WHTepBbl0o ¢ [IXoaH [xoppaH

PacuuppoBka ayaumo3sanucu

3ppaBcTBynTe! MeHa 30BYT [xoaH [xoppaH. A poooM mu3 WpnaHguu. 4
bbina.. A cTana 3aWMTHMKOM NpaB MNaUWMEHTOB, MOCAe TOro Kak MHe B
2010 ropoy AQMArHOCTUPOBANM pPEMUTTUPYOWUN-PELUONBUPYIOLMIA
paccesiHHbIN Ccknepo3. [lpuMepHO B 3TO Xe BpPeMa Yy CbiHa Hawnwu
penkyw ¢opMy snunencun. Bckope nocne 3T0ro a Havana NOTUXOHbKY
npobosaTb cebda B ponuM 3awMTHUKA NpaB naunmeHToB. Bce Hayvanocb C
obbsABneHns B MS News, UPNaHOCKOM XypHane O PacCCEeAHHOM
cknepo3e. OHM WUCKanu 4yenoBekKa, KOTOPbIKM 3aHanca 6bl HanucaHueM
6bnora, npuHan 6bl ydyactume B pa3sutuum 6nora coobwectBa. Tak 9
y3Hana o npobneMax, C KOTOPbMM CTankuBawTcCA OOsbHble paccesHHbIM
cknepo3soM B WpnaHpuu u Opyrux crtpaHax EBponb, M TakK 4
3aMHTepecoBalaCb 3alWlMuTOW NpaB MNaALUEHTOB.

B cBouMx noctax § 3aTparumBana WHTepecywuwne MeHS BOMNPOCH:
HanpuMep npobneMy QOCTYNHOCTM feKapCTB WAW [Opyrue BaxXHble
npobnembl. A Takke Bena 6nor o npegoCTaBAE€HUM OAHHbLIX O Pa3BUTUU
nobo4YHbIX sBNEeHWUW. B npouecce.. 1 3aganacb BOMNPOCOM, MNOYEMY
nauneHTsl He coobwakwT 0 MOOOYHLIX ABSIEHUAX, MNOYEMY OHU TakK peako
0 HuX roBopsaT. A obpatunacb B MPNAHACKUW PErynaTopHbIA OpraH
NCPE. BMecTe Cc HMMM 4 noceTuna KoHpepeHuuw O GapMaKosior M4eCckom
Hag3ope. Yepe3s Kakoe-TO BpeMsi Mol CTanu coTpygHuyaTtb. Ctowuno
MHE 3aMHTepecoBaTbCs BOMPOCOM, KaK BO3MOXHOCTW BHECTM CBOMW
BKJSlal, BO3HWUKanu camu coboM.

KAK Bbl MOMAJIN B R&D, WCCINEOQOBAHUE U
PASPABOTKY JIEKAPCTBEHHbIX NMPEMAPATOB?

3abaBHo, 4TO Bbl ynomMaHynu R&D, Beab B npouwnoM a paboTtana B WUT-
cbepe. A wu3yyana wuHPopMaTuKy. [onroe Bpems paboTana B
TeNeKOMMYHUKaUuaX, MU B 3TOW OTPaAcCAM Yy KJIUEHTOB MNOCTOSAHHO
MHTEepecywTCcd, 4Yero OHW XOTHAT, B 4YeM OHM HyxpawTcsa. Ha kKaxpom


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%b4%d0%b6%d0%be%d0%b0%d0%bd-%d0%b4%d0%b6%d0%be%d1%80%d0%b4%d0%b0%d0%bd/?lang=ru

paboyeM 3Tane npeaycMoTpeH KOHTPOSib KayecTBa Kaxmbll KOHTPOIb
KayecTBa npegycMaTpuMBaeT MNPOBEpKYy Ha COOTBeTCTBUE TpeboBaHUAM
M oxupaHuam. CTaB MaAUMEHTOB, S CTOJIKHYNaCcb C COBEpPUWEHHOM
OPYrMM NOOXOOOM, MHE Ka3aloCb, 4YTO HWKOMY HE MHTEPECHO, 4TO
HYXHO MHe. Y OO0/bHbIX pPAacCesfHHbIM CKNepo3oM B MpnaHOUM HUKTO He
cnpawuBan, B YeM OHM HyxpawTcsa, 6oslee TOro, HUKTO He
MHTEepecoBanCcs KAayeCTBOM MUX XU3HU. MHe Ka3anocb, 4YTO § MNPOCTO
MPUHUMAI NleKapCcTBa, KOTOpble MHE Ha3Ha4yawT, ocobo He cnpawusasd,
Yyero xe g xouy.

B caMoM Havyane 4 pBa C NOJIOBMHOWM rofga nNpuHMMana ydacTue B
KNMHUYECKOM uccnepoBaHun. Tak 4TO § npowna 4vepe3 BCe cCaMma.
Kaxgbih Mecsdu s xoouna B O0AbHUUY ONd y4acCTua B KIAMHUYECKOM
mccnenoBaHUM, TaK 4YTO HE MNOHACHbIKE 3HAKOMa C KJIMHUYECKUMU
mcnolTaHnsaMm. Ha Moum B3rnsg, TaM cywectBoBan pag npobnem,
HanpuMMep C KOMMYHMKauWewn, WU MHOroe MOXHO Obino Obl cpenathb
nydywe. [locne 3T0ro s cTtana pabotatb B chepe KANUHUYECKUX
nccnepoBaHuMn. Tenepb S OOHO M3 3aMHTEpPECOBaHHbLIX nuu. A cTana
npeaocTaBuTeneM npaB MaUMEHTOB. IJTO pOaeT MHEe BO3MOXHOCTb
BbiICKa3aTb CBOe MHeHue 00 wnccnepoBaHuMu. 0 pecaTum OCHOBHbIX
BOMNpocCax, KOTOpble creayeT 3agaTb NPU PacCMOTPEHUU KIIMHUMYECKOT O
nccnepoBaHnsa. W XM3HEHHbIM OMNbIT, MOJIYYEHHbIMW M3-3a TOro, 4YTO 4
6onbHa pacCessHHbIM CKMEepo30M, MNOMOraeT MHe B 3Ton paboTe u B
NOMbITKAxX YNYyYWWTb XW3Hb MALMEHTOB.

PACCKAXUTE Ob OBYYEHWW, KOTOPOE MOMOrno
BAM B [EJIE 3AWWTbI MPAB MALUWEHTOB.

Kpome kKypcos EUPATI B WpnaHpuu cywectByeT HauuoHanbHbIM COBET
no ¢apMaskKoHOMWKe. MHe, ONATb Xe KaK nauueHTy, npepcrtasuiach
BO3MOXHOCTb MPOWTM MUX KypCbl C y4yacCcTueM crneuumanucTtos B obnactwu
30paBOOXpPaHEHNS W npeactasutenen ¢papMaueBTuyeckon obnacTu.
boiiv n ppyrne BO3MOXHOCTW nNocewaTb TakKOro popja KypcCh Ha
HauMOHANbHOM YpPOBHE, W, KOHEYHO, 4Ype3BblY4aWHO MNOJE3HbIM
oka3anocb o06byyeHue B EUPATI. Kaxgbih MOOynb Ha CaMOM [ene..
Hayuun MeHd rpaMOTHO BbiCKa3biBaTb CBOW uaeu. Y MeHa Bcerpa Obiu
noeun, Obina MOTMBALMA, HO NNMWb Cenvyac A Haydunacb BbipaxaTb MX



C/oBaMM N OOHOCUTbL OO0 BCEX 3auHTepecoBaHHbIX nuy. [lo3ToMy fOng
MeHAa Kypcbl EUPATI Ha caMOM filefie CTajM KJYOM K ycrnexy.

YEro Bbl JOBWINCb B POJIN 3KCNEPTA nNO
PABOTE C NAUWEHTAMW?

MHe KaxeTcs, 4TO0 Oyayym naumeHToM A penaw 6onbwoe geno, kKorpa
nuwy B 6rore o Takux Bonpocax, Kak noboyHble 3¢pPeKTbl, BaXHOCTb
npepocTtaBfeHns wuHpopMaumum o0 pa3BuTUM NOOOYHBIX d0PekToB, a
Takxe npobseMa [QOCTYNHOCTWU HEKOTOPLIX NpenapatoB. TeM cambM Yy
MEeHA MNoABMAE€TCA BO3MOXHOCTb YC/bllaTb MHEHWE MNauueHTOoB,
nony4YmTtb obpaTHyw CBA3b. TakKk 4 MOry Ha4vyaTb pfuanor, B
pe3ynbTaTte KOTOPOro OHW pewaTbCAd MNOroBOpUTb CO CBOUM BpayvoMm. U
B 3TOM, MHE KaxeTcCcs, M COCTOMT MOW OCHOBHOW BKmap.

N MHe KaxeTcCcsi NPOCTO HEBEPOATHBH TO, 4YTO A Tenepb Yy4yacCTBYKW B
MTO. A paxe noayMaTb He MoOrja, 4YTO Takoe BO3MOXHO, TeM 6onee B
paMKkax pa3paboTkm npenapaTta Ond JNe4YeHUs MNepBUYHO-
nporpeccupywwero paccesHHOro ckJjepo3a, f[N9 KOTOPOro Ha
CEerogHAWHUN OEeHb NeYyeHus He CywecTByeT. ITO0.. 3TO OENCTBUTENbLHO
HEBEpPOATHO. Tenepb § YyBCTBYW, 4YTO Bflafew TEPMUHOSIOTMEN, YTO Y
MeHf nofABuiacb YBEPEeHHOCTb. MHe He pa3 rosopwunn, 4YTO C Ha4dasoM
Kypca EUPATI 4 Hayuunacb BbiCKa3biBaTb CBOW MbICIW U CTana
HaMHOr o sny4ywe MNOHMMaTb npoucxopauwee. W ObITb YacTb 3TOrO
npoekta — MTO — HeBepoATHO 3axBarTbiBawwe. 0O Ha3ag A [Oaxe He
3Hana, 4to0 Takoe MTO.

1 pabotana B cpepe MHPOPMALMOHHBIX TEXHONIOTUM, A MPOCTO HUKOrpaa
He OblNa TakK yBNleyeHa, TaK 4YTO 3TO M3MEHEHUS K Jydllemy.



