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NAHHbIX O BALIEM 3[10POBbE

OcHoegHble pe3ynbTathl npoBegeHHoro EURORDIS-Rare Diseases Europe uccnegosaHus
npeanoyYTeHU’ NaLUeHTOB C peakuMKn 3abonesaHnamMmn B chepe nepepayn u 3aWUThl AAHHBIX:

1A YEFO HYXKHO NMEPEAABATb
NAHHbIE O 340POBbE?

anI‘lMHbI, N0 KOTOPbIM NauneHTbl C peakuMu 3abonesaHUAMM, HE3aBUCMMO OT CTENEeHU cepbe3HoCcTu
3abonesaHus n COLIMO-AGMOI'pad)M‘-IECKOI'O I'IpOd)Vlﬂﬂ nauueHTa, rotoebl nepefasatb CBON AaHHbIe:

YTOBbl NOAKPENUTbL UCCNEAOBAHUA NO WU NOBLICUTb KAYECTBO Er0 JIEYEHUSA.
ONPEAENEHHOMY 3ABOJIEBAHUIO...

97% rOTOBbLI NepefaBaTb CBON OaHHbIe,
4T0bLI 0BECNEYNTDL nyyuwee nNnoHKUMaHue
MeXaHU3MO0B U NPUYKUH CBOEro 3abonesaHus.

97% 4T0bbLI NOMQYL B pa3paboTke HOBbIX

95% 4TObbI NOMYYNUTL AONOAHUTENBHYIO
KOHCYNbTaLUMI0 CneumanucrTa no yxoay.

TAK)XXE roToBbl NEPEJABATb

Y% CBOU OAHHbIE, YTOBblI NOMO4Yb
............ ELESTED (7 G0 LRI, ) A MCCNEOOBAHUSX APYTUX
Q7% uTobbi noBbicuTL KavecTso 3ABONEBAHUMN.

ANarHocTnpoBaHUA CBoOero 3aboneBaHuUs

MauneHnTbl c peaknMu 3aboneBaHNMS MM OXOTHee NepefaloT CBOM AAaHHbIe, YeM Apyrue cou HaceneHus:
COTNMacHo pesynbrataM mcciefoBaHus, ot 37% Ao 80% Apyrvix C10eB HaceseHWs 3asBastoT, YTO roToBbI
nepefaBaTh JaHHble 0 CBOEM 3[0poBbe’.

0 Ecnu 661 y sac bbin 8blbop, 86l bbl Mpedocmasguiu UHPOPMALUKD O COCMOSHUU 8AWIE20
3doposbs / cocmosiHuu 300p0o8bs /1ulQa, 30 KOMOPLIM B8bl OCyusecmesisieme yxod 8 Uessix:

Bo3MoxHoCTb oﬁcy»(narb U nony4yatb HOBYHO MH¢0PM&I4IMO 0 3aboneBaHuM n uccnenoBaTeNnbCKUX
npoekrax AsnaeTcaA 0OCHOBHbIM CTUMYNIOM ANA y4acCTUA B noAobHbIX MHMLYMaTHBAX:

0
1 q 69 /ﬂ BO3MOXHOCTb y3HaTb Gonbwe 0 cBoeM 3abofieBaHUM.

BO3MOXXHOCTb y4acTBOBaTb B 06CY)KJ.19HVIVI n

2 oo n 66% 3a[aBaTb BONPOCbl HAMNpAMYK Cneunaanctam,
y4acTBYHOLMM B NCCe0BaTes/IbCKOM MpoeKTe.

3 = 62% BO3MOXHOCTb NOAYYaTh MHHOPMALWIO O
pe3ynbTartax WCCnefoBaTebCKoro NpoeKTa.

e Kakue mpu OCHOBHbIe NMpU4YuUHbl U3 crnucka Huxe I'IOdmOfIKHyﬂU bbl 8ac K yvacmuro 8
rnpoekme, ﬂOde.?yMEBOI'OU.(E’M npedocmasﬂeHue UHd)OpMOLLUU 0 cocmosHuu saweeo
3(30p06bﬂ / cocmosiHuu 360p03b$l Jiuya, 3a KOmopeIM 86l ocyulecmessideme gXOd?

1: Attitudes towards data sharing, YouGov. 2018. https://docs.google.com/spreadsheets/d/1_-ntuc7IZEeXxLdvaFsfqrugjNFQUPTI7B377GOXnQo/edit#gid=2093652055 and
https://ec.europa.eu/health/sites/health/files/ehealth/docs/2018_ehealth_infographic_en.pdf



9 NMEPEAOAYA AAHHDbIX: PUCK
U YPOBEHb KOHTPOJIA

MauueHTbl ¢ peakuMu 3aboneBaHUAMU XOTAT KOHTPOIMPOBATL AAHHbIE, KOTOPbIE NepeaaloT:

80% coobLmnu, 4To XOTAT UMETb NONHbIN (47%) UK NOYTW NONHBIN (33%) KOHTPOAb. [0TOBHOCTH NepefaBaTb
[laHHbIe W XenaHue umeTb bosbLue KOHTPONS He NPOTMBOpeYar Apyr APYry - YeTKO MpOC/exMBaeTcs
napansenbHocTb 3TUX TpeboBaHNN.
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KOHTPO/Ib KOHTPONA

0 [lo wkane om 1 do 5 omMememe xenaeMyto cmeneHb KOHMPoAs Had makol uHgopmayued.

NaymneHTbl C peakuMK 3aboneBaHMAMU Ha3bIBAIOT CeAyloLUe OCHOBHbIE PUCKHN, CBA3AHHbIE C
nepefayen AaHHbIX:

@
1 AN 50% Ux nHbopMaLmMa MOXeT BbITh NepefaHa TPETbUM NuuaM
® Be3 ux cornacus.

9 4 47% Nx nHdopMaLmMs MOXeT BbiTb MCNOMb30BaHA B LensXx,
4 OT/INYHBIX OT TeX, A/1s1 KOTOPbIX OHW ee PaCcKpbIIN.

35% Mx nHpopMaumsa MoxeT BbiTb MCnonb3oBaHa
6e3 ux segoma.

4 o . 34% OHM MOryT CTaTb XepTBoM

AUCKpUMUHALNN. 5% paccMaTpuBaloT BEPOATHOCTb CTaTh
epTBOM ANCKPUMUHALIAM KaK pUCK.2

CpaBHBHMQ C ApPYruMu cnosaMu HaceneHusa:

0 Kak bl cyumaeme, kakue pucku Haubosiee 8aXHbI 8 CBA3U C packpeimueM sawux
nepcoHas1bHbIX daHHbIX uau UH¢OPMOL{UU 0 cocmosHuUuU saweeo 300p08bﬂ?

CNACHBO BCeM /110AAM C peakMM 3a6011eBaHNAMM, KOTOPbIE NPUHANK y4acTHe
B Onpoce v 06CyX/aeHUH, a Takxke cnacubo napTHepam Rare Barometer !

2: European Commission: Data Protection Report. Special Eurobarometer 431; 2015 https://ec.europa.eu/commfrontoffice/publicopinion/archives/ebs/ebs_431_sum_en.pdf

EURORDIS-Rare Diseases Europe B pamkax mporpammbl Rare Barometer npoBoguT nepvoguyeckue onpocbl cpeau
NauMeHToB C peakMMK 3aboneBaHWsAMM, 4YTOBbI y3HaTb MHEHWS W NOTPebHOCTWM NaLMeHToB NO psAy BOMPOCOB U
NPeAcTaBAATb WX MHTEPEeChl B paMKax eBpOMencKuX U MexayHapoAHbIX MHALMATUB, a Takke Npu pa3paboTke NOANUTUK.

e Rare Barometer o6beauHsieT 6onee 10 ThicsY NALMEHTOB, UX ONEKYHOB ¥ YNEHOB UX CeMel, 4Tobbl AaTb UM BO3SMOXHOCTb
Barometer BbICKa3blBaTb CBOE MHeHWe. bonee nofpobHyld MHGOPMaLMIO MOXHO MOAyYuTb Ha caiTe eurordis.org/voices/ru.




