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Mpurnawaem Bac npucoeanHutbes K «Psifas» - OO0 «HaunoHanbHbI NPOEKT NepcoHann3npoBaHHOM
mMeaunumnHbl (Psifas)» 1 Takum o6pas3om BHECTM CBOW BKNa BMECTE C COTHAMM ThICAY APYrUX U3pannbTsH
B KITMHUYECKNE N FTEHOMHbIE UCCNeaoBaHWs, KOTOPble 3HAYMTENbHO NPOABUHYT MeauumHy B W3paune. B
AAHHOM Pa3bsCHUTESNTbHOM AOKYMEHTE Mbl OOBSACHUM M YTOYHUM, YTO Takoe NpoekT «Psifas», 3a4yem oH
Obin co3gaH u 4YTo Ans Bac o3HavaeT npucoeguHeHne K meauumHckon 6ase gaHHbix «Psifasy, n ato
Heobxoanmo Ansi COnpoBOXAeHWs Ballero pelleHve npucoeguHnTbEs K NpoekTy. BaxkHo, 4Tobbl Bawe
peleHne Obino npuHaTo no Bawen cobcTBeHHOM Bone nocne nofyvYeHus Bcen HeobGXoaMMon
NMHopmaLmm o nNpoekTe «Psifas» n NoHMMaHua cogep>kaHusa MHopMauun n ee 3HadeHns. Bel nmeete
NpaBoO He NPUCOEOMUHSATLCA K NMPOEKTY UMM OTMEHUTb CBOE yyacTue B nobon MOMeHT. PelleHne He
y4yacTBOBaTb B MPOEKTE UM OTO3BaTb CBOE COrfacuve Ha yvacTtve HMKOMM obpa3om He NoBnusieT Ha
Bawe HacToswee nnu byayliee nevyeHne kak B MEQULMHCKOM yupexaeHun, yepes kotopoe Bac npocar
caenatb BKnag, Tak u B OHAE 34paBoOXpaHeHus, rae Bbl 3acTpaxoBaHbl, M B NOObIX Apyrnx
MEANLMHCKUX YUPEXOEeHNSX.

Mo nobbiM Bonpocam unu npobnemam, CBA3aHHbIM ¢ 62301 AaHHbIX U 0Opa3uamu,
obpawanTecs:

MeHepnxep 6a3bl JaHHbIX: agpec ANeKTPOHHOM NouThbl: info@psifas.org.il
HononHutensHas nHpopmaumsa: www.psifas.org.il

1. O6was uHdopmauus

1.1 MeanunHCKUn MUp OBUKETCH B CTOPOHY MEPCOHANU3NpoOBaHHOW MeAULMHBI, COrfacHO KOTOPOW B
Oyoywiem MOXHO byaeTt npeanaraTb JIHOASM UHOMBUAYaANbHOE neveHne nx 3abonesaHui Unu gaxe
npounnakTnky 3aboneBaHMin Ha OCHOBE MX YHUKAIbHbIX MNYHbLIX AAaHHbIX. MUANNOHBI NAUWEHTOB B
mMupe n B N3paune yacto obpallatoTcs 3a fieYEeHMEM C TSKENbIMU CUMATOMaMN U 3anyLeHHbIMM
3aboneBaHnsamun. Hawa uenb - NpoABMXXEHNE MPOLIECCOB PaHHEN OUArHOCTMKU U NEYEHNss MHOMMX
3aboneBaHnin, Taknx Kak oeMeHUus, pak, anabet, 3aboneBaHnsa cepaua u HEPBHOW CUCTEMBbI, YTOObI
Mbl MOMMKW npefoTBpaliaTb MX WNW NeYnTb Ha paHHUX CTagusix OO TOro, Kak OHW HaHecyT
HeobpaTumbii  ywepb. [aHHbIM NOAXOA4 OCHOBAH Ha WUCCNefoBaHUSAX W KOMMIEKCHOM
CTaTUCTUYECKOM aHanu3e KpynHbiX 0a3 gaHHblX, nHdopmauusa cobupaeTcss OT pasHoro Tuna
BonbLUMX rpynn nogen.

1.2 B MeguuMHCKON KapTe KaKaoro M3 Hac npucyTcTByeT MHdopMaumsi 0 340poBbe, cobpaHHas 3a
BpeEMsI MOMy4aeMoro Hamu JIeyeHus U MeauvuMHCKOro obcnyxuBaHusa. ConocTasrieHne 3TOM
MHopMaumm ¢ nHopMaLmen, NoNy4eHHON NP pasnnyHbIX aHanusax Guonornyecknx obpasuos
fonbwon rpynnbl  fOAen, MO3BOMUT  MNPOBECTU  LUMPOKUMA  CNEKTP  MeAUKO-TeHETUYECKUX
nccrnegoBaHuii, NOMOrarLLmMX NyyLle NOHATbL MexaHu3mbl 3aboneBaHuin.
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1.3 meHHO c 3Ton Lenbto 6bin co3agaH «Psifas» kak HOBbIM HaUMOHAambHLIN NPOEKT NO NPOABUXEHUIO

nccnenoBaHuii B 06nacT reHoMUKU U NepcoHanu3MpoBaHHo MeauumHel B Mispaune. C aTol Lenbo
pPSO MEAMUMHCKMX U HayYHbIX OpraHusauui obbeauHuUnuck ansi obecnevyeHnst MHAPaCcTPYKTypbl,
nosBonsitoLLen NpoBoanTb NoAobHbIe UccnenoBaHnsi. PesynbTaTbl MCCreaoBaHuUii, NPOBEAEHHbIX C
«Psifas», noseonat paspaboTtatb MeToAbl MPOMUNAKTMKM, BbISIBIEHWS M paHHero u Gonee
cneumdgmryeckoro nevyeHus 3abonesaHunii ¢ NOMOLLbIO NePCOHANM3MPoOBaHHON MeANLMHDI.

2. Bbasa paHHbIX «Psifas» («Ba3a gaHHbIX»)

2.1 «Psifas» 6ygeTt nonaratbcs Ha COOBLLECTBO AOHOPOB, BKITOYAOLWEE COTHN ThICSY YeNoBeK, KOTopble

nocne npucoeavHennss OyayT coaBaTb Guonormyeckne obpasubl, TakMe Kak KpOBb, CIHOHA Wnn
Apyrve 6uonormyeckue XUaKocTu, Anst NPOBEAEHUS TEHOMHbIX U ApYrMx ob6crnefoBaHui, a Takke
no3BonaT «Psifas» nonyyatb MX MeOMUMHCKYHO MHOpMaLMIO Kak HA MOMEHT cornacusi, Tak U B
Oyaywiem, no 3anpocy nHdopmMaumn «Psifasy.

MeguumHckas nHdopmaums - uHopmaumst o Bac, cywecTByowas B NONUKIMHUKAX, 6onbHULAxX
N3pauna vnu B nobom gpyroMm MeauLMHCKOM YYPEXOAEHUU UK opraHvM3auun 34paBoOXpaHeHus
N3pamna (B HacTtoswmin MOMEHT n paHee). Hdopmauumsd, cobupatowasdcs B pamkax «Psifas», n
pesynbTaTbl aHann3oB Gruonorndecknx obpasuos 6yayT ncnonb3oBaTtbcs B Oyaywmx, odomumansHo
00006pEeHHbIX, MEANLMHCKMX UCCNeaoBaHMAX, KOTopble ByayT NpoBOAUTBLCS B TaAKUX YYPEXOEHUSIX,
Kak 60nbHMLbI, MOMUKITMHUKA, HAYYHbIE YYpeXaeHus n ydpexaeHms GnomeanumnHCcKon MHQyCcTpum, ¢
COXpaHEeHNeM KOHMUOAEHUMANbHOCTU U 3aLUUTbl NINYHBLIX AaHHbIX, B COOTBETCTBMM C 3aKOHaAMWU U
NpoTOKoNamMn AeNCTBYOLWMMM B 3TOW cpepe B cTpaHe MN3paunneb.

2.2 Lenb 6a3bl gaHHbIx «Psifas», kotopas 6yaeT cosgaHa ¢ Bawen nomowsto, - obecneunTb JOCTyn K

MEANUNHCKUM, TEeHEeTUYEeCKMM [aHHbIM W [aHHbIM  Bu3yanus3auum Ana  uccregoBaTenen,
3aHMMAIOLLNXCA  BaXHbIMW  HAyYHbIMWU U MEOULMHCKAMW  UCCReAoBaHUsMWU, NPU3BaHHbIMA
pacwmpuTb 1 PasBUTb CYLLECTBYHOLLME 3HAHUA M NOMbITaTbCs NpodmnakTpoBaTb 3abonesaHus,
YIyYWnTb UX ANArHOCTUKY U nedeHne, obneryntb CTpagaHust 60MbHbIX U HANTU ANS HUX NieKapcTea.
B ©0ase paHHbix «Psifas» meguumHckaa wmHpopmauus, B TOM 4ucrne faHHble BuU3yanusauuu,
XpaHsLwasca 06 ydacTHUKaxX B yYpexaeHusaxX 3qpaBooxXpaHeHust, rae OHM nosyyanu nevexune, oyget
conocTaBneHa ¢ JaHHbIMU rEHETMYECKNX aHann3oB BMoNornyeckmx obpasuos, NPeaoCTaBNEHHbIX B
«Psifas». WHdopmauma o6o Bcex yvacTHukax «Psifas» cobupaetca B 3alUULLEHHYHO U
3awmdppoBaHHyto a3y paHHbIX M OydeT wucnonb3oBaTbCA Ans Oyaoywmx uccnegoBaHui. B
oTAenbHbIX 6asax gaHHbIX ana byaywux uccrnegoBaHui mHdopmauuna GyaeT MOMHOCTbIO He
naeHTMdmumpyowen ons uccrnegosartenen.

2.3 BaxxHO nogvepkHyTb, 4YTO KIMHUYECKME WCCREeAoBaHMs C yyacTMeM nwden, B TOM uucne

reHeTU4eCcKne MCcrnegoBaHus, BKMOYaOLWMe TECTMpPOBaHWe HacreactseHHoro matepuana OHK c
NCNONb30BaHMEM WHHOBALMOHHbLIX TEXHOMOIMM, MNPOBOAATCA TONbKO nocne op[obpeHns B
COOTBETCTBMM C 3aKOHOM M TOSIbKO €CNM OHWM 3aluMLaloT npaBa YYacTHUKOB, BKIOYas MX
KoHpmaeHumnanbHocTb. lNMpoekT «Psifas» n mnccneposatenbckas 6asa gaHHbIX, K KOoTopbiM Bac
NPOCAT NPUCOEONHUTLCS, NONYYNN Takoe ogobpeHue.
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3. Kak Bam npucoeauHuTbCA K 6a3e AaHHbIX?

3.1 anICOGD,I/IHeHI/Ie K 6ase OaHHbIX BKI1IOYMaeT B cebs nognmncaHune CbOprI corrnacusi, no3BonsoLLeN

«Psifas» ncnono3soatb Baw obpaseL, kpoBu (06pa3seL, KOTOPbIV TaK Unu nHade byaeT B3ST B paMkax
MeaMLMHCKUX npouenyp, 4Yto Bel 6ygete npoxoauTb BpeMsi OT BPEMEHW, NN KOTOpbIN ByaeT B3AT
3apaHee B Lensax npoekTa), a Takke cobpaHHyo MeAMLUMHCKY MHCpOPMaLMIO, KaK ONUCaHO BhbILLE.

3.2 Kpome TOro, B Oyayuwiem pgononHuTenbHble obpasubl (Takve kak Bawa cntoHa/moya/gpyrue

Buronornyeckune XxngKkoctn) MoryT 6biTb B3ATbl BO BpeMs Balumx gononHuTenbHbIX 06cneaoBaHnin B
yupexnoeHusax 34paBOOXpPaHEHUsi, TaKMX Kak AucnaHcepHoe HabniogeHwe wnv npofosbiKkeHue
neyYeHns B pasHblX KNWHUKaX/MeOULMHCKUX WHCTUTYTax, BCe AN TeX Xe uenen, OnucaHHbIX B
OaHHon dopme. OOpasubl 6yayT MCNONb30BaTbCS, KakK YyXe YNOMWHANoCb, B Uensax Oygylmx
KITIMHMYECKUX MUccregoBaHnin, Takke nossonsawowmx nonydate OHK. MognucebiBaa gaHHyo opmy
cornacus, Bbl Takke noaTBepxaaeTe npedocTaBneHne LONONHUTENbHbIX Oyaywmx obpasuos,
KOTopble MOryT ObiTb COGpaHbI, Kak ONMMCaHO BhILLE.

3.3 basza gaHHbIx OygeT cogepxaTb Bawy meanuuHckyto nHdopmauuio 3 6onbHMUbLI U coobLecTBa, a

Takke pesynbTaTbl reHeTMdeckon obpaboTkm Gmonornvecknx obpasuos, koTopble Bbl coann nnm
Oypete cpoaBaTb Bce Gymer xpaHuTbcsi B 6a3e AaHHbIX B 3awmndpoBaHHOM Buge, 6e3 npsimon
noeHTndmkaumm Bawmx nuMYHbIX AaHHbIX. 3awumuieHHas 6as3a  gaHHbIX  BygeTr  perynspHo
OBHOBNATLCA B COOTBETCTBUM C Bawwmm cocTosiHuem 340pOBbs NMyTeM nepuogmyeckoro obsopa
MEeOMLMHCKON KapTbl B MEAULMHCKOM LEHTPEe UNn Takke nocpeacTBOM MOyYEHUs MeOULNHCKON
nHdopmaumn oT Bawero oHaa 3apaBoOXpaHEHNSa N APYINX yYpexXaeHuin 30paBoOXpaHeHus, rae
Bkl nonyyaeTe neveHue.

3.4 Obpasel, npegoctaBneHHbln Bamu cenvac vnn B Oyaywem, MoxeT ObiTb MCNONb30BaH AnNd

nccneaoBaHUn, UHULMMPOBAHHBLIX MEAUUMHCKAM ydpexaeHueM, rae Bbl nognucbiBaete fgaHHyHO
dopmy, n/vnn oHOOM 3a4paBOOXPaAHEHUS], C KOTOPbIM CBSI3aHO MELMLMHCKOE ydpexaeHue, a He
Tonbko «Psifas».

3.5 NccnepoBaTtensam 6yaeT npeanocTaBnATbLCA pa3pelueHne Ha MUCnosib3oBaHUe ©a3bl KNUHUYECKNX,

reHeTU4YeCKNMX [aHHbIX WM [daHHbIX BU3yanusauum TONbKO B oduumanbHO  of00peHHbIX
nccnegosaHuax. Ncecnegosatenu OyaoyT nmeTb AOCTYN K OFPOMHON 0ase faHHbIX, BKIIHOYaloLWen B
cebsa TbicAuM 3anucen 0 NaumeHtTax 6e3 maeHTudnumMpyrowmnx getanen. Bawun nuyHble gaHHble
OyayT AOCTYMHbI UCcnegoBaTensiM TOMbKO B HEUAEHTUULMPYIOLLIEM BUAE.

3.6 Bam BaxkHO 3HATb, YTO KIMMHN4YEeCKne, reHeTn4eckne gaHHble U gaHHble Bu3yanmnsauumn, HakonneHHble

B 6a3e faHHbIX «Psifas», 6yayT A40CTyNHbI uccnegoBaTensamM B MEAULMHCKUX LEHTPaX, rae OHM Obinun
cobpaHbl, opyrMm uccrnegoBartensam rocygapcrea Mspavnb, a Takke Angd UCnonb30BaHUSA B paMKax
KomMmepyeckon paspaboTkm Npu  YCNoBuW, YUTO UCCNefOBaHME, B KOTOPOM OHW  OyayT
ncnonb3oBaTbcs, byaeT AomkHbEIM 06pa3om ogobpeHo. Takke BO3MOXHO, YTO MHdopMauus B 6ase
OaHHbIX BygeT ncnonb3oBaThCs U A5 UCCNeLOBaHNA 3a rpaHuLEN, HO TOMBKO nocne ouLmManbHoro
opobpeHnsa mnccnegoBaHnsa B COOTBETCTBUM C ogobpeHnem KomuteTta no atuke B Wspawne gnsa
KaXx4oro oTAenNbHOro nccnenoBanund. Bece uccnegosanunsa 6yayT npoBoAMTLCS HA OCHOBE aHOHUMHOM
nHpopmaumm n 6e3 ykasaHua getanen. oeHtudpmumpyowmin kog MoXHO OyaoeT HamTy TOMbKO Y
agMuHucTpaummn 6asbl gaHHbIX «Psifas», a Takke B 6onbHULAX 1 NONUKNUHKKAX, rae Bel nonyyaeTte
neveHue.
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4. Kak 6yayTt cobupaTtbca Bawm o6pasubl u mHdopmauma?

4.1 Obpaseu 6yaet B34T, korga Bel 6yaeTte npoxoaute nnaHoBoe obcrefoBaHMe B paMKax NieYeHus unm
nocnegytowero HabnogeHns. BnonHe BO3MOXHO, 4TO ¢ Bamu cBspkyTcs ons 3anpoca Bauwero
BKknaga B 6a3y aaHHbIx «Psifas» 3apaHee onsa uenen npoekta, Aaxke BHE paMOK Nle4YeHus.

4.2 B 10 Xe Bpems Mbl Nnepegagum B nccnenoBartenbckyto 6a3y aaHHbix «Psifas» Bawy meguumnHckyto
NMHopMaumto (3aKkogMPOBaHHYIO M 3aUMEPOBAHHYO) U3 MHPOPMALMOHHBIX CUCTEM BOMbHULIBI UK
NONUKNMHMKN O Baliem cocTosiHMM 300pOoBbS, NOMy4YeHHOM neyeHun, Bawen nctopum 6onesHm u
Bawuen aTHM4ecKon NpuHaaIexHOCTH.

4.3 MegunumHckasa nHdopMaumsa sSIBNsSeTcst IMYHON, U nepcoHan 6a3bl 4aHHbIX OyaeT 06a3aH CoxpaHaTb
ee KoHpuaeHumanbHocTb. Bawe cornacue Ha cbop OyaeT 3a40KyMEHTMPOBAHO U MOXET NOSIBUTLCSA
B Bawwmx MeguumnHckmx 3anucsax, BKIoYasa 4OKYMEHTbI O roCnUTann3aumm 1 Bbinucke n3 60nbHULbI.

5. Kak 6yayT xpaHuTbCA 06pas3ubl M YTO C HUMM OyayT Aenartb?

5.1 Baww obpasupbl 6yayT cobpaHbl U3 6OMbHULbI UITM MOJTUKITMHUKK, TAE OHW Obinn B34Thl, U NepeaaHsbl
MeauuuHCKon Opuragor B cneuuvanbHyo  nabopatopuio  Onst  reHeTudeckon obpaboTku.
leHeTn4eckas obpaboTka OyaeT NpOBOANTLCS B COOTBETCTBYHOLLMX MCCNELOBATENBCKUX YCIOBUSIX,
n nocne obpaboTkn obpasew, GyaeT YHUUTOXKEH.

5.2 CobpaHHbin obpasey byaeT AoCTaBreH TOMbKO CO CriydanHbiM Kogom 6e3 naeHtudpuumnpyowmx Bac
JaHHbIX, TaKNX Kak UMs, aapec, HOMep CoLManbHOro CTpaxoBaHus U T. A.

5.3 o otnpaeneHuss Ha 06paboTky obpasubl OyayT XpaHUTbLCS B YUYPEXOAEHUSX 30paBOOXpPaHEHMS,
NPYHMMAaOLWMNX y4acTue B NpPoeKTe.

5.4 XpaHeHune reHeTmyeckon nHdopmauumn nocne nposegeHus obcnegosaHun 6yoet ocyLecTBAATLCS
B chneumanbHOM 3aluuieHHOM obnadyHoMm cepsuce. WHpopmauma 6yoer XpaHuTbCs B
3awmndpoBaHHOM BUAE, TO eCcTb 6e3 CCbINkM Ha naeHTuduumnpytowyto Bac nigopmauuio.

6. Wcnonb3oBaHue uHcpopmauum n o6pasLoB:

6.1 MNocne Bawero Bknaga uHgopMaumMs O COCTOSAHWMM 300POBbA U MHGOPMaUUs, NofnydeHHas u3
npegocTtaBneHHbIXx Bamu 06pasuos, 6yaeT ncnonb3oBaThCs B pamMKkax KIMHUYECKUX UCCreaoBaHum,
NpoBOAMMbIX B COOTBETCTBUM C 3aKOHaMU 1 NpoToKoriamu rocygapctea M3pavnb. Bel He cmoxeTe
BblOMpaTh, B KaKNX nccrefoBaHnsx 0yaeT OCyLeCcTBNATbCH AaHHOE UCMOorb30BaHue, v nonyyatb
MHopMaumo 0 AaHHOM ucrnornb3oBaHun. OgHako Ha cante «Psifas» ByaeTt perynspHbii OTYET O
npoekTe, ero Xxoae, AOCTWKEHUNAX, B TOM Yncre ob nccneaoBaHUsAxX, NpoBeAEHHbIX B €r0 paMKax.

6.2 loctyn 1 wucnonb3oBaHWe uccregoBaTenamMm WHgopmaumu, xpaHswencsa B «Psifas», 6yayt
OCYLLEeCTBATLCA 3a nnaty, No Tapudam, onpegerneHHbiM Ansg nokpbitua pacxogos. onyyeHue
onnaTtbl OT uccrnegoBaTenen U yypexgeHud 30paBOOXpPaHEeHWs Mo3BONUT npoekTy «Psifasy,
ABNSAIOLLLEMYCH HALMOHarbHbIM HEKOMMEPYECKUM NMPOEKTOM, NOKPbIBATb TEKYLLNE pacxodbl U ObITb
dmHaHCcoBO cHanaHcMpoBaHHbIM ANA NPOAOIKEHUS NPOABMXKEHUSA HAYKM U MeOWUMHbI, a Takke
pacLUMPEHUs 1 yry4dLLeHUs nccriegoBaTenbcKon NnaTopMbl.
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6.3 «Psifas» Oyaet nepuoamyeckn aHanuanpoBaTb XapaKTePUCTUKM UCCNeaoBaHUN, NPOBOAMMbIX B
«Psifas», Bkntoyas oMHaHCMpoOBaHWe U peaakTupoBaHMe UCcrneaoBaHnin, U B COOTBETCTBUM C 3TUM
OypetT umeTb NpaBoO onpefenaTb NPeMMyLLiecTBa MM KOHKYPEHUU0 ANsi ONpedeneHHbIX TUMoB
nccnepoBaHuin. «Psifas» ByaeTt gencreoBatb Nnpo3padHo u GyaeT nybnmkoBaTb CBOK MOMUTUKY MO
3TUM BoMnpocam.

6.4 «Psifas» 6ygeT ocywlecTBNsTbL AeATENBHOCTL MakCUMManbHO cnpaseanveo. B npouecce ogobpeHns
nccnegoBaHu nHopmauuio, xpaHswytocst B «Psifas», cMoryT ncnonb3oBaTb Takke 3arpaHuMyHble
nccnegosaTenu, oTnpasmBLUNE 3anpoc Ha ogobpeHne nccrnegoBaHus, Kak u Apyrve uccrnegosaTten,
1 CMOryT NpOBOAUTL UCCrefoBaHWs C MHpopMaumen 6a3sbl JaHHbIX NOCPEACTBOM COTPYAHMYECTBA
C U3paunbCKMM nccregoBaTenem.

7. Bawa KoH(uaeHUManbHOCTb BaXHa Ansa Hac!

7.1 Bawa koHuaeHUManbHOCTb 1 6esonacHocTb MHAOpMauum B 6Gasax AaHHbIx «Psifas» gns Hac
OYeHb BaXHbl. ABNSASCb HaUMOHaNbHbLIM NPoekToM, «Psifas» npuaepxunBaeTcs 3aKOHOB O 3alUnUTe
KOHUOEHUMNANBHOCTM U XPaHUT MEeOUUMHCKYI WHGOopMauMio Ha CaMOM BbLICOKOM YPOBHE U
AEeNcTByeT B COOTBETCTBUM C PYKOBOAALMMW NPUHUMNAMM  YNpaeneHus no 3awuTe
KOHUOEHUNANBHOCTM U Pa3fnYHbIX FOCy4apCTBEHHbLIX MUHUCTEPCTB.

7.2 K 6a3e gaHHbIX NpuMeHsAoTCsa Bce Tpebyemble 1 oba3aTenbHble npaBuna, yCTaHOBEHHbIE 3aKOHOM
N CUCTEMOWN 34paBOOXpaHEHWsi, Mpu 3ToM obecnednBaeTcsa Haubonee npodeccnoHansHoe
cobnogeHve NpaBun U coxpaHeHne KOHPUAEHLMANbHOCTU MEAUNLNHCKON MHAOpMaLMi.

7.3 JocTyn K nudpopmauum byaet 3awmdpoBaH, 3almLLeH U COOTBETCTBYET BCEM MPUHATLIM NpaBuiamM
n ctaHgaptam. VigeHTudmuupytowasa nHdopmMaums, Takaa Kak uMs, MAEHTUOUKALMOHHBLIN HOMED,
agpec, 6yget yganeHa n He BydeT BKIOYEHa B vccnegoBaTternbekyto 6a3y AaHHbIX, a Takke K3
pe3ynbTaToB TeCTMpOBaHUA Bawwnx obpasuos.

7.4 B 6e3onacHOM MecTe U C JOCTYNOM OrpaHMYeHHOro Yncna CoTpyaHukoB B «Psifas» n megmuumHcKom
yupexaeHun, rae Bbl nognucbiBaete opmy MHOPMMPOBAHHOrO cornacus, 6yaeT XpaHUTbCA
Tabnuua, B KOTOPOM MOXHO ByaeT cBsidaTb 3anuMCb UCCNeaoBaHUSA C AOHOPaMM 3a 3amnucbo, - 3TO
Nno3BONMT HaM cBA3aTbCcA ¢ Bamu B cnyyae, ecnvm B Xo4e UcCneaoBaHUs Mbl OOHapYyXMM HaxXoLKy,
nmerowyo ans Bac meguumHckoe 3HaveHue, unu gns npegnoxeHus Bam yvactua B Oyaywmx
nccrnenoBaHusIx.

7.5 BaxxHO mog4vepkHyTb, YTO UccnegoBaTenu, Kotopble 6yayT NpOBOAUTL MCCIeoBaHUSA Ha OCHOBE
nccnegoBatenbckon 6asbl JaHHbIX, He ByayT MMeTb AoCTyna K ugeHtuduumpyowmm Bac gaHHbIM.

8. MpaBa y4acTHUKOB U OT3bIB cornacus

8.1 Yyactne B 6ase gaHHbIX NpoxoguT Ha OOOPOBOMbHLIX Hayanax, U Bbl He nonyynte HWKaKoro
drHaHCOBOro BO3HarpaXkaeHusi 3a CBOe corfacue Ha yvyactne unu npas cobCTBEHHOCTM, KOTopas
MOXET BO3HUKHYTb U3 ByayLimx nccnegoBaHumn.

8.2 Bbl MMeeTe nNpaBo 0Tka3aTbCs OT yvacTusi B 6ase AaHHbIX UNKU NpekpaTUTb CBOE yYacTue B NoGoM
MOMEHT U no ntoboi npuunHe. Ecnv Bbl 3ax0TUTE OTMEHWUTL CBOE yYacTue B AaHHOM MnpoekTe, Bbl
[OIKHbI HanpaBuTb «Psifas» hopmMy 3anpoca Ha 0TMEHY, Npunaraemyto kK 3ToMy pa3bsiCHUTENbHOMY
[OKYMEHTY, KoTopasi Takke 6yaeT AOCTynHbl Ha BeG-cante «Psifasy.
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8.3 OTmeHa y4aCTtna HUKOUM O6p830M He NoBJINAET Ha OTHOLUEeHUNE UInn peLlleHnd, Kacarowmnecs Bawero
HacCcTodALWEero nin 6y,quu,ero NevyeHun4.

8.4 Baw 3anpoc npuBeaeT K yHUYTOXeHU0 Bawwmx 06pa3yoB (ecrnvm oHU He ByayT YHUUYTOXEHbI K 9TOM
Aate) v rnpekpaweHuo nepegadn MeauuMHCKOn uHgopmaumm o Bac, koTopasi npogornkaer
0BHOBNATLCA B pa3nMYHbIX y4pexaeHnax 34paBooXpaHeHns, Ha 3aluLLeHHble nccnegoBaTenbckue
cepBepbl «Psifas». Kpome TOro, nwbas uHpopmauus, yxe nepegaHHas W COXpaHeHHas B
3awmndcpoBaHHOM BUAE B BblOeNEHHOW Ans npoekta 6ase faHHbIX, OyaeT yganeHa. OgHako,
NMocKomnbKy wucnonb3oBaHne Bawux ob6pasuoB un uHoOpMauum aOns caMux UCCNeLoBaHUN
ocyuiecTenseTca 6e3 naeHTuuumpyowmx Bac gaHHbIX (MOMHOCTBIO HE MAEHTUMULMPYIOLLMX), UX
Henb3a 6yaeT oTcneanTb OO UCCNeaoBaHus, KOTOPOE YKe Havano UX UCMofb3oBaTb 4O NONyYEHUS
Bawero 3anpoca Ha oT3bIB cornacusi. Takum obpasom, gaxe nocne npekpawieHmsi Bawero yyactums
Bawa He wvgeHTudmumpyowas wHdopmauus 6O6ydeTr no-npexHemy  UCMoNb3oBaTbCs B
NccneaoBaHUSX, Y>Ke HaYaBLUMXCS B paMKax MPOeKTa, U TONbKO B OTHOLLEHUWN 3TUX UCCea0BaHUN.

9. MpeumywecTBa U pUCKn

EcTb nu Kakue-To npenmMyLiecTBa Ans y4acTHUKOB 6a3bl AaHHbIX?

He rapaHTtupyetca nonyvyeHme Bamu Boirogbl oT ydactus B 6ase gaHHbIX. B TO e Bpema nccnegoBsaHus,
KoTopble ByayT NpoBOANTBLCS Ha OCHoBe Gonblon 6a3bl AaHHbIX, ByayT cnocobcTBOBaTH PasBUTUIO
MEANLMHCKUX 3HaHWUK 1 ByayT cnocobCTBOBaTh YNyYLUEHUO ANArHOCTUKA M JNieYeHUd naumeHToB B
U3panne n Bo Bcem mupe. Takum obpasom, Bel n Byaylime nokoneHnsa nonyymte 60nbLUyto Nonb3y oT
pasBUTUS MeauUMHbl B pe3yrnbTaTe nccrneqoBaHui, NPoBoAMMbIX B «Psifasy.

Kpome TOro, ecnv B pamkax uccrieqoBaHus OyaeT oOHapyXeHa reHeTudeckass Haxodka, umerollas
MEeAMUMHCKOEe 3HayeHue (Kak onpegeneHo npotokornamu MuHMCTEpcTBa  34paBOOXPAHEHUS),
MEAMUMHCKUIA NepcoHan MeAMUMHCKOro y4ypexaenus (roe Bbl nognucbiBaeTe copmy cornacusi)
coobwut Bam 06 aTOM, 1 Bbl cMOXeETE Nony4nTb GecnnaTtHoe reHeTM4Yeckoe KOHCYbTUPOBaHME.

CBsA3aHo nNu y4yacTtue B 6a3e faHHbIX C KAKUMU-NNGO puckamun?

MpsIMBIX UM KOCBEHHbIX MEOULIMHCKMX PUCKOB HeT. buonorndeckuin obpasey, (Hanpumep, KpoBb) byaeT
Tak WM WHa4e B3AT ANSA NIEYEeHUs U OUarHoCTUKK, KoTopble Bam Heobxoaumbl Mo MeOULMHCKUM
nokasaHusim. Ecnn Bac nonpocat BHecTy Bknaa B 6a3y AaHHbIX BHE NAIAHOBOrO MEANLMHCKOrO NieYeHns
WM ONarHOCTUKW, €OWHCTBEHHbIM pUCKOM OyOeT pucK, CBSA3aHHbLIM C MpegocTaBneHnem nwboro
cTaHgapTHoro obpasua KpoBW/CritoHbI/MOYM.

O Bawewn koHpMaeHUMaNbLHOCTU U KOHMAEHUMaNnbLHOCTU MHoOpMaLMK

MHdopmauus, cobpaHHas B 6a3e gaHHbIX, U, B YacTHOCTW, Bawa nnyHas mvHdopmauusd, aBnseTca
KOH(bmAeHUnansHOM 1 3almuieHa 3akoHOM, B TOM 4uCe B COOTBETCTBMM C 3aKOHOM O 3aliute
KOHMAeHUManeHOCTM U 3aKOHOM O reHeTmdeckonm uHdpopmaumm, 5761-2000. PykosoguTtens 6asbl
AaHHbIX 065a3aH No3aboTnTbcst 060 BCeX Mepax, HEOOXOAMMBbIX A1151 COXPaHEeHUs KOHMAEHLNANBHOCTH
NHOpPMaLMK, yKasaHHOW Bbilwe, M 4TOoObl HXM OfHA CTOPOHA, KPOME COTPYAHWKOB 0a3sbl AaHHbIX WUn
nccnepgosaTenen B opmumanbHO ogo6peHHbIX ByayLmMx nccneaoBaHnsx, He cMorna ee o6o3peBaTb UNn
ncnonb3oBaTb ANS PacKpbITUS NNYHBLIX AaHHbBIX JOHOpPA.
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Fan Moo Me cornacusi — B3pocnble S
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‘% MCCneaoBaHusIX, BKIOYAs FeHOMHbIE 3
“ccnenoBaHns
Ctp.7u36

MHdopmaumoHHasa 6e3onacHocTb 6a3bl gaHHbIX «Psifas» n nHpopmaunoHHoro Tpacguka B Hee n
M3 Hee Oblna pa3paboTaHa B COTpPyAHUYeCTBe C KubepnogpasgeneHUAMM MUHUCTEPCTB
3ApaBOOXpPaHEHUA, ICTULIMK, YNpaBneHus no 3awmre KoHpmaeHumanbHocTM n HaumoHanbHoro
ynpaBneHus no knbepbesonacHoctu. Cama 6a3a AaHHbIX U NPOTOKONbI €e PaboTbl MOCTOAHHO
KOHTponupytTca HaumoHanbHbIM ynpaBrneHueM no kmbepbesonacHocTu.

[oHopam He ByaeT npeocTaBnsaATbLCA OTYET O pesynbTaTax. igeHTnduumpyowmne goHopa AaHHbIE He
OygeT onybnmnkoBaHbl HA B 0gHOW nybnukauun. Pe3ynbTaTbl nccnegoBaHuin HUKOMM obpa3om He 6yayT
MHAUBUAYanbHbIMKU, a OyayT pesynbtatamm 60nbLUMX rPynn JOHOPOB.

10. FleHeTU4YeCKOE KOHCYNbTUPOBaHUE U MeAULIMHCKOe ob6cneagoBaHue

Bawwn obpa3subl 6epyTca ans nccneqoBaTenbCkuX LiEnen, a He ans rnedennd, obpaboTtka obpasuoB He
HanpaeBneHa Ha OOHapyXeHNe MEAMLMHCKU 3HaYUMbIX Pe3yrnbTaToB, U HET HUKAKUX rapaHTUR, 4To
Takue pesynbTaTtbl 4eNCTBUTENBLHO OyayT obHapyxeHbl. OgHako, NockonbKy Bl n Bawa nHdopmaums
He naeHTMULMPOBaHbI B 6a3ax JaHHbIX NpoeKTa, Mbl 3anpalumsaemM Balue cornacue Ha 1o, 4TO, ecnu
y Bac vnn uneHa Bawen cembu Oyaet obHapykeHa MeOUUMHCKM 3HadYMmasi reHeTu4eckas Haxonka,
YNOMHOMOYEHHbIE CTOPOHbI MCMOSb3y0T Tabnuuy Nnpeobpa3oBaHusa KOAOB NS naeHTUdUKaumm Balwen
3anuncu B 6a3e gaHHbIX, YTOObI NO3BONUTL Nevallemy Bpady 60MbHULBI UM NOMMKIMHUKN 0BpaTUTbCS
K Bam c reHeTnyeckon meguuUMHCKOW UHAopMaumen, obHapyXeHHOM B Xo4e uccneposaHud. Ecnu
notpebyeTcs, MeaMUMHCKOE ydpexaeHue HasHaunT mMecTo, rae byaeT npeaocTaBneHo reHeTuyeckoe
KOHCYNbTMPOBaHWE, C y4eTOM O0ObIYHOW MPaKTUKN HA OCHOBaHWW pe3yrbTaToB UCCNEA0BaHUN.
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 PSIFAS

n HA OT3bLIB COr. na H Hauuio B «Psif

YBakaemas agMuHucTpaums «Psifas»

A, r-H/r-xa ya. nunyHoctn Ne , nognucasLUui/as
dopMy cornacusa Ha nepegady obpasuos 1 MHgopMaumm «Psifasy, npolly BbINOMHUTL BCE creayowme
JEencTBuS:

- OTMEHUTb MOe€e cornacue
- YHUHTOXUTb MOU 06pa3u,b| KpOBI/l/CJ'II'OHbI/MO‘-IVI/ NN NHble, XpaHALLlnecd B Lenax npoekTta un elle He
YHUYTOXEHHbIE.

A 3Halo, YTO Nocne NpekpaLieHnss MOero y4acTus Hukakasa He 6yaeT cobupaTtbesi HoBasi MHGOpMaLMs
n yto nrobasi nHpopmauusi, cobpaHHas 4O CMX MOP U BCE eLle XpaHsLascs B 3amMdpoBaHHOM BUJeE,
OyneT yoaneHa us 6a3 gaHHbIx npoekTta «Psifas». Ho s noHumato, 4to Mosi He uaeHtTudmumpyowas
nHpopMaLmsa, ecrnm OHa Yxe Oblna nepegaHa B LENsiX OMpederneHHbiX uccnegoBanui, Oyaet
npoAomkaTb NCNONb30BaTLCA AN 3TUX UCCNEAOBaHU B paMKax NpoekTa 1 B He NOAEHTUULNPYIOLLIEN
dopme.

Moanuce: HaTa:

Ina ncnonb3oBaHusa «Psifas»:

Bbinu yHUYTOXEHBI CregytoLime ob6pasupi:
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