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Pa3zbAcHuTenbHaa uipopmauuma K popme
MHPOPMUPOBAHHOMO COrNacuA

ba3a AaHHbIX «TUMNA NAMEXKAP™)

34paBCTBYNTE,

Bam npegnoxunnmn caatb 06pasubl Bawero 6uonornyeckoro Matepmana anAa
nccnenosaTenbckoro npoekTa «TUMA JIAMEXKAP™ - kanna onA nccnegoBaHUA,
€0343HHOro iccnegoBaTeNbCKUM MHCTUTYTOM CAYHKObl 300p0BbA Makkabu
(nanee - Makkabw).

06pa3ubl, CObpaHHbIe B 6a3e AaHHbIX OT BCEX AOHOPOB, byayT MCMNO/b30BaTbCA
ONA HAYYHbIX, MEAULNHCKMX N FeHEeTUYECKMX MCC1eA0BaHWIA, KaK B HACToALLEe
BPeMA, TaK 1 B byayLLem.

B naHHoM 6poLutope Bbl HanaeTe NoApobHbIe 06 bACHEHNA 0 633€ AaHHbIX. BarHO,
4YTO6bl Bbl MOHMMANK, YTO NpeacTaBNAeT COHON NPOEKT U KaKOBbI ero Lenu,
4YTOObI Ballle peLlieHe NPUHATL B HEM y4acTue 6bI/10 0CO3HaHHbBIM, 064YMaHHbIM
1 [,O6POBOSIBbHBIM.

MoManyncTa, BHUMATEIbHO NPOYTUTE 3TY PA3bACHUTENbHYIO MHGOPMAaLUNIO.
Bbl MOreTe 334aTb Ntobble BONPOChHI NpefCcTaBUTesNto NMPOEKTa, KOTOPbIV K BaM
obpaTunncs.

Ecnv Bbl pelunTe CTaTb YacTbio NpoekTa «TUMA JTAMEXKAP™», noxanyncra,
3aMN0/HNTE BalUM AaHHble 1 NOCTaBbTe BALLY NOAMNUCH B COOTBETCTBYIOLLEM
MecTe B popMe MHPOPMMPOBAHHOIO COrNacus.

[nA nonyyeHuA AONOAHUTENbHON MHPOPMALUM ULLUTE
«TUNA NAMEXKAP™» B Google unu cBAXuUTecb ¢ HaMn No
3NeKTPOHHON noyTe: tipa@mac.org.il nan no TenegoHy: 03-7462000
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YT0 TaKoe MeaULMHCKOe uccnenoBaHue?

Llenbto no60ro Hay4HO-MeANLMHCKOro UCCe40BaHNA ABNAETCA pacLUMpeHue 1
Pa3BUTUE CYLLECTBYIOLLNX HAYYHBIX 1 MEAULIMHCKNX 3HAHWI C LieNbIo NOBbILIEHWA
YPOBHA MeANLIMHbI B ByayLLieM. MoBbilLeHWe YpoBHSA MeauLHbl 6yAeT 4OCTUrHYTO
nyTem COBEPLIEHCTBOBAHWA AMArHOCTUKM 3360/1€BaHNUIA, METOAO0B fIeYeHUs U
NPOGUNAKTUKM Pa3BUTUA 33601€BaAHNIA. YeM fy4llie Mbl MOHMMAeM NMpPUYMHDI
Pa3BUTUA 3360/1€BAHNMA, U KaKUM 06P330M €ro NevnTb, TeM 3GGEKTUBHEE Mbl
MOMEM 06/1erynTb CTPaAaHNA NaLNEHTOB.

MeanuUMHCKMe NCCNeaoBaHNA MOryT MPOBOAUTLCA, K NPUMEPY, My TEM Ha3Ha4YeHWA
HOBOrO NpenapaTta naumeHTam. pyrum cnocobom NpoBeAeHUA NCCNea0BaHUN
MOMET BbITb reHeTUYECKOE TECTUPOBAHWME. [eHbl, KOTOPbIE Mbl yHAaC1e40Ban OT
HaLWWX poanTenein, He TONbKO ONpeaenAlT UBET H3LUNX r133 U BHELUHOCTb,
HO M Halle 340pOBbe: OHW MOryT MOBLICUTb PUCK 3360M1eBaHMA N HA0HOPOT,
33LWMTUTb HAC OT Pa3BUTMA BoNe3HN.

CerofHA Mbl 3HaeMm, YTo TecTupoBaHue OHK no3BonAeT, HanpuMep, 3HaTb,
CYLLIECTBYET M Y KOro-TO PUCK Pa3BUTUA onpeaeneHHbiX BUAoB paka. OgHu
reHeTnYecKmne M3MeHeHVsa MoryT 6bITb YHAC/1eA0BaHbl 1 PaCNPOCTPaHeHbl cpean
noaen n3 oHoM ceMbu, ApYrue e YHUKaNbHbl 4718 Kar/40oro YenoBeKka u He
ABNATCA HACEACTBEHHbIMN.

B MeaVUMHCKMX NCCNefoBaHMAX, UCMOMb3YIOLWNX FEHETUKY, MPOBOAATCA aHaN3bI
OHK y rpynn nogen anAa n3yyenna B3aMMOCBA3N Meay HaLLEN reHeTUKOM 1
HaLLMM 300pOBbeM. M3yyeHne 3Tol CBA3M BaXKHO HE TOMbKO A/1A UCCea0BaHNA
Pa3BUTUA 33601€BaHNI, HO M 4N1A NOHNUM3HNA, NoYeMy 0AMH NPenapaT 3PGERTUBHO
NeYnT 0HOr0 Ye0BEKa, @ Ha APYroro YenoBeka BoobLLe He BaMAeT. o mepe
HaKOMNEHNA reHeTUYECKNX 3HAHNIN MOMHO byaeT nogobpaTb oNTMManbHoe
neyeHne ANA KarK/a0ro YenoBeKa B COOTBETCTBUM C €r0 UMW ee reHeTUYeCKUM
npodunem. IToT BUA MeaNLUMHbI, KOTOPbIV ByaeT 0CHOBaH B byAyLLIEM H3 FEeHETUKE
KaXO0ro YenoBeKa, Ha3blBaeTCA «NepCOHaNN3MPOBAHHOM MeaULIMHOM.

Jlloboe MeanUMHCKOe nccnenoBaHme noboro poaa A0MHKHO bbITb CHaYana
onobpeHo KoMuTeToM No 3TKe. KOMUTET MO 3TUKe, TaKKe M3BECTHbLIN Kak
XeNbCUHKCKNI KOMUTET, COCTOUT U3 CTapLINX Bpader 1 npeacTaBuTenen
06LLEeCcTBEHHOCTW. KOMUTET AENCTBYET OT MEH MUHUCTEPCTBA 34P3aBOOXPaHEHNA
N OTBEY3ET 3@ U3YYeHNe ITUYECKNX aCNEKTOB MeaNLMHCKNX NCCNef0BaHUNA.
KomuTeT ABNAeTCA He3aBMCMMbIM OPraHoM, KOTOPbIA NPU3BaH 3aLMLaTb
npaBa, 6€30MacHOCTb W 6Aarononyymne y4acTHUKOB UCCNenoBaHnA. KomuteTt
PaCcCMaTPMBAET Kar bl 3aNpoC Ha UCCe0BaHNe, U TONIbKO OH MOMET AaTb
0406peHVe Ha ero peannsaunto.



KaKkoBa cBA3b 6a3bl 6Uonorn4yeckux o6pasuos ¢
MeAULUHCKUMU UCCNesoBaHUAMN?

MpoeKT «TUMA TAMEXKRAP™» M03BOINT NCCEO0BATENAM NPOBOANTb KIMHNYECKME
NCMbITaHWA 471A NOYYEHNA OTBETOB Ha BOMPOChI, KOTOPbIE Mbl 34eCh ON1cani. Mol
co3aaem 633y AaHHbIX, YTOObI 06/1erYMTb NMPOBEAEHNE MeAVLMHCKMX UCCIeA0BaHUI,
cobmpan 61Mo0bpa3Lbl pa3HbIX NoAer BCex BO3PacToB, 60/bHBIX 1 300POBbIX, KOTOPbIE
3NV CBOe COrnacue Ha cAady CBoero bromateprana B 6a3y AaHHbIX. Caenas 06pasupl
OOCTYMHbIMX 33PaHee, MOHO NPOBECTM MHOMO UCC/IEA0BAHMIN MO Pa3/INYHbIM
npegmMeTam 1 60ne3HAM: Ha PaK, Ha 60/1e3Hb MapKMHCOHA, Ha PE3NCTEHTHOCTb K
NeKapCTBEHHbIM CPeACTBaM M MHOroe Apyroe. Taknum 06pa3oM, 6a3a [aHHbIX BHeceT
HeoueHVMyIo NenTy B 060ralleHne MegnUMHCKINX 3HaHUIA 1 MO3BONUT B byayLLem
BPaYaM NMPUMEHATb HaKOM/IEHHbIE 3HaHWA NPY TeYEeHN M3LMEHTOB.

Kak 6yaeT pyHKUMOHNPOBATb 6333 AaHHbIX «TUMA
NAMEXKAP™»?

Ba3a aaHHbix «TUMA JTIAMEXKAP™y npeacTtaBnaeT cobom brnopenosntopuii, B
KOTOPOM B CMEeLMarnbHO CO3[aHHbIX YCI0BUAX XPaHATCA 06pa3Libl brioMaTepurasnos,
npefHasHaueHHble AnA byayLiero NCnonb30BaHWA. Hamu byayT cobpaHbl pa3inyHble
6ronornyeckie 0bpasLbl, TaKME KaK KPOBb, TKAHW U ApYyrue BUoNornyeckme
HMOKOCTN. Mbl byaem cobnpatb 06pasLbly 60/1bHbIX M 340POBbIX N04EN, U3 BCero
Y1CN3 KNMEeHTOB MaKKabw, 1 Bce CObpaHHble B1onormyeckie 06pasLbl MOryT 3aTeM
MCMONb30BaTbCA ANA MeAUUMHCKMX NCCNefoBaHni. ViccnegosaHna 06pasLoB
6yayT NPOBOAUTLCA C UCNOMb30BAHMEM PA3/INYHBIX TEXHOMOMMIA, HEKOTOPbIE 13
KOTOPbIX CyLLECTBYIOT CEroaHA, TaKMe KaK Mo/IHOe CEKBEHNPOBaHMeE reHoMa (Ha
aHrNMnMcKom: whole genome sequencing), T.e. YTeHWe BCero reHeTU4eCKoro Koaa,
NN C MOMOLLIbIO HOBbIX TEXHOMOMMIA, KOTOPbIE eLLlle He CYLLIeCTBYIOT CerogHA U1
6yayT aKkTyanbHbl BO BpeMA byayLymnx nccneoBaHui. ToNbKo 3TUx 06pasLoB
He0CTaTOYHO ANA OCYLLEeCTBNEHWA MeANUNHCKMX MCCNef0BaHWA. [nA rnyboKoro
N3y4eHnA HeobXoANMO TaKHe NOAPOOHO Y3HATb O COCTOAHMM 300POBbA OHOPOB.
3Ta HHOPMAaLNA MMEETCA B BaLLEN MEANLIMHCKOM 3anncn B MakKabu.

O6pasubl B npoeKkte «TUMA JTAMEXKAP™y 6yayT XpaHUTbCA B
3aWndPOBaAHHOM BUAE, 1 He ByayT COAEPHaTb NepCOHANbHYI0
nHGopmaumio. ToNbKO B TOM Cly4ae, Koraa UccnefoBaTenb
3ax04eT UCMOMb30BaTh OnpeaeneHHble 06pasLbl B LienAx
1CCNenoBaHNA, Kod byaeT CBA3aH C MeAVLMHCKOM 33MMChIO.
JTa cBA3b bydeT ocCyLleCcTBNEeHa ANA U3BeYeHNnA
MeNLIMHCKON MHGOPMaLMI, OTHOCALLIENCA K 06pa3LiaM,
BbI6PaHHBIM A1A MCCNeA0BaHA, U AaMe Toraa, nocne
V3BIEYEHNA COOTBETCTBYIOLLIEN MHOOPMALWN, B PyKax
1CCNeoBaTeNA OK3HETCA 3HOHUMHaA MHGOPMALINA,
He Hapylawlwaa KOHOUAEHUMANbHOCTb U
MPUBATHOCTb NaumMeHTa. JaHHble, 1peA0CTaBNeHHble

B 3TOM BMAe, H3a3blBaTCA BblOPaHHbIMMU
[3HHBIMU, TO eCTb A3HHBIMM, U3 KOTOPbIX YAANEHa
naeHTMGUUMpYoLLAaA MHGopMaUmWA (ganee B pasaene
"CoxpaHeHue KoHbnaeHUmManbHoCTH").
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Llenu 6a3bl AaHHbIX

Llenbto cocTasneHnAa 6a3bl 4aHHbIX, COBPaeMblx B pamKax NpoeKTa «TUMA JTAMEXKAP ™y
ABNAeTCA cH6Op M XpaHeHne BUONOrnYecKkmMx 06pa3uoB 1 MX UCNONb30BaHNE B
1CCnenoBaTeNbCKMX LienAx. Kak OnmMCcaHo BbilLe, UCCNe[0BaHWA TakMe byay T NPOBOANTLCA
C MCMONb30B3HNEM MeANUMHCKON MHDOPMALIMN, XPaHALLENCA B MeAULIMHCKOM 3aMMcu.
CoyeTaHmne 61006pa3LOB N MEAULMHCKOM MHOOPMaLMN NO3BOUT UCCNEL0BATENAM,
KaK B MaKKabw, TaK 1 3a ee Npefenamu, NPOBOANTL UCCNeA0BaHVA, MPOABUratoLLmne
MEeMLMHCKYIO HayKy. Tloboe nccnefosaHue, NnposeaeHHoe C 1Cnob30BaHneM 6asbl
[aHHbIX, KK 1 Ntob0oe Apyroe MeanLMHCKOe NCCnefoBaHue, byaeT NPOBOAWTHCA TONbKO
noc/e TOro, KaK OHO byaeT 0406peHo KOMUTETOM M0 3TUKE (XeNbCUHCKUM KOMUTETOM).
ViccnenoBaHyA C MCNonb30BaHMEM 633bl 4aHHbIX Byay T BEINOAHATHCA B CNEAYIOLLUX LENAX:

1. V13yveHne GaKTOPOB prCKa Pa3BUTMA 33601€BAHNIA.
2. OBbHapyHeHne rpynn HaceneHuna, NoaBepHEHHbIX PUCKY Pa3BUTIA 33601€BaHUA.
3. O6HapyHeHME PaHHNX NPU3H3KOB Pa3BUTUA 33001E€BaHNA.

4. V/13y4eHne pe3nCTeHTHOCTM WK YyBCTBUTENBHOCTY BOMbHBIX U 300POBbIX KNETOK K
Pa3/INYHbIM METO3M NeYeHUA.

5. MiccnenoBaHvie apyrix 3a601eBaHui.

6. Mllobble byayLme nccnegoBaHna, KOTopble byayT H3ANEHALLMM 06p3a30M 0406peHD
Komutetom.

Kto 6yaet yyacTtBoBaTb B 6a3e AaHHbIX, U KaK 3To byaeT
npoucxoauTb?

BaM, KaKk 4neHy Makkabu, npegnaraeTca caaTb buonornyeckne obpasubl A
MCNONb30BaHNA B UcCNeaoBaHWAX. ObpasLbl BCex Mtoden, KoTopble 406p0BOIbHO
COrNacuANCh CAaTb CBOM BromaTtepuan 1 nognucanu Gopmy MHGOPMUPOBAHHOMO
cornacua, byayT XpaHUTbLCA COBMECTHO B 6a3e AaHHbIX. 06pa3ubl byayT cobnpatbca
Ha NPOTAMKEHNM BALLIEN HIM3HW B PAMKaX 06bIYHOM0 NoCeLLeHNA 0TAeNeHnA MaKkKabu.
To eCTb, ec/I1 Bbl AaANTe CBOE COrNacue Ha y4acTyie B MPOEKTE, TO, NPUAA B OTAENEHVE
MaKKabv ANA CA34M KPOBW H3 @HaNM3 MO HAMPABEHMIO BaLLero BpaYa (T. e. Koraa Bbl
B 1I0H6OM Cyyvae npuxoauTe B oTaeneHne Makkabw), y Bac byaeT npovsseaeH 3a6op
KPOBW A11A 3aH3a133, Paav KOTOPOro Bbl MPULLINK, @ 3aTeM, Ta e CaMan 1rna, KoTopan
yKe BBEAEHa B BaLLY BEHy, bydeT 1Cnonb30BaHa A71A A0MNOAHUTENbHOr0 3a60pa KpoBy
(Hanpumep, eLLie 0AH3 NPOBMPKA EMKOCTbBIO, COOTBETCTBYIOLLYI0 MPUMEPHO 3 CTONOBbLIM
NOMKaM). PasnnyHble 06pasubl, KoTopble byayT CObpaHbl B yHPEHKAEHMAX rpynmb
MaKKkabu, byayT nepeBeeHbl ANA XpaHeHUA B 6a3e AaHHbIX. Bce npeaocTaBneHHble
06pa3Lbl byayT HAX0AUTLCA NOA OTBETCTBEHHOCTbIO MaKKabu 1 B ee PaCMOPAHKEHNIN.

[Ao6poBonbHOe y4acTue

Yyactume B uccnegoBanum «TUMA JTAMEXKAP™y aBnnaeTcA 006pOBOMbHBIM, U Bbl B
noboe BpeMA MOMETe 0T03BaTb BaLL 06pa3el) (NpoLeaypa 0T3bIB3 OMNC3HA HUMKE).
CaMm no cebe BaLL BKNA/ HUKAK He MOBNMAET Ha NpeaoCTaBNAeMOe BaM MeAULIMHCKOe
06CyKVBaHMeE. Bbl He NoNyymMTe 33 CBOE YHaCTNE HUKAKOro AEHEHHOr0 BO3H3rpam aeH!A
NAN UMYLLIECTBEHHOMO NPaBa, KOTOPOE MOMET BO3HMKHYTb MO pe3ybTaTaM /1iobbix
ByayLNX NCCNeaoBaHWA UM X NOCNeACTBWIA. Balle cornacue Ha A40H6POBObHYIO
€34y 06pa3LoB - 3TO Ballle COrnacue Ha 6e3B03Me3AHbIN BKN3A BO MMA MPOABUHEHA
MEeAVUMHCKYX UCCNe0BaHWI. VI3MeHeHVA B MeAMUMHE, KOTOpble MPon30/ay T B byayLlem
B pe3ynbTrate UCCNefoBaHUI, NPOBEAEHHbIX H3 0CHOBe 633bl A4aHHbBIX 61M006Pa3L0B,
6yayT NCNoNb30BaTbCA ANA YYYLLIEHWA MU3HW Ntogen B 3panne 1 Bo BCeM MUpe.



Co3paaHue 6a3bl 4aHHbIX U UCCNEeA0BaTENbCKAA
[eATeNnbHOCTb

MaKKabn - HEKOMMepYeCKanA OpraHM3auma. B cooTBeTCTBMM C 33KOHOM O
HaUMOHa/IbHOM MeAMUMHCKOM CTPaX0BaHWUM K3 bl HunTenb 3panna nmeet
NPaBo Ha NosTyyYeHVe MeAULUMHCKMX YCyr NOCPeaCTBOM OAHOM U3 60/IbHUYHBIX KAcC
no CBOEMY BblbOpY, AENCTBYIOLLNX KaK HEKOMMEpYECKMe yuperaeHna. Kop3nHa
YCNYr, KOTOPYIO MOSYHaeT Kar bl rPardaHVH, YCTaHOBEHa rocy4apCTBOM, 1
GUHAHCMPOBaHVIe NepeBOAMTCA B KaHOYI0 KaCCy 13 roCyAapCTBEHHOMO broaMHeTa u
CPpeacTB HaNOroob/10MeHNA H3 30P3aBOOXPaHEHNE, B COOTBETCTBUM C KONIMYECTBOM
33CTPAX0BAHHbIX MParKAaH B Kar40M 6ObHNYHON Kacce.

ABNAACL HEKOMMEPYECKMM yuperkaeHeM, MakKabu JOMHKHaE CaMOCTOATENbHO
MOKPbIBAaTb PACX0abl, CBA33HHbIE CO CBOEW TEKYLLIe AeATEeNbHOCTbIO. 3TO OTHOCUTCA
N K co3aaHuio npoexTa «TUMA JTAMEXKAP™xy: co34aHve NpoeKTa ABNAECTCA C/IOHHbIM
NpoLieccoM 1 TpebyeT TEXHONOrMYeCKon NHPPACTPYKTYPbl, COOTBETCTBYIOLLIEN
OU3NYECKON MHPPACTPYKTYPLI Y TPEBYET BIOMEHNA HOMBLLION0 KONMYeCTBa PECYPCOB.
OcyulectBneHue npoexta «TMA JTAMEXKAP™y 0CHOBaHO Ha MOMepPTBOBAHUAX,
NpeAHa3Ha4YeHHbIX CKAIOYUTENbHO A4AA 3TON Lenu (@ He 13 GOHO0B KaCCbl).

[1nA nofaepaHnAa AeATeNbHOCTM NPOeKTa byayT NPOBOANTHCA COBMECTHbIE HAY4Hble
nccnenosarna. COTpyaHUYECTBO ByAeT OCYLLECTBATLCA C UCCIEA0BaATENbCKAMM
rPynnamu, LieN KOTOPbIX COOTBETCTBYIOT LieIAM NMPOEKTa (yyullinTb AM3rHOCTURY
1 NeYeHne NauMeHToB, CTPAA3IOLLMX PA3INYHBIMM 33601€BaHNAMN U T. 1.).

3Tn UccnefoBaTenbCKme rpynnbl yayT COOPMMPOBAHDBI KaK B PaMKax MaKkkabw,
TaK 1 33 ee nNpefenamu, BRIYaA aKafeMUYeckme yYperaeHNA N KOMMepYecKue
OpraHn3auunm B 13panne unm 3a pyberom. Karmaan nccnenosatenbCKan rpynna byaet
bUHAHCMPOBATL PAcxoAbl H3 CBOW UCCNeA0BaHWA. TaknM 06pasoM, 3TU CPeacTBa
MO3BOMIAT MPOJO/IHKEHNE CYLLIECTBOBaHNA 633bl AaHHbBIX AN1A ee UCMOMNb30BaHWA B
Lenax JanbHenwmnx nccnefoBanHunii.

Balue cornacue Ha BHeCeHWe BaLLMX 06pa3LoB B 6a3y A3HHBIX BaXHO, MOTOMY YTO,
4yeM HosbLLe yHACTHUKOB byaeT B 6a3e AaHHbIX, TeM bonee 3hpPerTBHOM OHa byaeT
ONANpoBefeHVA 60nbLLero KoNM4eCTBa NCCe0BaHWN, U byaeT cnocobCcTBOBaTb
NPOABUHKEHMIO MeaWLMHbI B I3panne 1 Bo BcemM Mupe.



CoxpaHeHune KOHPUAEHUNANBbHOCTU

MpoeKT «TUMA TAMEXKAP™y COOTBETCTBYET BCEM CYLLECTBYIOLLMM MPaBuiam n
NONOMEHNAM 38KOHA, KaCAIOLLIMMCA CUCTEMbI 30P3BOOXPaHEHIA, BKIOYAA 0becneyeHme
nNpodeCccMoHanbHbIX YCI0BUA XPaHEeHNA B1oNornyeckmx 06pasLoB 1 COXPaHEHNE
KOHOMAEHLMANbHOCTW BCe MHGopMaLmW. CBegeHVA 060 BCeX yHaCTHUKaxX 633bl AaHHbIX
KOHOWOEHUMAbHBI W 33LLIMLLEHBI 3aKOHOM, B Y3CTHOCTW, 33KOHOM O 3aLLMTe Y3CTHON
MM3HU U 33KOHOM O reHeTUYeCKon MHGopMaLmn.

06pa3ubl byayT COXpaHeHbl B 633e AaHHbIX B 3aLLMGPOBAHHOM BUAE, HE COAEPHALLIEM
naeHTMGUUMpYIoLLYI0 MHOPMaUMIo. B paMKax MCCneoBaTeNbCKon AeATeNbHOCTY B
633e AaHHbIX byaeT coxpaHeHa KOHOWAEHUMANbHOCTb BCe BaLen MMYHON MHGOPMaLINK,
[aeTanei NpefoCTaBAeHHbIX BaMX 06pa3LoB, BaLLEN MeanLMHCKOM MHOPMaLIn 1
reHeTNYeCKon MHGOPMaLIMK, COBPaHHON B Xo4e 1ccneaoBaHunA. Jltobana MHdopmMaums,
KOTOpaA bydeT MCNoAb30BaTLCA ANA UCCNeA0BaHNA, TaKKe byaeT 3aWndpoBaHa,
1 He byaeT CoaepHaTb NepPCOHaNbHbIX AaHHbIX. TakaA MHOOPMaUMA Ha3biBaeTCA
nenepcoHanu3anposaHHo (DEIDENTIFIED), To eCTb 33LUMGPOBAHHOM 1 He COAepHaLLIEN
NAEHTUOULMPYIOLLINE NNYHOCTb A3HHbBIE, TAKME KaK: UMA, AEHTUOUKIUMOHHbIN HOMep
nappec. TonbKo oTAeNbHbIe PaBOTHUKM 13 633bl AaHHbIX «TUMA JTAMEXKAP™y cMory T
npW He0bX0AMMOCTY CBA33Tb BALLy IMYHOCTb C 06Pa3LaMK.

BaHO eLle pa3 nog4YepKHyTb, YTO TONBbKO MCCNeA0BaHNA, OOMHHBIM 06pa3oM
0A06peHHble KOMUTETOM M0 3TVIKE (XeNbCUHKCKM KOMUTETOM), KaK OMMCAHO B Ha4ane
3TOV Pa3bACHUTENbHON MHGOPM3LIK, MOrYT bbITb MPOBEAEHBI C MICMOIb30B3HNEM 633bl
bronorndecknx obpasuos «TUMA JTAMEXKAP™», XeNbCUHKCKMA KOMUTET ABNAETCA
KOMWTETOM MO 3TVKe, COCTOALLMM U3 BPaYel v NpeacTaBuTenen 0bLecTBeHHOCTHY,
KOTOpbIe peLuatoT, 0406PATL M NCCNe0BaHWA HA M0AAX. OH HeCeT OTBETCTBEHHOCTD 33
TO, 4TO BCE UCCNeA0BaHMA MPOBOAATCA C COBM0AEHNEM MP3BI ITVIKM, BK/IOHAA BOMPOC
cobntoaeHNA KOHGUAEHUNANBHOCTI 1 MPUBATHOCTU YHACTHWKOB 6a3bl rEHETUYECKINX
06pa3LoB.

MpoekT «TUMA JTAMEXKAP™y 0bA3yeTcA obecnevnTb CobM0AeHUE MOHON
KOHOWAEHUMANBHOCTW MHPOPMALIMK, BKKOY3A XpaHeHWe bronornyeckx obpa3Los.
06pa3Lbl by4yT XPaHUTHCA B CNELManbHbIX, 3aLLMLLEHHBIX XON0ANIbHBIX NOMELLEHNAX,
[0CTYN B KOTOPbIE OrPaHMYeH TOMbKO ANA PabOTHMKOB 6a3bl. 06pa3Libl byayT XpPaHUTLCA
B 33LUM(POBAHHOM BUIE B KOMMbIOTEPHBIX CUCTEMAX 633bl 06p3a3L0B. [lepcoHanbHanA
MHbOPMaLMA JOHOPOB, TO €CTb CBA3b Mexdy 06pa3uamu, 33LUMPOBaHHbIMK B H63a3e
[3HHbIX 1 MEAULIMHCKON MHGOPMaUMel A0HOPa, byaeT XPaHUTLCA 0TAENbHO 1 byaeT
33LUWMLLIEH3 C MOMOLLIbI0 COBPEMEHHbIX CUCTEM MHPOPMALIMOHHON 6830MaCHOCTH, HTObbI
06ecneynTb BaLly KOHOUAEHLMANbHOCTD. 10 3aBEepLUEHNN KaA0ro NCCef0BaHNA
0CTaBLUVeCA 06pa3Lbl byayT BO3BPALLEHbI B 633y A3HHbIX.




C BamMu MOryT BHOBb CBA3aTbCA, €CNIN B BaLLIUX
o6pa3uax 6yayT o6HapyHeHbl reHeTu4YecKue
CBUAETeNbCTBA

B pamKkax NpoeKkTa bydeT Co3[4aH CneumanbHblin MpopeCcCUOHaNbHbIN KOMUTET,
Ha3bIBaeMbI «KOMUTETOM MO reHeTUHECKOR MHPOPMAaLIMKY. ITOT KOMUTET NOArOTOBUT
CMUCOK reHeTUYeCKmX MyTauunin. Eciv B 04HOM 13 06pasLioB byaeT 0bHapyHeHa
0[H3 13 TaKMX MyTaLWIA - Mbl NpoHbopMMpyeM 06 3ToM AoHopa. CAncoK byaeT
COCT3B/1EH MNPV Y43aCTUM 3KCMEPTOB, H3 OCHOBE MEeAyHaPOAHbIX MPOPECCUOHANBHBIX
KpUTEpuWeB. MeHeTUYeCKan MyTaumna byaeT BHeCEHa B CNMCOK B TOM C/ly4ae, ecnm
3KcnepTbl «<KOMUTETa MO reHeTUYeCcKon MHPOPMAaLIMY OTBETAT MNOMOKMUTENBHO Ha
[Ba CeayoLLMX BONPOCa: 1) eCTb vy MyTaumWm CBA3b C MOABEHVEM 33601eBaHUA
N 2) CYLLECTBYIOT M NPOPUNBKTUYECKME MEPbI, KOTOPble MOrYT BbITb MPUHATDI, C
YYeTOM 33paHee MMetoLLIeNnCA MHGOPMALIM O reHeTUYeCKOM My TaLmK, 40 NOABAEHNA
60ne3HM. CrMCOK reHeTUYeCKmX MyTau i byaeT BpeMA OT BpeMeHW 06HOBNATLCA MO
NPOdECCHOHabHOMY YCMOTPEHMIO YIEHOB «KOMMTETE MO reHeTUYECKON MHGOPMALI.

BarHO, 4TObbI BbI MOHUMANM, 4TO He BCe 06pa3Libl B 6a3e AaHHbIX 06A33TeNbHO
6yayT MCNOMb30BaHbI B UCC/IEA0BAHNAX, MOCKOMbKY Ka0e nccieaoBaHue byaet
KaCaTbCA CBOE 061aCTV M B COOTBETCTBUM C HYMKA3MU UCCIeA0BaHMA. DaKTUYECKH,
NNLWb HeH0/bLLIAA YaCTb AOHOPOB rEHETUYECKMX 06Pa3L0B CMOryT MOYYNTb
reHeTUYecKyto MHdopMaLnto. B CBA3M C 3TWM, He cneayeT eNaTb HUKaKMX BbIBOLOB,
€C/IM Bbl HE NMOyYnTe reHeTUYeCKyo MHbopMaLmto. VIHbIMM CoBaMu, HeNb3A CyanTb
Ha OCHOB3AHWW TOrO, YTO C BAMW He CBA3aNNCb BHOBb, O TOM, 6bl/1 /I UCMO/Mb30BaH
BalLLl 06pa3eL} B TOM U1 MHOM UCCNeA0BaHN. B TO e Bpems, TOT GaKT, YTo C BaMu
He CBA33a/IUCb BHOBb, HE 03HAYaET, YTO Bbl HE ABNAETECh HOCUTENEM O4HOWN U3
N3y4aeMblx MyTaLMii. He Bce 06pasLibl, ICNONb3yeMble ANA UCCNea0BaHNA, byayT
N3yYeHbl A1 BCEX MEHETUYECKMX My TaLUIA B CIMCKE.

Y70 MOMHO y3HaTb Mo Bawemy AHK? Harnpumep, cywlecTsyeT v /1A BaC PUCK
33601eBaHNA, KOTOPOE MOMHO MPEAOTBPATUTL NPV COOTBETCTBYIOLLIEM HABMI0AEHNN
N NOCPeACcTBOM NPOPUIIKTUHECKOrO NeveHns. Vinn, Hampumep, cyLlecTByeT
7N KaKoe-1Mbo MeaULIMHCKOE SlIeYeHne, KOTOpoe BaM He moaxoanT? Kak 6bi1o
CKa3aHO, CMNCOK ByAET COCTaB/IEH 3KCMEepPTamu B 3TOM 061aCTK, B COOTBETCTBUM
C MeXayHapoaHbIMK KpuTepuamK. Ecamn byaeT NMpoBOAUTLCA UCCNEA0BaHNE C
MCNONb30BaHMEM 633bl AaHHbIX, KOTOPOe byaeT NCCNeoBaTb OAMH 3 MY TUPOBAHHDBIX
reHoB, MMEIOLLNXCA B CMNCKe, COCTaBNEHHOM «KOMUTETOM MO reHeTUYecKom
NHPOPMaLMM» H3 MOMEHT MPOBEAEHVA NCCNEeA0BAHWA, UCCe[0BaTeNe MONpOCAT
1cCneoBaTh 06pasLbl (He HeCyLLne, KaK Bbl MOMHUTE, MePCOHaNbHOM MHGOPMALIW)
Ha NpeaMeT NpeapacroNoHMEHHOCTN K 3aboneBaHNMto. EC B BaleM 06pa3Lie
06HapYHeHa My TaLInA, UMEIOLLIBACA B CICKeE, 3Ta MHGOpMaLIMA byaeT coobLLeHa BaM
npeacTaBuTenemM 6a3bl AaHHBIX, ABIALLMMCA 3KCNEPTOM B 0613CTV MeAULINHCKON
reHeTuKKn. IHdopMauma, KoTopasn bbl1a 06HapyHKeHa, He byaeT no6aBIeHa B BaLLy
MeAMLIMHCKYIO 33M1Cb U He ByaeT CO06LLIEHa HUK3KOMY APYroMy LY UV BPaYy B
MaKkKabw. lNocne npeaocTaBaeHnA MHGOPMaLMN HeMoCpeACTBEHHO BaM, Bbl byaete
HaMpaB/eHbl H3 FEHETUYECKYIO KOHCYbTaLMI0 B MaKKabw.

Cnenyet NoAYEPKHYTb, YTO HET HUKAKOM CBA3W MEX QY MeAULMHCKUMMI 3aMUCAMMN
nauneHToB 1 6a3om 61o06bpasLIoB, 1 MaKkKabu 06A3yeTcA He NepeaaBaTh HUKAKYIO
NHGOPMaLMIO, KOTOPasA MOMET NMOABUTHLCA B X04€ UCCNef0BaHWN, OCHOBaHHYHO
Ha MeaVLNHCKOM MHDOPMaLIMIN 1 OHOPCKMX 06pa3Lax, B MeAULIMHCKME 3aMnCK
MakKabn. YnpasneHvie 6330 06pa3L0B 0CyLLeCTBAAETCA OTAEIbHO OT MeANLIMHCKIMX
3anu1cen naumeHToB. Kpome Toro, 06HapyKeHHaA MHGOPMaLMA He byaeT AobaBneHa



B BaLUy MeOMLUMHCKYIO 33M1Cb 1 He ByaeT Co0bLLEHa HUK3KOMY APYroMy AnLy
nnv Bpady B Makkabu. 31a MHGopmaLma byneT nepefaHa HemocpeACTBEHHO Bam
CNeumannCcToM B KOHKPETHOW 06/13CTW, U Bbl ByeTe HAaNPaBAEHbI HA FrEHETUYECKYI0
KOHCYNbTaLUMI0 B MaKKabw.

BarKHO YTOYHWTL, YTO TaKasA reHeTuyeckas MHbopMauma, ecnm oHa byadeT
npefocTaBneHa BaM, byaeT MMeTb NOCeACTBIA /19 BaLLEro 300POBbA, d TAKHKE MOKET
6bITb BaKHa 414 YNEHOB Ballel ceMby. MaKKaby NpeaoCcTaBUT BaM BO3MOMKHOCTb
N3y4nTb Pe3y/bTaThl, YTO6bl MOMOYb BaM MPUHATL COOTBETCTBYIOLLIEE peLLeHme.
Kaknm 06pa3om NpoxoanTb HabOAEHVE 1 NeYeHne ABAAETCA NCKUYMTENbHO
BaLLWM peLLieHneM. OHaKO, BaHHO MPOKOHCY/IETMPOBATLCA, MPEHAE YeM MPUHMMATb
KaKne-n1Mbo peLLeHNd, Co CneumanucTaMm (CeMenHbIM BPaYoM / reHeTUHeCKUM
KOHCY/IbT3HTOM), YTO6bI MPUHATL NPABUIbHOE 417 BaC peLLeHue.

MpenmMyLLLECTBA U PUCKHU
CyLecTBYIOT N NPEMMYLLECTBA ANA YY4aCTHUKOB B 633e faHHbIX?

Ha 3ToM 3Tane HeBO3MOMHO rapaHTUPOBATb, YTO CO34aHNE MPOEKTa NN Pe3yNbTaThl
NCCNeaoBaHNI, KOTopble byayT NPOBOAUTLCA, MPUHECYT HEMOCPEACTBEHHYIO NOMb3Y
nnv byayT UMEeTb NONOHMTENbHbIE MOCNeacTBMA Ana Bac. OgHaKo, Hanbonee
B3MHbIM NperMyLLIeCcTBOM y4acTuA B npoekTe «TUMA JTAMEXKAP™y aBnAeTcA
TOT PaKT, 4TO B ByAyLLMX NCCNIEA0B3HUAX MOHKET ObITb YCTAaHOBMNEHA CBA3b MEKAyY
3360neBaHVEM, ABIEHNEM UM XaPAKTEPUCTUKON 1 ornpeaesieHHbIMU reHaM.
Mbl Hageemcs, 4To 6narofapA BallemMy 06pasuy 1 06pasLam ApyruxX y43CTHUKOB,
NCCNeaoBaTeNn CMoryT pa3paboTaTb bonee 3ddeKTBHbIE METOAbI ANArHOCTUKM
1 nevyeHnA 33601eBaHNA, YTOObI NOMOYb I0AAM B ByayLLEM.

KaK ynoMnHanocb paHee, CyLLIeCTBYET ornpeaeneHHas BepoATHOCTb TOro, YTo B
pe3y/bTaTe Ballero y4acTiA B 633€ A3HHbIX Bbl MOAY4MTe MHGOPMALIMIO O TOM, YTO Bbl
ABNAETECh HOCUTENEM MEeHETUYECKON MyTaLMW, HO 3TO KACAETCA NLLIb HE6O/bLLOrO
MPOLIEHTa J0HOPOB B 6a3e AaHHbIX. MOCKObKY Bbl 4O6POBOMBHO BHOCKTE BALLN
61006pa3Libl 414 XPaHEHUA, NpeAHa3HaYeHHbIe 4R UCMOMb30BaHUA B ByayLLnX
1CCNea0BaHNAX, Pe3yIbTaThl KOTOPbIX HEM3BECTHbI, HEBO3MOMHO rapaHTMPOBATb,
YTO Bbl MONYYNTE rEHETUYECKYI0 MHDOPMaLNIO, KOTOP3aA ByAeT MCMOMb30BaHa ANA
BaLLEro feveHus.

CyLLecTBYIOT I PUCKU, CBA3AHHbIE C y4acTUeM B 6a3e AaHHbIX?

He cyliecTByeT MegMUMHCKOro pUCKa Npu BHeCeHUM B 633y AaHHbIX 06pa3Lia
6br1onornyecKkoro Matepmana.

NpoaonKuTenbHOCTbL paboTbl NPOEKTa

«TVIMA JTAMEXKAP™s - 370 401rOCPOYHbBIN MPOEKT. Mbl XOTUM, YTOBbI OH MO3BOWN
NPOBECTWN KaK MOXHO 60/blLIEe UCCEeA0BaHUI U CNOCOBCTBOBAN NPOABUHEHNIO
MeOuUVHbI B ByayLiem.

[0 3TOV NPYYVHE He MI3HNPYETCA 3aBepLLEHE NPOEKTA, N03TOMY B GOpMe Cornacua
H3 y4aCTVe Mbl MOMPOCUAM BALLIE COrNacve Ha y4acTune, HeorpPaHUYEHHOe BO BPEMEHN
(marke nocse BalLen cMepTn). Balum 06pa3ubl U COOTBETCTBYIOLLAA MHGOPMALMA
6yayT XPaHWUTLCA 40 TEX MOP, MOKA OHa He NepecTaHeT bbITb NOIE3HON 41A HAYYHOro
1CMO/b30BaHNA WY [J0 33BEPLUEHNA NPOEKTa.

Ecnv Mbl ByAemM BbIHYMAeHbl 3aKPbiTb MPOEKT, MaKKabu peLunT, Npu y4acTum

NpodeccMoHanbHOro KOMUTETa, NepeaaThb M U KakMM 06pa3oM OCTaBLUMeCA
06pa3Libl B OPraH CO CXOMMMI UCCNeA0BATENBCKUMM LIENAMMU.



OTMmeHa y4yacTtua B 6a3e AaHHbIX

Bbl BMpaBe 0TMEHNTDL Ballle y4acTue B Ntoboe BpemA. EC/IM Bbl peLunTe Mo KaKUM-
60 NPUYMHAM 0TO3BATb BaLL 06Pa3eL| M OTMEHUTD BaLLe y4acTue B MpoeKTe «TUMA
JIAMEXKAP™y, Bbl MOXKETE OTNP3BUTL MUCbMEHHOE 33ABNEHNE pYKOBOAUTENIO 633bl
[O3HHbIX, OTNPAaBMB 3/1eKTPOHHOE COO0bLLIeHMe Mo agpecy: tipa@mac.org.il nnv vepes
CEeKpeTapuaT 0HOro 13 oTAeNeHn Makkabu, 1 BaLLI 06pa3Libl 6yayT YHUHTOKEHDI.
OgHaKo, ecnv Balw 06paseL bbin 0TAPaBAEeH Ha MCCIeA0BaHME [0 TOro, Kak bbi10
nosly4eHo Ballle 33AB/IEHNE 06 OTMEHE yHaCTINA, OH HE MOXKET bblTb BO3BPALLIEH 13
YHe Ha4aToro nccneaoBanHuA. Bee Balum 06pasLybl, 0CTaBLUMECA B 633e A3HHbIX, He
6yayT y4acTBOBATL B Aa/IbHENLLIMX UCCNeA0BaHNAX C 3TOr0 MOMEHTA.

K Bawemy ceefeHuio, B V13pane TakHe CyLecTBYeT 6333 AaHHbIX Ye10BEYECKMX
TKaHen A4nA nccneaoBaHnA «Muaramy, KOTOpanA OCYLLIECTB/IAET CBOI AeATeIbHOCTb
B YETbIPEX MeANLMHCKNX LieHTpax 13panna: Xagacca, Pambam, LLnba n Nxmnnos.

NHPopMaumA 0 AeATeNbHOCTU NPOEKT

Mbl xoTenu bbl N06A3aro43apUTb BAC 33 TO, YTO Bbl MPUCOEAVNHUANCL K H3LLEMY
NPoeKTy. 1A Hac Bbl, YeHbl MakKkabu, NpucoeavHMBLLMECA K NPOEKTY «TUMA
JIAMEXKAP™», ABNAeTeCb NapTHEPaMM B HaLLEN OeATEIbHOCTU U CTPEMNIEHU
NPOABUIaTb NCCEeA0BaHMA. Balla roTOBHOCTb 406POBObHO MPeA0CTaBNTb BaLLN
bronorndeckine 06pasLibl Mo3BOINT HAM CO34aTb 633y AaHHbIX, KOTOPAA byAeT CIYHUTb
Ba*HbIM UHCTPYMEHTOM UCC1eA0BaHMA U NO3BO/IUT NPOBOANUTbL UCCNEA0BAHUA C
Lienbto NPOABUHKEHNA MeAULNHCKNX 3HaHWI Paam Hallero obulero bnara.

Mbl Np13blBaeM BaC bbITb aKTUBHBIM YH3CTHUKOM MPOEKTa N MHTEPecoBaTbCA €ro
OeATenbHOCTbI0. NoapobHaA MHGopMaLMA 1 NoceaHe HOBOCTI 0 NpoeKTe «TUMA
JTAMEXKAP™y nybAvKYIOTCA Ha CaiiTe CyHbbl 300poBbA MakKkabu: www.maccabidu.co.il.

KpoMe TOro, KaK y4aCTHUK MPOEKTa Bbl byaeTe MeTb «/IN4HbIN KabUHET» Ha canTe
(TaKHe B MPUNOMHKEHNI), 33 AA B KOTOPbIN, MCMO/b3YA IMYHBIV M3POSb, Bbl CMOMKETE
NMPOCMOTPETb BALLY SINYHYIO UHGOPMALINIO, CBA33HHYIO C BALLIMM Y4aCTUEM B MPOEKTE:
online.maccabi4u.co.il.

[nA nonyyeHuA AONOAHUTENbHON MHPOPMALUM ULLUTE
«TUNA NAMEXKAP™» B Google nnu ceBautecb ¢ HamMu No
3NeKTPOHHOI noyTe: tipa@mac.org.il nan no TenegoHy: 03-7462000




Obpasey,

Z
@KO&M npoexr KANNA
Jlyswas rpynna 3a0posba & Uspaune AnAanccnegosaHmnA™

DopMa MHOPMUPOBAHHOrO COrnacua Ha B3ATHe 61onoruyeckux / HacneacTBeHHbIX 06 ana
B UCCNe0BaHUM

0 UC

Msi npuBeTCTBYEM Bac 1 6naroaapvm 3a comacvie PUCOEAMHUTLCA K Gaze A3HHBIX «TUMA JIAMEXKAP™y,

Mowanyvicra, 3agaite NioBbie BOMPOCH M NOCTaBLTe CBOI0 NOAMVCH TOMbKO NoChe TOrO, KaK MOYYBCTBYeTe, 4TO BaM BCe MOHATHO. O6paTTe

BHWUMaHWe, 4To ¢ODM& COAEPHNT LU KPATKOE U3/IOMEHIE OCHOBHBIX TeM, N03TOMY YTeHMe pa3bACHEHNA LI€NIMKOM UMEET BarHOe 3Ha4YeHne
/ANA NOMHOMO NOHUMaHWA,

Lenbio 6a3bl gaHHbix «TUMA NTAMEXKAP™, aenaetca C60p 1 XpaHeHe Bronoruieckux 06pa3LioB 1 MHopMALMK AnA TERYLMX W ByayLmx
ME[ULMHCKIAX UCCNIeA0B3HINV, B TOM YUCIIE FeHETUMECKVX UCCTIEA0BAHMI, M0 TaKMM BOMPOCaM, KaK BbiABNEHME GBKTOPOB Pa3BIUTIA BONE3HM
wm WHAVBUAYANbHOE Ha3HaYeHue MeAULIMHCKUX npenaparos.

Mpesae Yem noanmMcaTs 31y Gopmy, BHAMETENbHO NpoyTUTe ee COAGPIAHVIE U NPUNAraeMYIO K Heil Pa3bACHHTENbHYIO MHGOpMALMIO. : é

MHe u3BecTHo, 4To MPoeKT «TUMA IAMEXKAP™y COOTBETCTBYET BCEM MP3BIUNaM, MPe/YCMOTPEHHbIM 33KOHOM, B TOM YiCTe obecnevyerre
HAANEMALLMX YCNI0BIN XPAHEHUA BUONOrMYECKUX 06pa3L0B 1 COXpaHeHme KOHMAeHUMaNbHOCTY BCelt 1HdOpMaLK. 06pasLibl 6yayT
XP3HUTLCA B 633€ A3HHLIX B 33LUMGPOBAHHOM BUZe, 1 He byayT copepiath NEPCOHANLHYIO MHPOPMALMIO. /1063 HGOPMALIA, KoTOpaA
6yAeT Ucnonb3osaTheA A VICCNE[0BAHWA, TaKie byAeT KOHPUACHUMANLHOI 1 6YAeT NepeaaBaThea B 3aLLMPOBAHHON bopme, 1 He byget
COAEPHATb NEPCOHANbHBIE AaHHbIE (genepcoHanu3nposaHHan VHGOPMaUWA wm «DE-IDENTIFIED»). TontbKo OTAeNbHbIE PABOTHINKY 63361 AaHHBIX,
06naaaioLLye cneLmansHol HBANMGUKALIMENH, CMOryT COAMHITL MOIo TIN4HYI0 MHGOPMALVIO C 06Pa3LiaMu, eCAv B 3ToM 6ynet HeobxogMMoCT.

a ) uto " 06| cor :

® NpeaoCTaBnTL 06pasLibl, TaKMe Kak KpOBb / C/ioHa / Mova / Kan, B X0fe 06bI4HOM CA3UM aHaNM30B, ANA MEVLIMHCKIX UCTbITaHWIA.

® £l COMNaceH ¢ Tem, 4to Mou 06pasupbl byayT OTMPaBneHs! B 6a3y AaHHbIX, 4TGB! CAYMMTL TMPOABVHEHII0 HAYYHbIX 11 MEAVLIMHCKIX 3HaHMi
8 VI3panne 1 3a py6erom, C Tem, 4To6bl ynyuLLMTb AVIATHOCTUKY 1 NIe4eHYe NaLIEHTOB, CTPaAIOLLYIX Pa3NIHBIMY 3360NEBaHMAMM,

® 06pasLibl byayT y4acTBOBaTL B VICCNIE[0B3HIAX, KOTOPbIE TaKie MOrYT BKKDYaTb B CE6A UTeHMe Bcero Moero koaa [AHK v cpasHeHve ero

C MO€ MeMLIMHCKOIA 33MnCbio. Moapo6HOCTI 06 3TOM B NOACHUTENLHON MH$OPMaLIM Mo 33ronoBKoM «Kak 6yAeT GyHKLMOHMpoBaTh 6a3a
[3HHbIX...»"

®  Bce1ccneoBaHma ¢ MCnonb308aHmem 6azb! [A3HHbIX 6YAYT MPOBOANTLCA TOMBKO C 0£306peHuA KoMUTeTa N0 3TUKe (XeNbCUHKCKIA KoMmuTeT
110 3TWKe), B COOTBETCTBUM C TPE60BaHVAMIM MUHUCTEpCTBA 3ApaBoOXpaHeHna

©  Moe comacvte He 0rpaH¥|eHo B0 BPeMeHH, U A NOATBEPHAAI0, HTO OHO 6yaeT umeTb cuny nocne Moevi cmepTy,

@ £ MOry OTMeHuTb CBoe yuacTUe B 6ase [13HHbIX B M11060€ Bpems (B COOTBETCTBUN C NPOLiEAYPOIt OTMeHbl, O CAHHOI B PA3LACHUTENLHOM
MHGOPMaLWM), 1 06Pa3Libl B 6a3€ AaHHbIX 6YAYT YHUUTOMKEHbI

©®  Moe y4acTiie B 633e A3HHBIX UM €70 OTMEHE HUKOUM 06pa30M He MOBAMAET Ha MeAMLIMHCKoe 0BCAyHMBaHME, MPeaoCTaBnAeMoe MaKKatu
MHE Ul Moeit cembe,

® VlccniefoBaHA ¢ UCMonb308aH1eM 6asbl AaHHbIX 6YRYT OCYLLECTBNATLCA B COTPYAHHIECTBE C UCCNeR0BaTENbCKYMM rpynnamm, BKioYan
KaAEMUHECKIE YIPEeMEHIA 1 KOMMEDYECKYE OpraHy3aLm.

©® He Bce 06pa3Libl B 633e AaHHbIX 06533TeNbHO 6byayT ucnonb3o0saHb! 8 VICCNeA0BaHuN, 1 He BCe 06pa3Libl B UCCNeA0BaHIM 6ynyT noasepratbca
FEHETM"IECKOMy TeCTUPOBaHMIO.

®  MaKKaby He 06A3YETCA BINOMHATL W He BLINOMHATL TCTUPOBAHYE MOUX 06Pa3LOB, MepeaHHbix B 6a3y AaHHbIX «TUMA JIAMEXKAP™,
® £ B paMKax UCcCenoBaHmnA 6yaeT 06HapymeHa MHGopMaLws o TOM, 4TO A ABNAKCH HOCUTENIEM reHETUYECKOM MyTaLN C MEANLIMHCKUM

CBAMETCA CO MHOI /1A MPOBEAEHIA reHETUYECKOM KOHCYNbTaLMA. M07H3A MHGOPMALNA 06 3TOM B MOACHMTENbHON VMHGOPMaLMM M0g 33ronoBKOM
«C BaMY MOrYT BHOBb CBA3ATHCA...». OrupaeTtea, 4To Takas MHGopMaLuA 6yneT npefocTasnera uLLb HEBONbLUIOMY NPOLEHTY AOHOPOB.

®  He CfleayeT AenaTs HAKAKYX BLIBOIOB Ha OCHOBBHWTORD, UTO C BaMM He CBA3ANNCH BHOBD, 4TOGbI COOBLUMTL reHETUYECKYH0 MHGOPMALMO.

®  [pucoeauHeHme K 6ase AaHHbIX OCYLLECTBNAETCA PA/AV UCCNE0BATENbCKIX LieNel 1 He 6yeT UCronb30B3HO ANA yripasreHna VHOpMaLmeit
0 MOUX 336071eBAHIFX W/ MOEM PUCKe 3360MeTb.

® A oTKa3bIBaIOCH OT NOBLIX NPaB HA 06Pa3Lbl, KOTOPbie A nepenam. Moe y4acTve B 6ase AaHHbIX ABNAETCA AOGPOBONLHIM, C LENbio
MIPOABMMHEHIA MEAULMHI, 1 A HE MONYHY 38 CBOE YUBCTUE KKOMO-MMBO AeHEMHOM BO3HArPAMHMCHIA WM UMYLLIECTBEHHOrO MPaBa, B ToM
HUCNE KOMMEPHECKOro, KOTOPOE MOMKET BOSHIKHYTb U3 Pe3yNLTTOB MCCReR0BaHMT Wit 6YAYLUMX NIOAOB 3TUX MCCREA0BaHMI.

WmA (ma nudHoe n Gamammn) fara

-_—

Homep yaocToseperma nndHocTn

Mogwteo

[exnapauus npeactasutens NpoeKTa «TUMA TAMEXKAP™y;

Bb:weynazauuoe cornacue 6bino [A3HO AOHOPOM MOC/Ie TOro, KaK A 06BACHIN BCe BbILLEN3/I0MEHHO., 1 NOCNe TOro, Kak A ybeauncs, uto

OH MPOYMTaN NOACHUTENbHYI0 UHHOPMALIMIO 1 OPMY MHGOPMUPOBAHHOO COTMACHA 1 YTO MOV VCTHbIE 06BACHEHNA BbIN MOHATSI 1M
[LOMKHBIM 06pa3oMm.

mws Mogweo [lata

-
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