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PaspewieHne Ha UICNOb30BaHUE IMMHOU MeaULMHCKOMN
nHdopmauum B uccnepoBatesibCKUX Lenax

Ha3saHue uccnenoBaHmA:

Nma n pammnnuns seayulero nccnegosatens:

YupexgeHue UC:

A. KakoBo Ha3zHaueHue gaHHoro 6naHKa?

3TOT 6/1aHK MCNOAb3YeTCs A1 NOJYYEeHWUA BaLLEro paspeLleHns Ha NpeaocTaBNeHMe UCCe0BaTe/IbCKOM
rpynne v Apyrum iMLam, yKasaHHbIM B JaHHOM AOKYMEHTE, A0CTyNa K Ballen IMYHOW MeANLNHCKON
nHpopmauum (PHI) n eé ncnonb3oBaHMe B paMKax YKa3aHHOTO Bblle Hay4YHOro UCC/ef0BaHuS.

3aKoHblI WTaTa 1 deaepasibHble 3aKOHbI 3aLMLLAIOT Bally OXpaHAeMYo MmeguunHCKyto nHdopmauuto (PHI). B
60/IbLLUMHCTBE C/ly4aeB Balla MHPopmauua He MOXKET bbiTb NepeaaHa aas Leseil Hay4yHoro uccneaoBaHus
6e3 Ballero NMCbMEHHOro paspeLleHns, KOTopoe Bbl NPeaoCTaBAseTe, NoANUCbIBaA AaHHbIA JOKYMEHT.

Ecnn Bbl NognuweTe 3TOT 61aHK, Balla oxpaHAemas MmeanumHceKkaa nHbopmauma byaer npesocTasiaeHa
nccnefoBaTebCKOM rpynne n Apyrum nuuam, yKasaHHbIM B JaHHOM A0KyMeHTe. OHM 6yayT MCno/ib30BaThb
Bawy MHdpopmaumto n obecneyaTt eé 3aLWmMTy B COOTBETCTBUM C MOJIOKEHUAMMU, U3N0KEHHBIMU B B1aHKe
MHGOPMMPOBAHHOIO cornacus.

B. 3auem nccnenoBaTeNbCKOM KOMaHAA HYXXHA MOA MeAULIMHCKan
nHpopmaumna?

Ha mHorne Hay4yHo-uccnefoBaTeIbCKME BOMPOCHI MOXKHO OTBETUTb TOJIbKO NYTEM U3YyYEHUA INYHOM
MegMUMHCKOM nHbopmaunun. Mccneposatenbckan rpynna 6yaeT n3yyaTtb TONbKO Ty MHGOPMALLMIO, KOTOpas
Heobxo4Mma AN OTBETA Ha NOCTABAEHHbIN UCCNeL0BaTe/IbCKUIA BOMPOC.

C. Kakaa meguumnHcKkaa uHppomauyma byaer ncnonb3oBaTbCa Uan
pacKpbiBaTbCcA?

MccnepoBatenbckas rpynna byaer noaydaTb 4OCTYN M UCNO/b30BaTh TONbKO Ty MHbOPMaLMIO, KOTopas
Heobxoavma 414 NPoBeAEeHNA UCCeA0BaHUSA, KaK 3TO OnMcaHo B 61aHKe MHPOPMMUPOBAHHOIO COrNacus.
OxpaHseman MeauumMHCcKaa MHGOPMaLMA MOKET BK/IKOYATb Bally UCTOPUIO BONE3HN, LOKYMEHTbI O
BbICTaB/IEHNMN CYETOB M CTPAXOBaHMM, a TaKXKe APYrMe AOKYMEHTbI, MO KOTOPbIM MOXHO YCTaHOBWUTL Bally
JIMYHOCTb, BKNIOYAA Bawe nma u Gamuaunio, 4aTy poxAaeHWa, AaTbl noceweHna 60/bHMLbI, HOMEpP
MeAMLMHCKOW KapTbl M Apyrve NnepcoHanbHble naeHTUudMKaTopbl. Takne naeHTMGMKaTopbl MOryT
MCMNOAb30BaTbCA OTAENbHO UK B COMETAHMM C 4pYroi MHGopmMaumelt ANA yCTaHOBAEHUSA Ballen IMYHOCTY.
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B pamKax JaHHOro uccinefoBaHUA UccaenoBaTeIbCKana rpynna MoxKeT Noay4YnTb JOCTYN K CI'IEAVPOLLI,Eﬁ
VIHd)OpMaLI,VIM 13 Bawewn Me,D,MLI,MHCKom KapTbl U UCNOJ1b30BATb €€, BKAoYadAa, NOMMMO npo4ero:

D.

MHDOPMaLUIO O Bac, HaNnpumMep, AaTy POXKAEHUS;

KAMHUYECKME 3aMUCh MeAULMHCKUX paboTHUKOB;

MeANUNHCKNIA aHaMHe3 1 AnarHosbl;

MHOOPMaLINIO O MPUHUMAaEMbIX B HACTOALLEE BPEMSA U B MPOLLNOM JIEKaPCTBEHHbIX CPeaACcTBax Uan
NpPOBOAMBLIEMCSH SIRYEHNN;

pesynbTaTbl MEANLMHCKMX OCMOTPOB;

pe3ynbTaTbl 1abOPaTOPHbIX U MEANLIMHCKON BU3YyanusaLumm;

[OKYMEHTbI, CBA3aHHbIE C ONNAaTON MeANLMNHCKUX YCAYT.

byaet nn ucnonb3oBaTbCA UK NepeaaBaTbCA TPETbMM JIMLAM
KOoHdMaeHuuanbHaa meguumuHcKaa uHpopmauma?

Ecnn B pamKax gaHHOro uccnenoBaHuna npeanosiaraeTcs AocTyn K KoHOUAEHLMaIbHON MeANLNHCKON
MHbOPMaLUK, UcCaefoBaTeIbCKanA rpynna OTMETUT TOJIbKO Te MYHKTbI, KOTOPble OTHOCATCA K AaHHOMY
nuccnenosaHuio. MccneposaTenbckan rpynna 6yaet MCnoab3oBaTh Takylo MHGOPMALMIO TOIbKO B TOM
c/nyyae, eciv Bbl AaAMTe Ha TO CBOE paspelleHne, NocTaBUB MHULMA/bI B COOTBETCTBYIOLLEN CTPOKE
(cTpokax). (UccnepgoBaTtenbckas rpynna OTMETUT TO/IbKO Te MYHKTbl, KOTOPble OTHOCATCA K AaHHOMY
nccneoBaHuIo)

|:| NHdopmauma, Kacatolanacsa aHanusos Ha BUY/CNnL (Bawwm MHMumanbl)

MHbopmaums, Kacatowascs reHeTUYEeCKOro TeCTMPOBaHMA (Bawm nHMumansl)
|:| AnarHos n neyeHune ot 310ynoTpebieHMa HapKOTUKaMM U ankoronem _ (Baliv MHULMAANDI)
|:| [narHos n neyeHme NCMXMYEcKMx PaccTpomcTe __ (Bawwum MHULMANDI)

E.

Kto 6yaeT umeTb A0CTYyN K MOer OXpaHAEeMOi megULMHCKOM
nHdopmauun?

Bawa AnyHaa meanLUMHCKanA VIHCbOpMaU,VIFI MOXKeT bbITb npeaocrtaBaeHa MCCHEAOBaTEHbCKOVI rpynne.
Uccneposatenbckan rpynna 6y,£I,ET MCNo/ib30BaTb Bally MHd)OpMaLI,MI'O TONIbKO B LLeNnAxX nposeaeHunA
ncenenoBaHuMA, oNMCaHHONO B 6naHKe MHd)OpMMpOBaHHOI'O cornacwuma.

Opyrve nnua, KOTopbie MOFYT NOAYYUTb AOCTYN K Bawen nHGopmauunm:

AOONXKHOCTHbIE TNLa YHUBEPCUTETA ucC, ocyuwecrsnAaouwme Haasop 3a nposegeHnem MCCﬂe,D,OBaHMVI;

cnoHcop(bl) UcceaoBaHUA U YNOAHOMOYEHHbIE MM(M) NpeaCcTaBUTENN, OPraHU3aLUN,
npoBoAsLMe KANHUYECKME NCcCefoBaHUsA, a TakKe adPpuanpoBaHHbIe opraHn3aLmm, ecam 3aTo
Heob6Xxo0AMMO ANA OUEeHKM 6e30NacHOCTU UCCIeA0BaHuUA;

/ML M OpraHn3aLmMm, OCYLLECTBAAIOLLME KOHTPO/b KayecTBa M 6e30nacHOCTU UccaeaoBaHusA, B
COOTBETCTBUU C TpeboBaHMAMM 3aKOHA, BK/HOYas rocyaapcTBeHHble opraHbl CLUA, Takme Kak
YnpasaeHue No caHUTapHOMY HaZ30py 3a Ka4eCTBOM NPOAYKTOB U MeANKAMEHTOB UM YnpassieHue
Mo 3almTe NHTEPECOB YYACTHUKOB UCCNEA0BaHNM, a TaKKe rocyapCTBEHHbIE OpraHbl ApYrux
CTpaH, ecnu uccaenoBaHne NPoBOANTCA B APYroi CTpaHe.
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F. byaeTt am ncnonb3osBatbca moa UHGOpMaUumA ANA NposBeaeHnnA
HeobsA3aTeNIbHbIX UCCNea0BaTeNIbCKUX Npoueayp?

|:| Ecnun aTa Avelika byaet oTMeyeHa, To 3TO UCCe0BaHME BKAOYAET A0NO/HUTE IbHbIE
HeobA3aTeIbHble UCC/iea0BaTENbCKUE NPOoLLeAypbl, OnncaHHble B 61aHKe MHPOPMUPOBAHHOTO
cornacua. na npoBeaeHMa TakMX NpoLeayp MoxeT notpebosBaTbca cOOp [OMNONAHUTENBHOM INYHOM
MeaVUMHCKON MHbopMaLmmn. PelneHne o npegocTaBaeHnu Bawen nHbpomaummn ans nposeseHunsn
HeobA3aTeIbHbIX UCCAe0BATENbCKMX NpoLeayp OCTaéTcA 3a BamMu. Balle pelleHne o NnpesocTaBieHnn
MHpopMaLMM He NOBAMAET Ha Balle y4acTMe B OCHOBHOM MccieaoBaHuKU. YTobbl AaTb paspelueHne Ha
npegocTas/ieHne oxpaHaemon nHpopmaumm ana HeobAsaTeNbHbIX UCCIeA0BaTENBCKUX NPOLLeayp,
noxanyncra, NocTaBbTe CBOM MHULMASbI 34ECh:

G. O6a3aH(a) "m a nognUcbiBaTb 3TOT 6/1aHK?

HeT, Bbl He 0653aHbl NOANMCbLIBATb 3TOT 61aHK. 1A TOro, YTobbl NPUHATL y4acTMe B JAaHHOM UCCAe0BaHUN,
BaM HeobxoAMMOo noanucaTb 3TOT 61aHK. Bale peweHne He NoBAMAET Ha Kakoe-nnMbo gpyroe fieyeHne unm
MeAMUMHCKYI0 MOMOLLLb, KOTOPYIO Bbl Nosy4YaeTte B yHuBepcutete University of California.

H. UcTtekaeT n CPOK AENCTBMA MOEro paspelueHua?

Bawe pa3peweHne Ha Cnonb3oBaHWNE U NpegocrtasieHne cBoei oxpaHﬂeM017| ME,D,MLLMHCKOﬁ MH(I)OpMaLI,MM
npexKkpawaer AeﬁCTBOBaTb nocne 3aBeplweHna nccnenoBaHnAa U BbINO/THEHNA BCEX HeO6XOAMMbIX
nocneayrouwmx npoueayp un Tpe6OBaHMﬁ no Be4EeHUNIO U XPaHEHUIO OOKYMEHTAUNN.

I. MOHO 1M MHEe OTMEHMUTb CBOE paspelueHune?

Bbl moxkeTe B toboe Bpems 0TO3BaTb CBOE paspelleHne, HanpaBmMB MMCbMEHHOE YBEAOM/IEHME Ha UMS
nUccNenoBaTeNbCKOM rpynnbl (CM. KOHTAKTHYO MHPOpMaLLMIO B 61aHKe MHGOPMUMPOBAHHOrO cornacusa). Ecam
Bbl OT30BETE CBOE pa3pelleHne, Bbl, BOSMOXKHO, 60/ble He CMOXKeTe y4acTBOBaTb B UCCel0BaAHUM.
NccnepoBaTenbckan rpynna no-npeKHemMy MOXKeT XPaHUTb U UCNOJ1b30BaTbh OXpPaHAeMyo nHGopmauumtio,
KOTOopas y»Ke bbina cobpaHa. OAHAKO OHa He CMOMKET No/yyaTb AOCTYN K Ballei 40NONHUTEIbHOM
MHpOMaLUM UK NepesaBaTb € APYrMM IMLLAM, 33 UCKIOYEeHMEeM Cay4YaeB, Koraa 3To notpebyercs
depepanbHOMY rocy4apCTBEHHOMY OpraHy, OCyLLECTBASAIOLWLEMY HAA30p 33 UCCAeA0BaHUEM.

Bawa noanucb

Al npounTtan(a) cogeprkaHne aToro 6aaHKa. Y meHs TakKe Hbl1a BO3SMOXKHOCTb 3343Tb BONPOChl 06
MCNONb30BaHMM MOEN OXPaHAEMOM MeANLMHCKON MHPOpMaLMK. A Aato cornacme Ha UCNosib30BaHUE MOe
MHbOPMaLMKN B paMKax fAaHHOro uccnenosaHusa. MHe byaeT npegoctaBieHa NoanmncaHHasa Konua sToro 6aaHKa.

Nmsa 1 bamnnna yyactHMKa —06a3ames1bHO (MeyamHsim wpugmom)
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MoAnuchb y4acTHUKa CeroaHalHAA AaTa

PoauTtenb nnm 3aKoHHbIA NpeacTaBUTeNb

Ecnn yyacTHUK siBaseTca pebéHKom B BospacTte oT 0 go 17 neT uam He cnocobeH caMoCcToATENIbHO 3aNOHNUTD
3TOT 61aHK, POAUTENb MM 3aKOHHbIN YNOJIHOMOYEHHbIW NPeACcTaBUTESNb A0KEH O3HAKOMUTBLCA C AAaHHbIM
AOKYMEHTOM M 3aNONIHUTb 3TOT pa3aen. Ecam Bbl cornacHbl Ha NpeAocTaBNeHNe OXpaHAEMON MeANLNHCKON
MHGOPMALMM yYaCTHMKA, NOXKANYACTA, HANULWKUTE NeYaTHbIMM ByKBamMK UMA U GaMUANIO YH4ACTHMKA, CBOM
UMA 1 Gamuanio, NOC/Ae Yero NocTaBbTe NOANUCH HUXKE.

Uma n damunnms yyacTHMKa —0653amesnbHO (Me4yamHsim wpugpmom)

PoauTenb nav 3akoHHO YNOJIHOMOYEHHbIW NpeacTaBuUTeNb Kem npuxogutca
(mneyamuosim wipugpmom) YYaCTHUKY —06A3amesnbHo
Mopnucek poouTens Uamn 3aKOHHO YNOJIHOMOYEHHOIO NpeaAcTaBUTENA CerogHsLWHAA AaTa
Ceuperenb

Ecnun cogeprkaHune aToro 6n1aHKa H606XO,D,VIMO 3a4UTaTb Y4aCTHUKY NCCeaoBaHNA nmbo poauTento
Y4aCTHUKa UK ero 3aKOHHOMY yNOJIHOMOYEHHOMY NMPeaCTaBUTENHO, MOCKOJZIbKY OHU HE MOTYT MPOYUTATb
coaepxaHue 6naHKa CaMOCTOATENIbHO, HEOGXO,D,MMO npucyTcTeune cenaetena, KOTOprVI AO0/1XKeH NOCTaBUTb
CBOO NOANNCb HUXKeE!

Uma n damununs cemgetens (neyamdosim wpugpmom)

Moanuce cengeTtena CerogHALWHAA Aata
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