICUTb
YPOBEHb O0OCBEeOOMSIEHHOCTM O Heupodubpo3le, a Takxe nNpuBIeYb
BHMUMaHWe TaNaHTAUBbLIX CNeuuManucToB K 3ToMy 3aboneBaHuio,
MOCKOJIbKY HEeQpOoCTaTOK 3HaHWW owywaeTca He TONMbKO cCpefu
npodpecCcUOHaANOM, HO U, KOHEYHO, Cpeaun naumeHToB.

PACCKAXUTE Ob OBYYEHWW, KOTOPOE MOMOrno
BAM B [OEJIE 3AWWUTb MPAB NALUWEHTOB.

Tpu roma TOMYy Ha3afg S pewun co3fgaTb OpPraHu3auuiow M HavaTb
NpaBo3alWMTHYW OeATeNbHOCTb. B nepByw oyepenb S NO3HAKOMUNCH C
aBCTPUNCKUMM OpraHM3aumnsMu, KOTOpble ocylwecTBnswT cbop cpencts,
a TakKxe npowen TPEHWUHr, MNOCBAWEHHbLIA BOMNPOCAaM NOUCKaA WU
NPUBSIEYEHUS pecypcoB. H cuyuTaw, 4YTO I3TOT WAr UMEN KPpUTUYecKoe
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3HavyeHue. be3 MaTepuanbHO-(PUHAHCOBBIX PECYPCOB HEBO3MOXHO 4TO-
nmbo npepnpuHuMMaTb, MEHATb. JTOT wWwWar uMen Q59 MeHS BaxHoe
3HayeHne. bnaropapa eMy s Bcero pgobuncsa. JletoM npownoro roga €
obyyancda B feTHEW wWKONe eBPONeuMcKoOn accounmaumm no peakuMm
3abonesaHnaM EURORDIS. 3pecb obydyeHue npoxopsaT npencrtaBuTenu
coobwecTB NauMeHTOB C peakuMum 3abonesaHusMn, B TOM 4yucne, no
BOMpPOCaM Mnoucka M pa3paboTKM NleKapCTBEHHbIX npenapatoB. TaM £
BNepBble y3Han O TOM, 4YTO Takoe npopeccuoHanbHble MCCrefoBaHuUs W
pa3paboTKka NeKapCTBEHHbIX MpenapaTtoB, a TaKXe KaKyl pojib B 3TOM
npouecce urpawT nauumeHTbl. A ovyeHb OnaropapeH cyabbe 3a 3Ty
BO3MOXHOCTb. C 6onbwoWM papocTbw S nopan 3asaBKYy Ha obyyeHune B
EUPATI, Kak TOAbKO Y3Hajl O TakoW BO3MOXHOCTWM. MHe noBe3no
CcTaTb YYaCTHMKOM BTOporo Habopa cnywatenen. Ha ceropgHsawHun
0EHb Yy MeHA eCTb BO3MOXHOCTb yrnybutbCcs B M3y4yeHMe BOMNPOCOB,
CBSi3aHHbBIX C MUCcCnepoBaHMeM U pa3paboTKOM feKapCTBEHHbLIX
npenapatos. TakuMm obpa3oMm, bBnaropgapsd 3TuUM TpeM TpPeHUHram 4
nonyyumn ©Oa30Bble 3HaAHUA, KOTOPbLIMU MONb3YWCb B €XEeOdHEBHOW
paboTe.

Tenepb, KOrga 4 3Haw BCE O npouepypax v Bllagew TepMUHaMu, 1
MOry pa3rosapumBatb «Ha OQOHOM dA3blKe» C WUCCNenoBaTenaMu,
YYeHbIMX, Bpayamn, npeactaBuUTensiMm KOHTPOJSIbHO-HaO30pPHbIX OpraHoB
n papMaLeBTUYECKUX KOMMaHWW. f MOHUMal, BbIXOAUaMUM KakKowu cpefbl
OHU SBNAWTCHA, KakoBa WX MoTuBauusa. A yMew C HuMKU obwaTtbca U
OOHOCUTb 00 HUX CBOKW TOYKY 3peHuda. KpoMe TOoro, 9 yMew cpenaTtb
Tak, 4T0Obl MeHs BOCMPUHUMANM CEPbe3HO, 4Yero paHblwe He Obio.
30ecb eCTb OOWH OYEeHb BaXHbIM MOMeHT. Ecnu Bbl M3yuunu npouenypbl
MW 3HaeTe He TMNOoHacCnbllKe, KakK ocyuecteBnseTrca pa3paboTka
npenapaTtoB, Bbl CMOXeTe pa3obpaTbcd B TOM, rpge TpebyeTrcs Bauwe
yyactue (BaxHaa cocTaBnawwasa obyvyeHns s EUPATI).

A nocTtasun nepepn cobonm 3apavy: BKAWYATbLCA B pa3paboTKy Ha
CaMbIX pPaHHUX 3TaNaX W 3afaBaTb WUCC/IegoBaTeENTAMU HGO@XOD,I/IMble
BOMPOCH, [OBOAMTb OO MX CBefeHUs Hawy nNo3UUUK OTHOCUTENbHO
TOr0, Ha 4YeM O0NXHO POKycupoBaTbCA uccrnepoBaHue. Hanpumep, Mol
n3y4vyanum MHEHWEe HeMeuKOorosopsawMx nauuMeHToB. B onpoce npuHsano
yyacTtune okoso 300 nauueHtoB. Cpegoum npodyero, Mbl 3apaBanu



Bonpoc: «Kakue peanbHble nNpobnemMbl OONXHO pewaTb uUccnepgoBaHue?»
CuMnTOMbB Hawero 3aboneBaHMa o4YeHb pa3HooOpa3Hbl, MNO3TOMY
nccnegosaHme OONXHO 6bITb 4YeTKO chokycumpoBaHo. OKa3anocb, 4TO
CaMble BaXHble C TOYKM 3peHnsa naumeHTOB CUMMNTOMbI He MNpepcTaBnanT
Cepbe3HOro WHTepeca pna wuccneposaTtenen. 3Ta WHPopMauwus
—OT/IMYHBIN NOBOA [ON8 Ha4vana pa3roesopa C uccrepoBaTeneMm. Bl
nMeeTe BCe OCHOBaHMA CKa3aTb: «Bawe wnccneposaHue HWUKAK He
CBfiI3aHO C noTpebHOCTAMM naumeHToB. PeanbHaa noTpebHOCTLI
NauMeHTOB COCTOWUT B chnepywwuM.. laBante obCyxgaTb, 4YTO MOXHO
0N4 rnaunmeHToB caenaTtb».

9TO — OYeHb BaXHblIM MOMEHT. Mbl OONXHb y4YaCTBOBAaTb B pa3paboTke
npenapata C caMOro Ha4ana, 3afjaBaTb MpaBWiibHble BOMPOCHI, 4YTOOBLI
coenatb OM3alH WCCNefoBaHWMs MNpuBNeKaTeNbHbIM ONS MNAUWEHTOB, W
naumeHTbl MOrMJIM CKa3aTb: «JTO — BaxXHoe wuccnepoBaHue. {A Xxouy
NMPUHMMATb B HEM y4yacTume». HamTm y4yaCTHUKOB Ha 3Tane
KIIMHUYECKNX WUCNbiTaHUW nerye. [MauuMeHTbl yxe nonyymnu MHGopMauuio
OT CBOeu accouunmauumu, KOTOopasd y4yacTBOBasla B npouecce C CaMoro
Ha4yana, MNO3TOMYy YypoBeHb pgoBepus 6bypeT BblwWe, 4YTO, MO MOEMY
MHEHUWI, O4YeHb BaXHO. Ha cerogHAWHMW OeHb Yy4YacCTuMe NauueHTOB
npeoycMoOTpeHO TONIbKO Ha 23Tane TnpoBefeHuMs KIMHUYEeCKOro
McnoliTaHna. YdyacTue naumeHTOB 3akKaH4YMBaAeTCsi C OKOHYaHUEM
mcnolTaHnsa. Ho Mbl XOTMM y4yacTBOoBaTb B paboTte wu panbuwe. 4
cyMTaw, y4yacTuve naumeHTOB MOXET CbhirpaTb BaXHYW POJib Ha 3Tane
OUEHKN MEeOULUHCKUX TEeXHONOrmm M B3aUMOOENCTBUS C KOHTPONbHO-
Hag30pPHbLIMM OpraHamuM, MNOCKOJbKY MauueHTsl MOryT ybeoutb
npencTaBUTENIEN Pa3/IMYHbLIX CTPYKTYp B TOM, 4YTO npenapaT OOJIXEH
BHIMTU Ha PbIHOK U SBMAETCA AOOCTYMHbBM, MNOCKONbKY, HanpuMmep,
NMOKPLIBAETCA CTPaxOBKOMW.

C KAKMMW TPYOAHOCTAMW N BAPbBEPAMW Thl
CTANKUBAEIWbCA B PABOTE MO 3ALNTE MNMPAB
NALWEHTOB?

MoMCcK M npuBNevYeHune pecypCcoB MOXHO CPaABHUTb C E€XEeOHEBHOM
6opbbon. 3a4acTyw NPMXOOMTCH NocBsAwWaTb 3Ton paboTe uenbi AOeHb,
a Belb nNnepego MHOWM CTOAT ropa3no Oonee BaxHble 3apgayn, 4YeM cbop



cpencte. Ho 310 HeobxomuMmo penatb. B ABCTpunm obuwecTBEHHbIE
opraHusauumm He nonyvyawT (UHAHCUMPOBAHME OT rocypgapcTBa, MNO3TOMY
Mbl Ha 100% 3aBUCUM OT MNOXEPTBOBAHUMW YACTHbLIX NUL M KOMNaHuUn. A
3Ha4uT, cboOp CpefncTB — OYEeHb BaXHbIK y4yacTok paboTel, XOTb w
OTHMMaAeT MHOro BpeMeHu. XoTtenocb Obl, 4TO0bOLl ObLINO MHaye. B
HEKOTOpPLIX CTpaHax EBponbl rocygapCTBO OKa3biBaeT MNOOOEPXKY
obWeCTBEHHbIM OpPraHu3auunsaM.

boiBaeT C/IOXHO CBA3aTb MNauUMEeHTOB [Opyr C APYroM, MnOoTOMYy 4YTO B
HacTOoAWMN MOMEHT Yy HaC HeT [OeuCcTBYyWWEero eBpPONencKoro
obbeguHeHMda, HO Mbl BepgeM paboTy B [OaHHOM Hanpas/ieHUW, u 4
Ha3HayeH ee KoopauHaTopoM. Bce nauueHTbl, U 0COBEHHO nauueHTh C
peokuMu 3aboneBaHUAMM, [OOJIXHbI MOHMMaTb, 4YTO Hac ob6beguHAKT
obwme npobnembl, a 3Haunmt obwme uenu. HeobxoguMoO NOHMMATb, UTO
coBMecTHasa paboTa M COBMECTHble yCuUIna Mo3BOMAT HaM fobuMBaTbCH
pe3ynbTaToB B CXaTble CPOKWU, MOTOMY 4YTO «u3obpeTaTb KONeCco» B
Kaxoou CTpaHe — nycCTas TpaTa BPEMEHM U CpencTB.

MaunmeHTbl OONXHbI COTPYOHMYATb He TONbKO Mexgy cobom. Heobxogumo
paboTaTb C HaYy4YHbIMM ucCcneposaTenaMu, ¢apMaueBTUYECKUMU
KOMNaHWAMKM M nNpeactaBuTeNdaMnm OpPraHoB BNACTU. ITO CJIOKHASA
3ajadya, NOTOMYy 4YTO paHee nauueHTbl He Yy4yaCcTBOBaNuM B
nccneposaHun M paspaboTke fleKapCTBEHHbLIX NpenapaToB. Tekyuwee
NOSIOXEHNE Belen TakKoBO: BCE MOHMMAKWT, 4YTO 3TO BaxHasa 3agava,
HO Ha MNPaKTWUKe HUKTO HWUYEro He npegnpuHMMaeT. Bca MO XU3Hb —
3TO C/NIOXHOCTb, MNOTOMY 4TO Ha pPblHKE HET JfeKapCTBEHHbIX
npenapaTtoB ana Moero 3abonesaHuma. 0T dapMaueBTUYECKUX KOMMAHUK
S MHOIFO He XAy, MNOTOMY 4YTO Chblly OT HuUX: «[lo HawuM npasuaaMm wu
HOpMaM Mbl He MOXeM nopgepxaTtb BacC, TaK KaK Bbl 3awuuaeTe npasa
nauneHToB C pOaHHbLIM 3abonesaHuMeM». B 3TOM M 3aknw4yaeTcH
npobneMa: HeBO3MOXHO M300pecTM 4YTO-TO HOBOE M WMHHOBALMOHHOE,
ecnm Mexgy HaMm He 6bypeT coTpyaoHM4YecTBa Ha [OaHHOM 3Tane.
HaBepHoe, 3T0 camas 6onbwas TPpyaHOCTb. 00beOMHUTL nOeEn wu
opraHm3soBaTb WX COBMECTHYKW paboTy O4YeHb CJZIOXKHO ewe M NoTOoMy,
4To B 06M1aCcTM Hay4HbiX pa3paboToOK cCywecTByeT O4YeHb BbICOKas
KOHKypeHuus. Bce npepgnoyuTawT paboTaTb pPa3pO3HEHHO,
nybnukosaTb COOCTBEHHble pe3ynbTaTbl, a 3aTeM, oueHuBas obuwyi



CUTyauui, ropoputb: «Xopowo. Ecnm Mbl 0bbeguHuUM ycunusa, TO UENb
bynet pocTurHyta 6bicTpee». Ho rosopuTb 06 3TOM yxe no3fdHO,
no3ToMy M.. la. 1 He X04y Ha3biBaTb WMMEH U TOBOPUTb, 4YTO BCe
o3aboyeHbl Kapbepou, a He cyabbou naumeHToB. [lpoCcTO, CUCTeMa B
LLesiIoM OpMeHTUpOoBaHa He Ha NauMeHTOB, a Ha COo3faHuMe Hay4HbIX
nybnukauum.

bnaropgpapa EUPATI s nonydun 6a30Bble 3HAHWMA, KOTOpPble MCMOMb3YH0
npu pa3paboTke cTpaTeruM peweHWs MHOFOYUCIIEHHBIX npobnem, cC
KOTOPbIMM CTaNKMBAKWTCA MNauMeHTbl C HeupouppoMaTo3oM. Hapewcb, Yy
MeHs OypgeT BO3MOXHOCTb WMCMNONAb30BaTb 3TW 3HaAHUA, 4YTOOL
00beaunHATL «HYXHbIX» Jilogen Ona coBMeCcTHOW paboTbl M OOCTUXEHUSd
Hawnx uenen. CuymTaw, 4YTO CoBMecTHas paboTa, HanMune 4YeTKOM
Lenn u cTpaTerum gBnfeTCs KIANYEBOM COCTaBNAWWEW ycCcrexa.



