[laHHble 0 naumeHTe KnuHuka / otaenexue / UNIVERSITATS
—| = 1] INTK UM FREIBURG mmm 1

npaKTMKa KIK KINDER- UND JUGENDKLINIK

KJK Kinder- und Jugendklinik
Breisacher Str. 62
79106 Freiburg

Contact
Biobank Coordination
zkj.hilda-biobank@uniklinik-freiburg.de

Buob6aHk Hilda, r. ®panbypr

UHdopmauua ana neten 7-11 ner
o 6e3B0o3Me3aHON Nepenayve, XpaHeHUn N UCNob3oBaHNK BuomaTtepuranos, a Takke o cbope,
06paboTke U NCNONMb30BaHUUN AaHHbIX B HAYYHbIX Lensax

YBakaemblili naumneHT!

Mbl XO0T1M, 4TOBbI BCE HaLIM NauUEHTbI MO NPOXOANTbL MaKCUMManbHO Ka4eCTBEHHOE 0OCreAoBaHME U NeYeHNe.
OTOro MOXHO OOCTWMYb, TOMbKO Yy3HaB Oonblie O 3aboneBaHWsiXx B pe3ynbTaTe NpoBefeHWst McCcrefoBaHui B
nabopaTtopHbIX ycnoBusx. [nsa aTon Lenun Hy>keH GuobaHk.
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HaBepHoe, Tebe MHTEPECHO y3HATh, YTO e Takoe 6nobaHk?

Ha cnegyowmx cTpaHuyax Mol pacckaxkeM Tebe 060 BceM, YTO HE0OXoaumo 3HaTb 0 6nobaHke Hilda. 3aTtem BmecTe
C pogouTensiMM Tbl MOXelWb o0b6ayMaTb M CaMOCTOSITENbHO PELMTb, XOYellb N Tbl NPUHSATL y4acTue B Hallem

NMPOEKTE.
1. YT0 Xe Takoe OMOOaHK?

B 6mobaHke Mbl cobupaem Bce maTepumansl, KOTopble 3abupatoTcsa Npu KNMHUYeckoM obcnenoBaHnn. YTo MMEHHO
Oynet cobpaHo, B ntobom cnydae byaeT 3aBuceTb OT TOrO, Kakoe MMeHHO obcneaoBaHme Bbino NPoBeAeHO B CBA3M
C TBOMM 3aboneBaHveM. JTO MOXeT OblTb, HanpuMMep, KPOBb MNU TKaHb, yaarieHHas BO Bpems onepauuu.
[ & MaTepwuanbl, Hag KOTOpbIMM Mbl MPOBOAUM UCCNEAOBaHNs, Ha3biBaloTCA obpasuamn. CobpaHHble
06pa3subl 06bIYHO NpeAcTaBnsaT cobo MaTepurarnbl, KOTOpble OCTalTCS NOCne ANarHOCTUYECKUX

nccnenoBaHun 1 6onblue He NoHagoo6aTca. BmecTo Toro 4tobbl BoiGpackiBaTe TakMe OCTaTKu, UX

MOXHO XpaHuUTb B GMobaHke M Ucnonb3oBaTh OS89 NOCneayrWmx UccneaoBaHmin. ATo o3HavaeT,

4YTO Ansi NonosfiHeHWst 6uobaHka HUMKaKMX AOMOMHUTENbHbLIX obcnenoBaHUii B OTHOLIEHUMU Tebs

NpoBoAUTLCA He ByaerT.

[nsa ycnewHoro npoBeaeHWsl UCCneaoBaHUii NOMUMMO 06pasLoB Ham HeobxoduMa Takke MHopmaums o Tebe u
TBOEM 3abonesaHun. 3T1a MHOPMaLNA HasbiBaeTcs AaHHbIMU. K OJaHHLIM, KOTOpble Mbl COBUPaeM, OTHOCATCH,

Hanpumep, BO3pacT, nos, Tun 3aboneeaHns v pesyrnbTaTbl 06CIIefoBaHuS.

C nomouwpbto 6mobaHka Hilda mbl Hageemcsi B GyayLuem nydile NoHATb, kKak pa3BMBaloTca 3aboneBaHns y geTen u
MOAPOCTKOB, @ 3HAYMT, YNy4YylWUTb NPOLECC UX BbISIBNEHUS U neveHus. Mbl XoTUM nomMoudb paspaboTtaTtb Gonee

COBepLUeHHble METOObI UCCeaoBaHNA ANA BbIABIEHUA Pa3fINYHbIX 3aboneBaHnn 1 NOMCKa HOBbIX NeKapcCTB.
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2. Kak 6byayTt ucnonb3oBaHbl TBOM 06pa3ubl U AaHHbIE?

CobpaHHble y Tebs 06pasubl U AaHHble ByayT XpaHUTbeA B GMoGaHke HeorpaHWYeHHOe BPeMsi U UCMONb30BaTbCS
_ TONbKO ANS BaXHbIX MeOWULMHCKMX WccregoBaHuid. Ons 3TOro MpoBoAUTCSH COOTBETCTBYlOLLEE
& f{h nccneaoBaHne obpasLoB, a 3aTeM BbINOMHAETCS OLeHKa NosyYeHHbIX AaHHbIX. [ocKonbKy ceitvyac

Henb3si TOYHO CKasaTb, KakMe npoekTbl OyayT nonesHbl B Oyayuwiem, obpasubl Moryt 6biTb

MCNONb30BaHbl U ANA UCCnegoBaHuWN, KOTOPbIM CYXXOEHO NOABUTbLCA MO3XKeE.

Ona Toro ytobbl MOMNy4YNTb OTBETHI HA BaXXHble Hay4yHble BOMPOCHI, Mbl COTPyAHMYAEM C APYrMMU Bpavamu M
nccnenosaTensaMmu B FepmaHum 1 3a ee npegenamu. To 03HAYaeT, YTo B3ATbie Y Te6sA o6pasLbl M TBOU AaHHbIE

MOoryT ObITb nepenaHbl pyruMm nccnenoBsatendam.

Takas nepenada 06pa3LI,OB N OaHHbIX BO3MOXHa TOJIbKO B TOM Cly4ae, eClih Hay4HO-
ncenenoBaTesribCKMe  MNpPOEKTbl Obinn npeaBapuTernibHO MNpoaHann3npoBaHbl 3KCMepTamMu.
Tonbko nocne ToOro, Kak 3annaHnpoBaHHble KMCCriegoBaHUA 6ynyT NPuU3HaHbl NOJNe3HbIMU,

06pa3u,b| N OaHHble MOryT ObITb nepeaaHbl BpadYamMm-uccrnegoBarendam, ectectBoUCnbiTaTenndam

1 cneumnanucTam no GuonHgopmaTyKe.

C pe3ynbTataMn peleHna Hay4yHO-uccrenoBaTesibCKMX 3agady MOXHO 6yp,eT BnocneacTtesnmn

O3HaKOMUTbCA B Pa3fiMYHbIX cneunann3npoBaHHbIX XXypHanax.
3. MNomoxeT nu Teb6e KakMM-NM60 O6Gpa3oM TBOE y4acTMe B NPOEKTe NONonHeHus 6uobaHka?

I'Iepep,aqa 06pa3LI,OB N AaHHbIX B O1o6aHK He okaxeT NpPAMOro BrMAHMUA Ha TBOE€ 300pPOBLE. O6bI4HO ncenenyrTcd
He oTAernbHble, a 6oMbLIoe KONMNYECTBO pPa3fInyHbIX o6pa3u,oa, NOJTy4eHHbIX OT pa3HbIX NaLUEHTOB. B taknx cny4dadax
n3yvyeHne matepuanos Heob6XoauMMO TONbKO AN UCCrneaoBaHUn, NO3TOMY Mbl HE 6y,1:|,eM MHd)OpMMpOBaTb Tebsa o

MOJTyYEHHBIX pesyrnbTaTax.

OpHako, ecnu Tbl NMPUMELLb y4acTuUe B 3TOM MPOEKTe, Tbl CMOXELWb MOMOYb APYrMM NauueHTam, Ha KOTOPbIX
pe3ynbTaTbl pa3paboTkM HOBbIX METOAOB 0O0CregoBaHUst WM JieYeHWMst MOryT  MOBMUSITb

NONOXUTEJTbHO.

B otaenbHbIX cny4dadax BO3MOXHO OaXe nonydeHune nccrnegoBsarenem pesyrnbrtata, O4MeHb BaXXHOro

) AR Tebsa 1 TBOero 3gopoBbs. Hanpumep, aTo MOXeT 6bITb HOBas MHpopMaUMsa O OPYrMX TBOMUX
e~
3aboneBaHWsX WU NpeapacrnofioXeHHOCTU K Apyromy 3aboneBaHuio. B Takux cnyvasx Mol

CBAXeMCd C TBOMM JreYallmm Bpa4vyom.

4. 0O6s3aTenbHO N Tebe NPUHMMaTb y4YacTue B NPOEKTe NonosiHeHna 6umobaHka n Moxellb nn

Tbl Nnepeaymatb?

Tbl MOXelb OOOPOBOSIBHO pellaTh, XO4ellb N Tbl y4acTBOBaTb B 3TOM npoekTe. Jlydylle Bcero .
MPUHSATL PeLleHne BMECTE C POAMTENSMU. M KOHEYHO e Tbl MOXELLb B 1060 MOMEHT nepeaymaTb

M O0TKasaTbCs OT y4acTus. HMKakux HeraTMBHbIX NOCNEeACTBUIN Takoe TBOE pelleHne UMETh He 6y,u,eT.
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5. YTto o3HayvaeT 3awmTa AAHHbLIX?

HukTo He xoueT, 4TOGbl AaHHbIe, KacaloLlMecs ero fIMYHO, Takne Kak, Hanpumep, UMs, aapec, BO3pacT UMK aaxe
CBe/leHVs 0 300pPOoBbe, ObINKM AOCTYMNHLI BceM noapaa. NoaToMy Bpaym 1 ocTanbHOW nepcoHan 6onbHNLbI 06A3aHbI
f cobniofaTb OMpedeneHHYld CEeKPeTHOCTb UM He UMMelT npaBa rnepedaBaTb  Kakyo-nubo
MHGOPMALIMIO O CBOWX MaLMeHTax MOCTOPOHHMM nuuaM. Ons sawuTbl Nony4YeHHbIX OT Tebs

06pa3yoB 1M TBOMX AaHHbIX B Hallem BnobaHke nm npucBanBaeTca OYKBEHHbIN U LIMPOBON Kopa,.

OTO 03HavaeT, YTo Korga Mbl UCMONb3yeM MONyyYeHHble OT Tebs obpasubl U AaHHblE, Mbl UMEEM
[eno He C TBOMM UMEHEM UMW APYron NMYHON MHpopMauuelt, a TonbKo ¢ aTUM KogoM. MccnepoBartenu, koTopble
nonyyaT B CBOE pacropsikeHue Takve obpasLbl Ans Hay4yHoW paboTbl Uy aHanusa, He 6yayT 3HaTb, YTO 3TO TBOU
o6pasupl. MIHpopmaumo o ToM, 4YTO 3TK 0Opasubl Obinv B3ATbl MMEHHO y Tebs, OyayT 3HaTb TOMLKO HECKONbKO
COTPYAHMNKOB OMobaHKa, KoTopble Aanu KnaTBy cobniogaTb 0cobyo TanHy. OTO BaXKHO, Hanpumep, B TeX cry4asx,

Korga Tbl Nepegymaellb U HaM 6yaeT HeobXxoaMMO y3HaTb, Kakue MMeHHO oGpasLbl ABMATCA TBOUMU.

6. Komy Tbl MOXelub 3aaaTb BONPOCHI?

Ecnun Tebe 4To-nnMbo HENOHATHO, Thl BCEraa MoXellb 06paTUTbCs K CBOEMY JflevallemMy Bpady Unu K criegytoliemy

KOHTaKTHOMY Nnuuy B opraHusaumm «brnobaHk Hilda Bo dpainbypre»:

Hilda Biobank Coordination it

KJK Kinder- und Jugendklinik 2
Universitatsklinikum Freiburg

Breisacher Str. 62 .' -'
79106 Freiburg

zkj.hilda-biobank@uniklinik-freiburg.de

7. Xouelb NpUCOeAUHUTBLCA K HAM?

Ecnu Tbl xouellb NpUHATL yyacTue B NpoekTe 6nobaHka, noxanyncra, noAnuwy 3TOT JINCT UM NPOCTO COOGLLM
CBOEMY fieyalemy Bpady 06 3Tom xenaHun. Tem cambiM Tbl COOBLLMLLE HAM O TOM, YTO XO4€eLLlb NPEaOCTaBUTL CBOU
obpasupbl 1 AaHHble AN NPoBeAeHNs UCCeoBaHNi U YTO Thbl Aenaellb 3TO NOSIHOCTbIO0 4o6poBonbHO. Thl BCeraga
MOXeLlb 0TKa3aTbCHA OT y4acTus B 9TOM MpoekTe. Hukakvux nocneacTeuii Takoe TBOe pelleHne UMmeTb He Byaer.

lMocne aToro TBOU AaHHbIE 6yD,yT yoaneHbl, a oCtaBLinecsd O6p83LI,bI YHUYTOXEHbI.

A1 xovy npuuate yuacte B npoekte na O wer
nononHeHus 6uobaHka [Ja] [Nein]

X

[aTta Datum] Mmsa pebeHka nponucHeiMn OykBamm Moanuck pebeHka [Unterschrift des Kindes]
[Name des Kindes]

MHoto 6bina npoBegeHa pasbACHUTENbHasA becepan nony4yeHoO cornacue.

[aTa [Datum] Litamn Bpaya [Name/ Arztstempel] Moanuck Bpaya [Unterschrift]
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