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Pa3bACHUTENbHBLIN AOKYMEHT ANS AOHOpPa
3apascTBynTe.

Mpurnawaem Bac npucoeanHntbes K «Psifas» - OO0 «HaunoHanbHbIV NPOEKT NepcoHann3npoBaHHOM
mMeauuuHbl (Psifas)» 1 Takum o6pa3omM BHECTM CBOV BKNad BMECTE C COTHAMM ThICAY APYrMX N3pannbTaH
B KIMMHUYECKME U reHOMHbIE UCCNneoBaHUsA, KOTOpble 3HAa4YUTENbHO NPOABUHYT MeauuuHy B Uspanne. B
OAHHOM Pa3bACHUTENbHOM JOKYMEHTE Mbl OO BACHUM M YTOYHUM, YTO Takoe NpoekT «Psifas», 3ayem oH
6bin co3gaH u 4YTo Anga Bac o3HavaeT npucoeamHeHne K meaguumnHckon 6ase gaHHbIx «Psifas», n ato
Heobxoanmo Ans cConpoBOXAeHMA Ballero pelleHve npucoeguHNTbLCA K NpoekTy. BaxkHo, 4Tobbl Bawe
peweHne Oblno nNpuHATO no Bawen cobcTtBeHHOM BoOne nocre nonydeHus Bcer Heobxoammon
nHpopmaumm o npoekte «Psifas» n noHMMaHua cogepxaHna nHdopmauun n ee 3HadveHus. Bol umeeTte
npaBoO He NPUCOEOMHSTLCA K MPOEKTY UM OTMEHUTb CBOE yyacTue B Nobon MOMeHT. PelleHne He
y4yacTBOBaTb B MPOEKTE MM OTO3BaTb CBOE COrflacne Ha yyYactue HMKoum obpas3om He MoBNMUSAET Ha
Bawwe HacTosiwee nnm byayliee nevyeHne kak B MEOULMHCKOM yYpexaeHun, Yepes kotopoe Bac npocat
caenatb BKnag, Tak U B oHAEe 34paBooOxXpaHeHus, roe Bbl 3acTpaxoBaHbl, M B NOObIX Apyrnx
MEANLMNHCKUX YUpexaeHnax.

Mo nbbIMm BoNnpocam unu npobrnemam, CBA3aHHbIM ¢ 62301 AaHHbLIX U O6pa3yamu,
obpaljanTecnb:

MeHepxep 6a3bl AaHHbIX: agpec 3NeKTPOHHOM nouThl: info@psifas.org.il
[ononHuTtensHas uHopmaums: www.psifas.org.il

1. O6wan nHdopmauus

1.1 MeavumHCKUiA MUp OBMXKETCSH B CTOPOHY NEPCOHANM3MPOBaHHOW MEAMLUMHbI, COrNMacHO KOTOpoW B
6yaoywem MoxHo GyaeT npeanaraTb NoagsM UHAVBUAYanNbHOE rneveHne ux 3abonesaHuii Unu gaxe
npocunakTuky 3aboneBaHnini Ha OCHOBE X YHUKamNbHbIX IUYHBLIX AaHHbIX. MUNNMOHBLI NALMEHTOB B
Mupe 1 B M3paune yacto obpallatoTcsl 3a NEYEHNEM C TSHKENbIMU CUMMTOMaMU U 3anyLUeHHbIMU
3aboneBaHusiMK. Hawa Lenb - NpoaBMXXEHUE NPOLLECCOB PaHHEN ANarHOCTUKM U NIeYEeHUs MHOTUX
3aboneBaHuWN, TakMx kak AeMeHUMS, pak, AnabeT, 3aboneBaHns cepaua v HePBHOWM CUCTEMBI, YTOObI
Mbl MOMMM NpefoTBpallaTe MX WU NEYUTb Ha paHHMX CTagusix OO0 TOro, Kak OHW HaHecyT
HeobpaTumbIi  yliep6. [aHHbIA NOAXO4 OCHOBaH Ha  UCCNEQOBaHUSIX W KOMMIIEKCHOM
CTaTUCTUYECKOM aHamnuse KpyrHbix 6a3 AaHHbIX, MHopMauusi cobupaeTcs OT pasHOro Tuna
6onbLuMX rpynn nogen.

1.2 B MeguUMHCKON KapTe Kaxaoro M3 Hac NpucyTCTBYeT MHdOopMauMs O 340poBbe, cobpaHHas 3a
BPEMSsI MOJSly4aeMoro Hamu fneyYeHuss U MeauumHckoro obcenyxuBaHusi. ConocTaBneHue 3ToMu
nHopMaUMKn ¢ MHopMaLMen, NOMyYeHHOW NPK PasnUYHbIX aHanusax Guonornyecknx obpasLoB
Gonbluoi  rpynnbl  fogen, NO3BONMUT MPOBECTM  LUMPOKMI  CMEKTP  MeOMKO-TEHEeTUYECKMX
nccnegoBaHuiA, MOMOraloLWMX fyydLle NOHATb MexaHn3Mbl 3aboneBaHui.
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1.3 IMeHHO ¢ aTon uenbio 6bin co3gaH «Psifas» kak HOBbIN HaLMOHANbHbIA MPOEKT MO NPOABUXEHMUIO

2.
21

nccnegoBaHuii B 06nacT reHoOMUKU U NepcoHann3vpoBaHHoM MeauumHbl B U3paune. C aTol Lenbto
pPSiO MEAULMHCKMX U HayYHbIX OpraHusauui obbeguHunuck ans obecnevyeHust MHAPPaACTPYKTYpbl,
no3BonsitoLLen NpoBoANTb NoAoBHbIe UcCnenoBaHusi. PesynbTaTbl UCCreaoBaHUiA, NPOBEAEHHbIX C
«Psifas», noseonaT paspabotaTb MeToAbl MNPOMWUNAKTUKM, BbISIBIIEHUS U paHHero u Gonee
cneumnduryeckoro nevyeHns 3abonesaHuii ¢ NOMOLLbIO NePCOHaNN3MPOBaHHON MEeANLMHDI.

Ba3a naHHbIX «Psifas» («<ba3a paHHbIX»)

«Psifas» 6ygeT nonaratbcsi Ha COOBLLECTBO AOHOPOB, BKIHOYAIOLLEE COTHM ThICAY YENOBEK, KOTOPbIE
nocrie npucoeauHeHuss GyayT caoaBaTb Guonorvdeckne obpasubl, TakMe Kak TkaHb KOXW, Moua,
KpOBb, CrOHa WNM Apyrme OMONOrnyeckue >XUOKOCTW, ONs NPOBEOEHUS TEHOMHbIX M OpYruX
obcnegoBaHuii, a Takke No3BONAT «Psifas» nonyyatb MX MeQUUMHCKYO WHGOPMAaUMIO Kak Ha
MOMEHT cornacusi, Tak u B 6yayLiem, no 3anpocy nHgpopmaummn «Psifasy.

MeauunHckaa nHdopmaumsa - nHdopmauma o Bac, cyuiectsyowas B NONUKNMHUKAX, BonbHULAX
N3pauna wnu B nobom ApyroM MeOMUMHCKOM YYPEeXOAeHUU UNN opraHnsauuun 30paBoOXpaHeHus
N3paunsa (B HacToAwmMn MOMEHT 1 paHee). MHdopmaumsa, cobuparowanca B pamkax «Psifas», u
pesynbTaTbl aHanu3oB 6Guonormyeckux obpasuoB (a wHorga WM camu  obpasubl) OyayT
ncnonb3oBaTbca B Byayuimx, opuumansHo ogoOpeHHbIX, MeOULMHCKUX UCCNefOBaHUSAX, KOTopble
OyayT NPOBOAMTBLCS B TaKUX yupexaeHUsX, Kak 60MnbHULbI, NOMUKITMHUKU, HayYHble YYpexaeHus u
yypexaeHns 6voMeauuUmMHCKON WMHAYCTPUKW, C COXPaHEHWEM KOHMUOEHUManbHOCTU WU 3aluThl
NMWYHBIX OaHHbIX, B COOTBETCTBMM C 3aKOHaMu U MPOTOKONaMu OenCTBYHOLWMMU B 3TON cdepe B
cTpaHe N3paune.

2.2 Llenb 6a3bl AaHHbIX «Psifasy, koTopas 6ygeT cosgaHa ¢ Bawern nomolubio, - obecneunts 4OCTyn K

MEOMUMHCKAM, TEeHEeTMYECKUM [aHHbIM M [aHHbIM  Bu3yanusauunm aOns  uccrnepoBaTenew,
3aHMMALWNXCA BaXHbIMU  HAy4YHbIMU U MEOUUMHCKUMW  UCCNEAOBAHMSIMW, MPU3BAHHLIMA
pacWnpUTb U pasBUTb CYLLECTBYIOLME 3HAHMSA M MOMNbITaTbCA NpodunakTupoBaTh 3aboneBaHus,
YNyYLnTb UX ONArHOCTUKY U nedeHune, obneryntb cTpagannst 60mbHbIX U HANTK A4S HUX NekapcTea.
B 6ase paHHbix «Psifasy MeguuuHckas uHdgopmaumsi, B TOM 4YWCNEe LaHHble BU3yanusauuu,
XpaHsiwascst 06 yyacTHMKaxX B yYpeXOEHMAX 30paBOOXPaHEHUS], TAe OHM Nonyyanu nevyeHune, oyget
COMoCTaBNneHa C [OaHHbIMW TFEHETMYECKUX WNW APYrMxX aHanuM3oB OGuonormyeckux obpasuoB U
MEOMUMHCKMX aHKeT, KoTopble OyayT 3anonHeHbl Bamu unuM  MeauuMHCKMM  NepCcOoHarnoM,
npepoctaBneHHbix B «Psifas». WHdopmaums obo Bcex ydacTtHukax «Psifas» cobupaetcs B
3alUMLLEHHYI0 M 3awmndpoBaHHyld ©0a3y AaHHbIX M OyaeT umcnonb3oBaTbCca Ana  Gyayuimx
nccriegoBaHunii. B otgenbHbix 6asax gaHHbiX Ans Oyaywmx uccnegoBaHuin nHgopmauus byaet
MOMTHOCTLIO HE MAEHTUULMPYIOLLEN A4S UccnegoBaTenen.

2.3 BaxHo noA4vYepKHyTb, 4YTO KIMHUYECKNUE wuccnenoBaHnd C Yydactuem niogen, B TOM 4ucne

reHeTU4YeckMe MCCrneaoBaHus, BKMYalolmMe TecTMpoBaHne HacneacTeeHHoro matepuana OHK c
NCMONb30BaHMEM WHHOBALMOHHBLIX TEXHOMOMMA, NPOBOAATCA TOMbKO nNocne oaobpeHus B
COOTBETCTBUM C 3aKOHOM M TOMbKO €CNN OHW 3alWualT NpaBa Y4YaCTHWUKOB, BKMOYas WX
KoHpuaeHumanbHocTb. poekT «Psifas» n nccnemosaTtenbckas 6as3a AaHHbIX, K KOTOpbIM Bac
NPOCSAT NPUCOEANHUTLCS, NOMYYNM Takoe ogobpeHme.
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3. Kak Bam npucoeauHUTbLCA K 6a3e faHHbIX?

3.1 anICOGD,I/IHeHVIe K 6ase OaHHbIX BKITHOHaET B cebs nognmncaHune (*)OprI cornacusi, No3BonsoLLEen

«Psifas» ucnonb3oBaTb Baw obpasel KOXW/KpOBW/CMOHBLI/MOYN/APYTMX XUOKOCTEW OpraHu3ama
(obpasel, KOTOpbLIA Tak UM UHade ByaeT B3ST B paMKkax MeaMUUHCKMX npoueayp, Yto Bel byaete
npoxoauTb BPeEMSI OT BPEMEHMU, UM KOTOPbIA OyaeT B3siT 3apaHee B LENSX MpoekTa), a Takke
cobpaHHy0 MeAMLMHCKY MHOPMaLmio, Kak onMcaHo Bbilwe. OnucaHHoOe Bbile UCMONb30BaHUE
MOXET Takke BKNOYaTb nepejady ob6pasuya B 3awudpoBaHHoM Buae (6e3  Bawen
NOEHTUPMKALUMOHHON  MHGOPMaLMK) TeM  OpraHuMsauusiM, KOTOpble >KenawT NpPOBOAUTb
MEeOMUMHCKOE UccrefoBaHue (BKMHOYAs TEHETMYECKOE), W KOTOpble MOSyYMnn  3aKOHHOE
paspelleHne Ha NpoBeJeHNe Takoro NCCneaoBaHus.

3.2 O6pasubl GyayT UCMONb30BaTLCA, Kak YXe YNOMUHANocb, B Uensx Oyaywmux KIMHUYECKMX

uccnegosaHun, Takke nossonswowmx nonydate AHK. MNMognuceiBas gaHHyo dopMy cornacus, Bol
Takke noaTBepxaaeTe npefocTaBneHne OONONHUTENbHbIX Oyaywmnx obpasuos, KOTOpble MOryT
ObITb COOpaHbI, Kak OMMCcaHO BhILLE.

3.3 basa paHHbIx 6ygeT cogepxaTb Baluy meamumHckyo MHopMaunuio u3 6orbHULBI U coobLecTsa,

NHGOPMALIMIO N3 MEOULMHCKUX aHKET, 3anonHeHHbIX BaMU U MEAULMHCKMM MepcoHarnoMm, a Takke
pe3ynbTaTtbl reHeTuyeckon obpaboTkm Gronormyeckmnx obpasuos, koTopble Bbl caanv unu Gygete
coaBaTb Bce OymeT xpaHuTbcs B 6ase [AaHHbIX B 3alimndpoBaHHOM Buae, 6e3 npsiMon
naeHTMdmKauMn Bawmx nuyHbIX OaHHbIX. 3aluyueHHas 6Gasa faHHbIX OyaeT  perynsipHo
0BHOBNATLCS B COOTBETCTBUM C Balimm cocTosiHeM 340poBbs MyTeM nepuoamyeckoro ob3opa
MEAMLMHCKOW KapTbl B MEOULIMHCKOM LEHTPE UMM Takke MOCPEACTBOM MNOSyYeHUs MEeAMUMHCKOM
nHopmaummn oT Balero cdoHaa 3apaBoOXpaHeHUs U APYrMX YYpeXXOeHUn 30paBoOXpaHeHus, rae
Bbl nonyyaeTte neyeHue.

3.4 Obpasel, npenocTaBneHHbIi Bamu ceitdac mnv B Oygylwem, MOXeT ObiTb WMCMONb3OBaH Ans

nccrnenoBaHni, MHULMMPOBAHHBIX MELAMUMHCKUM YyypexaeHueMm, rae Bbl nognucbiBaeTe [aHHYHO
dopMy, n/unu poHOOM 30paBOOXPaHEHMS!, C KOTOPbIM CBSA3aHO MEAULIMHCKOE YYpexaeHne m/unm
cTapTan-koOMMaHWsiM, KOTOPbIE MONYy4YMM 3aKOHHOE pa3peLleHne Ha NpoBeaeHNe UCCreaoBaHus, a
He Tonbko «Psifas».

3.5 NccnepoBatensm GyaeT npenocTaBnATbCA paspelleHne Ha Mcrnonb3oBaHue 6asbl KIMHUYECKUX,

FEHETUYECKMX [aHHbIX W [OaHHbIX BU3yanusauumM Tonbko B oduumanbHO  040GpPEHHbIX
nccnegosanuax. Mccnegosatenu 6yayT MMeTb AOCTYN K OFPOMHONM 6ase AaHHbIX, BKIOYaloLlen B
cebs ThicsuM 3anucert 0 naumeHTax 6e3 naeHTUUUMPYOWKMX aeTanein. Bawwy nuyHble gaHHble
OyayT AOCTYMHbI MCcreaoBaTensiM TONbKo B HEMOAEHTUDULMPYIOLWEM BUAE.

3.6 Bam BaxHO 3HATb, YTO KIMNHNYECKME, reHeTn4eCkne aHHble U aHHble BU3yarnn3aunmn, HakornneHHbIe

B 6a3e gaHHbIX «Psifasy, OyayT AOCTyNHbI UccnegoBaTensam B MEAULMHCKUX LEHTpax, rae oHn 6uinm
cobpaHbl, Apyrum nccrnegoBaTensiM rocygapctea M3apaunb, a Takke 4ns MCMNoNb30BaHUA B paMKax
KOMmepyeckon paspaboTkm npu  ycroBuW, YTO WUCCNEeAOBaHWE, B KOTOPOM OHu  ByayT
ncnonb3oBaTtbes, OyaeT AomkHbIM 06pa3om ogobpeHo. Takke BO3MOXHO, YTO MHCpopMaums B 6ase
AaHHbIX ByaeT ncnonb3oBaThCs U A8 UCCNeaoBaHMA 3a rpaHnLEN, HO TONbKO Nocre ouumnanbHoro
ogobpeHnsa nccnegoBaHna B COOTBETCTBUM ¢ ogobpeHnem KomuTeTa no atuke B M3pawune ansd
Ka)kaoro oTAaenbHoro nccnegosanus. Bce uccnegosanusa 6yayT npoBoanTbCS Ha OCHOBE aHOHMMHOM
nHpopmaumm n 6e3 ykasaHua getanen. MaeHTMdnumpyowmi kog MoXHO B6yaeT HanTu TONbKO Y
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aadMUHUCTpaunn 0asbl OaHHbIX «Psifas», a Takke B 6OJ'IbHI/IL|,aX N NONUKNNHUKaX, rae Bl nony4vyaete
ieveHune.

4. Kak 6yayT cobupatbcsa Bawm obpasubl u uHdopmaumnsa?

4.1 Obpasel byaeT B3AT, koraa Bel 6ygeTe npoxoauTb nNnaHoBoe 06cneaoBaHne B paMkax NeveHust unm
nocrnegytowero HabnogeHus. BnonHe Bo3MoXxHO, 4To ¢ Bamu cBspkyTcs ans 3anpoca Baiero
Bknaga B 6a3y gaHHbIX «Psifas» 3apaHee ans uenen npoekTta, Aaxe BHE paMOK NeYeHust.

4.2 B TO e BpeMsi Mbl Nepefagum B uccregoBaTenbekyto 6a3y gaHHbIX «Psifas» Bawy megnumHckyo
NMHopMaLmio (3aKkoOMPOBaHHYO M 3alMEPOBaHHYO) U3 MHPOPMALMOHHBIX CUCTEM BOMbHULIBI UK
NONUKNMHUKN O Balwiem cocTosHMM 300pOoBbs, NOy4eHHOM fedveHun, Bawen nctopum 6onesHn n
Bawlen aTHMYeckon NpUHaAaNEXHOCTH.

4.3 MegnumHckas nHgopmaums aernsieTcs NMYHON, U nepcoHan 6a3bl 4aHHbIX 6yaeT 0653aH COXpaHATb
ee KoHmaeHumanbHOCTb. Bawwe cornacue Ha cbop GyaeT 3a40KyMEHTMPOBAHO U MOXET NOSABUTLCA
B Bawnx megmumHCKux 3anmcax, BKOYas 4OKYMEHTbI O rocnuTannsaumm u Beinucke n3 60nbHULbI.

5. Kak 6yayT xpaHuUTbCsl 06pas3Lbl U 4TO C HUMM ByAyT AenaTtb?

5.1 Bawwum obpasubl 6yayT cobpaHbl M3 60MbHULLI U NONUKITMHKKN, TAE OHM Obiny B3ATbI, U NepeaaHbl
MeguUMHCKOM Opuragon B cneumanbHyto nabopatopuio  Ans  reHeTundeckonm o6paboTku.
eHeTuyeckasn obpaboTka ByaeT NpoBOAMTLCA B COOTBETCTBYIOLLMX UCCIEeN0BaTENbCKUX YCNOBUSX,
n nocne obpaboTku obpasey byaet yHMUTOXKEH. B nccnegoBaHmsax, B KOTOPbIX cam obpasew, AoMmKeH
ObITb NepedaH CNoHCOpaM MccrefoBaHus ANs MeAUUMHCKON o6paboTkM, U ecnv 3TO AOSMKHbIM
o6pa3om ogobpeHo BbiCLUIMM KOMUTETOM MUHUCTEpCTBA 34paBOOXpaHeHUsl, obpasel, unm ero YacTb
Takke OygeT nepedaHbl And obpaboTKM BbIWEYNOMSAHYTbIM CrMOHCOpaM uccrieqoBaHus. [locne
3aBeplleHnss ncnonb3oBaHua obpasey OygeT yHMUTOXEH. M3 Hero He 6GyayT cosgaBaTbCA
MOCTOSIHHbIE KITETOYHbIE NNHWUM ANS1 UCMOSb30BaHUS B APYIrMX MCCNeaoBaHUNAX.

5.2 Cob6paHHbIi 06pasel, 6yaeT AOCTaBMEH TOMbKO CO CrlyYariHbIM KogoM 6e3 nageHtudmumpytowmx Bac
AaHHbIX, TAKUX KaK UMS, aapec, HOMEpP CoLManbHOro CTpaxoBaHus 1 T. 4.

5.3 [lo oTnpaBneHnss Ha 06paboTky obpasubl ByayT XpaHUTLCS B YUYPEXKAEHUSX 3OPaBOOXPAHEHMS,
NpYHMMaloLWNX y4acTue B NpPOeKTe.

5.4 XpaHeHwne reHeTnyeckon MHopmMaLum nocne npoBeaeHnss obenenosaHnii 6yaeT ocyLecTBNATLCS
B cneuuanbHOM 3awuweHHoM obnayHom cepuce. WHdopmauus OGygoeT XxpaHuTbcs B
3aWwmndcpoBaHHOM BMAE, TO eCTb 6e3 CCbINKN Ha naeHTUdMuMpytoLLyto Bac nHdopmaumio.

6. Wcnonb3oBaHue MHcopMaLmm n o6pasLoB:

6.1 MNocne Bawero Bknaga WHGOpPMaUMUA O COCTOSIHUM 300POBbS U MHGOPMAUMS, MOMyYeHHas W13
npefocTaBneHHbIx Bamy obpasuos, 6ygeT Mcnonb3oBaTbCs B paMKax KIMHUYECKUX UCCNEAOBaHNUN,
NpoBOAMMbBIX B COOTBETCTBUW C 3aKOHaMM M NpoTokonamu rocygapctea Mapaunbs. Bel He cmoxeTte
BblOMpaTh, B Kaknx UCCreaoBaHUsiX OyaeT ocyLLecTBNATLCS JaHHOe UCMOoNb3oBaHUe, Unu nomnyyaTb
NHOopMaLMI0 O faHHOM ucronb3oBaHun. OgHako Ha cainTe «Psifas» GygeT perynspHbii OTYET O
NnpoekTe, ero xoae, AOCTMXKEHUAX, B TOM Yucre o6 nccneaoBaHusax, NpoBeAeHHbIX B ero paMkax.

5.1: noMa YR NN XY Do "09'09" ,00IN%? N20n T

2026 yan 02 :n0Na XN ey info@psifas.org.il 112




=

npoe 1AI0UINN PA3BACHUTENLHLIN
KYMEHT K M rmacva — B bl

Jloecomun Jloecomun
MpenocTaBneHne MHOpPMaLMK 1 BUONOrMYECKUX 8
MeduuyuHckoe 06pasLIoB AN UCNOMb30BaHUSA B KITMHUYECKMX Hoebiu npoekm
yupexoeHue MCCNEAOoBaHWsIX, BKMOYaAs reHOMHbIE «Psifas»
“ccrneaoBaHs
Ctp.5u3 6

6.2 [loctyn “ wucnonb3oBaHWe wuccriegoBaTenaMmn WHgopmauun, xpaHsiencs B «Psifas», OyayTt
OCYLLeCTBIATbLCS 3a nnaTy, No Tapudam, onpeaeneHHbIM AN NokpbITMs pacxodos. MonyyeHve
onnaTbl OT WccrnegoBaTenen WU yupexaeHWn 3OpaBoOXpPaHEHMsI MO3BONUT NpoekTy «Psifasy,
ABMSAOLLEMYCSl HALUMOHAmNbHBIM HEKOMMEPYECKMM MPOEKTOM, MOKPbIBATb TEKyLLMe pacxoabl U ObiTb
mHaHcoBO cbanaHcMpoBaHHbIM AN NPOAOIKEHUS NPOABMXEHUST HAyKM U MeOWUMHbI, a Takke
pacLUMpPEHUs U yNyylleHMs nccnenoBaTenbckor nnaTtdopMbl.

6.3 «Psifas» OyneT nepvoaMyeckn aHanmsMpoBaTb XapakTEPUCTUKU WUCCrefoBaHWI, NPOBOAUMBIX B
«Psifas», Bkntoyas pmHaHCUMpoBaHMe U pefaKkTUpOBaHNe UCCreaoBaHuii, U B COOTBETCTBUM C 3TUM
OynoeT MMeTb NpaBo onpenensiTb NPeuMMyLLecTBa UINN KOHKYPEHUMIO Ansi onpedeneHHbIX TUMoB
nccnegosaHuii. «Psifas» 6yaeTt aencreoBaTtb Npo3payvyHo U GyaeT nyGrmkoBaTb CBOK MONUTUKY MO
3TUM BOMpOCaMm.

6.4 «Psifas» bygeT ocyLlecTBNATbL AeATENbHOCTb MakcMMarbHO cripaBeanneo. B npouecce ogobpeHus
nccnegoBaHuii MHAopMaumio, XpaHsiLytocst B «Psifasy», cMoryT ucnonb3oBaTtb Takke 3arpaHuYHble
nccnegosaTenu, oTnpaBMBLLKE 3aMpoc Ha o4obpeHne nccrneqoBaHuns, Kak v Apyrue uccrnegosaTen,
1 CMOryT NPOBOAUTL UCCNefoBaHNs ¢ MHopMaumen 6asbl AaHHbIX NOCPEeACTBOM COTPyAHUYECTBa
C U3pannbCKUM mUccriegoBaTenem.

7. Bawa KoH(pmaeHUManbLHOCTb BaXHa Ans Hac!

7.1 Bawa koHmaeHumanbHOCTb 1 6e3onacHocTb MHopmaumm B 6asax gaHHbix «Psifas» gna Hac
OYeHb BaXHbl. ABNAACH HaUMOHanNbHbIM NPOeKTOM, «Psifas» npuaepxunBaeTca 3akOHOB O 3awiuTe
KOH(pnaeHUnanbHOCTM U XpaHUT MEeOUUUHCKYI WH(pOopMauuilo Ha CaMOM BbICOKOM YpPOBHE U
JencteByeT B COOTBETCTBUM C  PYKOBOAALWMMW  MpuUHUMNAMKU  YrpaBreHuss no  3awure
KOH(praeHUNanbHOCTU U PasfuyHbIX rocygapCTBEHHbLIX MUHUCTEPCTB.

7.2 K 6ase AaHHbIX NpUMeHsItoTCs Bce TpebyeMble 1 06si3aTenbHble NpaBuna, yCTaHOBMEHHbIE 3aKOHOM
N CUCTEMOWN 3OpaBoOXpaHeHus, Mpu 3ToM obecnednBaeTcsa Haubonee npodeccnoHansHoe
cob6nioaeHve nNpaBun U coxpaHeHne KoOHPUAEHUMaNbLHOCTN MeANLMHCKON MHAOpMaLU.

7.3 doctyn k MHcbopMaumm byaeT 3almndpoBaH, 3aLlmLLEH U COOTBETCTBYET BCEM NPUHSATLIM NpaBuniam
N ctaHgapTtam. NaoeHTnduumpyowas nHgopmaums, Takas kak UMsi, naeHTUUKaLMOHHbLIN HOMED,
agpec, bynet yoaneHa v He OydeT BkIOYeHa B MccrnegoBaTernbekyto 6asy AaHHbIX, a Takke U3
pe3ynbTaTtoB TECTMPOBaHUS Bawunx o6pasuos.

7.4 B 6e3onacHoOM MecTe U C OCTYNOM OrpaHUYeHHOro Yncna coTpyaHukoB B «Psifas» n meguumHckom
yypexaeHun, rge Bbl noanucbiBaete ¢opMy MHPOPMMPOBAHHOMO cornacusi, 6yaeT XpaHUTbcs
Tabnvua, B KOTOPON MOXHO ByaeT cBsi3aTb 3anuCb UCCNEAOBaHUS C IOHOPaMK 3a 3anuchbio, - 3TO
NO3BONUT HaMm CBSI3aTbCsl C Bamu B crniyyae, ecnu B xoae UccneaoBaHns Mbl 06HapYXMM Haxoaky,
nvetowyto ans Bac meguumHckoe 3HaveHve, Unv Ans npeanoxeHus Bam yyactus B Gygylumx
nccnegoBaHmsX.

7.5 BaxxHO noayepkHyTb, YTO MccrnegoBaTenu, KoTopble ByayT NpoBOAWUTbL UCCreaoBaHWs Ha OCHOBE
nccnegosaTenbckon 6a3bl AaHHbIX, He ByayT MMeTb A4OCTyna K naeHTUUUMpYoLWMM Bac aaHHbIM.
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8. I'IpaBa Y4aCTHUKOB U OT3bIB cornacus

8.1 Yuyactne B 6ase OaHHbIX MPOXOAUT Ha LI,O6pOBOJ'IbeIX Hayanax, u Bbl He nonyynTe HUKaKoro
(bl/lHaHCOBOFO BO3HarpaxaneHuma 3a cBoe cornacume Ha ydacrtme unm npas cobCTBEHHOCTH, KOTOpad
MOXXeT BO3HUKHYTb U3 6yﬂ,yLU,VIX nccnengoBaHum.

8.2 Bbl MMeeTe nNpaBo 0TKa3aTbCs OT yyacTusl B 6ase AaHHbIX UMW NpekpaTUTb CBOE yvacTue B noboi
MOMEHT U no nto6oi npuunHe. Ecnn Bbl 3ax0TUTe OTMEHWUTL CBOE yYacTue B JaHHOM NpoekTe, Bbl
[OSMKHbI HAanpaBuTb «Psifas» hopmy 3anpoca Ha 0TMEHY, NpUnaraemyto K 3ToMy pa3bsiCHUTENBHOMY
[OKYMEHTY, KOoTopas Takke 6yaeT AOCTynHbl Ha BeG-canTe «Psifasy.

8.3 OTMeHa y4yacTusi HUKoMM 06pa3oM He NOBNUSIET Ha OTHOLLIEHME UMW peLLeHus], Kacatowmecs Bawero
HacTosiLero unun 6yayuiero neyeHus.

8.4 Bawu 3anpoc npuBeaeT K YHUYTOXEHUIO Bawmx o6pasLoB (eCnm oHU He ByayT YHUUTOXEHbI K 9TOM
Aate) W MpekpalleHuo nepegayvn MeauuuHCKON WHdopmauum o Bac, koTopasi npogorkaet
O0BHOBMATLCS B Pa3NMYHbIX YYPEXOEHUSIX 34PaBOOXPaAHEHNS], HA 3alMLLEHHbIE UCCrneaoBaTenbekne
cepBepbl «Psifasy. Kpome Toro, niobasi uvHdopmaumsi, yxe nepefaHHas U COXpaHeHHas B
3aWwndcpoBaHHOM BuAe B BblaeneHHoW Ans npoekta Gase paHHblX, OygeT yaaneHa. OpHako,
MOCKOMbKY MCMnonb3oBaHWe Balwmux o6pasuoB M uHGOpMauMM Ans camux  UccregoBaHui
ocyulecTBnsieTcs 6e3 naeHTUbnLMpyrLWmMx Bac gaHHbIX (MOMHOCTbIO HE MAEHTUMULMPYHOLWLMX), UX
Henb3s byaeT oTcrneanTb A0 UCCNEeAOoBaHUs, KOTOPOE Y)Ke Hayano Ux UCrosb3oBaTh 4O MoyYeHns
Bawuero 3anpoca Ha 0T3bIB cornacusi. Takum o6pa3om, Aaxe nocre npekpalleHuns Baiero yyactus
Bawa He wuvpeHTUdUuMpyowas uHdbopMauns OygeT  no-npexHemy  UCMnonb3oBaTbCs B
NccnegoBaHnsaX, YXKe HaYaBLUMXCS B pamKax NMpPOeKTa, U TONbKO B OTHOLLEHUWN 3TUX UCCINEA0BaHUNA.

9. lMpeumyliecTBa 1 pUCKU

EcTb N1 kakue-To NpeMmyLlecTBa ANA yY4aCTHUMKOB 6a3bl AaHHbIX?

He rapaHTupyeTcsi nonyyeHve Bamu Bbirogbl oT y4actus B 6a3e AaHHbIX. B To e Bpemsi uccrnenoBaHusl,
koTopble ByayT NpoBOAWUTLCS Ha OcHoBe Gonbluo 6a3bl gaHHbIX, ByayT cnocob6CTBOBATL Pa3BUTUID
MEOULIMHCKUX 3HaHWA 1 ByayT cnocobcTBOBaTb YNYYLIEHUO OUArHOCTMKM U NEeYeHUs1 NauUeHTOB B
WN3pawnne n Bo Bcem mupe. Takum obpasom, Bbl 1 ByayLume nokoneHus nonyunte 60nbluyto nonb3y ot
pasBUTUSE MEAULMHBI B pe3ynbTaTte UCCnefoBaHuiA, NPOBOAUMBIX B «Psifasy.

Kpome TOro, eciin B paMkKax unccnegosaHud 6y,u,eT o6Hapy>|<eHa reHeTn4yeckad Haxodka, nmeroLlas
MeaJununHCKoe 3HadveHune (KaK onpeageneHo npoToKonamu MI/IHI/ICTepCTBa 3,1:|,paBooxpaHeHV|;|),
MeANLMHCKNI nepcoHan MeauunHCKOro y4dpexXneHusa (rne Bbl noanucbiBaeTe (bopMy cornacmq)
COO6LL|,VIT Bam 06 atom, n Bbl cmoxeTe nonyynTb OecnnaTHoe reHeTn4eckoe KOHCYJbTUpOBaHME.

CBsi3aHO N1 yyacTue B 6a3e faHHbIX C KAKUMU-NTNGO puckamn?

MpAMbIX MM KOCBEHHbLIX MEAMLIMHCKUX PUCKOB HET. buonornyeckun obpasel (Hanpumep, KpoBb) ByaeT
Tak WM UHa4de B3AT ANS JIEYEeHUs U AMarHoCTUKK, KoTopble Bam HeobGxogumbl MO MeauLMHCKAM
nokasaHuam. Ecnvn Bac nonpocsT BHecTu Bknag B 6a3y AaHHbIX BHE NIAHOBOrO MEANLIMHCKOMO fie4eHns
UNN OWarHOCTUKW, €OUHCTBEHHbIM PUCKOM OyaeT pucK, CBA3aHHbLIN C MNpeaocTaBrieHMeM nboro
cTaHgapTHOro obpasua KpoBW/KOXW/CIIOHBI/MOYN.
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O Bawewn koHpMaeHLNaNbLHOCTU U KOHPUAEHLNANbHOCTU NHOopMaLUmn

WHdopmauusa, cobpaHHaa B 6a3e AaHHbIX, U, B YacTHOCTW, Bawa nuyHas mHdopmaums, siBnsetcs
KOHUOEHUManNbHON M 3almuieHa 3akoHOM, B TOM 4ucne B COOTBETCTBUM C 3aKOHOM O 3awuTe
KOHUAEHUManNbHOCTM U 3aKOHOM O reHeTuyeckon uHdopmaumm, 5761-2000. PykoBoguTtens 6asbl
AaHHbIX 0653aH No3aboTuTbea 060 BCex Mepax, He0b6XoaMMbIX ANsi COXPaHEHUS KOH(PMAEHLMANBbHOCTH
MHpOpMaumm1, yKazaHHOWN Bbllwe, U 4YTOObl HU OAHA CTOPOHA, KPOME COTPYAHMKOB Gasbl AaHHbLIX UMK
nccnegosaTenen B opuumanbHo 04o0peHHbIX ByayLmx nccnegoBaHusx, He cmorna ee 0603peBaTb UNn
ncrnonb3oBaTh AN PackpbITUA NUYHBIX AaHHBIX JOHOPA.

MHdopmaumoHHana 6e3onacHoOCcTb 6a3bl gaHHbIX «Psifas» n nHpopmaumoHHoro Tpacuka B Hee n
M3 Hee Obina paspabotaHa B coOTpyaHMYecTBe C KubepnoapasgeneHMssMU MUHUCTEPCTB
34paBOOXpPaHeHUs, ICTULUN, YNpaBrieHUsA No 3awmTte KOHdmuaeHumManbHocTun n HaumoHanbHoro
ynpaBneHus no knbepbesonacHoctu. Cama 6a3a AaHHbLIX U NPOTOKOSbI €e paboTbl NOCTOAHHO
KOHTponupyrTcAa HaumoHanbHbIM ynpaBneHunemMm no kKnbep6e3onacHocTu.

[oHopam He ByaeT npenocTaBNATbLCA OTYET O pesynbTaTtax. geHTudumumpyowme goHopa AaHHble He
OyneT onyGnmKkoBaHbl HYM B 0AHOM Nybnvkaumn. PesynbTaThl UccneaoBaHuin HUkonm obpasom He 6yayT
mHaMBMAyanbHbIMKU, a OyayT pesynbTatamm 60nbLUNX rPyNn AOHOPOB.

10. N'eHeTUYeCcKOe KOHCYNbTUPOBaHME U MeAULMHCKOe o6cneaoBaHue

Bawwm o6pasubl 6epyTcs ons uccnegoBaTenbCkuX Lenen, a He ansa nevexus, obpabortka obpasLos He

HanpaBneHa Ha ObOHapyXeHne MeOVLMHCKU 3HAYUMbIX Pe3ynbTaToB, U HET HUKAKUX rapaHTun, 4To
Takune pesynbTaTbl AencTBUTENbHO ByayT obHapyxeHbl. OgHako, nockonbKy Bbl n Bawa nHdopmauus
He naeHTMdnumMpoBaHbl B 6a3ax AaHHbIX MPOeKTa, Mbl 3anpalwmBaemM Balle cornacue Ha To, 4TO, ecnu
y Bac vnu uneHa Bawen cembu Bynet obHapyXeHa MeOULUHCKM 3HauMmas reHeTudeckas Haxogka,
YNONMHOMOY€EHHbIE CTOPOHbI UCNONb3YT Tabnuuy NnpeobpasoBaHus KOAOB ANA naeHTudmkaumm Bawen
3anuncu B 6a3e gaHHbIX, YTOObI NO3BONUTL NevailemMy Bpady 60nbHULBI U NOAUKIMHUKN 06paTUTLCA
K Bam c reHeTuyeckon meamumMHCKOM MHopmaumen, obHapyxeHHon B xoge uccnegosaHus. Ecnum
notpebyetcs, Bam OygeT npenoctaBneHO reHeTMYEeCKOe KOHCYNbTMPOBaHME, C y4eToM OObIYHOM
NPakTUKM HA OCHOBaHUWN pPe3yNbTaToOB UCCIeL0BaHUMN.
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«Psifas»

YBaykaemMas agMuHucTpaumns «Psifas»

2 a1 o R

AOpec 3NEKTPOHHOM MOYTbL.......ccceeeeeeeeeeeennnnnnns

LT ] (oS

A, r-H/r-xa ya. nuyHoctn Ne , nognucaBLLnit/as

dopMy cornacusi Ha nepegayy obpasuoB 1 MHpopmaumm «Psifasy, npolly BbINONHUTL BCE creayowne
JEeNcTBUS:

- OTMEHUTb MOE€E corJiacune
= YHUHTOXNTb MOU o6pa3u,b| KpOBVI/CJ'II'OHbI/MO‘-II/I/KO)KI/I U1 nHble, XpaHALLneCHd B LENAX NMPOEKTa U elle
HE YHUYTOXXEHHbIE.

£ 3Hato, 4YTO nocrne npekpalweHnss Moero y4acTmsa HuKkakasa He 6yget cobmpaTtbca HoBasi MHbopMaums
n 4yto nobas nHpopmaumsa, cobpaHHas 40 CMX NOP U BCE eLle XpaHsLwasacsa B 3alindpoBaHHOM BUae,
OyneT yoaneHa us 6a3 gaHHbIx npoekTta «Psifas». Ho s noHumato, 4to Mosi He naeHTudmumpyowas
nHopmaumsa, ecnn oHa yxe Obina nepefjaHa B Lenax onpedeneHHbix uccnegoBaHun, Oyaet
npoAomkaTb NCNONb30BaTLCA A8 3TUX UCCNeOBaHUIN B paMKkax NpoeKTa 1 B HE nAeHTMdULMpYoLLen
dopme.

Mognuce: HaTa:

0nsa ucnonb3oBaHus «Psifas»:

Bbinu yHU4YTOXEHbI CrieaytoLme o6pasupbi:
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