dopma cornacug - B3pocnbie

MpenocTaBneHne MHGopmaLmm n
Buonornyecknx o6pasLoB ANsl UCMOSb30BaAHUSA

B KITMHNYECKNX NUccrieaoBaHnAX, BKIo4as

reéHOMHbIE UCCcyieJoBaHUA

MpaBuTenbCcTBO N3paunsa onpenenvno cosfgaHue npoekta «Psifas» - COBMeCTHOro HauMoHarbHOro NpoeKkTa
MUHUCTEPCTB 34paBOOXpaHeHusi, (UHAHCOB, OOOpPOHbI, OBpa3oBaHMs NOCpPeacTBOM KOMUTETa Mo
nnaHMpoBaHuio U pacnpefenenunio Griogpketa, «Digital Israel» n YnpaBneHus no wmHHOBauusaM. Llenbto
npoekta «Psifas» saBnseTca cosgaHMe HauMOHaNbHOWM  MHMOPMAUMOHHOW  UHPACTPYKTYpbl  ONs
MeOULMNHCKNX MccnegoBaHuin B 06racty reHeTUkn U MeguuUmMHCKON nHdopmaunmn ansa paspabotkm Byaywmx
peleHnin  nepcoHanuaMpoBaHHoOn  MeauuuHbl.  «Psifas» - OOO  «HauuoHanbHbIN ~ NPOEKT
NepcoHanM3MpoBaHHON MeOUUUHbI» - 3TO HEKOMMepYecKkasl opraHm3aums (komnaHust No obLecTBEHHbIM
Bblrogam), kotopas Oblna co3gaHa Ha OCHOBE BbIWEYNOMSHYTOro npoekta «Psifas» u ctpemutcs
peanun3oBaTb Lenu npoekTa «Psifas» nytem cozgaHmsa 6a3bl KTMHUYECKMX, FEHETUYECKMX AaHHbIX U OaHHbIX
BM3yanu3auum, kotopass OyaeTr [ocTynHa Ans  McCnegoBaHWM  MHAYCTPUM U HAyuYHbIX  KPYroB
(«Penosntopun»).

Ota 6a3a gaHHbIX NO3BONUT UCCnefoBaTeNsM ynyylwaTb ANarHOCTUKY U fie4eHne NauneHToB C pasnmyHbiMy
3abonesaHuaMM, ONpedensaTb IKOMOrMYeckue WNn reHetTudeckne akTopbl, CNOCOBHbIE MOBNWUATbL Ha
CKIMOHHOCTb K 3aboneBaHMI0 U Bbi3blBaloLimMe 3aboneBaHusi, Cnocobbl pa3BuTusa 3aboneBaHunin, a Takke
OTCNnexuBaTb U ONUCbIBaTb peakumio Ha neveHue.

Mbl npocum Bac cornacutbCsa yvacTBOBaTb B 3TOM HaUMOHanbHOM npoekTe. [ns yyactna Bac npocart
npegocTtaBuTb obpasel KpoBu, a B byayLiem, BO3MOXHO, U apyrne Bawmn Guonormyeckne obpasubl, Takve
Kak CnioHa, MoYa unu apyrasi XXuOKOCTb oOpraHmama («obpaseu»), a Takke Bawy mMeanumHCKyto
nHcpopmaumio. Bce 310 B uHTepecax 6asbl OaHHbIX, koTopasi OyaeT umcnonb3oBaTbCcsa Ansg OyayLimnx
MEOULUMHCKMX  WUCCrefoBaHuM,  BKMOYAs reHeTU4eckue  UCCregoBaHusi, COXpaHsas MM 3TOM
KOH(pMOeHUManbHOCTb U 3aWmTy Bawnx nepcoHanbHbIX AaHHbIX.

Ham BaxHO, 4TOGbl Bbl MoOHMManu 3HaummocTb Penosuntopus n ero uenen, Tak 4yto Bawe cornacue Ha
yyacTne OOMMKHO UCXOAUTb M3 3HaHUA U NOHMMaHuA. MoaToMy, noxanymcra, BHUMAaTENbHO npodntante
CTPaHULy C Pas3bACHEHUSIMU HWXKE W He CTEeCHAWTECb MONPOCUTb OOBACHEHUS WU Pa3bsACHEHUS Y
COTpyAHMKa, KoTopbii K Bam obpatuncsa. Ecnn Bel cornacHbl BHECTU CBOW BKIad B 6a3y AaHHbIX, 3anofHNTe
CBOV AaHHble 1 NOCTaBbTe NOAMNUCH B YKa3aHHOM MeCTe 3TOM hopMbl Cornacus.

CBoeli nognuckblo 8 gako cornacume:

e [lpegoctaButb 0bpasel, KOoTopbi OyaeT B3AT Yy MeHA B NOOOM cnyyae B pamkax MeAMLMHCKOro
obcnenoBaHusl, UM anbTEPHATMBHO - COBEPLUEHHO HOBbIN 00pasel, He CBS3aHHbIA C MEeOULMHCKAM
obcnenoBaHMeM, C LIENb reHeTuyecko obpaboTkn B BUAE 3akoaupoOBaHHOro obpasua B MHTepecax
0asbl OaHHbIX, ycTaHoBneHHon «Psifas», wn/vnu cywecteyowen 6a3bl AaHHbIX B MeauMUMHCKOM
yupexaeHun, rge A nognucebiBard 3Ty dopmy (ganee «MeauuuHckoe yupexaeHue»), wu/wnm
cyuiecTBytowen 6a3bl AaHHbIX (POHAA 30PaBOOXPAHEHUS, C KOTOPbIM CBSA3aHO MEAMULIMHCKOE YYpexaeHue.
O6pasey un pesynbtatel ero o6paboTkm OyayT XpaHUTbCA B COOTBETCTBUM C MPOTOKONaMmu
MHopMaLMOHHON 6e30nacHOCTM M YCNoBMsIMM MCNONb3oBaHMA obpasuoB, kKak nogpobHO onvcaHo B
OaHHOM hopMe HuXe.

¢ Ha 10, utO «Psifas» 6yaeT cobmpaTb MO MegULIMHCKYI0 MHopMaLmMo nioboro poga, BKIto4as, NMoMUMo
npoyero, AdaHHble BU3yanuauMpylowmnx obcnegoBaHUn  (CHUMKKM) UM uMdpoBble  M306paxeHus
naTtosniormdecknx obcrnenoBaHnin, M3 MHPOPMALMOHHBLIX CUCTEM PA3NUYHBLIX MEOAULMHCKUX YYPEXOEHUI
UNun opraHnsaumm (Bknoyas 6onbHULBbI U POHALI MEAMLIMHCKOrO CTpaxoBaHus), rae g nony4van/a nevyeHuve
paHee, nony4ato cenyac nnv dyay nony4vatb nedveHve B byaylem («y4pexxaeHUsa 34paBoOXpPaHeHUNA»).
Bce 310 ANs npoBeaeHns UCCneaoBaHus Nocne ero oaobperHns;

e Ha T0, UTO Yy4pexaeHusa 3apaBoOXpaHeHus, rae A nonyyan/a nevyeHve paHee, nony4vato cenyac unu éyay
nony4atb neyeHne B Gyayuiem, GyayT nepegaBaTb Ha 3alUMLEHHble MCCrneaoBaTeNbCKME CepBepbl
«Psifas» BClO MeOMUMHCKYO WHOPMaLMIO, COOpaHHyl0 0060 MHE Ha NPOTSKEHUU BCEro MOEro
MeOMLMHCKOro neveHuns, B npowwsniom u B byayuwiem. B aTux uensix a gato cornacue v paspelleHme «Psifasy»
CBSA3aTbCA C BbILUEYNOMSHYTbIMU YYPEXOAEHUSAMM 30PABOOXPAHEHUS OT MOEro MMEHW ANs NonydYeHus
MOEN MEeOULMHCKOW MHGOpMauuKW, Kak yKasaHo, W HaCTOAWMM  yKasblBal  y4pexaeHUsm
34paBOOXpaHeHNa nepefaBaTb MOK MEOULMHCKYID MHGopMaunmio ©e3 Kakux-nubo orpaHnyeHun,
NpenaTCcTBUA NN YCNOBUN.

e Ha T10, utO «Psifas» n ero npeacrasutenu GyayT CBA3bIBAaTLCA CO MHOW B AanbHenwem ansa cbopa
MHopMaumm B Lenax Oyaylwmx nccnegoBaHui UNu NpeanoXeHns MHe NPUCOEaUHUTLCS K TOMY Unu
WHOMY MCCNeaoBaHuio.

e Ha 10, 4TO MeguMuUMHCKoe yupexaeHne n/mnn poHa 3apaBoOXPaHEHNS, C KOTOPbLIM CBSA3aHO MEANLIMHCKOE
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yupexaeHue, byayT cBa3biBaTbCs CO MHOM B OyayLLeM, MO Mepe Toro, Kak OTKPbITUS, CBA3aHHbIE C MOUM
340poBbEM, OBOHaAPYXMBaKOTCA Kak YacTb UCCeaoBaHUN, B KOTOPLIX st Byay y4acTBOBaTh, a Takke B Liensx
Oyaywmx nocnenyroLmnx nccnegoBaHuin.

e UYto o6pasubl NpoayKToB, NpenocTaBfieHHble MHOW, B pamMKax MOEro cornacusi takke MoryT ObiTb
NCMomnb30BaHbl B OPYrMX WCCNELOBaHUSX, MHULUMUPOBAHHLIX MEOUUMHCKAM Y4YpexaeHuem, rae 4
noanucbiBato 3Ty hopMy, M cyulecTByowen 6a3on faHHbIX POHAA 34PaBOOXPAHEHUSs), C KOTOPbIM
CBSI3aHO MeAMLMHCKOE yypexaeHue, a He Tomnbko «Psifas», 6e3 HeobxogumocTu npenocTaBneHus
OONONTHUTENBLHOIro o6pasua.

A noHnmaro, Npu3sHat 1 cornallarch, YTo:

e 4 3Hato, YTO He 06s3aH/a nognucbiBaTb AaHHOE cornacue, u s 4OOPOBONBHO NPEenOCTaBMAld CBOHO
MeaUUMHCKYH MHopMaLmio n obpasel, no cBoer cob6CTBEHHOW Bore.

e # nonyunn/a uHdopmauumio o0 npoekte «Psifas», a4 npountan/a u noHan/a conpoBoXaaroLun
Pa3bACHUTENbHbIV AOKYMEHT, U YAOBMETBOPEH/a OTBETaMN HAa MOW BOMNPOCHI.

e 4 3Hato, 4TO 0Bpa3ubl cobuparoT ANs UCNONb30BaHWS B UCCNEOOBaHUAX, @ HE C LUeNblo NeYeHns, n nx
obpaboTka He gormkHa 0GHapYXNTb pe3ynbTaThl KAKOro-nnmbéo MeaMLMHCKOrO 3Ha4YEHMS.

e MHe He rapaHTMpyeTCsi, YTO A MOMy4y NMYHble pe3ynbTaTbl UM Kakylo-nnbo NMYHY0 BbIrogy OT
npegocTaBneHnsa ceoero obpasua u MegmuUmMHCKon nHdopmMaumu.

e Moe pelueHne BHeCTU BKNag B Penos3vTOpuUn UM HET HUKOMM OOpa3oM He BUSIeT Ha peLUeHus B
OTHOLLEHUN MOEro MEANLIMHCKOro 06CnyXnBaHus.

¢ Mow Bknag B 6a3y gaHHbIX CBOOOAEH OT KakMx-nNnbo nnaTexxen ¢ MOen CTOPOHbI, U S HE MOMy4Yy Kakoe-
nmbo nNnyHoe, PUHAHCOBOE, UMYLLECTBEHHOE UMW OpYyroe BO3HArpaxgeHue 3a Hero unu pesynbTtaTbl
nccnegoBaHNs UMM MX NNOAbI.

e A 3Hato, 4YTO 0Bpasel, B3ATbIN Y MeHs, OygeT nepedaH Ha reHeTU4eckyto 00paboTky 6e3 ykasaHus Moux
NNYHBIX AaHHbIX, TO eCTb 0bpa3sel OyaeT 3akogupoBaH C MCMOSb30BAHUEM Ciy4YalHOro 4micna u He
OyoeT HecTn Kakyto-nnbo naeHTMOUUMPYIOLLYO MeHs nHdopMaumio. Mosa meanuunHckas nHdopmauus
N3 yupexgeHun 3apaBOOXpaHeHusa Takke OyaeT nepepaBaTbcd B 06asy AaHHbIX 6e3 ykasaHus
nepcoHanbHbIX AaHHbIX.

e B T0 Xe Bpewms, BO BriageHun «Psifas» n/unn meamumMHCKOro ydpexaeHus, rae s NoOANUCbIBaKD aTy
dopmy, nunu coHaa 34paBOOXPaAHEHUs), C KOTOPbIM CBSI3aHO MeLMLUMHCKOE ydpexaeHue, Oyaet
XpaHUTbCA Tabnuua co CBA3bI0 MeXAY MAEHTUMULMPYIOLLEN MEHST MHOPMaLUVEN U CrlyYanHbIM KOLOM,
CBSI3aHHLIM CO MHOW, YTOObLI CO MHOW MOXHO ObINO CBA3ATLCA B AarNbHENLEM B CREeAyLWnNX Cry4vasnx:
1. Ecnu reHeTnyeckne o6GCnedoBaHWS MNOKaXYT reHEeTUYecKoe W3MEeHeHue, ornpegerieHHoe B
npotokonax MwuHucTepcTBa 34paBOOXpPaAHEHUS KakK Haxodka, Chnyxawas OCHOBaHWeM Ans
reHeTM4eCKoro KOHCynbTUpoBaHna 2. Ecnn notpebyeTcsa cBa3aTbCs CO MHOW, YTOObLI COOBLWNTL MHE O
MOEM COCTOSIHUM 340p0BbsA Unun 3. YToObl NPeanoXnTe MHe y4acTne B TOM UM MHOM UCCREeLOBaHUN.

e Bce Oyaywme uccnenoBaHus, NpoBOASALLMECH HA OCHOBE Moen WHdopmauuun, HarmgeHHow B Base
OaHHbIX «Psifas», 6yayT cnepsa ogobpeHbl BEPXOBHLIM KOMUTETOM MUHUCTEPCTBA 34paBOOXPaHEHNS.
Kpome ToOro, Bce aTm Oyaywme wuccrnegoBaHusa, ucnonb3ywowme 6asy paHHbix «Psifas», 6yayT
NPOBOAUTBLCS HA OCHOBE MOSTHOCTLIO HE UAEHTUUUMPYLOLLEN nHAOPMaLUnN, TO eCTb UccrnegoBaTenu
He OydyT UMeTb HMKaKOro AOCTyna K BbllUeyKa3aHHOW Tabnuue KOAOB, CCbINAalWUXCHA Ha NUYHble
AaHHbIE, N OHW HEe CMOTYT Y3HaTb MO JIMYHOCTb.

e Mos He ngeHTumumpyoLwan nHpopmMaLmsa Takke NOCYXUT cTapTanam 1 MHAYCTPUN.

e PaspelweHne Ha AOCTyn K Moen He uvaeHTudpmumpyowen uHdopmaumm 6yaeT npenoctaBneHo
aBTOPM30BAHHbLIM CTOPOHAM TOSIbKO B pamMKax UCCreaoBaHUNn.

o MpoeHTnduumpyoLwasa MeHs nHpopmauus He NOSIBUTCS HYM B OQHOW HAy4YHOW U MHOW nybrivkauuu.

e # cornawalocb ¢ TeM, YTO AeNcTBUe JaHHOW POPMbl HE OrpaHMYEeHO BO BPEMEHMU, U, ECNU A ero He
OTMEHS0, MO MeauUMHCKasa MHOPMaUUS, BKIAOYAS FeHEeTUYECKYHD WH(OPMALMIO, MOMYyYEHHYI0 U3
npegocTaBneHHoro MHom obpasua, dyageT npoaormkaTb UCNONb30BaTbCS B LENSX UCCnegoBaHns gaxe
rnocne MOen cMepTu.

e 4 nmero NpaBo OTMEHUTb 3TO corflacue B JIOOOM MOMEHT MO CBOEMY XeflaHUK, OTNpPaBuB

NMACbMEHHbLIN 3anpoc agMUHUCTpaTopy 60a3bl p[aHHbIX NO  3MIEKTPOHHOM  nouTe

info@psifas.org.il___, n 4To MOM OT3bIB COrflacusi HUKOMM o6pa3oM He NOBMUSAET Ha Moe
MeAuLUMHCKOe obGcnyXxuBaHue cem4yac unu B oyayuiem.

e 4 3Hato, YTO OT3bIB MOEro cornacusi NnpMBeaeT K YHUYTOXEHUIO NpegocTaBneHHOro MHon obpasua
(ecnn OH elle He Bbin yHUUTOXEH nocne obpaboTkm). Kpome Toro, kak TONbKO S OT30BY CBOE
cornacue, yYpexaeHus 3gpaBoOXpaHeHus, rae s nornyyar neveHne cemdac wnu 6ygy nonydatb
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neyenve B Oyayuwlem, nepecTaHyT nepedaBaTb Ha 3alUMLLEHHble MCCneaoBaTenbCkne cepBepbl
«Psifas» MeaumumHckyto uHpopmaumo, cobpaHHyito 060 MHE Ha MPOTAXKEHWM BCErO0 MOEro
MeauMLUMHCKOro obcnyxmnsaHus. Tem He MeHee, Bce elle byaeT BO3MOXHbBIM NCNOMNb30BaHWE B paMKax
nccnegoBaHusa MHopmMaLmm, cobpaHHon 060 MHE K TOMY MOMEHTY, C COXpaHeHMeM ee aHOHUMHOCTU
N OTCYTCTBUS COAEPXaHUSA NOEHTUMDULNPYIOLLNX MEHS AaHHbIX.

e MHe He OGyayT coobwaTtb, B KakMx WCCNEAOBaHWSAX MCMOMb30BaNMCb MNpefoCTaBNeHHbIE MHOM
nHcpopmaumsa unu obpasel, 1 9 He Byay nonyyatb pe3ynbTaTbl ATUX UCCNEAOBAHWUNA.

e HeT yBepeHHOCTM B TOM, YTO MOS MeguUUHCKas MHAOopMauusa unm nHopmauus, nonyvyeHHasa us
npegocTaBneHHOro/bix MHOM obpasua/os, 6yaeT ncnonb3oBaHa Kakum-nmbdo obpasom.

e 4 3Hato, 4TO Mory obpatuTbCa B Ntob6oM MOMEHT u ¢ ntobor Npobnemon K nuuy, OTBETCTBEHHOMY 3a
B3aMMOAENCTBUA C fOHOpamu B «Psifasy, Kak onncaHo Hke, a Takke B MeQULMHCKOE ydYpexaeHue,
yepes KOoTopoe A BHec/na Bknag B 6a3y AaHHbIX, Yepe3 KOHTAKTHble AaHHble B COMPOBOXAAoLLEM
pa3bACHUTENBHOM LOKYMEHTE.

e Mo OTBETCTBEHHOCTb B pamKkax 9TonM (opMbl oOrpaHM4MBaeTCs ee noanucaHneMm U
npegoctaeneHnemM obpasua, U MHe He noTpebyeTcs BbINONHATL Kakve-nnbo [ONONHUTENbHbIE
OencTeus sl NpoBeaeHns uccrnegoBaHuin/

e He cyuiecTtByeT U3BECTHbIX PUCKOB MIM AUCKOMAOPTA, OXMAAEMbIX B pe3ynbraTte ydacTus B 6ase
AaHHbIX NN B pesynbTaTe Oyaywmx UcCneaoBaHWA, MPOBOASALLIMXCA C MCMNonb3oBaHuem 6asbl
OAHHbIX.

YBEOOMIIEHUSA YYACTHUKOB O CyYaWHbIX FE€HEeTUYECKUX HaxoAkax, OOHapY>KEHHbIX NPW CEKBEHWPOBAHWUMU
reHoma:

Ecnu Bo Bpemsi cekBeHMpoBaHusa OyayT 0GHapy>KeHbl FreHEeTUYECKME HaXOAKN MEANLMHCKOro 3Ha4YeHus Ans
Bac (B cootBeTcTBMM C onpegeneHnsasmun MuHMCTEpCTBa 34paBOOXPAaHEHUA Ha OCHOBE peKkoMeHaauuin
MeXayHapoaHbIX NpodecCMoHanbHbIX OPraHoB), TO 3TU pe3ynbTaTbl OyayT AoBeAeHbl Ao Bawero ceegeHuns
MeOULMHCKUM yupexaeHneMm, 1 Bol Byaete nmeTb NpaBo Ha NOonyvYeHne reHeTUYECKOro KOHCYNbTUPOBaAHMS.
B Takom cnyyae pesynbTaTbl CEKBEHUPOBaHWUS OyayT HanpaBneHbl B MeguLUMHCKOe ydpexaeHue, rae Bac
NPUHANK 4Ns yvactua uunu B OHA MELMLMHCKOrO CTpaxoBaHus, rae Bbl 3acTpaxoBaHbl, YTOObI MOXHO
Obino npegoctaButb Bam GecnnatHoe reHeTudeckoe KOHCyNbTMpoBaHve. Tem He MeHee, Bbl moxeTte
0TKasaTbCHA OT MOfy4YeHUs pe3ynbTaToB U HanpaBnaTb pe3ynbTaTbl B MEAULMHCKOE yypexaeHne n doHa
MeOULMHCKOro CTpaxoBaHus, rae Bbl 3acTpaxoBaHbl, OTMETUB criegytouiee none:

[J A oTKasbIBaKOCh OT NOMYYEHUsI 0TYETA O CryYalHbIX reHeTUYECKNX HaxoaKax, KoTopble MoryT ObiTh / ByayT
y MeHsi obHapyXeHbl. {1 nMoHMmalo, 4YTo B pe3ynbTaTe MOero oTkasa sl He Mony4vy reHeTnyeckoe
KOHCYNbTUPOBaHNE OTHOCUTENBHO HaXOA0K MEANLMHCKOTO 3HAYEHUSI.

Hara: Mognuce: Ne yagoctoBepeHusa Umsa, pamunng:
NMNYHOCTN:

3aaBneHwe cCOTPyaAHUKA B MEOULIMHCKOM LIeHTPe OT nMmenu «Psifasx»:

BhileynomsiHyToe cornacue Gbino AaHo Nocne TOro, Kak s pa3bsACHUN AOHOPY BCE BbllIENepeyncrieHHoe u
OTBETMUI Ha BOMPOCHI, KOTOPbIE Y Hero/Hee GbinNKU. A Takke yOAOCTOBEPUIICS, YTO OH/OHA nMpouuTan/a gpopmy|
cornacusi u pa3bsiCHUTESNbHbIN OKYMEHT, U Y MEHs! CIIOXMUIOCh BrievaTrieHne, YTO YCTHbIe pa3bsACHEHWS Oblnu
MOHATLI JOHOPOM Ha OCTaTOYHOM YPOBHE, M YTO AaHHOE cornacue sBnseTcs MHPOPMUPOBAHHBIM:

[laTa: [Mognuck n nevatb Nuua, Nms, doamunna nuua,
NpPeaoCcTaBMBLLErO Pa3bsaACHEHMS:  [MPeaOoCTaBUBLLUErO Pas3bsACHEHUS:
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