dopma cornacusa - B3pocnble

Jloeomun Jloecomun
MeduyuHckoe MpenocTaBneHne HopMaLm 1 Hoeslli npoekm
yupexdeHue | Gvonoryeckux 06pasLos Ans NCnomnb3oBaHws «Psifas»

B KITMHN4YECKNX nccrieaoBaHusAX, BKIO4as
reHOMHbIE NCCJ1eJO0BaHNA

MpaBuTenbLCTBO M3pannsa onpedenuno co3gaHue npoekrta «Psifas» - COBMECTHOro HaLMOHAaNbLHOro nNpoekTa
MUHUCTEPCTB 34paBOOXpPaHEeHUsi, (PUHAHCOB, OOOpPOHbI, 0Opa3oBaHMs MNOCPEACTBOM KOMUTETa MO
nnaHMpoBaHuio U pacnpegeneHuio Grogxketa, «Digital Israel» n YnpaBneHwusa no uHHoBaumam. Llenbto
npoekta «Psifas» saBnsetca cosgaHWe HauMoOHanNbHOW MHMOPMALMOHHOM MHAPACTPYKTYpbl  Ans
MEeOMLMHCKNX UCCneoBaHMi B 06nacT reHeTUKM 1 MeguumuHCKon nHdopmMaumm anga paspaboTkm Gyayuimx
peleHnn  nepcoHanuanpoBaHHoW  meauumHbl.  «Psifasy - OO0  «HauuoHanbHbIA  NPOEKT
NnepcoHanM3MpoBaHHON MeOULUMHbI» - 3TO HEKOMMeEpYecKasl opraHmsaums (komnaHust no obLieCcTBEHHbIM
Bblrogam), kotopaa Obina co3gaHa Ha OCHOBE BbILWEYNOMsIHYTOro npoekta «Psifas» n crpemutca
peanu3oBaTb Lenu npoekta «Psifas» nytem co3gaHms 6a3bl KNMMHUYECKMX, FEHETUYECKUX AaHHbIX U OAaHHbIX
BM3yanusauum, kotopaa OyaeT [OCTynHa Ana  MccnegoBaHWM  MHAYCTPUM U HayudHbIX  KPYroB
(«Peno3utopumn»).

Ota 6a3a AaHHbIX MO3BONUT UCCNeoBaTeNaM ynyywaTtb ANarHOCTUKY U fie4eHne NauneHToB C pasnmyHbIMy
3aboneBaHnsIMK, oOnNpenensiTb 9KONOrMYEeCKUE WNN TreHeTudeckne dakTopbl, CMOCOOHLIE MOBNUATL Ha
CKITOHHOCTb K 3aboneBaHuto 1 Bbi3biBalowme 3aboneBaHusi, cnocobbl pa3Butus 3aboneBaHunin, a Takke
OoTCneXxmnBaTb 1 ONUCLIBATb PEaKLUIO Ha NevYeHune.

Mbl npocum Bac cornacutbCcsl yyacTBOBaTb B 9TOM HauUMOHanbHOM npoekte. Ons yyactua Bac npocsar
npegoctasuTb 0bpasey Kposu u/unu gpyrme Bawm Guonormdeckme obpasupl, Taknme Kak Koxa, CnioHa, mova
UnNu gpyras XuMAOKoCTb opraHusma («obpaseuy), a Takke Bawy megnumHckyto nHgopmauuio. Bece a1o B
nHTepecax 6asbl AaHHbIX, KOTopas OyaeT ucnonb3oBaTbCa ANA OyayLwmnx MeguuUHCKMX UCCrenoBaHuin
nocrne ux yTBEPXOEHWA COrnacHO 3aKOHY, BKMOYas reHeTUYyeckue UCCnefoBaHus, COXpaHsas npu 3TOM
KOH(hmaeHUnanbHOCTb 1 3awmTy Bawmx nepcoHanbHbIX AaHHbIX.

Ham BaxHO, 4TOObI Bbl NoHMManu 3HauyMmocTb Penosutopusa mn ero uenen, Tak 4yto Bawe cornacue Ha
yyacTtne OOMKHO UCXOAUTb U3 3HAHUA N NOHMMaHUA. MoaToMy, noxanymcra, BHUMaTENbHO npodntante
CTPaHULUy C Pa3bACHEHUSIMU HUMXKE WU He CTECHAWTECb MNOMPOCUTb OOBACHEHMS UMM Pa3bSACHEHUSA Y
COTpYAHMKa, KOTopbIn K Bam obpaTtunca. Ecnu Bel cornacHbl BHECTM cBOW Bknag B 6a3y AaHHbIX, 3anofiHuTe
CBOM [laHHbIE U NOCTaBbTe NOANUCH B YKa3aHHOM MeCTe 3ToW hopMbl cornacus.

CBoel NoAnMChio 5 Aato cornacue:

e MpepoctaBnTb obpasel, KOTOpbI OyaeT B3AT y MeHs B NbOOM cryyae B paMkax MeauLMHCKOro
obcrnenoBaHnsi, NN anbTEPHATMBHO - COBEPLUEHHO HOBLIN ObOpasel, He CBSI3aHHbLIN C MeOULMHCKUM
obcrnenoBaHNeEM, C LIENbI0 reHeTu4eckon obpaboTkM B BMAE 3aKkoAMPOBaHHOro obpasua B MHTepecax
6a3bl [aHHbIX, YycTaHoBneHHon «Psifas», w/mnun cywectBytowen 6asbl AaHHbIX B  MeOULMHCKOM
yypexaeHun, rae s nognucbiBaio 3Ty dopmy (oanee «MeauuuHcKkoe yupexaeHue»), wu/vnu
cylwecTBytoLlen 6a3bl AaHHbIX hoHAa 30paBOOXPAHEHWS], C KOTOPbIM CBSAI3aHO MEAMLIMHCKOE yYpexaeHne
n/vnn B Lenax Apyroro MeauuUMHCKOro nccriefoBannst (reHETUYECKOro UITM HEFrEHEeTUYECKOrO) Nocre ero
YTBEPXXAEHUSI cornacHo 3akoHy. Obpasel, 1 pe3ynbTaTbl ero 06paboTkm ByayT XpaHUTLCS B COOTBETCTBUM
C NpoTOKONaMmn MHpOPMaLIMOHHOM 6e30NacHOCTU 1 YCITOBUSIMU UCNONb30BaHNs 00pasLoB, kak nogpobHO
onucaHo B faHHOW hopMe HUXKe.

e Ha 10, YtO «Psifas» 6yget cobupaTtb (cpeau npoyero, C NOMOLLbIO aHKeT 060 MHe, KoTopble 51 Byay
3anoNHATb CaMOCTOSITENBHO MK OyayT 3anoNHATLCA MEAMLMHCKMM NEPCOHANoM) MO MeOULMHCKYH
nHdopmaumio noboro poga, BKOYas, MOMUMO MPOYEro, OaHHbIE BU3yanusvpyroLmMx oOcregoBaHUn
(CHMMKM) M UMdpPOBbIE M30OpPaKEHUsT MATONOrMYecknx obcnenoBaHUi, U3 MHPOPMALMOHHBIX CUCTEM
PasnnYHbIX MEAMLMHCKMX YYPEXOEHWUI UK OpraHm3aumi (Bknodas 6onbHMLUbl U OHALI MEANLMHCKOrO
CTpaxoBaHus), rae s nonyyan/a nevyeHne paHee, nony4varo cenyac unu Oygy nonyyatb fiedyeHve B
Oyaoywem («yvpexaeHus 3gpaBoOXpaHeHusi»). Bce 3To gna npoBefeHust nccnenoBaHus Mnocre ero
opobpenus;

e Ha 10, 4TO yupexaeHus 3apaBoOOXpaHeHUs, rae st nonyyan/a nedeHue paHee, nony4aro cenyac nnm éyay
nonyyatb neyeHve B Oyaywem, 6yoyT nepefaBaTb Ha 3alUMLLEHHbIE MCCIEAOBaTENbCKME CEpPBEpDI
«Psifas» BClO MeauMUMHCKYO MHGOPMauuo, cobpaHHyto 060 MHE Ha MpOTSXKEHUM BCEro MOEro
MEeOMLMHCKOrO fle4YeHus], B MPOLLIIOM 1 B Byayuiem. B aTux Lensx s gato cornacue v paspelleHune «Psifasy
CBSA3aTbCSA C BbILEYNOMSHYTbIMU YYPEXOAEHUAMUN 34PABOOXPAHEHUS OT MOEro MMEHW ANsi NonyyYeHus
MOEA MEeOMUMHCKOM MHopMaumnM, Kak yka3aHO, W  HaACTOAWMM  YyKasblBald  y4pexaeHusim
30paBOOXpPaHEHMs NepefaBaTb MOK MEAULUMHCKY0 WHGOpMauuio 6e3 Kakmx-nmbo orpaHnuyYeHui,
NpenaTCTBUA NN YCNOBUIA.

e Ha 10, 4yto «Psifasy n ero npegcraButeny 6yayT CBA3bIBATbCS CO MHOW B AarbHeEWWeM ansi coopa
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NMHdOpMaLMK B Lensx Oyaywmx MccneaoBaHWn UnvM NpeasiokeHust MHe MPUCOEAMHUTLCA K TOMY UIn
WHOMY MCCNEeAOBaHMIO.

e Ha 10, 4TO MeguumHCKoe yupexaeHne n/mnu oHa 30paBoOOXPaHEHMS], C KOTOPbIM CBSI3aHO MeAULIMHCKOE
yypexaeHue, 0yayT cBA3bIBATbLCSA CO MHOW B ByayLlem, Mo Mepe TOro, Kak OTKPbITUS!, CBA3AHHbIE C MOUM
300pOBbEM, 0BHAPYKMBAKOTCA Kak YacTb MCCNEeLOBaHUI, B KOTOPLIX S OyAy y4acTBOBaThb, a TAKKe B LieNsAX
OyayLwmx nocrneayoLwmnx nccnegoBaHni.

e Yto 00Opasubl NpoaykToB, MpenoCTaBlieHHbleE MHOM, B paMkax MOEro cornacusi Takke MoryT ObiTb
MCMNonb3oBaHbl B OPYrUX WCCNeaoBaHUsX, WHULMUPOBAHHBLIX MEOULMHCKAM Yy4YpexaeHuewm, rae s
noanucbiBato 3Ty opMy, M CyllecTByloLwen 6a3on faHHbIX (QOHAA 30PaBOOXPAHEHUsi, C KOTOPbIM
CBSI3aHO MEAMLUMHCKOE YydpexaeHue, a He Tonbko «Psifas», 6e3 HeobGxoaMMocTM npenocTaBreHus
A0oNonHUTENbLHOro obpasua.

£ noHMmato, Npu3HaK 1 cornallarch, YTo:

e 4 3Halo, YTO He 00si3aH/a noanucbiBaTb OaHHOE cornacue, U s AoOPOBONBLHO MPedOCTaBIIsil0 CBOKO
MeONLMHCKYH MHpbopMaumio n obpaseL no cBoen cobCTBEHHON BONe.

e 4 nonyuun/a uwHgopmaumio o npoekte «Psifas», A npounutan/a u noHan/a CoNpoBOXOAMLLUIA
pPa3bACHUTENbHbIV AOKYMEHT, U YAOBNETBOPEH/a 0OTBETaMN Ha MOV BOMPOCHI.

e # 3Hato, 4TO 0OpasLbl COOMPAOT AN UCMONb30BaHUS B UCCIEA0BaHMUSIX, @ HE C LEeNblo NeYEHNs, N nx
0o6paboTka He JormkHa 0BHaPYXNTb pe3ynbTaTbl KaKoro-nmbo MeauLMHCKOrO 3Ha4YeHMS.

e MHe He rapaHTMpyeTCsi, YTO A MOMy4y NUYHble pe3ynbTaTbl UM KaKyto-nMbo NUYHY0 BbIrogy OT
npenocTaBrieHnsi CBOEro obpasua n megmumMHCKon nHopmauuu.

e Moe pelleHMe BHECTM BKlag B Peno3uTOpUin UMM HET HUKOMM 0Opa3oM He BNUSIET Ha peLleHus B
OTHOLLEHUN MOErO MEANLIMHCKOro 06CnyXnBaHus.

e Mon Bknag B 6a3y gaHHbIX CBOBOAEH OT Kaknx-nnbo nnaTexen ¢ Moen CTOPOHbI, U A HE NONYy4Yy Kakoe-
nmbo nnyHoe, hMHaAHCOBOE, UMYLLIECTBEHHOE UMW OpYyroe BO3HarpaXgaeHue 3a Hero unm pesynbtathbl
nccrneaoBaHust UNU UX NNoabl.

e 4 3Haw, yTo Obpaseu, B3ATbIM Y MeHs, OyaeT nepefaH Ha reHeTMYecKyl (MM HereHeTUYECKYHo)
06paboTky B «Psifas» unu B opraHuMsauusix, KOTopble MNPOBOOAT MWCCrenoBaHWs, YTBEPXKAEHHbIE
COrnacHO 3akoHy, 6e3 ykasaHusi MOMX JUYHbIX OaHHbIX, TO ecTb obpasey OyaeT 3akoaMpoBaH C
NCNONb30BAHWEM CMy4anMHOro 4Yucna M He OyaeT HeCcTU Kakyko-nmbo MAEHTUULMPYIOLLYI0 MEHS
nHcopmaumio. Mosa MeguumHCcKas MHOPMaUNa U3 yyYpexaeHun 3gpaBoOXpaHeHns Takke Oyaer
nepepaBaTtbcs B 6a3y AaHHbIX «Psifasy 6e3 ykasaHusi nepcoHanbHbIX aHHbIX.

e B T0 Xe Bpewms, BO BrnageHun «Psifas» n/unn mMeanumMHCKOro yypexaeHus, rae s nognucbiBato aTy
dopmy, n/unu doHaa 3ApaBoOOXPaHEHMS, C KOTOPbIM CBSI3aHO MeOULMHCKOE ydvpexaeHue, byaet
XpaHUTbCA Tabnuua co CBA3bI0 MeXay MAEHTUULMPYIOLLEN MEHS MHbOPMaLMen 1 Criy4anHbiM KOAOM,
CBSA3aHHbIM CO MHOW, YTOObI CO MHOM MOXHO ObINO CBA3ATbCA B JaNbHENLIEM B CreayoWmxX cryvasx:
1. Ecnu reHetnyeckne obcnenoBaHWst MOKaXyT reHETUYEecKoe W3MEHeHMe, onpedeneHHoe B
npotokonax MwuHUCTepCTBa 30paBOOXpPaHEHUs KakK Haxodka, Chnyxalwass OCHoBaHveM Ong
reHeTM4YeCcKoro KOHCyNbTUpoBaHua 2. Ecnn notpebyeTca cBaA3aTbCsi CO MHOW, YTOObI COOBLLMTL MHE O
MOEM COCTOSIHUM 340PpO0Bbs Unn 3. YTo6bl NPEaNOXUTb MHE Y4acTUe B TOM UITM UHOM UCCIEeA0BaHNUN.

e Bce Oyaywme uccnenoBaHus, NPOBOASLUMECA HA OCHOBE MOEW WHopmaumu, HangeHHon B 6Gase
AaHHbIX «Psifasy», 6yayT cnepsa ogo6peHbl BEpXOBHLIM KOMUTETOM MUHUCTEPCTBA 34PaBOOXPAHEHUS.
Kpome Toro, Bce atm Oyaywme wuccnenoBaHud, ucnonb3yowme 6asy paHHbix «Psifasy, OGyayT
NPOBOANTLCA HA OCHOBE MOJSIHOCTLIO He naeHTUdUUupyoLwen nHgpopmMmaunm, To ectb uccnegosaTenu
He OyayT UMeTb HMKaKOro AOCTyna K BbllleyKa3aHHOW Tabnuue KOAOB, CCbINAlLWMXCA Ha JIMYHbIE
OaHHble, N OHW HEe CMOTYT y3HaTb MO JIMYHOCTb.

e Mos He naeHTudMLMpyoLas nHPopMauus, Kak 1 NoXXepTBOBaHHbIN MHOW obpasel, Takke nocnyxart
cTapTanam, Hayke 1 UHAYCTPUu.

e PaspeweHne Ha AOCTyn K Moen He wugeHTudumumpylowen uHdopmaumn 6yaeT npenocTaBneHo
aBTOPU30BaHHbLIM CTOPOHAM TOSIbKO B pamMKax UCCreaoBaHUN.

WaeHTuduumpyowas MeHs nHopMaums He NOSBUTCS HU B O4HON HAay4YHOW UIM MHOW ny6nukaumu.

£ cornaiwatocb ¢ TeEM, YTO AENCTBME OaHHOW POPMbl HE OrpaHNYEHO BO BPEMEHWU, U, ECNUN S €r0 He
OTMEHS, MO MeaUUMHCKaa MHOoPMaUUS, BKMAOYas reHeTUYeCcKyrd UHGOopMaLUMrIo, MOMyYEeHHYI0 U3
npeaoCcTaBneHHOro MHon obpasua, 6yaeT npogosmkaTe MCMOMb30BaTLCA B LIENSX UCCref0oBaHUs gaxe
nocrie Moen cMepTu.

e 4 umero npaBo OTMeHUTb 3TO cornacue B nobon MOMEHT no cBOoeMy XenaHuio, oTnpaBuB
NUCbMEHHbIN 3anpoc agMUHUCTpaTopy 6a3bl AaHHbIX no 3ﬂeKTpOHH017I no4yTte

info@psifas.org.il _, n YTOo MO OT3bIB cornacusi HNUKOMM 06pa3oM He MOBMIUAET Ha Moe
5.0 :noMa YR N IXY? D' "09'09" ,NYTN NN20N ODIV

2025 1anxT 15 :noMa 'INN ey info@psifas.org.il 112




MeauLUMHCKOe oGcnyXXuBaHue cem4yac unu B byayuiem.

e £ 3Hato, YTO OT3bIB MOEro Cornacusi NPMBEAET K YHUUTOXEHUIO NPeaoCcTaBNeHHOro MHoM obpasua
(ecnn oH ewe He OGbin yHWYTOXEH nocne obpaboTkn). Kpome TOro, Kak TOMbKO S OT30BY CBOE
cornacue, yu4pexaeHus 34paBOOXpaHeHWst, rae st nosyyat fiedeHue cenyac unm Oyay nonyyatb
neyeHve B Oyayuiem, nepecTaHyT nepefaBaTb Ha 3alUMLLEHHblE MCCMedoBaTeNbCKMe CepBepbl
«Psifas» MeguumHckyto uWHopmaumio, cobpaHHyio 060 MHE Ha MNPOTSAKEHMM BCEr0 MOEro
MeaMLMHCKOro ob6cnyxmBaHusl. Tem He MeHee, Bee elle byaeT BO3MOXHbIM UCMONb30BaHMeE B paMKax
nccnenoBanns MHpopmauum, cobpaHHok 060 MHE K TOMY MOMEHTY, C COXpPaHEHWEM €€ aHOHUMHOCTH
N OTCYTCTBUSA COAEPKAHUS MOEHTUDULIMPYIOLLUMX MEHS AaHHbIX.

e MHe He 6yayT coobwaTtb, B KakMx MCCNEeLOBaHUSX WCMOSb30BanNnChb NpeaocTaBlieHHble MHOW
nHgopmaumsa nnm obpaseu, 1 9 He Byay nonydatb pesynbTaTbl 3TUX UCCIES0BaHNA.

e HeT yBEPEHHOCTM B TOM, YTO MOSi MeQMUMHCKas MHGOpMaUMs unu nHdopmaums, nonyvyeHHas u3s
npeaocTaBreHHoro/bix MHoM obpasual/os, 6ygeT ncnonb3oBaHa kakum-nmbo obpasom.

e # 3Hato, 4TO MOry obpaTuTbCs B NMOGON MOMEHT 1 € NtoOON NpobremMon K nuuy, OTBETCTBEHHOMY 3a
B3aMMOZENCTBUSA C fOHOpamMK B «Psifas», kak onMcaHo Hmxe, a Takke B MEAUNLIMHCKOE YYpeXaeHue,
Yyepes KOTopoe S BHec/Nna Bknag B 6a3y AaHHbIX, Yepe3 KOHTaKTHble JaHHblE B COMPOBOXAAKLLEM
PasbsCHUTENBbHOM [OKYMEHTE.

e Mosi OTBETCTBEHHOCTb B pamMKkax 3Toh OPMbl OrpaHMYMBAETCS €e  MoamnucaHueM u
npegocTaBneHneM obpasua, U MHe He noTpebyeTcs BbINOMHATbL Kakne-nnbo AONOnHUTENbHbIE
AENCTBUA ONs NpoBeaeHMs nccneoBaHuin/

e He cyuwecTByeT U3BECTHBLIX PUCKOB MK AMcKOMAOopTa, OXnaaeMbix B pe3ynbTate yyactus B 6ase
AaHHbIX UM B pesyrnbTate Oyaywmx MCCredoBaHUIM, MPOBOASALLUMXCS C MCMNONb3oBaHMEM 6Gasbl
AaHHbIX.

YBEOOMIEHUS YH4ACTHUKOB O CITyYalHbIX TEHETMYECKUX Haxodkax, 0OHapyXeHHbIX Npu obpaboTke obpasua:

Ecnu 6yIJ,YT CﬂyanIHO 06Hapy)KeHbI reHeTM4Yeckne HaxodkMm MeOUUMHCKOro 3HadeHusi ons Bac (B
cooTBeTCTBMN C  onpeaeneHnamm MI/IHI/ICTepCTBa 34apaBooxXpaHeEHNA Ha OCHOBE peKOMeHﬂ,aLlMVI
MeXOAYyHapOoaAHbIX I'IpO(beCCI/IOHaJ'IbeIX OpFaHOB), TO 3TU pe3ynbTaThbl 6yﬂ,yT poBeaeHbl Ao Bawero ceegeHus
MeONUNHCKUM y4dpexaeHnem, n Bl 6y/:|,eTe MMETb NpaBo Ha noJiyd4eHne reHeTU4eCKoro KOHCyJrbTMpoBaHUA.
B Takom Crniydae pes3ylibTaTbl CEKBEHMPOBaHUA 6yD,YT HarnpasneHbl B MEOUUUHCKOE y4dpexaeHue, rae Bac
NPUHANK On4d y4Yactud n/vnu B (*)OHD, MeOUUMNHCKOIro CtpaxoBaHuA, rae Bl 3acCTpaxoBaHhbl, 4YTOObl MOXHO
ObIno npeanocTtaBnTb Bam GecnnaTHoe reHeTudeckoe KOHCYJbTUPOBaAHUE. Tem He MeHee, Bbl MoxeTe
OTKa3aTbCA OT NOJNTyYeHUdA pe3yribTaTtoB U HanpaelidTb pedylibTaTbl B MEOULUMHCKOE y4dpexaeHune u Q)OHD,
MeOUNLUMNHCKOro ctpaxoBaHud, rae Bl 3acTpaxoBaHbl, OTMETUB cleayruiee rnore:

[J A1 oTkasbiBakOCb OT nony4yeHunsa ot4eTa o CJ'Iy‘-IQVIHbIX reHeTU4eCKNX HaxoaKkax, KoTopble MOryTt ObITb / 6yﬂ,yT
Y MeEHA O6Hapy)KeHbI. A noHumato, 4TO B pe3yrnbTate MOEero OTKa3a d He nonyvyy reHetn4eckoe
KOHCYIbTUPOBAHME OTHOCUTESIbHO HAaxXo40K MEeOULUMNHCKOro 3Ha4eHus.

HaTa: Moanuce: Ne ynoctoBepeHus Umsa, pamunus:
NMNYHOCTN:

§ 3 alu .
BbIUJeyI'IOMFIHyTOG cornacue 0bino AaHO Nnocrie Toro, Kak A pa3bdACHUIT JOHOPY BCE Bblillenepe4vncrneHHoe n
OTBETWUN Ha BOMPOCHI, KOTOpbIE Yy Hero/Hee Bbinn. A Takke yooCTOBEPWUIICS, YTO OH/OHa npounTan/a dopmy)
cornacma un paS'bFICHI/ITeJ'IbeIVI OOKYMEHT, Ny MEHSA CITOXUITOCb BnevaTtsieHne, 4To YCTHble pa3bACHEHUA ObInn

NOHATbI JOHOPOM Ha AO0CTaTO4YHOM YPOBHE, N 4TO AaHHOE corracue ABrAeTCA VIH(*)OpMVIpOBaHHbIMZ

[laTta: Moanunck n nevatb Nuua, Nms, damunna nuua,
NpeaoCTaBMBLUErO pa3bsCHEHUS:  [IPeaoCTaBUBLLENO Pa3bsACHEHUS:
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