MEOWLUUHCKUA LLEHTP OETCKOW BOJIbHULbI LMHUWHHATU (CINCINNATI CHILDREN’S HOSPITAL
MEDICAL CENTER)
YBEOOMIJIEHUE O XPAHEHUU OCTATKOB OBPA3LI0OB TKAHU

Ecnu Bam nnu Bawemy pebeHKy BbINONHAETCA AuarHoCTMyeckasi npoueaypa, BO BpeMSA KOTOPOW NPOBOANTCS
3abop obpasuoB TkaHeMn, TO OCTaTkM BalmMx 06pa3LoB TKaHeN nnn obpasLos TKaHen Ballero pebeHka,
OCTaBLUMECS NOCre MarHOCTUYECKUX MCCNeaoBaHUN, MOTYT XPaHUTLCA HEONpPeaeneHHO A0Nro. XpaHeHue
HEeNcnonb30BaHHbIX B ANArHOCTMKE 0Opa3LoB TKaHU SBIMSIETCS CTaHAAPTHOW M OBLLENPUHATON KIMMHUYECKOM
NpakTUKOW. OTO AenaeTcs Ha criyvyai HeoOXoANMMOCTU NOBTOPEHMSA paHee NPOBEAEHHbIX ANArHOCTUYECKNX
nccneaoBaHUn NN NPOBEAEHMS HOBbIX AMArHOCTUYECKUX UccneaoBaHuin obpasLoB TKaHeN.

WcecnepoBaHve Balnx OCTaBLUMXCSA 06pa3uoB TKaHEW UM OCTaBLUMXCSH 00pa3uyoB TkaHewn Balwero pebeHka B
pamKax Hay4HbIX UCCNeAOBaHUA MOTYT MPMBECTU K HOBbIM OTKPbITUAM B MeAUUMHE, KOTOPbIE MOMOratoT Ham
ANarHoCTMpoBaTh, NeYnTb 1 NpegoTBpawatb 6onesHu. 1o ncTeyeHun He MeHee Tpex MecsaueB 3TH
XpaHswmeca obpasubl TkKaHen MOryT BbiTb MCNOMBb30BaHbl B 06€3NMYEHHbIX Hay4HbIX UCCNe0BaHMUSAX,
KoopauHupyembix 6uodaHkom «Discover Together» («CoBepLuaem oTKpbITUS BMecTe») MegmumMHCKOro LeHTpa
aetckon 6onbHULbI LIMHUMHHATK. TEpMUH «0BE3NMYEHHbIE» 03HAYaET, YTO MapPKMPOBKa 0OpasLIOB TKaHeN,
NCNoNb3yeMblX B 3TUX HaYYHbIX UCCrefoBaHusX, He OyaeT BKoYaTb BallM NepcoHarnbHble AaHHbIE NN
nepcoHanbHble AaHHble Bawero pebeHka, Hanpumep nMs, amununio Unn aaty poXxaeHus.

Ecnu Bawwm octaBwmnecs obpasubl TkaHen nnmn obpasLbl TkaHen Bawwero pebeHka nogonayT Ans
NCNONb30BaHWs B HAYYHOM MUCCNeaoBaHMK, B KOTOPOM NOTpebyeTca AOCTYN K NePCOoHanbHbIM AaHHbIM, U
(nnn) ecnun 310 Hay4HOE nccrnenoBaHne GyaeT BKOYaTb FrEeHETUYECKME aHanM3bl, TO C BaMU CBSXKYTCS, YTODbI
paccka3atb BaMm 00 3TOM MCCNeAoBaHUN U BbISICHUTb, COrNacuTech N Bbl MOTEHUMANbHO y4acTBOBATb B 3TOM
nccneaoBaHUM N gagute Ny cornacue Ha NnoTeHumanbHoOe yyacTve Bawero pebeHka B 3TOM UccnegoBaHum.

Bbl MOXeTe 3anpeTuTb NCNONb30BaTh Balin 06pasubl TkaHen nnu obpasLibl TkaHen Ballero pebeHka B
Hay4HbIX nccnegoBaHuax. Ecnu y Bac ectb BONpOCH! Uy €Criv Bbl XOTUTE 3anpeTuTb UCNoNb3oBaTb 0bpasubl
TKaHen, 03HAaKOMbTECh C NPMBEAEHHBIM HKe pasaenom «4HacTo 3agaBaemble BONPOCHI», NO3BOHUTE MO
TenedoHy 513-803-7107 mnu oTnpaBbTe COOBLLEHNE NO SFIEKTPOHHOM NOYTE Ha agpec
DiscoverTogetherBiobank@cchmc.org.

YACTO 3AOABAEMbIE BOMPOCHI

YT1o Takoe ob6pa3sen TkaHN? OOpasey TKaHM — 3TO KYCOYEK KOXM UNN JaxKe KyCOoveK onpeaeneHHoro opraHa,
Hanpumep neveHun. Bastue Kycouka TKaHM y XXMBOro naumeHTa HasbiBaeTcs buoncuein. buoncusa moxet
NMOMOYb Bpayam 1 Hay4YHbIM UccregoBaTensiM 0OHapyXUTb Hanuyne, NpUYNHYy BO3HUKHOBEHMWS UIN CTENEHb
3aboneBaHus.

3auem MeaguMUMHCKMI LIEHTP AeTCKOW 60nbHMUbI LMHLUMHHATKN XpaHMUT OCTaTKn 06pa3LoB TKaHen?
OcrtaBLlmecs 06pasupbl TKAHEN XpaHATCA Ha cnydan HeobXxo4MMOCTM NOBTOPEHNS KITMHUYECKOro TecTa unm
npoBeaeHNs HOBOrO KITMHNYECKOro TecTa 3Ton TkaHu(-en). BmecTo Toro, 4tobbl cHoBa BpaThb y naumeHTa
nNpoly TKaHW, MOXHO MCMONbL30BaTb A1 TECTUPOBAHUS XpaHSALLMIACS obpa3sel TkaHW. TeM He MeHee, aaxe B
Crny4ae XpaHeHust OCTaTKOB BalLMx 06pa3uoB TkaHM UM 00pas3uoB TkaHW Balwlero pebeHka, cyuectsyeT
BEPOATHOCTb TOrO, YTO BaM Mnu BawieMy pebeHKy MoxeT notpeboBaTbCa NpoBeaeHne NOBTOPHON Guoncun B
pamKax oka3aHusi Bam Unu Bawemy pebeHKy cTaHaapTHON MeaMLUMHCKOW noMowu. Mo ncredeHmnm He meHee
Tpex MecsiLeB XpaHswmecs obpasLbl TKaHe MOryT ObiTb MCMONb30BaHbl B 0hmLmanbHO 0a400pEeHHbIX
Hay4HbIX UCCNEeLOBaHUSIX.

Mory nu A oTKkasaTbCs OT XpaHEeHUsA MOUX OOpa3LOB TKaHU UK OOpa3LOB TKaHU Moero pebeHka? Her.
XpaHeHne octaTkoB 06pa3uyoB TkaHen Ha cryvyanm Heo6xoauMOCTM NPOBEeAEHNSA MOBTOPHOMO KMMHUYECKOro
TecTa ABMseTCA CTaH4apTOM KIMMHNYECKOW NpakTuKK. Bbl MoxeTe cBA3aTbCA C HAMU 1 COOBLUTL O TOM, YTO
Bbl HE XOTUTE, YTOObI Balm obpasubl TKaHM U 06pasubl TKaHM Ballero pebeHka NCNoNb30BanmChb B Hay4YHbIX
nccrnegoBaHUsX.
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B KakMx Hay4HbIX UCcnegoBaHUsSIX MOTYT UCMOJNb30BaTbLCA MOM OOpa3Lbl TKaHU U 06pa3ubl TKaHU
Moero peb6eHka? Obpa3subl TKaHW UCNOMNb3YHTCS BO MHOMMX pasHbIX HayYHbIX UCCNegoBaHUAX, B TOM Y1CE B
nccnenoBaHnsix, NO3BOMSIOLLMX MyyLle NOHATb NPUYMHBI BO3HUKHOBEHUS 3ab0neBaHnin, 3aKOHOMEPHOCTU UX
Te4yeHusa n Hanbonee onTuMarnbHble CNOCOObI UX NeYeHns.

Moyemy Tak BaxkHa paboTta 6Mob6aHka? bnobaHkn nomoratoT y4eHbIM adhpeKkTMBHEE M BbICTPEE coBepLUaTb
OTKpbITUS. BMecTo Toro, 4to6bl TpaTUTb MHOrO BPEMEHM HA HABOP YYACTHUKOB B KITMHUYECKME UCCeaoBaHus,
OHW MOTYT 3anpocuTb Bronornyeckne obpasubl U3 GuobaHka, KOTOpble NOAXOAAT ANS UX UCCNEea0BaHUS.
Hanpumep, ecnu ydeHble XOTAT U3y4nTb TeveHne anabeta 1-ro tuna y 12-netHux geten unm nccrnegoBatb
peakyto 6onesHb, OHU MOryT BbICTPO 1 NErko 3anpocuUTb 3TN obpasubl n3 GrobaHka.

YTto npeacraBnsetr cobon 6MobaHk «Discover Together» («CoBepluiaemM oTKpbITUA BMecTe»)? brobaHk
«Discover Together» («CoBepLuaemM OTKpbITUS BMECTE») — 3TO0 6MobaHk MeanuUmMHCKOro LeHTpa geTCKon
6onbHUUbI LIMHUMHHATK, B KOTOPOM XpaHAaTca Buonornyeckne obpasubl 4ns HayYHbIX UccneaoBaHuin. «brnox»
O3Ha4aeT «KM3Hb». BcnoMHuTe, Beab «bronorna» — aTo Hayka o xu3Hu. «baHk» — 310 6Ge3onacHoe u
3aLMLLEeHHOe MECTO 4151 XpaHeHus LeHHocTen. Takum obpasom, «BmnobaHk» — 310 «B6aHK XnsHn». brnobaHk
«Discover Together» — 310 6e3onacHoe MecTo, rae Mbl XpaHUM BCe camoe LieHHoe 4119 NpoBeaeHNs
Hay4HbIX MccnegoBaHun — Guonormndeckme obpasubl (06pasLbl KpOBU, CIIHOHbI, TKAHEWN) U MHCbOPMaLMIO,
npunaraemyto K HUM, ¢ TeM 4ToObl HaLLKM YYeHbIe U UX Konnern mornm pabdoTtaTb ¢ aTummn obpasuamum m
AaHHbIMW, HAxo4sa HOBble METOAbI NTeYEHMA U n3neyveHns pasHblx 6onesHen. Ecnn y Bac unuv y Bawuero
pebeHka ecTb BONpoCkI, kKacatowwmecs paboTbl 6nobaHka «Discover Togethery», no3BoHMTe no TenedoHy 513-
803-7107 unu otnpaebTe coobLeHne No anekTpoHHon noyte: DiscoverTogetherBiobank@cchmc.org.

Ecnu octaBluierocs konuyectea Moero obpasua TkaHu unu obpasua TkaHu Moero pebeHka cTaHeT
CIIULLKOM Marno, To 3TOT obpa3ew He OyaeT nepepaH uccnepgosatensam? Mol ctapaemcs, 4Tobbl Bcerga
XBaTasno ocTaBLUMXcs 06pa3LoB TkaHW. Hebonblume no o6temy obpasubl TkaHen 0ObIYHO He
NpegoCcTaBnATCS A8 HAYYHbIX UCCIeg0BaHUA; B TaKOM Clyvae Mbl NbiITaeMCA HaNTK Apyron obpasew, TKaHw,
noaxogsaLmMn Ans NpoBeAeHMs KOHKPETHOro NCCNeaoBaHNS.

[alo nu s cBOe cornacue Ha NnpoBeAeHNe UccrneaoBaHUn, YaTasa 3TOT AOKYMeHT? Mbl yBegomnsgem Bac o
TOM, YTO BalLM OcTaBLuMecs obpasubl TKaHen unu obpasubl TKaHeln Bawero pebeHka MoryT XpaHUTbLCS U
ncnonb3oBaTbCs B 06e3nMYeHHOM Buae A5 NpoBeAeHUSA HayYHbIX nccnegoBanunin. Ecnu ana nposegeHns
HEKOTOPbIX NCCrefoBaHM NOMUMO OCTaBLUMXCS BalLMX 06pa3uoB TKaHW UM 06pasLoB TKaHW BalLEro
pebeHka NnoTpebyoTcs AaHHble, MAEHTUMUMpPYOLWMe Bawy NIMYHOCTb UKW NIMYHOCTL Bawero pebeHka, nmbo
€Cnv B pamKax uccregoBaHusi o6pasupbl TKaHen 6yayT NoABEeprHyTbl reHeTUYECKOMY/TEHOMHOMY aHanuay, To C
BaMu CBSDKYTCS, 4TOObI CNPOCKTL Balle cornacue Ha yyacTue B TakoM nccriegosaHum. C Bamy mMoryT
CBA3aTbCA N0 TenedoHy, 3NEKTPOHHON NoYTe, OOLIYHOM NOYTE UMK, B HEKOTOPbIX Cry4vasX, IMYHO, eCn Bbl
HaxoguTech B [JeTckon 6onbHuue UnHumHHaTtn. Ecnu ¢ Bamun cesxyTcs, 4Tobbl NONyYnTh Balle
cornacue/cornacue Bawero pebeHka Ha NCNONb3oBaHME OCTaBLlerocsi obpasua TkaHu (NpuHagnexawero
Bam/Bawlemy pebeHKy) Ans KOHKPETHOro UCCneaoBaHns, 1 Bbl/Ball pebeHok ckaxkeTe «HeTy, To Balu
ocTaBLuMnca obpasel TkaHu (unu obpasel, TkaHu Balwero pebeHka) He ByaeT ncnonb3oBaTbCs ANs 3TOro
nccnegosaHus. Ecnn Bbl 3anpeTuTe ucnonb3oBaTh 00pasubl TKAHEN A9 Hay4YHbIX UCCIed0BaHNA, 3TO HE
NOBMNUSAET Ha OkaszaHWe MeaULMHCKOM NOMOLLM BaM UK Ballemy pedeHky B [leTckon 6onbHuue LIMHUUMHHATK.

YTo 03HauyaeT uccnegoBaHue ¢ UCNOJIb30BaHUEM «00e3NMNUYEeHHbIX» 06pa3uoB? OTO 0O3HAYaET, YTO
MHdopMaums, NpegocTaBngemas uccnegosatensamMm BMecTe ¢ obpasuammn TKaHen, He COOEPKUT HUKaKNX
nepcoHanbHbIX 4aHHbIX, TAKUX Kak UMeHa, dhaMnnuun, agpeca, gaTbl NOCELLEHNA KIMUHUKA UK NPOBEAEHNS
MeaMLMHCKUX npoueayp. Ona 03HaKoMNeHUs € NOSHbIM NepeYHEM NOEHTUUKATOPOB, YKa3aHHbIX B 3aKOHe O
NpeeMCcTBEHHOCTU 1 MOAOTYETHOCTM MeauLMHCKOro cTpaxoBaHusa (Health Insurance Portability and
Accountability Act, HIPAA), sangute Ha cant 6uobaHka «Discover Together»
www.cincinnatichildrens.org/dtbiobank-tissuedisclosure.

MoxeT nu [leTtckasa 6onbHuua LiMHUMHHaATK npoAaBaTb 06pa3ubl MOMX TKAHer UMM TKaHern Moero
pebeHka? HeT, [letckasa 6onbHMua LIMHUMHHATK HMKOrga He 6yaeT npocTo NpodaBaTh 06pasLbl BalmMxX
TKaHen unu TkaHen Ballero pedeHka 3a AeHbrn. TeM He MeHee, uccrneagosaTenu, paboTtatolme B [eTckom
6onbHuue LmHunHHaTK, MOryT genntbcs obpasuamm TKaHen co CBOMMM Konneramu, paboTtarowmmm B gpyrmx
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yupexaeHusax 3a npegenamm fetckon 6onbHMubl LIHUMHHATK, 4TOGbI AOCTMYb Lienen Hay4YHo-
nccnepoBaTenbckoro npoekta. Mpu atom [etckasa 6onbHULa LIMHUMHHATK MOXET nNony4uTb onnaTy 3a ycnyru
Mo TpaHCNoOpPTUPOBKE 06pa3LOB UK 3a CAENaHHbIV BKNag B NPOBEAEHMNE HAy4YHOro MccneaoBaHus.
Wceneposatenu, paboTtatowme B [letckon 6onbHuLe LIMHUUMHHATK, MOTYT COTPYAHMYaTL C KOonneramu,
paboTalowumm B yHMBEpPCMTETAX UNKN Apyrnx 6onbHMLUAXx, a Takke C KOMMEPYECKUMUN OpraHU3aunsamu,
Hanpumep, dapmMaueBTnieckumm komnadmsmn. Ecnn nccnegosartenu, pabotatowme B [letckon 6onbHuLe
LnHunHHaTK, gensTtca buonornyecknmmu obpasuamm ¢ uccriegoBaTtensamm, padboTarLnuMmM B KOMMEPYECKMX
KOMNaHusAX, TO 3T KoMnaHum 6yayT ncnonb3oBaTb 3TV 06pa3ubl And pa3paboTkm HOBbIX NIEKapCTB Unu
METOA0B fleYeHNst 1 MOryT NONyYnTb NPUBLINL OT HOBLIX pa3paboTaHHbIX NPOAYKTOB. VMHorga HayvHoe
COTPYAHMYECTBO MOXET TakKe NPUBECTU K NOSIBNEHNIO HOBbIX MPOAYKTOB, M B TAakOM cny4vae [leTckas
6onbHuua LIMHUMHHATK Unn HayyYHas opraHmsaumsi, C KOTOPOW OHa COTPYyAHWYAET, MOTyT MONy4nTb NPUbLINDb.

MonyyaeT nu Korpa-nmMb6o [letckas 6onbHUUa LIMHUMHHATU AeHbLIU OT NPOBEAEHUA Hay4HbIX
nccnepoBaHun ¢ obpasuamm TkaHen? [la, 370 BO3MOXHO B TOM Crlydae, ecrnv Npu n3yvyeHnn atmx
BGuonornyecknx obpasuyoB OyayT caenaHbl HayYHble OTKPbITUS, KOTOPbIE MOTYT NPUBECTYU K NMOSIBNIEHNIO HOBbIX
NPOOYKTOB, HaNpumep, HOBbIX SIEKapPCTBEHHbIX NpenapaToB. Ecnu a1o npousonaeT, 1o detckasa 6onbHMLa
LINHUMHHATX MOXET NONyYnUTb SEHLIMN OT 3TUX HOBbIX FIEKAPCTBEHHbIX MPEenapaToB UM METOA0B fNeYEHus.
Kpome Toro, ecnun 6ruonormnyeckme obpasubl nepenaTcad CTOPOHHUM UCCrieaoBaTensm ansi NpoBeaeHus
Hay4YHO-UccrneaoBaTenbCcKon paboTbl, OHM MOTYT BO3MecTUTb [leTckon 6onbHuue LInHUnHHATK pacxoabl Ha
npoBedeHne CBOEro UccnenoBaTenibCckoro npoekta. onyyeHHble geHbrn 6yayT noTpavyeHbl Ha JOCTUXKEHME
rMaBHbIX LEenen AedaTenbHOCTN aeTckon 6onbHMUbl LIMHUMHHATM — NpegocTaBreHMe MeguLMHCKON NOMOLLM
Kak MOXXHO BonblUeMY KONMMYECTBY AETEN, a Takke NpedoCTaBEHME BO3MOXHOCTU HALLMM UccnegoBaTensam
npogorkatb AenaTb BaXKHble Hay4YHble OTKPbITUSA. Bbl HE MONyyYnTE HUKAKOW ONnnathbl, ecnun pesynbTaThl
nccnegoBaHusl, NPOBEAEHHONO C UCMOb30BaHNEM Ballmnx Gruonornyeckmx obpasuyos nnm GMonornyeckmx
00pasuoB Ballero pebeHka, NpMBeayT K MOSIBNEHNIO HOBbIX NPOOYKTOB.

3ayem 1 Kakum o6pa3oM CO MHOW CBSXKYTCSl, ecnu byaeT npoBoAUTLCA UccrnenoBaHue ¢
MCNONb30BaHNEM MOUX BMONOrM4YecKnx obpasLoB unu 6MonorMyeckMx oopasLoB Mmoero peéeHka?
Ecnu uccnepgosartenu nonpocaT ncnonb3oBatb Baw obpasel, TKaHu unv obpaseL TkaHu Bawlero pebeHka B
nccneaoBaHun, B KOTOPOM NPOBOAUTCS FrEHETUYECKOE UM TEHOMHOE TECTUPOBAHME UK UCMONb3yeTCA
naeHTMduumpyoLwwas nidopmauusi, To C BaM1M MOTyT CBA3aTbCH, YTOObI Bbl O3HAKOMUINUCE C MHGOpMaLnen
06 9TOM Hay4yHOM MPOEKTe U Aanu CBOe corfiacuMe Ha Ucnonb3oBaHue aTux obpasuyos, ecnu xenaete. C Bamu
MOryT CBA3aTbCA N0 TenedgoHy, 0ObIYHOM NOYTE, ANEKTPOHHOM NOYTe NN NMYHO B [leTckon 6onbHuLe
LinHumHHaTK. B 3TOM criyyae, ecnu Bbl pelumTe oTka3aTbCs OT y4acTusi B 3TOM NPOeKTe, TO Baluun
ononornyeckmne obpasubl nnn obpasubl Bawero pebeHka He 6yayT MCMNOMb30BaTbCS B 3TOM NPOEKTE.

C KeM MHe crnieayeT cBA3aTbCsl, YTOObI 3aaTb BONPOCHI, pa3pelunTb CBOM COMHEHUA UMK 3anpeTUTb
Mcnonb3oBaTb MOU OCTaBLUMeCHA obpas3Lbl TKaHen U ocTaBLUnecs obpas3ubl TKaHen Mmoero pebeHka B
Hay4HbIX uccnegoBaHuAX? Bl MoXeTe NO3BOHUTL MO TenedoHy 513-803-7107 unu oTnpaBuTb coobLueHmne
B GuobaHk no anekTpoHHon noyte: DiscoverTogetherBiobank@cchmc.org.
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