NHTepBblo ¢ Xunosom Cnypbe

PacuuppoBka ayaumo3sanucu

MeHsa 30BYyT Xuum Cnypbe-bepHap. A cTana 3aWMTHUMKOM npas
nauuMeHToB, MNOTOMYy 4YTO y MOero Myxa MenaHoMa 4-u ctaguu. B
KayeCTBe 3allMTHWKaA npas MNauueHTOoB A OCHoBana BO OpaHUMKM MepBYy
HauMOHanNbHyW rpynny no MenaHoMme. A obecneuyuBaw paboTy rpynnsl.
A kypupyw ¢opym. f coTpygoHuyaw C OPYrMMM 3aWHTEpeCcOBaHHbIMU
nMLaMM UM 3a4acTylw MNpoCTO [JOKyd4dYaw MM N0 Mepe CBOUX
BO3MOXHOCTEMN.

Bce Ha4vyanocb C MOEro xXenaHud nNpPepocTaBuTb MNayuueHTaM
BO3MOXHOCTb MocCewaTb UEHTPbl MOBbIWEHMA KadecTBa. [Ona 60nbHbIX
MeflaHOMOW, KOoTopas §ABNAE€TCS [O0BOJIbHO peakuMm 3aboneBaHueM,
TakKUX LEHTPOB CYWeCTBYEeT He TaK YX MHOro, XO0TS HeKoTopble
yuypexgeHus u cuyntawTt ceba ueHTpaMu NOBbLILEHUMA KayecTBa. TakK Kak
5 He Morsa nNpocTo B3fATb W 3a9BWUTb, 4YTO OOWUH UEHTP nydwe
gpyroro, s co3pgana cauT c uHPopMmaumen 06 yuypexpeHuax, roe vaue
BCEro npoBOOATCA KJAMHUYECKMe uccrneposaHua. A nogymana, 4To
MOry onybnukosaTb MeCTa NPOBEOEHMA WUCCNEOOBaHMM U yKa3aTb, B
KakKuMX UeHTpax OHM NpoBOAATCA Yawe. TakK MNauMeHTbl CMOryT camu
pewnTb, Kakaa opraHu3auuma 6onee KoMneTteHTHa. IJTO0 6bIM MoOM
nepeble wWaruv B 3aWuTe nNpas nauumeHToB. [IpoCTO MeHsA XYTKO 31uno,
4TO JIOAM yMUpanu, OyMasa, 4YTO MOJy4YawT TaKoe Xe JleyeHue, 4YTOo U
opyrue nauueHTbl MO BCEW CTpaHe, BeAb 3T0 OpaHuumsa, U 30eCb BCe
paBHbl. Ho Ha pene Bce 06CTOUT HeCKONbKo MHa4vye. C 3T0oro wu
HayanoCcb MOe yyacCcTue B 3awuMTte rnpasB MNaALUEHTOB.

A nbiTalkCb HaAy4YuMTb MNaAUMEHTOB M3BJAEeKaTb MNOMb3y W3 obweHus c
BpayaMu, Beflb 3a4aCTyw OHW TaK WOKMPOBaHLI AMArHO30M, 4YTO He
3afalnT HWUKAKKUX BOMpocoB. OHWM He MNOHMMawT, 4YTO [OOJIXHb 3afaBaThb
Bonpocbl. OHM BbIXOOAAT M3 KabuHeTa, npuxoosT K HaM Ha ¢opyM u
ropopat: «f HW cCnoBa He MOHAN M3 TOro, 4YTOo MHe cKa3an Bpau». U
Mbl 4YyacaMmMu obbAcHAeM Ha ¢opyMax, Kak pa3obpaTtbCca B


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%b6%d0%b8%d0%b9%d0%be%d0%b7%d0%be%d0%b9-%d1%81%d0%bf%d1%83%d1%80%d1%8c%d0%b5/?lang=ru

rMcCTonaTtonornd4eCcKoM 3akJIWYEeHUU, KaK MNOHATb, YTO TOBOPUT
OOKTOP, KakKoW CTaHOapT NevyeHua nonoxeH nauneHTty. Korpa 4 wnu
500 nauMeHTOoB, KOTOPble CTONKHYNIUCb C Takou xe OonesHbi, MMewT
BO3MOXHOCTb paccCckKa3aTb, 4YTO Bpay npepocTtasun Tebe HeBepHYW
MHGOpMaLMI0O MNKM cOenan >3TO0 HEenpaBW/bHO, 3T0 MOXET MHOroe
W3MeHUTb. [nd MeHs — 4enoBekKa, KOTopbin HeHaBupen Facebook, —
3TO0 CTasflo0 OTKPOBEHWEeM.

MHe BcCerpa Ka3anocCb, 4TO B pOopyMax HET HWKAKOro CMbiCla, OQHAKO
3T0T GOpyM MOMOr nauMeHTaM M3MeHUTb nogxon K cbopy uHbopMauuu.
Mbl cobupaeM KadecTBeHHble OaHHble 6naromapsa TOMy, 4TO (GOpyM
3aKpbIT 018 NOCTOPOHHMX. [laumeHTbl MOryT OTKPbITO BbiCKa3biBaTbCH.
MM He npuxoguTCcd roBOPMTb BpayvyaM TO, 4YTO OT HWUX OXupawT
ycnblwatb. OHM MOryT roBopuTb TO, 4YTO Ha CaMOM [ene M[OJIXHbI
Cka3aTb. Mol Ha caMOM fene nosy4yaeM OOCTOBEpHble faHHble. W Mol
yunMmca. ITo obpa3oBaTenbHbiM npouecc. Mbl HEMHOrO MOXOXM Ha
cTapTan-kKoMnaHuiw. Tbl cTaBuuwb nepen coboun uenb: obecneunTtb
nauMeHTaM nydwee ne4vyeHne U yxon. 3aTeM pewaewb, 4YTO AN 3TOro
HeobxoouMo cpenaTtb. WHorpa y Hac nony4vaeTtcs, a uHorga Het. Ho
Mbl yuymMmca. W papgbl npoponxaTb B TOM Xe pOyXxe.

N3HavyanbHO ¢opyM ObIN OTKPBITHIM. W Ha HeM 6bIIO CAWWKOM Masno
obMeHa wuHpopmaumen. MHorme 6Gnaropgapunu 3a MHPOPMALUI, HO NpwU
3TOM MaJsio KTO BCTynasn B pguUcKyccuw. Mbl coenanv ¢opyM 3aKpbiTbiM,
M aKTUBHOCTb YYaCTHWMKOB pe3KO BO3pochia. Jlioaum CcTannm BbiCKa3biBaTb
cBoe Hecornacue. [lossunucb nwau, KoTopble NpocTto cTtanu 6onee
OTKPbLITO OENUTbCSA CBOMM OMNbITOM. MHe KaxeTcd, nauuMeHTbl MOBEpUIu
B cBOM cwunel. WNHoOrpa naumeHT nNOAXOOUT KO MHE U TOBOPUT:
«CerogHa s nowen K CBOeMy Bpayy M 3apgan emy 5 Bonpocos». [Ing
MeHSi 3TWUM BCe CKa3aHo. JTO BbiCwas uenb.

C YEro HAYAJNOCb BAIIE YYACTUE B PA3PABOTKE
AU3ANHA KINUHWYECKUX WCMbITAHWUA?

Bce Havanocb C COTpyaHW4YecTBa C NPOM3BOACTBOM, Befdb 4alle BCero
npencTaBuTenn npepnpuatuim obpawawTcd K HaAM C TakKow
aMEepPUKAHCKOW upaoeen, 4YTO Mbl HaWgeM ONs HUX NaUUMEeHTOB AN



yyacTuss B MX KIJIIMHUYECKOM uccrnepoBaHun. A He noHMMana Takoro
nogxopa.. Beab O0TKyoa BO3HMKaeT npobneMa C NOUMCKOM Y4YaCTHUMKOB?
bynb KNuHM4Yeckoe uccnenoBaHuWe OENCTBUTENbHO OOCTOWHLIM, TaKoW
npobnemol He Obi1I0 6bl. OHM Xe B OCHOBHOM MbiTAlIUCb MEPENOXUTH
MOMCK Y4YaCTHMKOB Ha accouumauuMm nauuveHToB. A HayumHana C TOro,
4YTO M3y4yana MHOOPMALMIO O KIIMHMYECKOM MccnepoBaHunm um obbacHsana,
noyemMy He npuHana Obl B HEM y4yacTue, Oyab A NauMeHTOM, U 4TO
MOXET He YCTPOUTb MauLUEeHTOoB.

A nbiTawCb 00bLACHATHL NauMeHTaM, HACKONbKO BaXHO coobwatb O
No6OYHbIX SIBNEHUAX, OEUCTBUTENbHO pacCKa3biBaTb BCE O MNOOOYHBIX
aBneHunax. W kKak 30o0poBo 6bl 6bIIO, ecnn 6bl KAMHUUMCTH U3penka
Cepbe3HO OTHOCUAUCL K Takou WHbopMauumnm. Beab 3a4acTyw wuM
NMPOCTO He XO04YeTcCHdA 3aHMMaTbCsi BCeun 3Tonm byMaxHou paboTou. [a,
60NbHBIM MenaHOMOW He u3bexaTb KIIMHUYECKUX WUCCcnepoBaHWU, Bedb
OPYrnx BapuMaHTOB ne4vyeHusa HeT. Cenyvyac HaUYMHAKWT NOABNATLCA
onobpeHHble cnocobbl neyeHus. MapagurMa HemMHoro MeHsdetcsi. OmHaKo
0O CUX nNOop nNpPOBOAATCA NNOX0 pa3paboTaHHbe KAWHUYECKUE
nccnepoBaHma. B eBponenckom ceTu s npoeBoamna CeMUHaAp, Ha
KOTOPOM Mbl pa3bupanu KIMHUYECKOE uccnegoBaHue, Haxopsuieecs B
3-n ¢pa3e, un obcyxpanum ero OOCTOMHCTBA W HeQoCTaTKW, a TakKxe
ynylueHHble BO3MOXHOCTU. [laumeHTaM KpaWHe BaXHO WMETb
BO3MOXHOCTb 06CyXpaTb Takue BOMPOCH.

A Bo3naraw Oonbwue Hagexgbl HA AKTMBHOE y4yacTue MauWeHTOB B
NpoBeQeHun uccnepoBaHnunm. MHe KaxeTcsd, UTO 3a4yacTyw Takasd
noMoub He 3¢pPpeKTUBHA NUWb M3-3a TOro, 4YTO HaM He [QocCTaeTt
3HaHWUW. Mbl He pa3bupaeMcs B CTAaTUCTUKeE, B MPUHUMAEMbIX OaHHbIX,
BanupauuMmM u npoymx Bewax. f M caMa 3TOro paHblle He OCO3HaBana.
Ho noTtoM noHsna, 4Tto, paboTas C nauuMeHTamMu, Tbl MNOJlyyaelb
NOCTOBEPHbIE AaHHbE U3 MNEepPBUYHOr0 WUCTOYHMKA MWHPopMauum. Kak
yYeHbln — po 3Toro s Obna reonoroM — g 3Hana, 4TO B Hayke
BCerpga crtapawTcd paboTaTb C NEpBUYHBIMA UCTOYHMKAMU, W B HalleM
cflyyae peyb upeT 0 nauueHTax. Ecnm 6b Mornm cobupaTb Takyw
MHPOPMALMI M WUCNONb30BaTb e€e B COOCTBEHHbIX MCCNEOOBaHUAX, Mbl
Obl YyCTpaHUNM BRUSIHUE MHOXecTBa NOOOYHbLIX MHTepecoB. W XxoTa yxe
CYWEeCTBYIT TaK Ha3blBaeMble MNAUUEHT-OPUEHTUPOBAHHbLIE CUCTEMbI, Mbl



Obl cMornu euwe 3ppekTUBHEee M306aBNATLCSH OT MOCTOPOHHErO BIUSHUSA,
Noka3biBass €ro HecoCTOSATENIbHOCTb MPU MOMOWM OOCTOBEPHbLIX AAHHbIX.

HekoTopble opraHusauuu, pabotawwme ¢ gpyrumm 3abonesaHuamu,
cMornu bonee 3pHpeKTMBHO HanaguTb npouecc. OTAUYHBIN NpuMep —
BUY. PaboTawwmnme xe ¢ XMJ1 noka3anu, 4YTO MPUBEPXEHHOCTb JE€YEHUK
OT/iIM4aeTCqd OT TOro, 4YTO FOBOPAT Bpayu; 3TO KpauWHe BaXHbIK
dakToOp ANA MNaumMeHToB M Tex, KTo cobupaeTcs nNpoxoauTb NeyeHue B
byoyweM. MHe 6bl 04eHb XOTeNnocCb, 4YTOObl Mbl Hay4YUIUCb MNPOBOAMUTHb
3ppeKkTMBHbIE UCcnenoBaHuna. Ha Mon B3rnsag, 3a 3TuMm bOyayuwee, Bedb
B TakOM Cllyyae BCEM MNpUAETCA Npu3HaTb HAC pPaBHOMPaBHbLIM
NapTHEPOM M BLICTPOUTbLCA B OYepenb, Bedb MWMMEHHO Mbl BllafeeM
HYXHbIMU OA@HHbLIMM, M Mbl YYMMCH, KakK MCNONb30oBaTb WX B CBOMX, a
HEe YyXMX MHTepecax.

KAK Bbl MOMAJIN B EUPATI?

A ycnblwana o kKypce EUPATI B cepeauHe nepsoro roga. A nogymana:
«Kak ©Obl MHe XO0TenoCb WMMeTb 3TOT KYpC 3a njevyaMu, Korpa 4
nbiTanacb nNpobuTbCHA CKBO3b HEQOCTATOK 3HaHWW, KoOrga MHe
npuxomunocb penaTtb paboTy, He ob6bnapas pDOCTATOYHOM
KOMNeTeHTHOCTbLI0». W 9 ckasana cebe: «f npoupy Kypc B Clefywowem
rogy». [na MeHs wn, BO3MOXHO, [ONS OpPraHu3auum u HEKOTOPbIX
napTHepoB 6bi0 6bl HaMHOrO ny4we, ecnn 6bl 9 npowna Kypc Ha rog
paHbwe. Tak pa3BuMBanacb Hawa paboTa c 6GonesHblw M BONPOC
OOCTYNHOCTM fnekapcTeB. Tak Bce 6bino.

OIna MeHa 3TO0 CTanNo OTKpPOBeHWeM, BeOb Hawa paboTta MoxeT
NMPOTMBOPEYUTb WUHTEepecaM [ApPYrux 3auMHTepecoBaHHbIX nuy. Becb
npouecc pa3paboTkKM HeBepoOATHO BaxeH. W Bb MoxeTe ero
ocnapuBaTb. Bb MoOXeTe cnopuTb CO CBOMMW Bpadamu. Ecnu
KIMWHUYECKOMY MCCNefoBaHWi0 He XBaTaeT MauMeHToB M Bac ybexpawT
NMPUHATL B HEM y4yacTue, Bbl MOXeTe CKa3aTb, 4YTO nNepBble
NoNy4YeHHble QOaHHble He ybeguTenbHb WM3-3a HEQOCTATOYHOW
cTaTUCTU4YeCcKon MowHocTu. [op Ha3ap B nopobHOM cuTyauunm a9 wu
caMa He cMmorna 6bl Tak BO3pa3nTb, MPOCTO MOTOMY 4YTO Y MEHS He
ObiN0 HEOOXOOUMBIX 3HAHUK.



Ho 3To ewe cunbHee nopTankuBaeT MeHA 6osiee MNOTHO 3aHATHCA
XapaKTepHbIMX 0SS OaHHOW KOHKPETHOM CTpaHbl BOMpPOCaMu, KOTopble
BCe ewe TpebywT peweHus. A Xo4yy U3y4ynTb Habop WMHCTPYMEHTOB,
BolOpaTb KakuMe-TO 3/1eMeHTbl U, TaK CKa3aTb, apanTupoBaTb MX K
dpaHUy3CKUM peanusam, 4ToObl OHM NOAXOAMNIM MNauUMeHTaM BO OpaHUUMU.

MHe OH OEeuCcTBMUTENbHO O4YeHb NoMor. f HapgewcCb, OHU W pOanble
6bynyT paboTtaTb B 3TOM HanpaB/IEHMU, Bedb 3HAWWMWA NALUWUEHT,
akcnepT no paboTe C MauMeHTaMuM Takxe BaxeH, Kak u nwboe gpyroe
3aMHTepecoBaHHOE NuLO.

Mbl He MOXEeM NpPOCTO OCTaBaTbCA B CTOPOHEe, MpPUYUTan, 4UYTO Mbl Xe
nauuveHTb, OTKyga HaM 3HaTb, Yy HaAC HeT BPEMEHU, 3TO
HecnpaBeosiMBO, Mbl Xe o4YeHb 60NnbHbl. HUKTO He cpenaeTt 3a Hac
Hawy 4acTb paboTbl. Mbl MpoCTO 00s3aHbl COoenaTb ee camu.

Mbl HEe MOXEM MNpPOCTO CUAETb M XanoBaTbCHA, 4YTO Yy HAC HeT
obpa30BaHMA, HET HYXHbIX 3HaHUW, 4YTO HaM He XBaTAeET BPEMEHU U
pecypcoB. Mbl OONMXHb B3ATb W MNOMYyYMTb 3T0 obpa3oBaHue. W 3TOT
KYpC — MnpeKpacHas BO3MOXHOCTb 3TO COenaThb.



