O

Hoépital ophtalmique
Jules-Gonin

Service universitaire d'ophtalmologie
Fondation Asile des aveugles

Yyactue B uccaeaoBaHmAX

NHdopmaumsa 06 ncnonb3oBaHUU AaHHbIX O COCTOAHUW 340POBbS B
nccnenoBaTeIbCKUX Lensax n obluee cornacue Ha NpoBeaeHue
nccnenoBaHuUA

Halwu BO3MOXKHOCTM ANATHOCTUKM U fedeHnsa 3a601eBaHMI 3HaYUTENbHO YAYULLINANCE 3@ NOCAeAHNe
[ecaTuneTma. ITU yCnexu CcTanum BO3MOXHbIMKM Baarogaps MOCTOSHHLIM yCUAMAM B obnacTu
MeAMUMHCKMX UCCNeA0BaHUI, B KOTOPbIX aKTMBHO Y4acTBOBA/IM HECKO/IbKO MOKONEHUI Bpayen,
YYeHbIX 1 NaLMEHTOB.

BaHaA 4acTb 3TOro nccnefoBaHMA OCHOBAHA Ha MCMOMb30BAHMWN KIMHUYECKMX AAHHbIX NALMEHTOB,
YKa3aHHbIX B MEAUNUMHCKNX 3aMnNCAX, TaKMX KakK I/I306pa)-KeHl/IFI rna3, pe3ynbraTbl na6opaToprlx
dHa/IM30B NN 1IEHEHNA.

B 3Toi MHPOPMALIMOHHOM BpoLLtope PAacCKasblBAETCA, Kak Bbl MOXKETE MOMOYb B PA3BUTUN MeAMULMHDI.
34ecb paccKasbiBaeTcs O 3alliMTe BalUMX AAHHbIX M BaLLMX NPaB.

Enarop,apMM BaC 3a MHTEpeC M BHUMAHMUE.

KaK Bbl MOXeTe BHECTU CBOWM BK1aA, B UCCneaoBaHma?

Bbl MOKeTe BHECTM CBOM BKNA/, B UCCEA0BaHNE, COMNACUBLLMCD Ha MOBTOPHOE MCMO/1b30BaHMe BalMX
[laHHbIX B MCCNEA0BATENbCKMX LeNsAX. DTN [aHHbIe BKOYaOT B ceba Kak cobpaHHble B NPOLLIOM, TaK
1 Te, KOoTopble ByayT NOAyYeHb! 419 Ballero Ae4eHns Bo BPeMA Ballero npebbiBaHWA U KOHCYAbTaLmMi
B 0pTa/IbMONIOrMYECKOM BobHMLE HKioNa-TOHEeHa MK Y BALLEro NeYallero Bpaya, Ha AaHHbI MOMEHT

1 B ByayLiem.

Bawe cornacume asnaetca LI,O6pOBOfIbeIN\

OHo aemcTByeT 6eccpoYHO MK A0 BOSMOXKHOIO 0TKa3a. Bbl MOXKeTe 0T03BaThb CBOEe cornacue B Atoboe
Bpems, He 060CHOBbIBAA CBOe pelleHKne. 115 3TOro Bam A0CTaTOYHO COOBUMTL 06 3TOM B Hal LEHTP
KANHMYECKMX MCCAeA0BaHNIM NO aZpecy, YKazaHHOMY Ha 0O6paTHOM CTOPOHE 3TOM BpoLLtopbI.

Ecnaun Bbl noanuuieTe 3asBAeHME O COrnacum, oTMeTuB «HET», BalliM KAMHMYECKME AaHHble He MOTyT
6bITb MCNONB30BaAHbI ANA UCCeA0BaHMUA. ECN Bbl €ro He NoANMCbIBAETE, 3aKOH NpeayCMaTPMBAET, YTO
BalLM AAaHHbIE MOTYT MUCMO/b30BATLCA B UCKIKOUUTEbHBIX Cy4anXx, €C/IM KOMMETEHTHbI KOMUTET Mo
3TUKe AacT cneuyanbHoe paspelleHne. [Mo3Tomy BaxKHO, YTOObI Bbl BbIpa3nam CBOMN BbIHOP.

Bawe peweHne He BANAET Ha fievyeHune.

YTo nponsonaet, ecnm Bbl OT30BETE CBOE cOrnacme?

B aTom c/nyyae BallM AaHHble AN UCCAeaoBaHWA ByayT yaaneHbl B COOTBETCTBMM C TpeboBaHMAMM
3aKoHOAaTeNnbCTBa. [lo3TOMy BalWM  JaHHble 6onblie He b6yayT  AOCTYyMHbl AN HOBbIX
MccnenoBaTeNbCKMX MPOEKTOB. ITO HE OTHOCUTCA K I@aHHbIM, KOTOPbIE Y¥Ke MCNO/b30BaINCh 40 0T3bIBa
BaLLIero cornacus.
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Kak 3alumiLeHbl AaHHble O Ballem 340p0OBbe?

[aHHble PETNCTPUPYIOTCA B 60}'Ile/lLLe M 3allatoTcA B COOTBETCTBMKM C AEP’ICTBVPOU.LMMM
Tpe6OBaHl/IF|N\I/l 3aI-(OHO,EI,aTEJ'IbCTBa.1 Tonbko YNO/IHOMOYEHHbIE COTPYAHWKN 6OJ'Ile/lLI,bI, Hanpmnmep
BpayKn, oTBevarollme 3a Balle fev4eHne, UMeroT A0CTYN K BallM AaHHbIM B d)opMaTe ANA 4YTEHNA.

Ecnu Baww gaHHble MCNOJIb3YKOTCA ANA MCCNEOOBATE/IbCKOIO NMPOEKTa, OHU 6y;|,yT 3aKoAMNPOBAHbI NN
dHOHMMUN3NPOBAHDLI.

e  TepMUH «3aKOAMPOBAHHbINY» 03HAYAET, YTO BCA NEPCOHaNbHaA MHPOPMaLMs (Hanpumep, Balle
UMS MW [aTa POXKAEHWUA) 3aMeHAETCA KoAoM. Kntod, MO3BONAIOWMI ONpeaennTb, Kakol Koz
COOTBETCTBYET KaXAOMy YesloBEKY, HAAEKHO XPaHUTCA /IMLOM, He Y4YacTBYHOLWMM B
nccnenoBaTeNlbCKOM — MpoeKkTe.  JlloAM, Yy KOTOPbIX HET  K/Ya, He CMOryT  Bac
MOEHTUOMLMPOBATD.

e TepMWH «aHOHWMHbIM» O3HA4YaeT, 4YTO CBA3b MeXAy [AaHHbIMM W YEeNOBEKOM HaBsceraa
pa3opBaHa. CornacHo 3aKoHy, AaHHble CYMTAKOTCA aHOHUMHbIMK, eCcan UX Bonblue Henb3A
CBA3aTb C KOHKPETHbIM /INMLOM, He Mnpuiarasa 4pesmepHbiX ycuaui. B npuHumne, cybbekT
[AHHbIX HEBO3MOXHO MAEHTUOULMPOBATL, XOTA abCONOTHAA aHOHUMHOCTb HE rapaHTUPyeTCA.
Mocne TOro, Kak [AaHHble O6blAM AHOHMMM3MPOBAHbI, WX WCMONb30BaHWE HEBO3MOXKHO
npeaoTBpaaTUTb B C/yd4ae OT3blBa COrfacusa. ITO /IMLO TaKKe HeBO3MOXHO byaer
NPoMHGOPMMPOBaTb O pe3ynbTaTax MCCAeA0BaHNN, MMEIOLLMX OTHOLWEHME K ero 340P0BbIO.

B 6onbwmnHcTBE MCCNenoBaTe/IbCKNX MPOEKTOB NCMONIb3YHOTCA 3aKOANPOBaHHbIE AdHHbIE, ocobeHHOo
KOrda OHW MOTYT AaTb Pe3y/ibTaTbl, MMeOLWMeE OTHOWEHNME K 300P0BbIO BOB/IEYEHHbIX mo,u,eﬁ.

I'Ipasa, OTHOCALWMECA K 3alnTe BaWnX AaHHbIX B KOHTEKCTE NcCcaeaoBaHMA, OCTAaOTCA TAKMMMUM Ke, KaK
N B KOHTEKCTE 34PpaBOOXPaHEHNA, B YaCTHOCTU, NPaBO AOCTYyMNa K BaWMM NepCoOHa/IbHbIM AaHHbIM.

KTo MOXeT ncnosb3oBaTb JaHHbIE O COCTOAHUM Ballero 340p0BbA?

[laHHble MOryT MCMO/b30BaTbCA MCCAEA0BATENAMM, MONYUMBLUIMMKU pPaspelleHne KOMMNETEHTHOro
KOMUTETA MO 3TUKE UCCNeaoBaHUI. MccnenoBaTebCkMe NPOEKTbI BbIMOAHAOTCA B HOAbHMLE UK B
COTPYAHMYECTBE C APYIMMWN FOCYAaPCTBEHHbIMU YUpEsKAEHUAMN (Hanpumep, ApyrMMn B6obHULAMM
WM YHUBEPCUTETAMM) M YaCTHbIMKW OpraHmn3aumamm (Hanpmumep, dbapmaueBTUYecKMMM KOMIaHUAMM)
B LUBeluapum mam 3a pybexkom. Mepenada AaHHbIX 33 rpaHULy ANA UCCAeA0BATENbCKUX Liene
BO3MOXHa TO/IbKO B TOM C/ly4ae, eC/i rapaHTMpyeTca Haa/iexallyil ypoBeHb 3allmTbl.?

ByaeTte nuv Bbl NPOMHGOPMMPOBAHbBI O pe3ysibTaTax UccaefoBaHuA?

MccnepoBaHua, NpoOBEAEHHbIe C  BaWWMMKM  [JaHHbIMM, B MPUHLUMNE HE PACKPOKT HUKAKOWM
MHAMBMAYaNbHOM MHbOPMaLMM, Kacatollenca Ballero 340poBbs. OAHAKO B PeAKMX CAyYaax MOXKET
CNYYUTBCA TaK, 4YTO ByayT OOHapyeHbl COOTBETCTBYIOLLME Pe3y/bTaTbl, A8 KOTOPbIX BO3MOMHO
NPeanpUHATb IeYEHNE UM NPOPUNAKTUYECKME AeMCTBMA. B TaKOM caydae Bac yBeAOMAT 06 3TOM.

1B yacTHoCTH, 3aKOH 06 MCCNEA0BaHNAX HA MOAAX M 33KOH O 3aLUMTE AaHHbIX.
2FapaHTVa NpeaocTaBNseTca AMB0 3aKOHOAATENLCTBOM O 3aLUMTE AaHHbLIX B CTPAHE HazHaYeHUs, B0 MEXayHapOaAHOM
opraHusaumen.
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ABnseTca M Bale yyacTue NPUYNUHOMN PACcXoa0B AN UCTOYHMKOM
dUHAHCOBOM BbIroAbl?

Balwe yyacTme He BNeYeT AONONHUTEIbHbIX PACXOA0B HM A5 BAC, HX A/14 BalLEN CTPAX0BOM KOMMNAHMUK.
3aKOH WMCKAtOYAET MoslyYeHWe A0X0Aa C MCMO/b30BaHMEM AaHHbIX. TakMM 0Bpa3om, HWM BaMu, HK
H6onbHULEN He ByaeT nonyvyeHa Kakaa-nmbo dbrMHaHcoBan BbIroaa.

3aaBneHune o cornacuu

Bbl moxeTe COO6LLI,VITb Ham O CBOeM pelweHunn, 3anoHMB N nNnoanncas 3adaBsieHne O Cornacun Ha
MCNo/s1Ib30BaHNE AaHHbIX O COCTOAHUKN 300P0OBbA B UCCNNeJ0BaTe/IbCKUX LLeNAX.

3anoNHMB M NoANMCcaB 3asBAEHME O COMTacUK, Bbl MOXKETE nepesaTb ero Bpayy WM B ceKpeTapuat
3aBefleHuA, B KOTOPOM Bbl mpoxoamuTe obcnefoBaHWe, WMAWM OTNPaBUTb €ro Ham MO Mno4vTe no
cnepytolLemy agpecy:

Centre d’investigation Clinique, Hopital ophtalmique Jules-Gonin,

Av. de France 15, CP 5143, 1002 Lausanne

Echn y Bac ecTb Kakue-nMbo BONpOChbl UKW Bbl XOTUTE MOAYYUTb AONONHUTENBbHYIO MHbOPMaUMIO,
HanUWMTEe HaM MO YKa3aHHOMY Bbllle afpecy UM CBAXKUTECH C HAMMU:

Mo TenedpoHy: 021 626 82 11

Yepes Haw canT: www.ophtalmique.ch/consentement

LLIBenuapcKkunit pernctp optanbmMosiormiyeckmx bonesHemn

BonbHMLbI, cneupannsnpytowmecs Ha obTabMoorMK, odTabMOIOTM U fedalume Bpadm, paboTtatoT
BMeCTe Haj  y/AydlweHuem yxoda 3a naumeHtamun. LUenbto  LBeluapckoro  peecTpa
odTanbmosiornyeckmx bonesHen (SMO) asnaeTcs WMPoKoMacWwTabHbInM cOOp M aHaIN3 KOAMPOBAHHbIX
M300paXKEHU, CHATbIX 3TUMKU NPOPECCHOHANAMM, C LIENbIO NPOABUNKEHMS UCCNeaoBaHUA BonesHeln
rnas. 3ToT NepPBOKIACCHbIN PECYPC MOMOXKET B pa3paboTKe HOBbIX METOA0B 1IeYeHMA U NPOGUNAKTUKN.
Balum odTasibMonormyeckme n3obpaskeHuns 1 JaHHble O COCTOAHUM 300P0BbA MOTYT BbiTb NepeaaHbl B
LLiBeMuapckuii peecTp rnasHbix 6onesHein, rae OHW OyayT XpaHUTbcs M obpabaTbiBaThCA B
3aKOAMpPOBaHHOW 1 HesonacHoi dopme B crneumanbHom mecTe B LUseluapun. Ycnosus aocTyna K
M300paXKeHnam M UX  UCNONb30BaHWMA onucaHbl B npasBuaax Llseluapckoro  peecTpa
opTanbmosiornyeckmnx bonesHen (ophtalmique.ch/consentement).

Kak a8 mory ynpaBaaTb A4OCTYNOM K CBOMM AaHHbIM?

Mocne Toro, KaKk Bbl NPUMeETe pelleHme (4a UAM HET) O MOBTOPHOM MCMO/Ib30BaHMM BaLLMX AaHHbIX C
nomoLlbto popmbl 0bLlero cornacus, Bam OyaeT oTnpasaeHa ccbiika B SMS Ha Ball KOHTaKTHbIM
HOMep, YKa3aHHbIM Npu rocnutanmsaumm. C NOMOLLbIO 3TOM 3aWMUWEHHOM CCbIIKM C MPUTAalleHneM
Bbl MOXEeTe C034aTb y4YeTHyt 3anucb B Beb-npunoxeHun EyeConsent. 3ta nnatdopma nossonaet
NPOCMATPMBATbL BalWM MeANUMHCKME M30DpaKeHNA U AMHAMUYECKU yNpaBaATb NpaBaMu AOCTyna K
HUM WccnepoBaTenelt B 3aBMCMMOCTM OT MCCAeA0BaTEbCKMX MPOEKTOB. TO eCTb Bbl MOXeTe AaTb
M/MAN 0TO3BaTb CBOE COrlacMe Ha MCMO/Mb30BaHME BaLLMX AaHHbIX (BKAKOYas obliee cornacue) Ans
MCcCcnefoBaHUI Yepes 3TOT MHTepdeinc, BCEro OAHWMM HaxKaTMem KHOMKW. CNMCOK 0a00peHHbIX U
aKTUBHbIX UCCNEA0BAHWNN, ANA KOTOPbLIX HEOOXOAMM A0CTYN K AAHHBIM PEEeCTpa, TaKXKe A0CTyNeH Yepes
3TO NPUNOXKEHME.
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Moyemy AaHHble B peecTpe 3aKoANPOBaHbl, @ HE aHOHUMHbI?

Mo onpeaeneHno, aHOHMMHbIE AaHHble HE A0MYCKaoT HMKaKOWM CBA3MN mexay BalleMn
JIMYHOCTbO U BalWWMMUWN OaHHbIMMW. YT106bI BbI MOTM BMAOETb, KTO MMeeT AOCTyn K
BalWWMM AaHHbIM, HeO6XO,£I,l/IN\O COXPaHNTb 3Ty CBA3b. Bnaroaapﬂ 3TOW CBA3MU yepes
npuaoxeHmne EyeConsent, Bbl BCerga CMOXKeTe Yynpas/iATb AOCTYNOM K CBOUM
AaHHbIM.
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