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NHOOPMAIWUA JJISA YHACTHUKA UCCIIEJOBAHUSA U ®OPMA COI'VIAINIEHUSA

HA3BAHMUME: PasBurtHe B3aMMOCBSI3aHHON N'€HETUYECKON U T€HEATIOrMUECKOI 0a3bl
JTAHHBIX

MPOTOKOJI Ne: SMGF-2008-1
[Iporokon # 20031734

CIHOHCOP: MonekynspHo-TeHeanorndeckuii o CopeHcoHa
Counr-Jleiik Cuth, FOTa
CLIA

HUCCJIIEAOBATEJIb: Cxort P. Byzasapa, nokrop unocodpun
MounexkynspHo-TeHeanorndeckuit pouna CopeHcoHa
ka6. 200,
2480 Caytr-MeiH-CTpHT
Counr-Jleiik Cuth, FOTa 84115
CIIA
801-428-1050 mmm 1-800-344-7643, gacer padotsr: 08:00-17:00

MECTO: MonexkynspHo-TeHeanorndeckuii poux CopeHcoHa
kab. 200
2480 Cayt-MeiH-cTpUT
Conr-Jlewik Cutn, FOTta 84115
CIIA
KOOPAUHATOP
HNCCJIEJOBAHUSL: VYro [lepero, 801-428-1054

Ota (bopMa Corjiali€eHust MOXKET COACPIKATH CJIOBA, KOTOPLIC Bbl HE IOHUMACTE. HO)KaJ'nyICTa, O6paTI/ITCCL K
KOOPpAWHATOPY UCCICAOBAHUA UJIN COTPYAHUKAM UCCIICAOBAaHUSA C HpOCI)6OI>’I 0OBSICHUTH JTI00BIE CIIOBA WU
I/IHq)OpMaI_II/I}O, KOTOPYIO BBEI IOHUMAETE HEAOCTATOYHO OTYETIMNBO. Bb1 MoXxeTe B3SThH HEIMOAINMMCAaHHY IO
KOITHIO 3TOM (l)OpMBI CorjialmcHuAa ﬂOMOﬁ, yTOOBI BCE O6I[YM3,TI> N 06CYZ[I/ITL C CEMbEH MU APY3bsiMU,
npexKAC 4Y€M IPHUHATH BalllC PCIICHUC.

B atoii hopme cornamienus «Bbl» Bcerna oTHOCUTCS K CyOBEKTY UCCIe0BaHUs. ECiu BBl sSBIsICTECH
oHIHaTBHBIM MPEACTABUTENEM, ITOXKATYCTa, 3arIOMHUTE, 4T0 «Bbl» oTHOCHTCS K CyOBEKTY

HUCCICOOBaHMUA.

Onucanye HccJae10BAHNSA

Bac npurnamaroT NpuHSTH y4acTHe B HAYyYHOM HCCIICIOBAHUY, IPEIHASHAYCHHOM JIJIS CO3aHMsI
OTPOMHO 0a3bl TAaHHBIX 0OBEANHEHHBIX TEHETUUECKOW U reHeanornyeckoi nadopmaruu. [lepBruuHoit
LIEJBIO 3TOM 0a3bl JAHHBIX OYJET BO3MOXKHOCTD CBS3aTh TCHETHYCCKYIO HH(GOPMAIIUIO ¢ HATUCAHHBIMH
POIOCTIOBUSIMH. JTO HAYYHOE UCCIICIOBAHNE TIPOBOIUTCS MOJICKYJISPHO-TEHEATOTHYSCKUM (JOHIIOM
Copencona (Sorenson Molecular Genealogy Foundation, SMGF), HekoMMepuecKkoii opranuzamnueid. 1o
HCCIIeIOBaHUE OYET UCTIONB30BaTh METO Bl MOJICKYJIIPHOTO TECTUPOBAHUS, YTOOBI ONPEACTUTh
TeHETUYECKOE POJICTBO MHAMBHIYYMOB U OMYJIAIUi. Jta nH(opMaius Oyaet nodaBicHa B 0a3y NaHHBIX,
IrJie TEHETHUECKUE MapKephl COOTHECEHBI C POJOCIIOBHUSIMH ceMeil. baza maHHBIX OTKpHITA IS IMUPOKOTO
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noctyna Ha BeO-caiite SMGF http://www.smgf.org 1 MOXKeT CIyKHTh BCIIOMOTaTEIFHBIM CPEJICTBOM IIPH
MOKMCKaX reHeaTornIecKoil HHpOpMAaIIH.
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Ecnu BBI pemute NpuHATh y4acTue, BaM OyJeT HeOOXO0AMMO MPe0CTaBUTh chenyromiee: (1) maHHbie o
Balllell H3BECTHON reHea oruy, BKIIOYAONIHE KaK MOXKHO OOJIbIIIe UMEH, JIaT U MECT POKACHUS, U (2)
OuooruuecKuii oopaser.

N3 Bammx kimeTox Bo3eMyT JIHK u cozmanyT reHeTudeckuii mpodwib. [ eHeTHIeCKuit mpoduib,
npou3BOAHBIN U3 Bamei JIHK, BMecTe ¢ BammM reHeaToruaeckKuM poJoCciIoBUEM OyIeT MOMEIIeH B 6a3y
nanabIXx SMGF. Bes undopmanus u 00pasis! Oy 1yT 3aK0IMPOBAHBI TAKUM ITyTEM, YTOOBI H30€KaTh Balei
MepPCOHATbHON WACHTU(UKALINH, OJHAKO CCHUIKA Ha BaIlle UMS OCTAaHETCS JOCTYITHOM IS
uccnenosarenei. Mapopmanus u3 3Toro uccieoBaHus NpeaHasHaueHa JUIsl Ipe10CTaBIeHIs
TeHeaJIOTMYECKUX YCIIyT, BKIIOYas ONpeAesieHHe CITI0COO0B MUTpAIHid CEMeH 1 TeorpaduIecKoro
MPOUCXOXKICHHUS.

IIpoueaypa BKJIKOYAET CJAEAVIOLIEE

1) [Tomavy naHHBIX O Baleil COOCTBEHHOW TeHeaornu (coepxKaiiei Kak MOXKHO OOJIbIIe TIOKOJICHUH) B
(hopMe PyKONHMCHOTO POJOCIOBHOTO ApEeBa MM HHPOPMALMOHHOTO IUCKA, COAEPIKAIIEr0 TAKyI0
nHpopmaruio B GEDCOM daiine; u

2) Obecneyenue Ouonornyeckoro oopasua. Bel monmyunre cienuanbHble yKa3aHUS OT COTPYIHHKOB
HCCIIeIOBAHUSI.

Pucku, Hey100cTBO U AucKoMdopT

B nHacrosmee Bpems pakToOpoB pUCKa IS 3M0POBhs pH mosrydeHnn oopasnos JJHK He BoIsBICHO.

HeCMOTpr Ha HAJIMYUC IMTPOTOKOJIOB O KOH(bI/I,Z[CHI_II/IaJ'IBHOCTI/I, CIIOHCOP HE MOXKCT IrapaHTUPOBATh, UTO
CBA3b MCXIY BaIlled JIMIHOCTHIO U pe3yiabTaTaMi BallluX T€HETUYCCKUX TECTOB HUKOI'/Ia HE CMOXET OBITh
YCTaHOBJICHA. HOTGHHH&HLHBIﬁ PHUCK, HE CBSI3aHHBIN CO 310pOBbBEM, — BO3MOXKHOCTbL TOTI'O, UTO
KOH(bI/I,I[CHI_II/IaJ'II)HOCTL BalllnX TrCHECTHYCCKUX HJIN I'CHCAJIOTHYCCKUX JaHHBIX MOXXECT OBITh HapylIcHa.

CyIIeCTBYIOT PUCKH, CBA3aHHBIC C YTPATOW KOH(PHUACHIIUAILHOCTH Balllel reHeallorTnYecKol HHpOpMaIuu
Y pe3yJIbTaTOB BAIllUX TeHETUYECKHUX TecTOB. MH(opMaIus o pe3yabTaTax BallinX TeHETHIECKUX TECTOB
MOJKET 3aTPOHYTH Ballld MHTEPECHI B TPYIOBOW AEATEIHHOCTH, CTPAXOBAHUHN M CEMEIHBIX
B3aUMOOTHOIICHHUSX.

Co3znmaHue Balei reHeaJornieckoil HHGOopMannuy U caada OMOJIOTHIECKOTo o0pasiia moapasyMeBaeT
BO3MOJXKHBIC HEY10OCTBa IS Bac.

JomoaauTenbHbIe pucku. MOTyT OBITH JOMIOHATEILHBIC PUCKH, KOTOPHIC MBI HE MOJKEM ceiluac
npeJnckasatb. Eciu B Oymyiiem, CyIecTBeHHbIN pUcK, ycraHoBIeHHbIH SMGF u cBsA3aHHBII ¢ BalmM
y4actuem, OyJeT onpesesieH, C BAMHU CBSDKYTCSL.

HoBble 1aHHLIe

Bawm coobmar o 11000 HOBOM MHGOPMALIMK, KOTOPAsk MOKET U3MEHUTH Ballle PELICHUE YUYaCTBOBATh B
STOM HCCIIEIOBAHUN.
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Boiroaga

Her Hukakoi HemocpeacTBEHHON MaTepUaIbHOM BBITOIBI JIJISl BAC MPU YYAaCTUH B 3TOM UCCIEA0BAaHUU. MBI
He o0ecreyrnBacM BO3BpAIlICHNE TeHETHUECKOM nH(OpMaIluy BaM Ha3aj. Bam MOTyT npenocTaBuTh
BO3MOXKHOCTB JIOCTYTIa K BallleMy T€HETHYECKOMY TIPOIITIO U TeHEATOTHYeCKOW HH(POPMAIIHH MTOCIIe
00pabOTKH BalINX JaHHBIX. B TO ke BpeMsl BbI MIOIYYHTE YBEIOMIICHNE U HHCTPYKITHH.

Bynymiast Beiroma. Barr Bkita B 3T0 UCCiIeIOBaHUE MOXKET OBITh TIOJIE3€H BaM U APYTUM JIFOJISIM, KOTOpEIE
HCITOJIB3YIOT OOMICCTBEHHYIO 0a3y MaHHBIX IS JATBHEHIINX TIONCKOB CBOUX TPEIKOB.

Omiara yyacrust

Her Hukakoii omiatel 3a Balle y4yacTue.
Br100op
JT0 He JIe4eOHBII TPOEKT, IIOATOMY BBl MOYKETE BRIOMPATh M HE yYAaCTBOBAThH B 3TOM HCCJICIOBAHHH.

JloOopoBoJbHoe yuacTue/OTKa3

VYyactue B 3TOM HCCIIeI0OBaHUN JOOPOBOIBHOE. BRI MOkeTe BRIOpaTh HeyuyacTue. Brl mMeere mpaBo
3aKOHYHTH Ballle y4aCTUE B TI000E BPEMs U PEIIUTh, MOTYT JIK OCTAThCS B 3TOM UCCIICIOBAHUY B3SATHINA y
Bac OMoNIoTHYecKuil oOpasell, reHeTHdecKas HHPOPMAaIXs U TeHeaIOTHs WX OHU JOJKHBI OBITh
YHUYTOKEHBL.

Bamre y4acTueC B MIPOCKTE MOKET OBITH OCTAHOBJIEHO B JIFO00E BpEM: KOOPAUHATOPOM HUCCIICAOBAHUA UIHU
CIIOHCOPpOM 0e3 BallIero Coryiacus.

IIpaBa cYObEKTA HCCIACAOBAHNS

BEI MokeTe 3a7aBaTh BOIIPOCHI B m000e BpEMs BO BpEM: BalllETO YUACTHUA.

KonduaeHnnajaibHOCTh

Wndopmarust, 0MHO3HAYHO yCTaHABIMBAOLIAS BAIly JIMYHOCTh, PACCMATPHUBAETCS COBEPILIEHHO
KOH(QUICHIMAIBHO U 3aKpbITo. MHpOpManus, 0oAHO3HAYHO yCTaHABIMBAIOLIAs Ballly JMYHOCTh, HE OyAeT
pasriaieHa B KaKux-1100 00IIMX WM HayYHBIX MyOMuKanuax qanHeix. O0pasusl U ¢aiiiisl, cogepikamime
3Ty nHpOpMaIHio, Oy IyT XpaHUTHCS B CEKPETHBIX YCJIOBHUAX. ENMHCTBEHHBIE JIIOAN, KOTOpPBIE Oy IyT UMETh
JOCTYTI K KOJIaM U TeHealornyeckoi nH(pOopMaIiK, — 3TO pyKOBOAHUTENb MPOEKTA U IpYyTHe JHIIA,
CIENMAIbHO YTIOJIHOMOYEHHbIE PYKOBOAUTENIEM ITPOEKTA, BKIIIOUAsl UCCIEA0BATENIbCKUNA KOJIJIEKTHUB.
Wndopmarust, 0fHO3HAYHO yCTaHABIMBAOLIAS BAIIY JIMYHOCTD, @ TAKXKE JTUYHOCTD BAIIMX HENAaBHUX
MPEIKOB, HAMIPSIMYIO HE CBsi3aHa ¢ MHpOpMaIiel B 00IecTBEHHOH 0a3e TaHHBIX.

KonrakrHasi undopmanus yyacTHUKA

V tex, KTo monb3yercs 6a30ii naHHeIX B IHTEpHETE, MOXKET BOSHUKHYTD JKelaHue 00paTUThCA K BaM,
9T0OBI 337aTh BONPOCHI WM MOAEIUTHCS nHGopMarueid. O0IeHre MeXay M0JIb30BaTENIIMU 0a3bl JaHHBIX
Y YYaCTHUKaMU MPOEKTa SIBIISETCS MOJTHOCTHIO TOOPOBOJIBHBIM U BefeTcs ¢ momonibio SMGF mnu tpetbeit
CTOPOHBI, HAIIPUMEP C IOMOLIBIO COOOIICHHUS 3JCKTPOHHOHN IOYTHI, OTIPABICHHOTO Yepe3 BeO-calT
SMGF. Bama nuynas 1 KOHTakTHas nH(popMauus He OyAeT pa3riamarbcs MoJIb30BaTelsIM 0a3bl TaHHBIX.
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KT0 emié mo:xet mosryunth nHpopmanuio?

Kak criorcop, SMGF Moxxet npenoctaBuTh HH)OPMAIMIO, HE yCTaHABIMBAIOILYIO INYHOCTH YYaCTHUKOB,
MapTHEpaM, B TOM YHcie KOMMaHusIM, ¢ KotopeiMia SMGF paboraer.

HccnenoBarenbckue TaHHBIE MOTYT OBITh H3Y4€HBI 3anaIHbIM HHCTUTYIIMOHATBHBIM HaOJII0JaTeIbHBIM
coBeroM (Western Institutional Review Board®, WIRB®). WIRB — 3T10 rpymnma mofeii, KoTopbie
MPE/ICTABIAIOT HE3aBUCUMBIN 0030p 00 MCCIIeI0BaHNH, KaK 3TO MPEAYCMOTPEHO IPABUTEIbCTBEHHBIMA
MpaBUIaAMHU.

Cewmeiinble B3auMOOTHOUIEHUs. B mponecce nccnenoBanus, BO3MOXKHO, YTO MbI U3y4UM HH(pOpMaLuUIo 00
OTHOILIEHUSX BHYTPH Balllell CeMbH, TaKYyIO KaK YCHIHOBJIEHHE MU OTI[OBCTBO. MBI HE TIPEOCTaBIIEM
TaKyro HHGOPMALIUIO BaM MM JII0OOMY APYrOMYy YJEeHY Ballel CeMbH.

COop, HcclieloBaHye U XpaHeHUe OUoJIormYeckrx 00pasnoB. Bam 6uonornaeckuit oopaszer npeaHazHadeH
JUTS UCTIOJIb30BAHMS B UCCIICJIOBAHUHT M PAa3BUTHUS B3aUMOCBSI3aHHON T€HETHUECKOM U TeHeaIOrHueCKOM
0a3el maHHbIX. [10o HameMy cOOCTBEHHOMY YCMOTPEHUIO MBI MOKeM aHanu3upoBaTh Bamnry JIHK ¢
MOMOIIbIO BHENIHEH TabopaTtopuu. bruonorumueckue o0pasisl OyAyT 3aKOAUPOBAHBI X CHA0KEHBI
STUKETKaMHU ¢ Halleld MapkupoBkoit. OOpa3iiel He OyayT 0003HAYSHBI BAIIUM NMEHEM.

Bomnpocsl

Ecnm y Bac ecTh BOTIPOCHI, KacaroIMHecs TaHHOTO MUCCIICIOBAHMUS MIIH BAaIllUX TIPaB Kak CyObeKTa
WCCJICJIOBAHUS, a TAKIKE €CITU KOTa-1100 BBl IIOYYBCTBYETE, YTO BBI IIEPSIKUBACTE, CBSI3aHHBIN C 3TUM
WCCIIeIOBAaHNEM BpPel, 00paIIanTech K:

Ckotty P. BynBapay, nokropy ¢unocodun, unu Yro [lepero, nokropy Hayk, 13

MosnekynspHo-reHeanornieckoro ponga CopeHCOHa, HEKOMMEPYECKOH OpraHu3aluy, 1o

tenedony 801-461-9700, 801-461-9775 wmm 801-244-2542 (1151 5KCTPEHHBIX 3BOHKOB) TN

azipecy dMeKTpoHHOH mouThl: info@smgf.org.

Ecnn y Bac ecTh BOIIPOCH! O BalllMX MPaBax Kak CyOBbEKTa UCCIIEIOBAHUS, BbI MOYKETE
oOparmaThcs B 3anaiHbIi HHCTUTYLIMOHAIBHBIA HAaOMI0JaTeIbHbIA COBET:

Western Institutional Review Board® (WIRB®)

3535 Seventh Avenue, SW

Olympia, Washington 98502

Tenedon: 1-800-562-4789.

WIRB — 3T0 rpymnma jiroieii, KoTopbie IpeICTaBISIOT HE3aBUCHMBIN 0030p MCCIeJOBaHMS.

He HOHHHCLIBaﬁTe oTy (I)OpMy COTJIallICHUS, [TOKa Yy BAC €CTh KakHe-Imbo BOIIPOCHI ¥ BbI HC NOJIYIHUIIN
YAOBJICTBOPUTCIILHBIX OTBETOB HAa BCC BAalll BOIIPOCHI.

Ecnu BBI cornacHbl y4acTBOBaTh B 3TOM HCCIIEIOBAHUH, BBl IIOJTYYUTE NOANUCAHHYIO H TaTHPOBAHHYIO
KOTIHIO 3TOH (YOpMBI COTTIAIICHNS TSI BaIllero apXuBa.
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HcTouHuKH g_)I/IHaHCl/lDOBaHI/lﬂ

OcHOBHOE (pHHAHCHPOBAHHE 3TOTO UCCIIEIOBATEILCKOTO MPOCKTA OCYIIECTRIISET
MounekyssipHo-reHeanoruueckuii pou CopeHcoHa.

Coriamenne

S mpouen nHGOpMaIHio B 3TOi Gopme cornamenus (Wi 3To ObUIO MpouYKTaHo 1 MeHs). Ha Bce moun
BOIIPOCHI 00 3TOM HCCIIEJOBAHUH U MOEM yYacTUH B HEM MHE OTBETHJIH. Sl JOOPOBOJIEHO COITIAIIAIOCh
y4acTBOBaTh B 3TOM Hay4qHOM HccienoBanuu. [loanuceiBas 3Ty popMy cormiameHus, s He 0TKa3bIBalOCh OT
3aKOHHBIX IPaB, KOTOPBIE 51 B APYTUX CIIydasx UMeJ Obl Kak CyOBEeKT B JIFOOOM APYTOM HayYHOM
HCCIICIOBAHUH.

Coznawenue u 0000penue UHCMPYKYUIL:

Coenawenue:

Cybvexm 18 nem u cmapue 0ondicer NOONUCHIBAMbCSL HA CIMPOKe CYObeKma ucciedo8arnus Hudice. s
cybvexkmog 0o 18 nem coznautenue ROONUCHIBACMCS OPUYUATLHBIM NPEOCMABUNENEM.

Ooobpenue:

He nyoicno ons cyovexmos 6 aem u mnaowe. Heobxooumo 0ns cyovekmog om 7 nem 0o 12 nem, — 04
9MO20 UCNONL3Yemcs omoenbHas popma 00obpenus. Heobxooumo ons cyovexmos om 13 nem 0o 17
Jlem,— 0Jis 5M020 UCNOb3YemCs pazoei ¢ popmol 0000penst Huice

ITom: M X

1. ms cyObekTa uccnenoBanus (MIe4aTHEIMA OYKBaMH ) Hara

[MocTosiHHBIN MOYTOBKIH aapec (ynuua, TOpoI, ITAT, MOYTOBBIA HHIIEKC)

Tenedon DNEeKTPOHHBIN aapec

IMoanuck 0 cOrJacum:

2. [Noamuce cybbexTa uccnenosanus (18 ner u crapie) Hara

3. [loanuch opUIMATEHOTO MPENCTABUTENS (€CIIM TPUMEHUMO) Hara

4, OCHOBaHI/Ie, Ha KOTOpOM I[eflCTByeT O(I)I/IL[I/IaJ'ILHBII\/'I npeaACTaBUTCIIb, UJIU POACTBO IO OTHOLICHHUIO K
CY6’BCKTy HUCCIICA0BaHUA

5. JIuno, mpoBoasmiee codece0BaHUE 110 TIOBOY a4H JHata
MOAIMACAHUS
MH(OPMUPOBAHHOTO COTJIACHUS
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NOJNNCH OJOBPEHMUS s cyobexkToB o1 13 10 17 jet:

OnoOpenue:
MHe 00BSICHIIIN, B YeM 3aKJIFOUAETCsl 3TO UCCIIEIOBAHMUE, U I COTJIACEH yYacTBOBATH B HEM.

6. [Tonmuch cyObeKTa UCCICAOBAHUS B 3HAK OJJ0O0PEHUS Hata Bo3zpacr

S moaTBep:k a0, 9To 00BACHWI(a) CyTh NCCIEOBAHNS YYACTHUKY B COOTBETCTBHU C YPOBHEM €T0
TTOHUMAHUS ¥ OH COTJIACHIICS IPUHUMATD y9acTHE B UCCIICTIOBAHUM.

7. [loanucek muiia, IPOBOASIIETO cOOECeT0BaHUE IO TIOBOY Hata
Jlaqu 0J00peHus

Hcnoab3yiiTe cieaymouiee ToJAbKO, €CJIU MPUMEHUMO--------------

Ecnu sma ¢popma coenawenusi vumaemcs cyovekmy, nOmMomy ymo cyovekm (uiu e20 oQuyuaibHolil
npeocmasumens) He MOJCem YUMams 3my Gopmy, becnpucmpacmuulii ceudemev, He C8A3AHHBIU C IMUM
uccnedosanuem U uccie0ogamenem, O0AHCEeH NPUCYMCmME08ams npu 0ave co2aacus u noONUcCams
credyrouee ymeepoicoeHue:

S moaTBepIkAat0, 4TO HHGOPMALIUS B 3TOH (OpPME COTIAIICHUS U JIF00ast Ipyras HanucaHHas nHGopMarus
ObIIa TOYHO OOBSICHEHA U SICHO TIOHATA CYyObeKTOM (WUIH ero ohUIInaIbHeIM npeacTaBuTeneM). CyobexT (
WK ero o(pUIUaTBHEIN MPEICTABUTEIb) TOOPOBOIBHO COTJIACHIICS YYACTBOBATH B 3TOM HAYYHOM
HCCIIeIOBAHUY.

[Toanucs HE3aBUCUMOT'O CBUICTEIS Hata
[Tpumeuanne. AHTIIMIUCKUIM BapuaHT COTJIAIIEHUS] MOYKHO HUCTIONB30BaTh JUIsl IEPEBOJIOB Ha APYTOM S3bIK.

HepeBe):[eHHasI (bopMa coryacus o0s3aTenbHa JJIsL 0T60pa Y4aCTHUKOB, KOTOPLIC HE TOBOPAT HA
AHTJIMICKOM SI3BIKE.
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