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1. O6was nHcgopmauusa

3,D,paBCTByIZTe! Mel npocnMmMm Bac ©e3B03mMe3agHOo npengoctaBnTb Balln duonornyeckue o6pasu,b| n
MeaNUUNHCKYHO I/lHd)OpMaLl,VIIO B apxuB 06pasu,oa ansa 6yD,yUJ,I/1X KIMMHUYECKUX UCCNneaoBaHNN,
BKItO4ad reHetn4eckme ncceregoBaHu4.

[anee cnegyet o6bsicHeHMe 0 aeTansax cbopa o6pasLOoB B apXxmB 1 €ro Liensx.

Ham BaxxHO, 4TOObI Bbl MOHMManNM BaXKHOCTb apXmMBa 1 ero uenu, 4todbl Balle cornacme Ha ydyactme
B HEM ObINO AaHO HA OCHOBAHWM 3HAHUSA N MOHUMaHKS.

BHuMaTenbHO npounTanTe npuBeaeHHoe narnee OObsICHEHME, He CTeCHSAsACb, obpallanTtecb K
YneHy nepcoHana, KoTopbl K BaMm obpaTtuncs, ¢ npocbbon 0 pasbsACHEHMM UM NOAICHeHUW. Ecnn
Bbl pelumTe cornacutbCsi Ha Ge3BO3Me3dHyl0 nepedady B apxuB, 3arofiHATE BalUM [aHHble U
pacnuwmnTecb B NpegHa3Ha4YeHHOM Ans 3TOro MecTte B npunaraemon gopmMme cornacus.

Llenb apxvBa - rapaHTupoBaTb MCCnegoBaTensiM, 3aHMMaLMMCH HayYHbIMU U KIMHUYECKUMM
nccnegoBaHUSAMN, CaHKLMOHUMPOBAHHbBIN JOCTYN K MHGOopMauun n obpasuam, 4tobbl paclumputb U
pasBUTb MMeEKLMNECS 3HaHMS MHGOPMaUUIO M NMonbiTaTbCa NpPeaoTBpaTuUTb 3aboneBaHusi, HanUTU
CpeacTBo UX UcueneHus unu obnerynTb cTpagaHus 6onbHbIX. KnvHMYeckue uccrnegoBaHusi Ha
noasax, BKOYasi reHeTMYEeCKne 1 NONMHOreHOMHbIE UCCNeaoBaHWs, BKIloYatowme B cebsi npoBepKy
HacneactBeHHoro matepuana [OHK (DNA), ¢ ucnonb3oBaHMEM  MHHOBAUMOHHBIX TEXHOMOMNN,
YTBEPXOAKTCA Ha 3aKOHHbIX OCHOBAHWAX NULIb MPW YCNOBMMW, YTO MpaBa Y4YaCTHUKOB, BKIO4as
HEMNPUKOCHOBEHHOCTb WX YaCTHOW >XM3HW, 3almuieHbl. ApXmB, B KOTOPOM Bac MPOCAT MPUHATb
yyactume, Nonyymn Takoe paspeLLeHme.

WccnepoBaTtenu o06a3yl0TCA MNPUNOXUTL BCE YCUNUA AONsl COXPaHEHUs1 KOHMAEHUManbHOCTU
MHopMaumn, criegylollen U3 Balleh reHeTudeckon nocnegosatenbHocTU. OgHaKo, Aaxe ecrnu
obpasey He udeHmuuyupyem/3akoduposaH, CyLleCTByeT TeopeTuyeckass BO3MOXHOCTb
YCTaHOBUTb CBSA3b MeX4y Bamu U Bawen obuen reHeTudeckon uHdopmauumen, ecnu apyrou
YyenoBeK pacrnonaraet MHOpMaLMeNn O YaCTU Ballen reHeTUYEeCcKon nocrenoBaTenbHOCTH.

Mo n6Gomy Bonpocy unu npobrneme, cBA3aHHOMW C apXMBOM U BawmMm obGpasuamMu, MOXHO
obpaTuTtbcesa K/B:

MeauuMHCKUIM LeHTP, B KOTOPOM PacnosioXeH apXuB:

_3aBegyrowmi/-aa apxmuBom obpasLoB:

Homep TenedoHa: _

An. noyra:

HononHutensHas nHgopmaumnsa: www.midgam.org.il

29.05.16 :n0Na XN D] - NI NINAT JARN - 120N '9T 67mMn1Tiny
3.1 hona n'on




2. Apxus

2.1.

2.2.

2.3.

2.4.

Llenu apxmnBa: cbop, obpaboTka n xpaHeHne Guonornyecknx obpasuos 1 MHopmMauum o Bac,
n nx nepegada gns Oyaywmx MCCrnegoBaHWW, HanpaBfeHHbIX, HaNpUMep, Ha ynydleHue
ONarHOCTUKM U redeHus GornbHbIX, CTpagalolmx pasnuyHbiMi 3aboneBaHusMu.  Apxus
o6pa3uoB MO3BOMMUT MCCMeAoBaTENAM NOMNbITATbCH BbIABUTbL (DAKTOPbLI OKpYXXatoLwen cpeabl
UNn reHeTnyeckne akTopbl, CMOCOOHbIE MOBNUATE Ha NPEeApPacrofioOKEHHOCTb K
3aboneBaHnaM WM Ha Bbi3blBaHMEe 6onesHen unn Ha nytM pasButus 6onesHem M Ha
peakumnio «BOnbHbIX» N 300POBbIX KNETOK HA pa3Hble METOAbI NEYEHNS.
[laHHble nccnegoBaHms NPOBOAATCS B Cneayowmnx Lensx:

1. MNpoBepka hakTopoB pucka pas3BuTnAa 3abonesaHuni,

2. BbisiBneHne kaTeropum HaceneHusi C puckom passuTus 3abonesaHun,

3. BbisBneHue mapkepoB gnsi paHHero obHapyxeHus 3abonesaHun,

4. Pa3paboTka HOBbIX METOAOB feYeHUs,

5. VliccnepoBaHus pe3ncTeHTHOCTU UMM YYBCTBUTENBHOCTM BOMbHbIX M 340POBbIX KMETOK K

pasHbIM BUOaM fieveHns (Takme Buabl NeveHusl, Kak xummotepanusd, obnyyexme),

6. VMiccnepoBaHue gpyrux 3abonesaHui,

7. Iloboe byayuiee uccnegosaHne, KoTopoe dyaeT yTBEPXXAEeHO B 3aKOHHOM MOpPsIAKeE.

B apxuBe npoBoantca obpaboTka u xpaHeHne obpasuoB, N HE MPOBOASTCA UCCNEAOBaHMS.
Ha apxvmB pacnpocTpaHsatTcs Bce Heobxoanumble n 06s3biBatoLLIME NpaBunia B COOTBETCTBUM
C 3aKOHOM U1 TpeboBaHMsIMU CUCTEMbI 3apaBooXpaHeHus. Npu aTom Guonornyeckne odbpasupl
XpaHATCA Ha CaMOM BbICOKOM MNpPOMeCcCMOHaNbLHOM YPOBHE, U  KOHMAEHUNANbHOCTb
MeANLMHCKOM nHdopmMauum TwaTenbHo cobniogaeTcs.

B apxvBe XpaHATCS BGuonornyeckne obpasupl, Takue Kak obpasupbl
TKkaHwu/kpoBw/cntoHbl/moun/HK/kneTok/  cNMHHOMO3roBasi  XXMAKOCTb/0Opasubl  pasHbIX
TeNecCHbIX XXMAOKOCTEN GONbHbIX M 300POBbIX M0AEN, a Takke, MeauuuHcKas MHdopmauus.
[nsa 6yayuwiero ncnonb3oBaHusa MHdopmauumn n Guonornyeckmx obpasuoB B 040OpEHHbIX B
COOTBETCTBMM C 3aKOHOM UCCEeAoBaHUSAX, HE0BX0OMMO NOCTOSAHHO OBGHOBNATL MHPOPMALMIO
O MEeOUUMHCKOM COCTOSIHAM [OHOPOB, 4TO OydeT OCyLeCcTBNATbLCA MNOCPEOCTBOM
nepnoamMyeckoro NpocMoTpa MEAMUMHCKOM KapTbl, KOTOpasi HaxoauTCcs B MeOULMHCKOM
LEHTpe, a Takke C NOMOLLbK aHKETbI, KOTOPYO Bbl MOMAYy4YUTE OT HAc UM OT fnevallero Bpaya
cnyx6bl MegMUMHCKOro obecneyeHus.

ApxuB aBnsetca 4acTtbto «M3paumnbckoro ApxumBa buonornmyecknx O6pasuoB Ans
WccnepoBanus» - «MAOMAM». VHMumatopom co3gaHus apxvBa siBNSieTCA NpaBUTENbCTBO
N3panna. [deaTtenbHocTb  apxvBa  o00pasuoB  KOHTponupyetca  MuH3gpaBoM U
aaMuHuctpauven MWOMAMa. B obwem, apxuB SBNSeTCS HEKOMMEPYECKOW CTPYKTYpPOW,
OOHAKO BaXHO OTMETUTb, YTO OH [JOJPKEH CaMOCTOATENbHO MOKpbiBaTb CBOM pabouve
pacxofbl, MO3TOMY XpaHsaLWMecs B HemM obpasupbl OyayT nepenaHbl uccnegoBaTensaM B Lensax
nccnegoBaHust 3a nnarty, NpU OCYLLECTBIIEHMM KOHTPOMSA CO CTOPOHbI NpaBUTENbLCTBA, U B
COOTBETCTBMU C YCTAHOBMEHHbIMM ONa 3Toro npasuvnamu. Llenb - No3BONUTb
nuccrnegoBartensam npoBoauTb B Oyayllem uccnegoBaHUS Ha  XPaHSLWMXCA B apxvBe
obpasuax, nocne ogobpeHnss nccnegoBaHUN B COOTBETCTBMM C 3aKOHOM.

YyacTne B apxuBe nogpasymeBaeT npepocTaBrieHMe MeguUUHCKOW MHdopmauuu u/vnu
ob6pasua unm uonornyeckux oopasuoB, KOTopble byayT 3abpaHbl B npoLecce neYeHnsa unum
onepauum, Kotopas BaM npeacTtouT (6e3 AONONMHUTENbLHOro BMellaTenbCTBa), B LenAx
OyAyLWwmMX KNMMHUYECKUX UCCcregoBaHUM, Takke no3sonsowmx BbigeneHne JHK.

3. MNpaBa yyacTHUKOB

3.1. Bam npegnaraetca 6e3Bo3mMe3gHO MpefoCTaBUTb MEAUUMHCKY UMHopMauuio  u/vnu
Buornoruyeckut obpasey B apxmB 06pasyoB, B KOTOPOM coepaTcsa obpasubl Apyrux niogen,
cornacmBLunxcs 6e3Bo3mMe3gHO NpeaocTaBuTb CBOM 06pasubl.

3.2. YyacTue B apxuBe sABnsieTcA JOOPOBOMbHBIM M 32 Balle Corfacue Bbl HE MOMyYnuTe HUKaKOro
(PUHAHCOBOro BO3HarpaxaeHusi, UnM npaBa COOCTBEHHOCTU, BO3MOXHO BbITEKaKLLEro 13
pe3ynbTaTtoB Kakux-nmbo Byaywmx nccnegoBaHuin.
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3.3.

3.4.

3.5.

Bawe cornacve wnu oTkas yyacTBoBaTb B apXxvMBe HMKOMM 00OpasoM He MOoBMMSET Ha
KayecTBO fne4veHusi, KoTopoe Bbl Byaete nonyyaTb, UM HA OTHOLUEHWE K BaM CO CTOPOHbI
COTPYOHUKOB.

lMpepoctaBneHHble  BaMW  NMYHbIE  daHHble W JaHHble  obpasua  ocTaHyTcs
KOHpmaeHumanbHbIMN B LLENAX cobnoaeHnst HENPUKOCHOBEHHOCTM BaLLIE YaCTHOW XXU3HU, U
OyayT Ncnonb30BaHbl UCKMOYMTESBHO YNOMHOMOYEHHBIM NEPCOHAaNoM apxmnBaa.

Bbl nmeeTe npaBo pelwnTb HE y4acTBOBaTb B apXMBE MUY NpekpaTuTb y4acTBoBaTh B fntobown
MOMEHT, Mnoka wuaeHTudmumpyowme agaHHble ©Ouonormyecknx o00pasuoB, CAAHHbIX Ha
AOOpOBOMbHBIX HadYanax B apxuB, He YHMYTOXeHbl. Ecnv no kakon-nnbo npuuymHe Bbl
pewmnte OTMEHUTb Balwe MNOXepTBOBaHME W BbiObITb M3 apxuBa, MOXHO OTNPaBUTb
NMCbMEHHYI0 Mpocbby 3aBeayowemy/-en apxmBoM. [laHHas npocbba nosreyeT 3a cobon
yOoaneHve BCeW Ballen MeOUUMHCKOM WM JIMYHOW  MHpopMauun U3 apxuBa, nepegadvy
obpa3uoB TKaHM W3 apxvBa B WHCTUTYT nMaTtonorMm npu MeguUUMHCKOM LEeHTpe Aangd
Hagnexallero XpaHeHUs U YHUHMTOXEHUST APYruX Bawmx obpasLoB, MMEKLINXCA B apXMBE.
Bmecte ¢ Tem, Bawwn oOpasubl, nepegaHHble MccnegoBaTensiM OO0 Ballero obpauleHus,
HEBO3MOXHO OyaeT pasbicKaTb.

Cama no cebe Bawe noxepreBopaHmne HUKOUM 06pa30M He noBlunsdAeT Ha

npepnoctaBiidsemMoe BaM yie4eHue.

4. Obpa3ubl

Kak 6ygeT npoBoanThbCcsa co6op obpasuoB n nHcpopmauma?

4.1.

4.2.

4.3.

4.4.

KBanmdpumumpoBaHHbIN YfeH MeOULMHCKOro nepcoHana Bo3bMeT Yy Bac okosio 20 M KpoBu
(MpMepHO 4 YaWHbIX FOXKW) B Mpouecce XUpPyprudeckom npouenypbl /MeanumHCKOM
npoLeaypbl; BO3MOXHO, Bbl MOYYBCTBYETE YKON UMK y Bac oOpasyeTcs Nerkuin KpoBOMOATEK.
B cooTtBeTcTBMM C BawuMm cornacmem, obpasubl kKpoBu OyayT 3abupaTtbCsl TOMbKO TOraa,
Korga OygoeT npoBOAUTLCA PYTUHHBIA aHanmM3 KpPoOBW B pamkax HabnwgeHus/neyenus. B
COOTBETCTBMM C BalLMM cornacuem, AononHUTeNbHble 06pas3ubl KpoBuM (40 5 pas) MoryT 6bITb
3abpaHbl B X04€ [OOMOMHUTENbHLIX BM3WUTOB (TakMx Kak, HabniogeHue B KIUHUKE Wnn
NPOAOIMKEHNE NeYeHNsa B KNNMHUKE/MHCTUTYTE). B pamkax kaxgon 6e3Bo3Mes3gHON nepeaaym
obbem cobupaemoro obpasua He Oyget npesbiwate 20 mn. [JononHUTENbHO, MOXHO
cobpaTtb 00pasubl CritoHbl/ Mo4Yn/ KOXW/ OpYrnx TENecHbIX XWOKOCTEW, B COOTBETCTBMM C
BaLLMM Corfiacuem.

Ecnn Bam npegctout onepaumsa unu Guoncus, yaaneHHole B NoboM criydae BO Bpemsi
npoueaypbl TkaHuM BGyoyT nepeaaHbl CneunanncToM-naTorioroaHaToOMOM 4SS ANarHOCTUKN U
ansa Toro, 4tobbl OCTaBUTb [OCTATOMHOE KONMMYEeCcTBO obpasua B apxvBe MWHCTUTYTa
natonormn. JlMwb nocne TOro, Kak CTaHeT O[HO3HAYHO HACHO, YTO CNOCOBHOCTb
ONarHoCTMPOBaTb UK NeunTb 3aboneBaHne He ByayT HapyLIEHbl UN NOBPEXAEHbLI, OCTAaTOK
TkaHn 6yaeT nepefaH B pacnopsbkeHue apxuBa obpasuos. byayuiee wucnonb3oBaHue
obpa3uoB B WUCCNeaoBaHUMM He HaBpeauT BO3MOXHOCTM B Oyayliem KCnonb3oBaTb
naTonorMyecknn mMartepuan B UHTepecax naumMeHTa, M 93TO ABNSAETCA YCNOBUEM
npeaocTaBneHns TKaHen AN UCCreLoBaHuS.

Cornacve Ha paHHbIM cbop ByaeT CONpoBOXAATLCS JIMYHBIM cobecefoBaHMEM C YSIEHOM
nepcoHana u 3anofiIHEHMEM aHKeTbl, B KOTOPOM Bac CMApOCAT O BallEM MeAULUHCKOM
COCTOSIHUM, O NMPOMAEHHbBIX BAMM TepaneBTUYECKUX npoueaypax, 0 BaleM MeaAULUHCKOM
aHamMHe3e WM MeAULMHCKOM aHaMHe3e Ballell CEMbM M O BalUeMMPOUCXOXAECHUM.
MeguumHckas nHdopmaums sSBnseTca NUYHOW, U NepcoHan apxuea ob6s3aH XpaHuUTb ee B
abconoTHOM cekpeTHocTU. Bawe cornacue Ha cbop OyaneT 3aduKCMpOBaHO W, MOXeET
NnosiBUTbCA B Balled MeOUUUHCKOW [OKyMEeHTauuwu, BKMYad nMcbMa O MOCTYMfEeHWUM B
GOnbHULY 1 BbINUCKE U3 Hee.

Moanucas opmy MHPOPMUPOBAHHOIO cornacus, Bbl NpedocTaBnseTe nepcoHany apxmsa B
MeAMUUHCKOM LIEHTpe AO0CTYN K Ballen MeauuMHCKOM KapTe, B Lenax cbopa MeauumMHCKOn m
naTtonormyeckon MHgopmMmaumu, npunaraemon Kk obpasuy. [ocTyn Kk Bawen meguLMHCKON
KapTe OydeT ocyllecTBNeH 3aBefyolwmM/-en apxXMBoM Npu MeuLMHCKOM LIeHTpe no ero/ee
COBCTBEHHON WHULUMATMBE, WM NOCPEACTBOM MUCbMEHHOrO oObpalleHna 3a Ballewn
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4.5.

MEAMUMHCKOM KapTon B Cnyx0y meauumnHckoro obecneyeHusi. [aHHbIA OOCTYn K Ballewn
MeANLNHCKOM MHopMaumn ByaeT OCyLecTBreH ¢ cobniogeHnem KoHUAEHUNANbLHOCTH, B
COOTBETCTBMM C 3aKOHaMW W npaBunaMmm O 3awuTte KoHdugeHumanoHocTn. He Oyaer
obpawieHnn K BaM UM K KOMy-Nnbo M3 4neHoB Ballen cembu. Bpemsi oT BpemMeHu, Ha
NPOTSXKEHUN Nepuoda NPOAOIKUTENBHOCTLIO He 6onee 10 neT ¢ MomeHTa 6e3BO3Me3qHOM
nepegayun, apxus byget no cobCTBEHHON MHUUMATMBE OOHOBNATH MH(pOpMaLM0 O Ballem
MeANUUHCKOM cocTosiHuK. locne aToro Baw nevawimm Bpad MOXeT obpaTuTbCs K BaM C
npocbboK paspewnTb ganbHenwee o6HOBNEHME NHOPMaLUK.

Be3BoamesgHaa nepepada obpasua Oyger gencTBuTENbHA B TEYEHME LUECTU MecsAueB C
MOMEHTa nognucaHnsa gaHHom popmbl cornacus. Ecnn Hukakas megnumnHckas npoueaypa He
Oblna npoBegeHa, N0 OKOHYaHUKM 3TOro nNepuofa BPpEMEHM Bac NONPOCAT BO30OHOBUTL Balle
cornacuve, nHadye oHo byaeT aHHyNMpoBaHo.

Onsa yero 6yayT ncnonb3oBaHbl 06pa3ubl?

4.6.

4.7.

4.8.

4.9.

WccnepoBatenu wuMedT npaBoO MCNOMb3oBaTh Bawy uHGopMmauuio u  buonormyeckue
obpa3ubl NUWb B UCCNefoBaHUsAX, KOTopble ByayT yTBEpXOeHbl B 3aKkOHHOM nopsake. [o
MOMEHTa X nepegayn, Bawm duonormyeckne obpasubl OyayT XpaHUTbCA B apxmBe, No4 ero
OTBETCTBEHHOCTbIO.

Bawe cornacue Ha 6e3Bo3me3gHy0 nepegady obpasuoB u/unm MeguumMHCKOn MHdopmauum
B apXuB pacnpocTpaHaeTca Ha Oyaywwme wuccnegoBaHus. Bo Bpemsa nepegaym Bawmx
obpa3uoB ANA YTBEPXKAEHHbIX B 3aKOHHOM MOPSiAKE WCCnegoBaHWW, UccnegoBaTenu,
KoTopble 6yayT mcnonb3oBaTb BawuM obpasubl, He G6yayT obpalarbCa K BaM MOBTOPHO,
4YTOObI 3aNPOCKTL BaLLIE COrfiacne Ha aTo.

Ecnn Bbl cornacHbl Ha TO, YTOObLI pabOTHMKK apxMBa W/unn nccnegoBaTenu NPUroToBUIN 13
Bawero obpasua GeccMepTHble NUHUW KNETOK (TO €CTb Pa3MHOXWNM 4YacTb KIETOK B
nabopaTtopuun, 4TOBbl NPOAOIMKMTL MNOMb30BaTbCs oOb6pasuamMm B AOMOSHUTENbHbBIX
nccrnegoBaHusix), NoXanynucra, OTMeTbTe JaHHbIM BapuaHT B (popme cornacusi.

BaxHo, 4TObbI Bbl 3HaNM, 4YTo Bawwmn obpasubl U MHGOPMauus, cobupaemble B apxmB, OyayT
AOCTYMHbI UCCregoBaTeENAM B MEOULIMHCKUX LIEHTPax, B KOTOPbIX OHW 6binn cobpaHbl, Apyrm
nuccnegoBsartenaM B rocygapcrBe  M3spawnb, a Takke Ans UCNONb30BaHWSA B npouecce
pa3paboTKkn B KOMMEPYECKNX LIENsIX, MPY YCOBMM, YTO UCcnegoBaHe, B KOTOPOM OHU OyayT
ncnonb3oBaTbCsl, 6bIN0 0406PEHO B COOTBETCTBUM C 3aKOHOM. Kpome TOro, BO3MOXHO, 4TO
Bawwmn obpasubl U MHGopMaumsa ByayT MCNoMb3oBaHbl B MCCNeLOBaHMM, NPOBOASLLEMCH 3a
rPaHnLEN, UCKITYNTENBHO NOCMe TOoro, kak oHo ByaeT oaobpeHo B COOTBETCTBUMN C 3aKOHOM.
Mcnonb3oBaHne o0pa3uoB 3arpaHuuenn 6yaeT BO3MOXHbIM Ha OCHOBAHWW paspeLleHus
3TUYECKOro KomuTeTa B WM3paune, KOTOpOe BblgaeTcs ANA KaXOooro uccrnegoBaHus B
OTAENbHOCTU, a TaKkkKe, He paHee, YeM 3aBeyoLnin/-aa apxMBoM NPOBEPUT, YTO 0bpasLbl He
HY>XHbl uccrnegosatensam B M3paune. B kaxgom cnyyae nepegaym obpasuoB U MHopmaumm
ANs UccnegoBaHus, NPOBOANMMOro 3a npegenamun 6onbHUUbLI B M3paune unu 3a rpaHuuen,
obpasubl OyaoyT nepegaHbl a@HOHMMHO WM B 3aKoAMpoBaHHOM Buae wn  6es
naeHTunumpyrowmnx AaHHelx. aeHtndpuuupyowmm kogom ©Oyayt pacnonaraTb Nuwb
paboTHUKN apXxmMBa B MEAULMHCKOM LEHTPE.

Kak 6yayT xpaHuTbCA 06pasLbl U 4TO C HUMM OyaeT caenaHo?

4.10.

4.11.

O6pasupbl byayT XpaHUTbCa B naeHTUdUUMpyeMoM BUAE* Ha NpoTsKeHUn 25 neT ¢ MOMeHTa
nx 6e3Bo3me3gHoOn nepegayn, B apxuBe o06pa3uoB B MEAUUMHCKOM LEHTpe W nog
OTBETCTBEHHOCTbIO  3aBefylollero/-em apxmBoM, B COOTBETCTBUM C  OduuUManbHbIM
Ha3HayeHnewMm. Mo okoH4YaHMKM 3Toro nepuoga Gyaet nogaHa npocbba 0 NPOANEeHNN XpaHeHUs
o6pa3suoB B ugeHTUMLMpyemMom snge™.

*Ndenmuchuyupyembili obpasey — o 3akoHy, amo obpaseu, Mo38ossrWuUl Orno3Hamb
moeo, Kmo e20 cdar, Oaxe ecrniu oH 0b03HayeH KOOOM U He umeem udeHmuguuupyrowux
OaHHbIX ydacmHuKa, maKkux Kak: UMs, Homep yoocmoegepeHus audHocmu, u m.o.

O6pasubl U nHpopmMauma ByayT XpaHUTbCS B creumanbHO NpeAHasHaYeHHbIX Ans 3Toro
NoMeLEeHNaX B MeguuMHCKOM UeHTpe. [lomelweHna 6yayT 3awuueHbl, OOCTYNn K HUM
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orpaHvyeH, 1 TONbKO NepcoHan apxmea byaeT MMeTb 4OCTYN K 6e3B03Me3gHO nepefaHHbIM B
apxuB obpasuam 1 nHpopmMmaumu.

4.12. WpeHtTudmnumpyemas wuHdopmaumna o6 obpasuax u  goHopax 6ygeT  xpaHuUTbCs B
3aKoAMpoOBaHHOM BuAEe B KOMMbIOTEPU3NPOBaHHOW 6ase AaHHbIX B MEAULMHCKOM LEHTpe.
Hoctyn K wuwgeHTudmumpyemon uHdpopmauun Oyaet npeaocTaBrieH  UCKNIOYUTENbHO
nepcoHany apxvea B Lensax 06HOBNEHWst aHHbIX Ha NPOTSHXXEeHUN HabnoaeHNs.

4.13. CnegyeT nOACHWTb, 4TO ob6pasubl wW/unum wuHdopmauus, kKoTtopble OyayT nepedaHsbl
nccrnegoBatenam  Ans u3dyvyeHuss 3Ttux obpasuos B 6ygyuiem, OyoyT nepegaHsl B
3aKoAMPOBaHHOM (3alLMdPOBaHHOM) UM abCOMTHO HE naeHTUUUMpPyemMom (aHOHMMHOM)
BMAe, B 3aBMCMMOCTU OT NriaHa NpoBEeAEHNS KOHKPETHOIO UCCreaoBaHUsl, B COOTBETCTBUM C
paspeLleHnem, npeaocTaBneHHbIM 3TUYECKUM KOMUTETOM A1151 JaHHOIO UCCreaoBaHNS.

4.14.Tlo OKOHYaHWUW WUCCNeaoBaHUs, ecnu y uccnegoBaTternen octaHyTca obpasubl MM Kx
Npou3BOAHble — OHM ByAyT BO3BpaLLEeHbl B apXMB.

5. MNMpeumywiectBa U pUCKU

5.1. EcTb N1 npeumyluecTBa Ans y4acTBYHOLMX B apxuBe?

MockonbKy Bbl Ha O0GPOBOMbHLIX Havanax nepegaete obpasubl Ha XpaHeHMe B apxvBe Ans
Oyaywero mnccnegoBaHus, pesynbTaTbl KOTOPOro HEM3BECTHbI, HEBO3MOXHO rapaHTUpOBaTb, YTO
OHM ByayT UMeTb Ansi Bac HEMNOCPEACTBEHHOE 3HAYeHNEe NN NPUHECYT Bam nonb3y. Bam nasectHo
1 Bbl cornacHbl ¢ TeM, 4TO He OyaeT BO3MOXHOCTb COOBLLMTL BaM, IBMNsieTECH Bbl HOCUTENEM reHa
Kakoro-nmbo 3aboneeaHns Unm HET, NN O KakNX-NMbo prckax Ansa Bawero 340pOBbS.

Bmecte ¢ Tem, pesynbTaTbl MOryT MOMOMHWTL MEAUUMHCKME 3HAHUS, M BHECTW BKNag B
ANarHocTuKy 1 nedeHune nigen, cTtpagatoLLmx TeM e caMmbiM 3abonesaHmem unu sabonesaHmsmMu,
nogoGHbIMK Baliemy.

5.2.ConpsiXXeHo N1 y4yacTue B apXmBe C KaKUMU-NMG0 puckamm?

3abop TkaHW W/UNK TENECHBIX XUOKOCTEWN B apXMB HE COMPSKEH C NPAMbIM MeAULMHCKUM PUCKOM,
MOCKONbKY OHM 3abupatoTcst B foOOM cryvyae B AMArHOCTUYECKMX WK TepaneBTUYECKUX Lensx,
HeobxoaMMbIX BaM MO MELMUMHCKMM rokasaHusiM. Bo3moxkeH nerkuii amckomdopT npu 3abope
KPOBM.

5.3.0 Bawen HENnpMKOCHOBEHHOCTU YAaCTHOM XWU3HM U KOHMAEHUNANBbHOCTMU
nHcdpopmauuu

MHdpopmaums, koTopas byoet cobpaHa B apxuBe, B 4aCTHOCTWM Bawa IMYHas WMHgopmaums,
ABNAeTCs KOHMaeHUManbHOM N 3aluLeHa B COOTBETCTBUM C 3aKOHOM, BKNtoYasa 3akoH O 3aluuTe
HEMNPUKOCHOBEHHOCTM JUYHOW >KM3HM U 3aKkoH O TreHeTu4yeckon WHgopmaumm ot 2000 .
3aBegyowun/-as  apxmBom ob6s3aH/a no3aboTUTbCA O BCEX BblENEepeYnCneHHblX Mepax,
HeobXoAMMbIX ANS COXpaHeHUs KOHdUAEeHUManbHOCTU MHopMauuu, a Takke Ans Toro, 4ToObl
HWKTO, 3@ UCKITIOYEHMEM MepcoHana apxuBa He CMOr ee npocmaTpuBaTb MM MCMNONb30BaTh Tak,
YTO 3TO PaCKPOET IIMYHble [OaHHble OOHOopa. OTO AENCTBUTENBbHO TaKKe B OTHOLWIEHUMM U Ha
nccnepoBaTenen oyayulero nccrnefoBaHns, YTBEPXKAEHHOMO B 3aKOHHOM Mopsiake.

[oHopam He ByaeT nepenaHo 3akniodeHne pesynbTaToB. MaeHTuduumpyrowme gaHHble JOHOPOB
He NosIBATCS HM B ogHOM nybnukauuwn. Pesynbtatbl 6yayT npeacraeneHsl B 0606LweHHOM BUae, 1
He ByayT OTHOCUTLCA K OTAENbHOWN JIMYHOCTMW.

6. UHdopmauuna ana nevawero Bpaya

Byayun naumeHToOM Kakoro-nnbo MeauuUMHCKOro yypexxaeHus B HacTosileM unv byayluiem, Bawa
MeauuMHCKas kapTa He OyaeT codepkaTb HUKaKUX pe3ynbTaTOB MCCNedoBaHWA, OCHOBAHHbLIX Ha
BalLLEM NOXepPTBOBaHUM B apxuB 06pasLoB.

7. TeHeTU4YecKasa KOHCyNnbTauus U MEAULUHCKUA OCMOTP
HecmoTpsa Ha TO, 4TO Bbl M Bawa MHPOPMAUMS UOEHTUULMPOBAHbI B apxuBe, Bbl 3HaeTe U
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COornacHbl ¢ TeM, YTO Aaxe B Cry4yae BbISIBNEHUSI KNMMHUYECKN BaXKHOW AN Bac UNW Ballen cemMbu
MHdopMaLMM, NepcoHan apxvmea Uy nevawuin Bpady u/vunm uccrieaoBaTtenb HA B KOEM Crny4vae He
OyayT ¢ BamMK CBA3bIBATLCA AJ1S NPpeaoCTaBNeHUs Kakon-nnbo MeamumMHCKon MHopmMauun.
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Popma cornacus
Ona noHopa 6uonorM4yecknx oopasuos u
umHdopMauymm
6 6 Vmsa n pamunus:
C uenbio c6opa v XxpaHeHus gnsa dyayuwero [laTa poxaeHus:
MCNosib30BaHUSA B KIIMHUYECKOM MccrefoBaHuu, Mon:
BKNYas reHeTmyeckoe nccrnegoBaHue Anpec:
CoBeplueHHONeTHUE Homep TenedoHa:
(CocTaBneHo B MyXCKOM pofe, HO OTHOCUTCA K 06onm . .
www.midgam.org.il
nomnam)

Tema apxuBa: c6op 1 xpaHeHue buonorunyeckmx o6pasuos n MHdopmauumn B apxuee, B Lensax dyayuiero ncnonb3oBaHusa B

KINUHMYECKOM UccrneaoBaHWW, BKOYasa reHeTM4eckoe uccnegoBaHume.
A noateepxpgato, 4YTO nomyyun wuHdopmaumio o6 apxuBe 6uonormveckux 06pasuoB, MNpouYMTan M MOHAN CONPOBOAWTENbHLIN
pasbAcCHUTENbHBLIM NUCTOK. [lognuceiBas daHHyto dopmy corfacus A Ao6poBOSibHO cornawatck 6e3Bo3Me3gHoO nepefatb OCTaToOK
obpasuoB, KoTopble B fwbom cnydyae OyayT ydaneHsl BO  BpeMsi  MeAMUMHCKOM  npouedypbl, a Takke obpasuos
KPOBW/CIIOHBLI/MOYN/KOXW/APYTMX MOMX TENECHbIX XUAKOCTEN, ANa 06paboTkn U XpaHeHus B BUAE 3aKOAUPOBaHHbIX 00pasLoB B apxuBe.
Bce Bbllen3noxeHHOe OCYLLECTBMSETCS C Lenbio NPOBEAeHUs MCCRedoBaHWI, Mocre TOoro, Kak OHW OyayT yTBepXAdeHbl B 3aKOHHOM
nopsgke.. Llenb apxvBa - B Oyadywiem nO3BOMUTbL MCCMEeAOBAaTENAM YMy4ylUTb AMArHOCTUKY W neyeHne 60nbHbIX, CTpagarolmx
pasnuyHbiMK  3aboneBaHnsMK, BbISBUTbL (DAKTOPbl OKpYXXaloLlen cpedbl WUNu reHeTndeckue akTopbl, CMocobHble NOBMMATL Ha
npeapacnonoXeHHoCTb kK 3aboneBaHnsM Unu Ha Bbi3biBaHWe BonesHen Unu Ha Nyt pa3sutnsa 6onesHen n Ha peakumio «6onbHbIX» KNEeToK
Ha pa3Hble METOAbI NeYeHuns.

£ 3Ha u cornaceH Ha TO, YTO 51 HE MOMYyYY HUKAKMUX NMUYHbBIX Pe3ynbTaToB UMW NIMYHOW BbIrOAbl B pedynbTaTe 6e3Bo3Me3fHON nepeaayu
obpasua, 1 YTO 9 HMYEero He OOIMKeH NnaTuTb 3a 6e3Bo3me3Hy0 nepepady obpasua B apxmB. MHe M3BECTHO, YTO MOE pEeLLEeHUE O TOM,
nepenasatb N 6e3Bo3me3fHO obpaseL, B apxXvB UMK HET, HUKOUM 06pa3oM He MOBMMUSIET HA PELUEHUs], CBA3aHHbIE C MOUM JIEYEHMEM UNN
neyYeHneM 4rneHoB Moen ceMbu. A Mmeto npaeso B N06O MOMEHT OTMEHUTb CBOE MOXEPTBOBaHMe, 0OpaTUBLUNCH B NMMCbMEHHOM BUAE K
3aBefyoLemy/-eil apxmBoM, 1 yKasaB, YTO S He xenato, YTobbl 6e3B03Me3aHO NepefaHHbI MHOM 06pa3sel, Obin UCNONb30BaH.

MHe n3BecTHO, 4TO OTMEHa MOero cornacusi noenedet 3a cobon yganeHne Bcer Moen NNYHON N MeQULMHCKON MHAOpMaunn 13 apxuea,
nepegady obpasuoB TKaHW M3 apxmBa B WHCTUTYT NaTonorMv npu MELUUMHCKOM LEeHTpe ANs Haafexallero XpaHeHus, a Takke
YHUYTOXEHUE OCTanbHbIX MOMX OOpa3uUoB MMetWMXca B apxvmBe. Bmecte ¢ Tem, Mou obpasupl, yxe nepefaHHble uccrnegoBatensam go
Moero obpalleHunsl, HEBO3MOXHO ByaeT pasbickaTb.

CBoell nognucblo s gak cornacue Ha WUcrnosfib3oBaHWe Moux 6uonormyeckmx obpasuoB (BkMoYasi HacrneACTBEHHbIM maTepuan) u
MeaMLIMHCKON UHOopMaLunm B 0400pEHHbBIX B COOTBETCTBMU C 3aKOHOM MCCMNE0BaHMAX, a Takke st ako cornacue Ha To, YTo MHe He byaet
npegoctaBneHa kakasi-nubo meguuuHckas uHdopMaums, obHapyXeHHas B Xo4e WCCnefoBaHW, B KOTOPbIX OblM MCMOMb30BaHbI
©e3B03Me3gHO nepedaHHble MHON 06pasLbl.

A Takxke, 5 cornaceH Ha T0, YTo (moxanytcma, omMembme me 8apuaHmbl, Ha KOMOPbIE 8bl CO2/1aCHbI):

[] PaboTHukM apxuBa u/unu nccrnegoBaTeny NPUroTOBAT M3 Moero obpasla «6eccMepTHbIe» JNIMHAM KIEeTOK, TO eCTb pasMHOXaT 4acTb
KMEeTOK TKaHU /UM KPoBU, YTOBbLI NPOAOIIKUTE NONb30BaThcs 06pasLamMm B UCCneoBaHUsAX No Mepe HeobXoAMMOCTH.

[] Pa6oTHukn apxusa w/vnu uccneposateny 6yayT BbipalMBaTh KNETKU M3 MOUX TKAHE!N B NOAOMbITHLIX XKMBOTHBIX, C LIeNblo pa3paboTku
KOHKPETHbIX BUAOB nevyeHnsi 3abonesaHuni.

[] £ Takke paspelualo UCMonb3oBaHMe GMonormyecknx o6pasLoB, B3sAThIX Y MeHs B NMPOLUSIOM B XO4e AWMAarHOCTMKM / MOEro neyeHus, u
HaxXoOSALLMXCS B apXMBE MHCTUTYTa naTtonorum npu 6onbHuue.Vcnonb3oBaHme OyoeT OCyLWECTBNATLCA AN Tex xe notpebHocTeln u B
TeX Xe uensx, 4nsa KoTopblx 8 cenvac cornacurncst 6e3Bo3mesaHo nepegatb obpasel 1 Ha TEX Xe YCIOBUSIX, @ TaKKe Npu YCIOBUM, YTO
B apxvuBe MNaTonorMM XpaHUTCA AO0CTaTOYHOe KonuyectBo obpasua, 4tobbl nocne 3abopa HEKOTOPOW €ro 4YacTm MOXHO Oblro
BOCMOMb30BaTbCA NATONOMMYECKNM MaTepuanom, eCnm MHe 3To noHagobutca B Gyayuiem.

Nms (uma n pamunnuns) Homep yaocToBepeHns NMYHOCTH lop poxpeHus
[arta nognucu Moanucb
Mms nevallero Bpaya BonbHW4Has kacca Anpec otaeneHus

3asiBneHue nuua, obpaliaroLerocs ¢ npocL601 o 6e3Bo3Me3aHON Nnepeaaye B MEAULIMHCKOM LeHTpe:

[aHHoe cornacue ObINo AaHO NaUMEHTOM MOCHe TOro, kak s1 06bACHWUN OOHOPY BCe BbilLleyka3aHHOe. A Takxe, s y66,EWIJ'IC$| B TOM, 4YTO
AOHOP npo4uTan pa3'bF|CHI/ITeJ'IbeII7I JINCTOK ” (*)OpMy I/IH(*)OpMI/IpOBaHHOFO cornacua un, 4YTo Mou yCTHble 00BbACHEHUSA ObInK npaBuUNbHO UM
MOHATHI.

Mms npepocTasnstowero o6bsicHeHne:
Moanuch n nevaTb NPeaoCcTaBNALLEro 00bACHEHME: HaTa:
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