WHTepBbio C [JOMMHUK XamepJIMXHK

PacuuppoBka ayaumo3sanucu

MeHa 30BYT [OMUMHMK XaMepsiuxHK. A 4yneH [latckoro ¢oHgoa noaaepxku
nauMeHToB C 3aboneBaHUsIMM NErkux, 3aHMMAWChb 3aWMTOM nMpaB
nauMeHToB. Y HaC MHOro nMpPOeKTOoB, M, KakK MNpaBuno, OHU
OBYXCTOpOHHMe. K HaM obOpawawTtcd C NpeanoxeHusMu peanu3oBaTb
TOT WAM WHOW MNPOEKT, TMNOCKONbKY 3HaAwWT O Hawew
3aUHTepecoBaHHOCTU, MM Mbl OTKJIMKAEMCH Ha OTKPbITOE MpurnaweHune
K y4acTuio.

Ona MeHa BCe Ha4vanocb B 1980 rogy, Korgpa MoOW nevyawuu Bpaud
npenyioXMM MHe pacCKa3aTb CTyAeHTaM MeOyHMBepCcUTeTa O TOM, Kak
MHEe XuBeTCs C acCcTMOM. ITO CTajio OoTnpaBHOM TO4YKoW. Ho
KapOuWHanbHO BCe W3MEHMI0Cb MNOCNe TOro, Kak s cTan oTBe4vYaTb 3a
paboTy no BOBNe4YeHUi naunmeHToB B OQoHOe noggepXkKu 60bHbIX
acTMou. WMNMeHHO Cc 3TouM paboTbl BCe Havanocb. Torga 4 no-
HacTodWweMy 3aWHTepecoBancsa TeMOW BOBJIEYEHUS NaUMEHTOB. A
3aHUMaKCb KOHCYNbTUPOBAHMEM, pacCKa3blBaw O CylWecTBYWOWNX
npoekTax, Yy4yacTByw B pa3paboTke 3adaBOK, a Takxe obecneyuBaw
COTPyQHU4YeCcTBO C EBpONEMckKuMM areHTCTBOM MO JeKapCTBEHHbLIM
npenapaTtaM. Ewe po y4dacTtua B pa3paboTke 3asBOK Mbl paboTanu B
KayecTBe KOHCYynbTaHToB B 6onbwoM npoekte gna EC, a Takxe B
OOHOM WCCNefoBaTe/lbCKOM MpoekTe. IT0o Obm nmpekpacHbiM OMNbIT, Tak
KakK OCHOBHOMW 3adABuTenb 6blN1 O4YeHb 3auMHTepecoBaH B
COTPYAHMYECTBE C HaMu. OH NPUHAN HawM 3aMe4vyaHus 0 noTpebHoCTAX
nauMeHTOB C TAXenoMm acTMOM W NONHOCTb nepepaboTan CBOW
3a9BKY.

Mol oTcrnexuBanu Bce 3adaBKM. Hawa rpynna cocTtofna W3 okono 12
nauneHtoB. Mbl akKTMBHO o6Cyxpmanu BCe 3afBKM M nNoMoranu ppyr
opyry. 0T caMux MNauMeHTOB S MOJy4an He MeHblle 3HaHWW, 4YeM OoT
nccnepoBaTenen, MNOTOMYy 4YTO Kaxdabld BHOCWUST CBOW YHUKanbHbIM BKNapg
n supgen npobneMy nog csouMm yrnom. Hanpumep, Mbl BCe MOHUMAnM,


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%be%d0%bc%d0%b8%d0%bd%d0%b8%d0%ba-%d1%85%d0%b0%d0%bc%d0%b5%d1%80%d0%bb%d0%b8%d0%b6%d0%bd%d0%ba/?lang=ru

4YTO HYXHO MEHATb CTWIb, B KOTOPOM COCTaB/ieHO MHOOPMUPOBAHHOE
cornacue. Hawa paboTa Obina 04eHb, O4YeHb IPPEKTUBHOM.

Mbl npocMaTpuBanu BCce 3asfiBKu. Mol pepakTupoBanum ¢opMmy
MHopMUpPOBAHHOIrO cornacma. Mel noMoranuM COCTaBNATH
WHPOPMALUMNOHHbIE JIMCTKW [ONA MNaunueHTOB, B YaAaCTHOCTW pa3fens,
NOCBAWEHHbIE NpouefypaMm, KOTOpble MPeacTofano MPOUTU NaUMeHTaM.
Mbl noMOranu HaxoOOMTb MNaUUEHTOB, MOTOMY 4YTO UCcCrefoBaTeNnsaM He
XBaTano nauuveHTOB [OSd BKJIWYEHUS B wuccneposaHue. Hac Bnepsble
CcTanu npurnawaTtb B pabouyume rpynnsl. [OBa Hawux 4neHa BOWNU B
pabouyi rpynny u npuHUManM yyacTtme BO BCeX OUCKYCCUAX MeXAOy
rpynnon v y4yaCTHMKaAMM M3 4Yucna nauyuneHToB. TakuMm ob6pa3oM Ml
aKTUBHO Yy4acCTBOBaJiM B MNMPOEKTe C CaMOro Havyana M OO KOHUa. ITO
Obl1 0YEHb XOPOWWWA OMbIT.

Oatckun OHO nopgoepxkKu naunmeHtoB C 3aboneBaHMaMM Nerkux Bowern
B rpynny nauueHTOB, MWMEWWMX JSIMYHbIN OMbIT XU3HU C 3aboneBaHunaMu
Nerkux. 3T0 HEBO3MOXHO nepeBeCTU Ha aHrNMUCKUAN [OCNOBHO. Hac
oby4yanu HaBblkaM KOMMYHMKauMW: KakK obwaTtbca, 4YTOOb
yCTaHaBnuBaTb CBA3U, a He HacTpauBaTb nNpoTuB cebsa. Hanpumep,
Henb34a TrOBOPUTb Bpayy, 4UYTO OH f[enaeT BCe HeNnpaBWNbHO.
Heobxogumo cTpeMnTbCa K guanory. MHOrMM M3 Hac He XxBaTano 3TUX
HaBbikoB. 0O4YeHb MNOSIE3HOM B MJSIaHE MNOJSIyYEHMS HOBLIX 3HaHuMK Obina
paboTa Hap NPOeKTOM, Korpa Mbl, MNaUWeEHTbl, COCTaBAANM MNepeyvYeHb
BOMPOCOB M TeM, KOTopble HeobxoauMMo obcyxpaTb C pa3paboTymkamu
Ha 3Tane ¢opMupoBaHua 3aABKUM. bnarogapsa >3TOMy nNpPoeKTy Mol
3agyManucb 0O HaweuWw ponuM 3aWMTHUKOB nMpaB MNaLUEHTOB, O
BO3MOXHOCTM CO30aHua TakouW opraHusauumm kKak EUPATI, o
COTpyAHU4YecTBe C EBpPOMENCKMM areHTCTBOM MO JieKapCTBEHHbIM
npenapatam (EMA). BblunTKa MaTepuasioB OKa3ajlaCb O4YEHb MNOSIE3HOM
ona camMoobpa3oBaHua. Bbl CcMOXeTe W3yuyuTb BOMPOC C pPa3HbIX
CTOPOH, 4YTO OYeHb MOJie3HOo.

KAK OBYYEHWE B EUPATI MNOBJINANIO HA BAlY
PABOTY MO 3AWWTE NPAB NALUWEHTOB?

MpuBeny opouH npuMep: MeHs npuriacunuM ydactBoBaTb B pa3paboTke



KIIMHUYECKOro wucneiTaHns. B rpynny Bxoaunu npencTaBUTeNy
npaBuTenbcTBa [aHuWu; oOpraHu3auum, OCywWecTBAAWWME KIUHUYECKUE
ncnelTaHus; dapMaueBTUYECKUe KOMMNaHuu. MM He XxBaTano y4vyacTus
nauvMeHtToB. Bo BpeMsa OQHOro M3 OTKPbLITHIX 3acepgaHuun 9 BAPYr
0CO3Han, 4Tto obwawcCb C 4YneHamMu rpynna Ha HOBOM YypoBHe. 3TO
npou3owno nocne obydyeHus B EUPATI. Mowm BKnap ctan bGonee
Ka4yeCTBEHHbIM, a 3aMedvyaHua Oonee TepnumbiMn. A BRagen Or POMHbLIM
KONM4YecTBOM MWHPOpPMALUMM W MNOHMUMAN, UYTO He obOaA3aTenbHO
BbiKSlafblBaTb BC0 €€ C CaMOro Ha4ana. JTO OTAMYHO cpabaTbiBano.
Oymai, 4to 3T0 — 3acnyra EUPATI.

C KAKMUMW TPYOAHOCTAMW N BAPbBEPAMW Bbl
CTANKUBAEIWbCA B PABOTE MO 3ALUTE MNMPAB
NALWEHTOB?

OgoHuM un3 bOapbepoB B paboTe Cc npepcrtasutenamMum opraHos MTO,
pa3paboTynkamMm Mopmenem p[OnNa aHanu3a peHTabenbHOCTM MU
nccnepoBaTensaMuM 3akKaw4YaeTCcs B OTCYTCTBUM obuwero sa3bika, KOTOPbLIX
Mbl 0083aHbl HaxoauTb. A uwy nNyTu, 4TObbl HE TONbLKO CAywaTb, HO W
CNblllaTb UX TOYKY 3pEHUR, a Takke «NepeBOAUTb» ee Ha MOHSATHbIN
MHe a3blk. KpoMe Toro, HeobxoouMmo «nepeBoAaMTb» COOCTBEHHbIE
MbICSTM Ha MOHSATHLIA UM f3bIK. TONbKO 3TO No3BonAeT COHNMU3NTL HalWW
B3rnagbl. 3TO CNOXHaa 3apgadva. A owywas 3ToT bapbep, HO, TONbKO
npeoponeB €ro, MOXHO OMCKYCCUSI CTaHET KadyeCTBEHHOU. ITO
no3BoNuT BaM npuobpecTtn BnugaHue. K BaM CTaHYyT MNPUCNyWMUBaATbCH.
B 1980-x y Hac 6bis10 Mano BO3MOXHOCTEW OKa3biBaTb BAMSAHUE. Mol
MOrnn BeCTW Auanor c Bpadamm. Mol obpawanucb K cTygeHTam. Ho
paxe 3Tu Hebonbwume warum BO3bIMENU pe3ynbTaTt. Hawa paboTa
noctynatenbHas, W Mbl Ha nepegoBon NAUHUK. [ayuneHTbl, 3awuuwanwme
npaBa AOpPYyrux nNauMeHTOB, WrpawT O4YEeHb BaXHYywW ponb. W Mbl He
OTKaxeMcsa OT CBOEW MUCCUM, HO 3TO MepsieHHblM npouecc. 10 ner
TOMYy Ha3ag Mbl U MOMLICSINTL HE MOFfIM O TOM, KakKux pe3ynbTaToB
pobbemcs.

Mbl HaxoguMcCsa Ha I'IGpGD,OBOI?I ANHUU. Mbl — rpynna, KaK MnpaBwuiio,
O6pa3OBaHHbIX, quBBbIHaVIHO dKTUBHbIX, OYE€Hb 3aWHTepeCOoBbIBaWWNX
nauneHToB, O KOTOPbIX MHOIOa 3abbiBalT. Mbl MOXEM U XOTUM aKTUBHO



yyacTBOBaTb BO BCeX 3Tanax pa3paboTku, HO He MeHee BaXHO
npuBnekaTtb K 3TOMYy npoueccy MeHee o06pa30BaHHbBIX W MeHee
aKTUBHbLIX MauuMeHToB, a pAONna 3Toro Heobxopgumo pa3paboTaTthb
NOAXOAAWYW Of8 TakuMxX MNaUMEeHTOB CTpaTeruio 3aluTbl MHTEpPecosB.



