WHTepBbl0 C BupoxuHu XuBepT

PacuuppoBka ayaumo3sanucu

MeHs 30BYT BupoxuHu Xuept. A pabortaw B EBponenckon accoumnauunu
no pepkuMm 3abonesaHuaM (EURORDIS). A opgupekTop no
TepaneBTu4yeckuM paspaboTkam. KpoMe TOro, § 3aHUMaKwCb 3awMTOWu
npas nauueHToB. o obpa3oBaHu A ¢apMaueBT, a TakKXe WUMeKw OnbIT
Hay4YHoW paboThl.

Mbl cnocobcTByeM TOMY, 4TO0Ob nauuMeHTb 60slee aKTUBHO
MCNONb30BaJM yXe CywecTByluwMe BO3MOXHOCTM [Nd yyacTusa B
0eaTenbHOCTM, KOTOPYW, B YAaCTHOCTM, OCYWECTBASAWT HaWwwM
3aMHTepecoBaHHble NapTHepbl, Hanpumep EBpPONENCKMM areHTCTBOM MO
neKapCTBeHHbM cpepncTteaM. Kpome TOro, Mol paTyeM 3a co3faHue
HOBbIX BO3MOXHOCTEW, KOTOPble NMO3BONAT NalUMeHTaM y4yacTBOBaTb BO
BCex 3Tanax pa3paboTku npenapaTtoB. Mbl cyMtaeM M nNpoaBUraem
naoew, 4YTo NauMeHTbl OOSXHb y4YacTBOBaTb BO BCeM UMKNe pa3paboTku
npenapaTtoB. KpoMe TOro, Mbl CYMTaeM, 4YTO MauMUeHTbl OEeNawT O4YeHb
LeHHbIN Bknag, 0C0OEeHHO Ha HayanbHbLIX 3Tanax pa3paboTkwu
npenapaTtoB, 0C0b6eHHO npenapaToB, MWCNONb3yeMbiX ANA JleYeHUs
penknx 3aboneBaHMn. YyacTue nauMeHTbl MMeeT KJl4YeBOe 3Ha4yeHue,
ecnun HeobxXxo0QMMO BLHISBUTb HEYOQOB/E€TBOPEHHbIE MeOULUHCKUuE
notpebHocTn. HeBO3MOXHO nepeoLeHUTb MNOMoOlb NauueHToB B cbope
OaHHbIX O eCTeCTBEHHOM Te4yeHun 6onesHun. MauueHTbl He3aMeHWMbl,
Korga HeobxoguMo cCnnaHuMpoBaTb OMNTUMalibHble pe3yfbTaThl
KMMHWYECKOr0 MCCiegoBaHus, TO €CTb BblOpaTb KOHEYHYW TO4YKYy [Ong
pa3pabaTbiBaeMoro npenapata. 4YT106b y4yacTBOBaAaTb B 3TUX
npoueccax, nauuMeHTbl OOSIXHbI MMETb COOTBETCTBYWILYH MOArOTOBKY.
Kpome TO0ro, HeobxoguMmMo yMeTb B3auMopgeucTBoOBaTb C
3auHTepeCcoBaHHbBIMU CTOPOHaMM.

KAK Bbl TMNOMOFAETE NAUWEHTAM CTATbH


https://toolbox.eupati.eu/resources/patient-toolbox/%d0%b8%d0%bd%d1%82%d0%b5%d1%80%d0%b2%d1%8c%d1%8e-%d1%81-%d0%b2%d0%b8%d1%80%d0%b4%d0%b6%d0%b8%d0%bd%d0%b8-%d1%85%d0%b8%d0%b2%d0%b5%d1%80%d1%82/?lang=ru

JKCMNEPTAMWU NO NPABAM NAUWEHTOB?

Mbl peanu3yeM HeECKONbKO MNporpamMM pOna pa3BuTua nNoTeHuunana
nauneHToB. EBponenckas accouunauus no penkuMm 3aboneBaHUaM
Bxoaut B EUPATI. Mbl nposoguM netTHwiw wkony EURORDIS. B paMkax
3TUX BO3MOXHOCTEW Mbl YYUM MaALUUEHTOB «NpaBwuiaM WUrpbl», TO eCTb
pPaCCKa3blBAEM MM O 3aWHTEpPecOoBaHHbIX CTOPOHAxX WM YCJIOBUSAX, B
KOTOpbIX UM npupetca paboTtatb. IPPeKTMBHOCTb OENCTBUM MALMEHTOB
HanpaMyw 3aBUCUT OT TrNyObUHbl MX 3HAHUA O BHEWHEM OKPYXEHWUMU.
Hawa wpea 3aknw4yaeTtcsd B TOM, 4T0Ob obecneymBaTb MNALUEHTOB
3HaHUAMM O npoueccax, CBfi3aHHbIX C uccnegosaHuveM n paspaboTkon
NeKapCcTBeHHbIX npenapaTtoB, o060y4yaTb MNaUMEHTOB MNpPaKTUYECKUMU
HaBblkaMW MNPOBEOEeHUA BCTpPeY, HaBblkaM MEXTMYHOCTHOro obweHund, a
TaKXe TnpeaocTaBNATb WHCTPYMEHTH, MNO3BONfAwWMEe pOCTUraThb
MaKCUManbHbIX PEe3yNbTaTOB.

KAK 3KCNEPT N0 3AWWTE NPAB NAUWEHTOB
MOXET BJIUATb HA WUCCIEQOBAHUA W PA3PABOTKY
NIEKAPCTBEHHBIX MPEMNAPATOB&?

Mo MOMM NW4YHLIM HabnwWOeHuAM, a Takxe Nno OnbiTYy MNauWEeHTOoB,
KOTOopble MoMorawTt kKomMuTeTam EMA c pa3paboTkoM NpoTOKONOB, MOry
CKa3aTb, 4MTO KOHTPOJNIbHO-HAO3O0pHbLIE OpraHel W pOpyrue
3aMHTEepecoBaHHble CTOPOHbI Bcerga C 60nbWOM 3aMHTEPEeCOBAHHOCTLIO
OTHOCATCA K MHEHMUW nauneHToB. [lauMeHTbl ABAAKWTCHA HOCUTENSMMU
YHUKaNbHON WMHPOPMaLUMM O XU3HU C OONE3HbI, B YAaCTHOCTM C penKou
bone3Hblw. TakuM o06pa3oM K NauumeHTaM nMNPUCNYyWUBAKWTCH BCe
3auHTEepecoBaHHble CTOPOHLI.

C KAKUMW TPYOHOCTSAMWU MOryt CTOJIKHYTbCH
JKCMEPTHl MO 3AUWUTE NPAB NALUWEHTOB?

MocKoNbKy B MUCCNenoBaHMAX U pa3paboTke neKapCTBEHHbIX
npenapaTtoB 3aMHTEPECOBAHO MHOXECTBO CTOPOH, MaUWUEHTH, Cpeau
npo4yero, MOryT CTONKHYTbCA C npobneMou BbbOpa. [MaumeHTam
bbiBaeT CNOXHO cpOoenaTtb BbOOP, €CnMM OHU BUAAT HECKONbKO



BO3MOXHOCTENW WU CTaNKUBaAKWTCH C [SIC] KOHOIMKTOM MHTEpPECcoB
(KaXywumMca wunun peanbHbM). Bce 3T0 MOXeT [O€e30pPUEHTUpPoOBaTH
naumeHTta. Yawe BCero MHe 3apawT Bonpoc «4Y1o MHe BbIbpaTb? MHe
NOCTYNUAO0 MHTEpPEeCHoe npepsioxeHne oT ¢papMauLEeBTMYECKOW KOMMaHUW.
Ecnm a4 ero npuMy, TO, HaBepHoe, He CMOry y4yacTBOBaTb BO
BCTpeyax, Meponpuatuax EMA, 3acemaHusaXx Hay4YHO-KOHCY/bTaTUBHOW
rpynnel MO COCTaBJ/ieHU MPOTOKOSa UccnenoBaHusa. »

MOYEMY BKJIAQ 3KCNEPTOB MO 3AWWTE NPAB
NAULWEHTOB B WCCHAEOQOBAHUA WU PA3PABOTKY
NEKAPCTBEHHbBIX MPENAPATOB MOXHO HA3BATb
YHUKAJIbHbIM?

bonbwe BCero MeHsd BOCXMUWAET 3HepreTuka nauuMeHToB. WX npupopHsbie
CNOCOOHOCTU M MNOJSIYYEHHbIE HA TPEHUHrax HaBblKM OOMNONHAWT APYr
opyra, 4TO MNO3BOSISEM [OCTUraTb BENIUKONENHLIX pe3ynbTaToB. A
cyumTaw, 4YTO oOy4dyeHMe — 3TO KKWY, KOTOPLIM OTKpbIBAaeT nepep
naunmeHTamMm HoOBble OBepu. To eCcTb nNauuMeHTbl MNOSy4YawT 3HaHUA,
HeobxoguMble gna TOro, 4TtobObBl BOWTM B MUpP, O CYWeCcTBOBaHUU
KOTOPOro OHM He nopo3pesBanu. JTo0 B3auMoborawawwuyi npouecc,
Befb Mbl y4ymmca Apyr y ppyra. MoxXHO C yBepeHHOCTbW CKa3aTb, 4TO
3TO He OOHOCTOpPOHHee, a MNoO-HacTofAweMy [OBYCTOpPOHHee
B3auMopgencrteume. K TakoMy BbiBOOYy S Mpuwna 3a 3TU rofabl. Mol
OOJSIKHbl y4YMTbiBaTb BCE HOPMAaTUBHO-MpPaBOBble W3MEHEHWSA, HOBblE
MeTOofbl, Hay4Hble OTKPbLITUS U HOBOBBEOEHUAM KIUHUYECKUX
mccneposaHuMn. KpoMe TOro, Mbl [ONIXHb apganTupoBaTb Hawwu
TPEHUHI M, a TakxXe MNOAXOAbl K OpraHuM3aumnm v MPOABUXEHUKW Yy4YacCTuUS
NauMeHTOB.



