WHTepBblo ¢ MaTbio Mam

TeKCT UHTEepBbI

MeHa 30BYT MsTbiw Mau. A pabotaw B DIA — HEKOMMep4YeCKOMU
opraHuM3auummn, KOTopas OTHOCMTCA K (apMaueBTMYECKOW OoTpacau. ITO
BCEMMpHasa accouunauusa, B KOTOPOM Mbl, MOMUMO MNpPOYero, MNPOBOAMM
KOHpepeHUuMn un obyyawwme MeponpuaTna, U TakKKe aKTUBHO
COOencTByeM MPOABUMXEHUKW BO BCEM MUpe MNepenoBblX MOEen MO pa3HbM
acnektaMm pa3paboTkm MeguUMHCKUX npenapaTtos. A paboTaw
MeHe[QXepoM MO npoeKkTaM B NpefcTaBUTeNnbCTBE accounauum B ropope
basenb, B BegeHuMn KoToporo Haxopgatcs Espona, BnuxHun BocTok w
Abpuka, M B MOEM BefeHUU HaxXxoOQuTCs UCKIw4YnTenbHo paboTa
EUPATI, EBpOMeWCKOM akKageMuu nauuMeHTOB B NOOOEPXKY MHHOBALWUK.
1 oTBevyaw 3a KOOpOAWHaUWIO BCEro npouecca pa3paboTku wu
dopMUpOBaAHMA KOHTEHTa, CBfi3aHHOro ¢ obpa3oBaTesibHbIMU
MaTepuanamMm B paMkKax MpoekTa EBponenckon akagemuum naumeHTOB.
3T0O M Haw Kypc no obyyeHuw 3KCNepToB MO 3awuTte npas MauMeHTOB,
KOTOpbIK yXe nontopa roga OyHKUMOHUPYET B 3/IEeKTPOHHOM ¢dopmaTe,
MW NaHeflb WHCTPYMEHTOB Ha HalWEeM WHTepHeT-cauWTe, KoTopaf
npeacTtasndetr coboM KOHCONMAMPOBAHHYW B OOQHOM MecTe WHPopMaLuio
Ha CceMu fd3blkaX — M UX 4Yucno B bypgyweMm MoxeT BbipactTu, — MU
6bnaropapa kKoTopou Yy nwboro 4yenoBeka, M, B YaCTHOCTMH,
3allMTHUKOB MpaB MNaUMEHTOB M NpeacTaBuTened nNauueHToB, UMeeTCH
0OCTYN K CBefeHusIM O CO3[aHWU MeQUUMHCKUX npenapaTos.

Korpa s Havan pabotaTtb B EUPATI B 2012 ropy, BCero 4epes napy
MecsiueB nocsae 3anycka 3TOro npoekTta, €ro y4vYacCTHUKaMu Obinu
HECKONMbKO Trpynn, nNpeacTaBAdBWMX WHTepechbl CaMblX pPa3HbIX
3auHTepecoBaHHbIX CTOPOH. bbIO 04YeHb 3aMeTHO, KTO OTKyfa
npuwen, TO eCTb, K KaKOW rpynne y4yaCTHWKOB YesloOBEeK OTHOCUTCSH,
paboTaeT OH B OpraHu3auuMuM No 3aWMTe NpaB MNaUMEHTOB WU B
y4yebHOM y4ypexgeHunm C OTpacsieBbiIM NApTHEPOM, UM fOaXe C TOYKM
3peHNAa HaC KaK KOHCY/IbTAHTOB — MpencTtaBnsieT JiM OH KOHTPOJIbHO-
HaO30pHbLIKW OpraH, opraH no MTO wunu pOpyryw HEKOMMEPYecCKylo


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%bc%d1%8d%d1%82%d1%8c%d1%8e-%d0%bc%d1%8d%d0%b9/?lang=ru

opraHu3aumio.

Mo Mepe pa3BMTUA MpoeKTa 3TO 4YeTKOe pa3fesieHne CTasno MNOHEMHOry
ncyesatb. Mbl Hayanum BUOETb BCexX HAC, a Mol BCe MPUWIN U3 OYeHb
y3KocneuuManm3npoBaHHolx obnacten, S caM — XUMMK no obpa3oBaHuw,
OYeHb KOpoTkoe BpeMmsa nopabotan B nabopatopum B chepe OTKPLITUSA
MW NpoM3BOACTBaA NleKapCTB.. Ml CTanu TeMu, KeM, KakK Mbl Tenepb
HapgeeMcsd, Hay4yaTca OblTb Hawum CTYyOeHTbl, ClywaTesn Hawero Kypca
— Mbl CTanu yHuBepcanamu. [llo Mepe TOro, kKak Mol pabortanu BMmecTe
MW BHUKANM B pa3Hble cdepbl 3HAHWW OpYyr gpyra, Mbl MOHEMHOTY
oenann 3TU 3HaHWA COBMECTHbIMM, CTapascCb 00bEOAMHUTbL Haw OnbIT U
cpopMupoBaTb M3 HEro ypokK unM Moaynb o0Oy4dyeHus, CTaTbi WU
npeseHTauuw. 3aHMMasiCb 3TUM M3daTeNlbCKUM MpPoLEeccoM U npoueccoM
CO3[aHNs KOHTEeHTa, 9 QOyMaiw, Mbl CaMM Ha CaMOM fefie noay4vunu
6onbwyi BbIFrOAY, NOTOMY 4YTO CTanu cneumanuctamm ¢ bOonee
YHUBEpPCanbHOW NOAFOTOBKOW, Onaropmaps KOTOPOWU Yy Hac
cbopMmupoBanocb Apyroe BUAeHUE TOro, Kak HaM cenyac BbHIMNOSHATH
cBow paboTty.

KpomMe TOro, no Mepe ¢opMMpoOBaHUA KOMaHO, APYrux HanpaBiieHWUN
paboTbl MAM NOOKOMMTETOB, KOTOPbLIM B paMKax MpoeKTa nopy4vyaeTcsH
CBO€ HanpasneHue paboTbl, Ha CaMOM pefie CTAHOBUTCA MOHATHO, 4YTO
Tbl MPefACTaBfidewb YXe He TONbKO CBOW KOMMaHWI, WIKM, KakK B MOEM
Cflyyae, CBOW OpraHu3auuioo, HO M NO3ULMKW BCEW STOWN rpynnbl
3aUMHTEPEeCOBaHHbLIX J1NL, . JInyHO 1 pa60Tam B n3gatejibCKOM cCOBeTe.
Mbl pefakTUpyeM BeCb KOHTEHT, KOTOpbM nogsiexuT onybnnkoBaHuw, a
370 abCoONTHO BeCb Hal KOHTEHT, MNOTOMYy 4YTO, KOHEYHO Xe, BeCb
HaW KOHTEHT fBnsfeTcs obwenocTynHbM, M B 3TOM COBeTe A ABMANCH
HEe TONMbKO TEeM, KOMY M3BECTHbl BCE HIAHCbl npouecca Cco3aaHus
MeQUUMHCKUX npenapaTtoB, HO W TeM, KTO MNpeacTaBNfieT WMHTEPECH
Fpynnbl BCEX HEKOMMEPYECKUX OpraHu3aunmn, KOTOpble 3auHTEepecoBaHbl
B npoekTte. Mou Konneru, 4neHol 3TOr0 Xe coBeTa, NpPeacTaBnsAlT He
NPOCTO CBOKW G(GapMauEBTUYECKYKHW KOMMAHWW, HO WU UOEN U TOYKY
3peHna ¢papMaueBTUMYeCcKOM oTpacnum B uenoM, wunm coobwectsa
NauMeHTOB B LENOM, WM BCexX y4vyebHbIX 3aBefeHun cpasy.

OTO TOXe HeobxoguMMo B TaKOM npoekTtTe, Korga OAHWUM U3 HalWKUX
Knw4yesblX, W, 4 OyMalo, YHWUKaAJIbHbIX TIPUOPUTETOB ABNIAETCA TO,



HAaCKOJSIbKO Mbl HEeMTpasibHbl U HACKOSIbKO Mbl OTKPbITH — TakK, 4TOObI
NMPUHATbL BO BHUMaHMe OYKBa/NIbHO Kaxgoe OTAesibHOe MHeHue 6e3
nepeseca B Ty WM [OPYryw CTOPOHY.

KAK Bbl B DIA CTANWU 3AJEWCTBOBAHbLI C TOYKMK
3PEHNA YYACTUA NALWEHTOB?

B npenctasutenbctee DIA — Cc yyeToM Moero onoitTa M paboTh B
EBponenckon akagemMmum naumeHTOB M TOMY, 4YTO S OEUCTBUTENbHO
MO3HAaKOMUNCA C MHOXECTBOM pa3HbIX JOENn U C pa3HbIMU
opraHusauumsMm, M, 4YTO BaXHO, WMMEHHO BHYTpu coobwecTBa, KOTOpoe
S Ha3blBaw coobwecTBOM MO 3awuTe npas nNaunMeHToB, — A OTBeYyaw 3a
BCIO Hawy OesTeNlbHOCTb, CBA3aHHYW C nNayuMeHTaMu, YyXe Ha
NPOTAXEHUN HecKoNbkux net. B DIA ™Mbl paboTaeM nNo HECKONbKUM
HanpaBNeHUaM, M Ha NPOTAKEHUW NOCNEOQHUX OeCATU NEeT BbLINOSIHAMMU
no papy HanpasneHun paboty, 6bnaropapsa KOTOpPOW MNaUUEHTb MOTryT
OCTaBaTbCA LEHTpanbHOMW YacCTbl npouecca pa3paboTkKu MeguLMHCKUX
npenapaTtoB. Yxe npowno 6onee 10 net ¢ TOro MoMeHTa, KOrpga Mol B
eBPONEeNCcKOM npeacTaBUTeNbCTBE 3anyCTUIX MNpPOrpaMMmy, B paMKax
KOTOpPOM npepfnarawnTtcs CTUneHgunm Ha obyyeHue, CNOHCUpPOBaHWeE
MOMOIWM 3aWMTHUKOB MNpaB MNaAUWEHTOB, MNpeacTaB/leHWEe WUHTepecoB
NauneHTOB, BMJOTb OO HaAWWX KPYMHbBX Meponpuatumnm, 4TobbI
obecneynTb y4yaCTHMKAM nNporpamMmel M naatgopMmy, U CPeacTBO He
TONbKO [ONS BCTpPeY M COBMeCTHOM paboTbl C COOTBETCTBYWUMUMHU
3aMHTepecoBaHHbBIMXU CTOPOHaAMWU, HO M [ONsg Toro, 4Ytobb uMeTb
BO3MOXHOCTb O3BY4YUTb J1l06OW COBEpPWEHHO APYroM MNOAXOHA, KOTOPbIN
bypet cnocobcTtBOoBaThb O0OCYXOmEeHWI W OaNibHEWWEMY MNOBCEMECTHOMY
COTPYOHUYECTBY.

DTy nporpamMMy noBTOpWAM U Hawu kKonneru B CeBepHon AmMepuke, WU
OHa NPOYHO yTBEepOu/laCcb KakK OOWH W3 LUEeHTpalbHbIX BOMPOCOB
NOBEeCTKW OHA Ha exerofHelX 3acepaHuax B DIA. W B TeyeHue >3TuX
10 net nporpamMMa He ocCTaBajlaCb HeW3MeHHOM. OHa MNOHEMHOry
MeHfSlaCb NO Mepe TOro, Kak MeHanacb caMa obnactb pa3spaboTku
MeOUUNHCKNUX npenapaTtoB. HanpuMmep, Tenepb B EBpone nauumeHTl
NPUCYTCTBYKWT Ha HalWUX BCTpe4yax He MNpPpoCTO B Ka4yecTBe
noceTuTenen, HO B Ka4yeCTBE pPaBHOMPaBHbIX 3aWMHTEPECOBAHHbLIX NuL



3a CTO/NIOM MEeperoBOpPOB, W OHW pPerynsapHo y4yacTBYWT B Hallen
nporpaMMe B KayecCcTBe OOKIaQ4YMKoB M 4YneHoB paboumx rpynn. Ml
NPOOO/XUM MOCTYNaTb aHaNOrM4YyHbIM 06pPa3oM M Ha HEKOTOPbIX APYrUX
BCTpeyax.

DIA — »>3T0 accouuauma, Yy4yYaCTHUKaAMW KOTOPOW SABNASKNTCH
npodeccuoHansl, KoTtopble paboTawT BO MHOXECTBE pa3HbiXx obnacrten wu
npeacTtaBndawT MHTepecbl MHOXeCTBa 3aMHTepecOoBaHHbIX CTOPOH. WU,
6e3yCcnoBHO, Mbl MPU3HAEM, 4YTO BAXHOW 3aUHTEPEeCOBAHHOW CTOPOHOW,
KoTopas npefcTtaB/ieHa B KayecTBe YjleHa Hawew accouumauumu,
apnaetca coobwecTtBo nauumeHToB. DIA obbeauHAET MHOXECTBO pPa3HbIX
coobwecTB, B OCHOBE KOTOpPbIX nexaT npodeccuoHasnbHble chepbl
MHTEpecoB OTAOENbHbLIX Jilpen, M 3T0 f[enaeT BO3MOXHbLIM
COTPYOHNYECTBO MeXOy JIAbMM M3 pa3HbIX PErvMoHOB, KOMMAHUUW U U3
pa3HbiX paboynmx rpynn, HanpaBlleHHOe Ha COCTaBJfieHWe PYKOBOACTB,
NPOOBMXEHWEe MWHHOBALUWW, MNPOOBUXEHME COTPYAHMYECTBa MU
MCnonb30BaHMe wupen pOpyr ppyra.

CoobwecTBo naumeHTOB BCerpga pNnsg Hac ObJI0O HEMHOXKO [OpPYruMm,
NMOTOMY 4YTO, KOHEYHO, CaMO MNOHATMEe npodpecCUOoHaNbHOro nauuveHTa —
OTHOCUTENIbHO HOBOEe, W He BcCerfga nauueHTbl eMy COOTBETCTBYWT.
MNoCKONMbKY Mbl ABMSEMCA accouunaumen npopeccuoHanoB, He BcCerpa
ydaBanoCb XOpOWO COBMeCTUTb OOHO C AOpyruMm. [lo Mepe TOro, Kak
Mbl pa3BMBAEMCH, 3TO, KOHEYHO, TOXE MEeHSeTCs, M Ccenyac y Hac
ecTb OoTAenbHas nporpamMmMa, no3Bonfwwas nauneHTaM CTaAHOBUTbLCH
yneHamMn DIA. TMpu BO3HMKHOBEHMM TaKOW 3aUHTEpPECOBAHHOCTMH
naumeHTaM HYXHO BbIUTM C HaMM Ha CBA3b, 4YTOObl BLIACHUTb, KaK 3TO
nenaetca. Y Hac eCcTb OHMaWH-NNaTtdopMa, a TakKxe Hawu BCTpeuwu,
KOTopble MauuMeHTbl MOryT uCnonb3oBaTb Ana obweHns — 3To upgesd,
BOM/IOWEHME KOTOPOM Mbl Takxe yBupenu B EBponenckon akapemumu
NauMeHTOB: TaM Bbl BMAWTE nwAend C pa3HbiMM Buaamym 3abonesaHum us
pa3HbIX YrofKOB MUpa, KOTOpble nNpuxogatT OOMeHATbCA uaeamMu wu
0EeNCTBUTENbHO CHOPMUMPOBATbL €OMHbIM FON0C, WM eQuHOe MHeHue AN
coTpygHuM4yecTBa C [OPYrMMM M TaKXe HanaguTb COTPYOQHUYECTBO C
nwobMM U3 rpynn, npencTtaBfdoWMX WHTepecbl MHOXeCTBa [OpYyrux
3aMHTEepeCcOoBaHHbIX CTOPOH.

Opyrvue HanpaBneHus, Hag KOTopbiMu Mbl paboTaeM B nocnepgHee



BPeMSi, XOTS MHE He XOTefnoCb Obl FOBOPUTb «B MOCNeQHeEe BpPeMs»,
MOTOMYy 4YTO Ha CaMOM flene 3TO0 MPOUCXOAUT YyXe Ha MPOTAXKEHUM pAna
neT, 3aK4alwTCs B TOM, 4YTO Mbl 3afencTBYeM naen n3 coobuwecTtsa
NaUMEeHTOB B HaWMX COOCTBEHHbIX KOHCYNbTATMBHbLIX FpPynnax BHYTpwU
OpraHu3auuMm — U Ha YpPOBHe MNpaBJIeHUS, M Ha YPOBHE KOHCY/bTauun
B permoHax. Mbl Takxe perynsapHO BKJIW4aeM MNauWeHTOB B CBOW
NMPOrpaMMHble KOMUTETHl B XOO€e 3acefaHUWM. ITO O3HA4YaeT, 4YTO Mol
npurnawaeM Koro-To CTaTb YJIEHOM KOMWUTETa M MNOOENUTbCS CBOUMMU
coobpaXeHussiMM C OCTasJIbHbIMKM YJleHaMXM MNpPOrpaMMHOro KoMuTeTa no
noBoAy TOro, KakKue MNYHKTbl NPOrpamMMmbel ABNAAWTCS 019 NauUeHTOB
CaMbiMW BaXHbIMWU U TpPebylT WX BLICTYMNIEHUS, W TakKoe MoJIoKeHue
Bewen oKa3biBaeT o4YeHb 6onbwoe BAWAHME M Ha CaMOM perne
npuBneKaeT BHUMaHWE M oOTpaxaeT NOTPebHOCTM BCEX Y4YaCTHUKOB
3acenaHus.

KAK MOMEHANACb CO BPEMEHEM PABOTA DIA?

3a nocnepgHue OecsaTb NeT Mbl cTanu 6onbwe ucnonb3oBaTb 6onbue
nepenoBbiX uoen. A mMMew B BUAY, 4YTO Mbl MCNOAb3YeM CBOWM DOonbumne
BO3MOXHOCTW B KayecTBe accouuauuMum, B KayecTBe o0bObeguHeHus,
KOTOpOe HaXOOMTCA Ha CBSA3M CO BCEMM 3TUMU 3aUHTEpPeCOBaHHLIMU
CTOpPOHaMM NO BCEMY MUPY, ONA9 TOro, 4to0Obl 0ObEeAMHUTb 3HaHUA,
obbeaMHMTbL MOEeM n HanpaBuTb UX Ha npeobpa3oBaHMe npouecca
pa3paboTkym MeguMUMHCKMX nNpenapaTtoB. B obnactm 3awmTbl npas
nauuMeHToB, cobnwoeHMa MHTepecoB MNAUMEHTOB U y4yaCTus NaAUMEHTOB
Mbl OCYWECTBNSIEM COTPYAHMYECTBO NO pPAny HanpasneHun. Hanpumep,
Mbl yyacTByeM B WHuMumatmBe no TpaHchopMauum KIMHUYECKUX
mcneitaimm (Clinical Trials Transformation Initiative, CTTI).

Mbl npoBesiMn CeMuMHap COBMECTHO C Hay4yHoO-uccnepoBaTeslbCKUM
MHCTUTYTOM N0 pe3ynbTaTaM, OPUEHTUPOBAHHbLIM Ha MNauMUeHTa
(Patient-Centered Outcomes Research Institute, PCORI), a
COBCEM HefaBHO, OYKBaslbHO Ha NPOTAXEHMM NOCNEOHEro rofb, Mol
COBMECTHO C UeHTpoM Ta¢Tca no wuccnegosaHuaM pa3paboTkwu
nekapcte (Tufts Center for Studies on Drug Development) Haudanwu
paboTy Hag NPOEKTOM, HanpaBJ/IEHHbIM Ha BbLISBJIEHWE OTpayn OT
coTpygHuMyectBa C ¢apMaueBTUYECKUMU KOMMNAHUAMKU NpU  UX



COTpyAHMYECTBE C 3aWMTHMKAMM MpaB MauUMeHTOB W NpeacTaBuUTensaMu
nauneHToB. [NaBHaf MbiClb B TOM, 4YTO Mbl NMPU3HAEM, 4YTO NaALMEHTHI
yXe MHOro neTtT SBNAWTCA BaXHOM 4YacTbl npouecca pa3paboTkwu
MeouUMHCKUX npenapatoB. Ho Bcerga BO3HMKaeT BOMPOC O TOM,
CyWecTBYyKWT NU Kakume-nubo KONMYECTBEHHbIE [aHHble, KOTOopblie
OEMOHCTPUPYWT, HACKOMbKO Ha CaMOM fefe BaXHO BOBJleKaTb MX B
npouecc pa3paboTKM nekKapCcTB Ha CaMblX pa3HbIX €ero sTanax.
WccnepoBaHusa, KOTOpble Mbl NPOBOAMAM C UeHTpoM TapTca, cCTanu
HayanoM MOMbITKM OTBETUTb Ha 3TO BOMpOC.

Pe3ynbTaTbl 3TOr0 wMcCCnepoBaHUss HegaBHO ObNKM onybNMKOBaHbLI Ha
cante DIA, u Bbl MOXeTe MNOCMOTPETb, KakKue pa3Hble chepbl Mbl
nsyvyanu. HanpuMmep, ™Mb o0OpaTuMnAuM BHUMaAHME Ha TO, 4YTOObI
onpefennTb HakKOHeL KakKue-TO OO0CTYMHble JioasaM napaMeTpbl, KOTopble
NMO3BOJSIAT MM MPOCYUTATb OKYMaeMOCTb MX TeKylwero yyactua. 3aTeM
Mbl MONbLITA/IMCb pPacCcMOTPeTb 3TWM pa3paboTaHHbe HaMu MapaMeTpbl
NMPUMEHNUTENIbHO K OTOEeSIbHbIM CUTYaUUOHHbIM UCCNefoBaHUAM, KOTOpble
O6biM npencTaBNeHbl HaM KaK peTpocneKTuMBHble. KOHEe4YHO, 3THu
napaMeTpbl MOXHO MCMNoONb30BaTb W C BMAOM Ha 6ypoywee gna ToOro,
4yTobbl OMpefenuTb Waru, KoTopble noTpebyeTca MNPeanpuHATb B CBA3MU
C y4yacTtmem. Bo3MOXHO, B OyaywemM HaM ypacTCs 3arnsHyTb elwe
ganblie B pPeTpoCneKTUBHbIE UCCegoBaHWS B pa3HbiXx obnactax,
NOCKONbKY HaM nocTynaet Bce Oonbwe uM 6Gonbwe CUTYaLUOHHBIX
MCCNEeNoBaHUN.

bnaropaps HaxookaM W nepenosbiM uagesaM, € KoTopbiMu paboTaet DIA,
Y 3aWHTepeCcOBaHHbIX CTOPOH MOABNAWTCHA MHCTPYMEHTbH W 3HaHuA,
KOTOpbIE MO3BOJSIANT UM COBEPWEHCTBOBATbL YXe& WUMewWMecs Yy HUX
MeToabl paboTbl, COBepWEeHCTBOBATb CNOCOObL CO3AaHMSA MeguUUHCKUX
npenapatoB, 3KOHOMUTb CpeacTBa M HayvyaTb MNoJiyd4aTb peasbHY0
oTpayvyy OT CBOero y4yacTus.

3TOro MOXHO O06MTbCA TONMbKO MYyTEeM COTpyAaHM4YyecTBa, a ANs Toro,
4yT0Obl COTPYOHMYECTBO COCTOANIOCb, HAM HYXHO OCO3HaBaThb
noTpebHOCTM BCeX OPYruMx CTOPOH M pacnonaraTb 3HaHWEM, KOTopoe
MOMOraeT HaM BbIXOOMTb Ha CBA3b OPYr C APYroM, MNOHMMaTb, YTO Mbl
MOXEM Ha CaMOM [fefle NpoaBUraTb BMNEepef WHHOBALWMOHHble pa3paboTku
MeOULUUHCKUX NpenapatoB U B KOHEYHOM UTore obecneynTb KaxmoMmy



YyerloBeKy B Mupe [O0CTYn K HeobxoauMoMy eMy JieKapCTBY.



