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vy  [lanbHeunwee NCNOSIb30BaHME CBA3aHHbIX CO 340POBbLEM AaHHbIX U 6BMonornyecknx o6pasuoB B
nuccnegoBaTeNnbCKUX U y4eOHbIX Lensax: MHopmMauus n 3asiBneHue o cornacum (obwee cornacue)

Hoporoi nauneHT, goporue pogutenu!

KpaTkoe cogepkaHue Hawero obpaileHus

YHuBepcutetckas getckast 6onbHuua r. Litopmx (Universitats-Kinderspital Ziirich) 3aBognT MmeanumHckyto KapTy Ha
Kaxkgoro nauumeHTta. Tyaa BHOCUMTCS BCSt MHCbopMaums o BalleM pebeHke.

Takke 3a4acTyto oToupatoTcs nabopaTopHble 06pasLibl, HaNnpPUMep KPOBU UMK TKaHEWN.

[aHHble 13 MeauLMHCKON KapTbl 1 NabopaTopHble 06pas3ubl MMEOT 6oMbLUYHO LIEHHOCTL ANsl UCCIEeA0BaTENbCKON U
y4yebHol paboTbl.

» Mpocum Bac N0O3BONMUTbL HaM UCMOMb30BaTb 3TU AaHHble U 06pa3ubl Bawero pebeHka B uccrenoBaTenbCKUX
M y4eOHbIX Lensx.

Mbi cobntogaem CTporyro KOHpUAEHLMANbHOCTL B OTHOLLEHMN OAHHBIX U BbIMNOSTHAEM BCE MOOXEHWUS
3aKkoHoAaTenbCTBa No UX 3aluuTe.

Mo4yemy MbI kK Bam oGpalyaemca?
3a nocnegHue gecatuneTusi Obin 4OCTUIHYT OrPOMHBIV MpOrpecc B 06r1acTy BbISIBNEHUA 1 neveHns 3abonesaHuin.

OTUM Mbl 006s13aHbI MeOUUNHCKUM UccrnenoBaHnAM, B KOTOPbIX NPUHUMAKOT y4acTue Bpayn, yd4eHble, a TakkKe
nauneHTbl BCEX BO3pPaCTOB.

MCCﬂe,qOBaHMﬂ BO MHOIoM onunparTca Ha AaHHble N3 MeaANLUUNHCKMX KapT NauneHTOB. B sTtom cnyyae pevdb naer,
Hanpumep, 0 pesynbTaTtax fabopaTopHbIX aHann3oB, HO Takke U 0 CBEAEHUSIX MO Tepanum Unu nHgopmaumm o
HacrneacTBEHHON NPeApacnonoXeHHOCTU K onpeaeneHHbIM 3aboneBaHnsim. Kpome Toro, 60nbLuyto
nccrnegoBaTenbCKyo LIeHHOCTb MMELOT Bronornyeckne Matepuarnsl, B3siTble BO BpeMsi NpebbiBaHMs B GONbHULUE U yXKe
He HY)XXHble A5 AMarHoCTUYecknx uenein. TakoBbIMY SBMSHOTCS, HanpuMmep, obpasLubl KPOBU, MOYM UMK TKAHEN.
Mpocum Bac BHECTM CBOW NepCcOHarnbHbINA BKNaa B AanbHenwee pa3sButue MeguumHbl.

YTo o3HauvaeT Balue cornacume?
Ecnu Bbl JaguTe cBoe cornacue, cBsisaHHble CO 300POBbEM AaHHbIE (HanpumMep, BO3pacT 1 pesyrbTaThl

obcnenoBanHnin) n ocTaBlumecst obpasubl (HanpyMmep, Moya, KpOBb UK TKaHK) Bawlero pedeHka 6yayT MCNOnb30BaHbI
B MCCreaoBaTenbCkux U y4ebHbIX Lensax. Cornacue pacnpocTpaHseTcs Ha BCe AaHHble, KOTOpbIe YXXe eCTb B
oonbHULe unu 6yayT nony4veHsl B Gyayliem, a Takke Ha Bce obGpasupl.

Camoe BaxkHoe: Ballie cornacue senseTcs 0o6poBosibHbIM. Balle pelleHne o cornacum nnm 3anpeTte Ha ganbHenwee
NCnonb3oBaHUe JaHHbIX 1 00pas3LoB HE NOBNUSAET HAa MeanLUnHCcKoe obenyxmeaHmne. Cornacme gencTeyeT
HeorpaHM4YeHHoe BPeMS, NoKa ero He OT30BYT (aHHYNMPYHOT). Bbl MOXeTe 0To3BaTh cornacue B NtoOo MOMEHT 6e3
00BbACHEHUSA NMPUYUH MO YKa3aHHOMY HIDKE KOHTaKTHOMY agpecy. Nocne oT3biBa AaHHble 1 06pasLbl yXKe He CMOoryT
NCNonb30BaTbCA B HOBbIX MCCregoBaTeNnbCKMX NpoekTax. Hu y Bac, HY y Ballen cTpaxoBov MeaULNHCKOM
opraHm3aumm He BO3HWKHYT AOMOSTHUTENbHbIE pacxoabl.

Kak oxpaHstoTca gaHHble 1 06pa3ubl?
[aHHble n obpasubl Bawero pebeHka o0pabaTbiBalOTCS U OXpaHATCA B 60MbHMLE B COOTBETCTBUM C TPEOOBaAHNAMM

3akoHofaTtenbcTBa («BpadvebHas TanHay). [MpaBo npocmaTpuBaTh HE3aKOAUPOBAHHbBIE AaHHbIE U3 MEANLIMHCKON
KapTbl Bawero pebeHka 1 4OCTyN K HE3aKoAUPOBaHHbIM 0bpa3suam eCcTb TOMbKO Y MOMHOMOYHbIX COTPYAHMKOB
OONbHULBI, HANPUMEP Nevallmx Bpaden.

ViccnepoBaTenbckne nNpoekTbl Bcerga npoBepsatoTca COOTBETCTBYOLLEN koMmmnccuen no atuke. Ecnu nccnegosartenu
NCMNOMb3yl0T AaHHbIE B NCCNEAOBATENLCKNX NPOEKTAaX, 3TV AaHHbIe KOMUPYIOTCA HEMOCPEACTBEHHO M3 MEOULIMHCKOW
KapTbl 1 3aTeM KOAMpPYTCA Nnbo aHoHMMU3upytoTcs. KogupoBaHue o3HayvaeT, YTo BCe NepcoHanbHble AaHHble (MMs,
Jarta poXxaeHus N T. 4.) 3aMeHsItoTCA kogom. Jlnua, y KOTopbIX HET AOCTynNa K KoYy KOAUPOBaHUA, HE CMOTYT
YCTaHOBUTb NIMYHOCTL Ballero pebeHka. Koy nokasbiBaeT, Kakon KoA KakoMy nuuy npuHagnexut. OH HagexHo
XpaHuTCs B geTckon 6onbHuue r. Lilopmx. AHOHMMM3aUmsa o3HavaeT, YTo KoY yaanseTcs. HukTo (gaxe getckas
BOonNbHMLA) Y)KE HE CMOXET YCTaHOBUTb, YTO aHOHUMU3MPOBAHHbIE AaHHbIE 1 06pas3Lbl NONyYeHbl OT Bawero pebeHka.
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O6pasu,b| N reHeTn4eckne gaHHble Ballero pe6eHKa TakXe MOryT XpaHUTbCA B OaHkax 6V|0M3Tepwan0|3. baHk
6V|OMaTepVIaJ'IOB — 3TO CTPYKTYPUPOBaAHHOE XpaHUIULLE pa3HbIX 06pa3LI,OB N OaHHbIX, KOTOPOE NOAYNHAETCA CTPOrMmMm
npasunam Ge3onacHocTw. O6pasu,b| N reHeTn4yeckne gaHHble NpeanocTaBnAlTCA nccriegoBaTtensdam TONbKO B

3aKoaUPOBaHHON NN aHOHUMN3UPOBaHHOW hopMe.

KTo MoXeT ucnosnb3oBaTh CBsi3aHHble CO 340POBbLEM AaHHble U 06pa3Lbl Bawero pebeHka?

B cnyyae Ballero cornacusl gaHHble 1 06pasLbl Ballero pebeHka 6yayT NpedocTaBnaTbCA B 3aKOANPOBaHHON dhopme
nccnenosaTtenam Halei 6onbHULbI. [aHHble 1 06pasLbl Takke MOryT UCMOMNb30BaTbCH B UCCMeAoBaTeNbCKUX
npoeKTax, peanuayemMbix B COTPYAHUYECTBE C APYIMMMW roCyAapCTBEHHBIMU UMW YaCTHLIMM OpraHu3aLusamu,
Hanpumep ApyrMmMun GonbHULEAMK, YHUBEpCUTETaMU UNKN papmaLeBTUYEeCKUMM KomnaHusaMu. MiccnegosaTenbckue
NpoekTbl MOryT NpoBoAnTbeA B LLBeliuapum nnu 3a ee npegenamu 1 BKNoYaTh, No Mepe HeOGXOAMMOCTH,
reHeTU4eckMe aHanuabl. B 3arpaHnyHbIX MCcnieqoBaTenbCKUX NPoeKTax NPUMEHSTCS, MO MeHbLUIEn Mepe, Takue e

TDGGOBaHMﬂ K 3alinTe AaHHbIX, Kak 1 B LUBeI;ILI,apI/IM.

Coob6uwar nm Bam o pesynbTatax uccregoBaHun?

WMcecnenosaTtenbckue NPOEKTbl C UCNOJib30BaHMEM OaHHbIX U O6pa3LLOB, KakK npasuno, He aakvT MH(bopmau,wo,
KOTOpasa HanpAaAMyro KacaeTca 300p0BbA Ballero pe6eH|<a. OpHako npun nony4vyeHunmn 3Ha4nmMmoro angd sawluero pe6eHKa
pe3ynbTata n AOCTYNHOCTU Mep MeaANLUMHCKOro Xapakrepa geTcKkasa 6OJ'IbHI/1LLa MOXeT cBsA3aTbca ¢ Bamun. Ecnn
AaHHble N o6pasub| AHOHUMU3NPOBaAHbI, YCTAHOBUTb KOHTAKT y>XX€& HEBO3MOXHO.

Ecnu Y BaC OCTalnCb BONPOCHI U Bbl XOTUTE MOJTYHYUTb AONOSTHUTENbHYO I/IH(*)OpMaLI.I/II-O, O6paTI/ITer no

YKa3aHHOMY HIDKE KOHTAKTHOMY afpecy:

YHuBepcutetckas getckas 6onbHuua r. Lipopux (Universitats-Kinderspital Zurich), HayyHo-nccnegoBatensCkuin LEHTP
neguatpum (Forschungszentrum fir das Kind), Lenggstrasse 30, 8008 Ziirich

Studiensupport. FZK@kispi.uzh.ch /+41 44 249 49 49.

3asiBneHue o cornacuuv Ha ganbHeuniuee
MCNoNb30BaHNe CBA3aHHbIX CO 340POBbLEM

OaHHbIX 1 o6pa3suoB

£ 3Hato, YTO B HACTOSILLEM MHGOPMALMOHHOM NUCTe (BEpPCUS
3.0, 07.10.2024) onncaHbl NONOXEHUSA KacaTeslbHO
OarnbHeNLWero Ncnonb3oBaHns AaHHbIX U 0b6pa3suoB. A npoyen
N NOHSAN 3Ty MHpopMaumto. Y MeHs Gbina BO3MOXHOCTL 3agaTb
BOMPOCHI, U S NOMyYnn yooBneTBOPSIOLLNE MEHS OTBEThI Ha
HUX.

Oa HeTt

Ar

HacTtosawmm gato cornacme Ha UCnorb30BaHUE CBA3aHHbIX CO

BonbHuue 1. Lifopux, B uccrneqoBaTenbCKkMx U y4eOHbIX Lensx B
onncaHHon oopme.

3[00POBLEM AaHHbIX 1 06pa3LoB Moero pebeHka, Nofy4YeHHbIX Unu
0TOGpaHHbIX BO BpeMsi ero npedbiBaHnsi B YHUBEPCUTETCKOW AETCKOM

MecTo/pgaTta Nms/pbamunmna naymeHTa
neyaTHbIMU BykBamm

Wms/damunus nevatHbIMu GykBamu

Ausgefiilltes Formular weiterleiten an: Spitalarchiv

MNognuck naumeHTa
cTtapwe 14 net

Moanuck poauTens/3akoHHOro NpeacTaBUTens
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