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HdanbHenwee ncnonb3oBaHMe CBA3aHHbIX CO 340POBbEM AaHHbIX U GMonormyeckmx obpasuos B
nccnenoBaTenbCKUX U Y4eOHbIX Lensax: MHdopMaumsa 1 3asBneHune o cornacum (oéuee cornacue)

[oporoii nauneHT, goporne pogutenu!

KpaTkoe copepxaHue Hawero obpaweHus

YHuBepcuteTckas getckas 6onbHuua r. Liropux (Universitats-Kinderspital Zirich) 3aBogut meguumHckyto kapTy Ha
Kakgoro naumeHTa. Tyaa BHOCUMTCS BCS MH(bopMaums o BalleM pebeHke.

Takke 3a4acTyto oTbupatoTca nabopaTopHble 0b6pasLbl, HaNnpUMep KPOBW Ui TKaHEN.

[aHHble 13 meguLmMHCKON KapTbl 1 NabopaTopHbie o6pasLbl UMEOT BonbLUYIO LLEHHOCTb AN1S uccneaoBaTenbCKon U
y4yebHon paboThbl.

» lpocum Bac No3BONUTbL HaM UCMOJb30BaTh 3TU AaHHbIe U 06pa3ubl Bawero pebeHka B uccnegoBaTenbCKUX
M y4YeOHbIX Lensx.

Mbl cobntogaem CTporyto KOH(PMAEHLMANbHOCTb B OTHOLLEHUN AaHHbIX U BbINOMHSAEM BCE NOSOXEHUA
3aKoHOaTEeNbCTBa MO UX 3auTe.

Mouyemy MbI K Bam obpaltaemcs?
3a nocnegHve gecatuneTmsi Obin JOCTUIHYT OFPOMHBIV Nporpecc B 06nacTu BbiABNEHNS U NeYeHnst 3aboneBaHuin.

OTUM Mbl 06513aHblI MEANLIMHCKUM MUCCIegoBaHUAM, B KOTOpPbIX MPUHUMAKT y4aCcTue Bpayun, y4eHble, a Takke
nauyneHTbl BCeX BO3PacCTOB.

WMccnepgoBaHusa BO MHOrOM OnNmMparoTcs Ha AaHHble U3 MeAMLUMHCKUX KapT nauneHToB. B aToM criyyae peyb nger,
Hanpumep, o0 pe3ynbTaTax NabopaTopHbIX aHanu30B, HO Takke U O CBEAEHUsX Mo Tepanun Unu nHgopmauumn o
HacneacTBEHHON NPeApacrnonoXeHHOCTN K onpeaeneHHbiM 3abonesaHmam. Kpome Toro, 6onbLuyio
nccneaoBaTenbCKyo LEHHOCTb MMEINT Bronormyeckne matepumansl, B3sTble BO BpeMs npebbiBaHns B 6onbHMLE U yxe
He HYXXHble ANS QUuarHocTu4eckmx uenen. TakoBbiMU ABMAAIOTCH, Hanpumep, obpasubl KPOBY, MOYM UITN TKAHEMN.
Mpocrm Bac BHECTM CBOM MepCoHasbHbIN BKag B AanbHenlwee passutne MeaunumHbl.

Y10 o3HauvaeT Balle cornacue?
Ecnu Bbl agnte cBoe cornacue, CBsi3aHHbIe CO 340POBbEM [aHHbIE (HAanpMMep, BO3pacT U pe3ynbTaThl

obcnenoBaHuin) M ocTasLuMecs 06pasubl (HanpUMep, Moya, KPoBb MK TKaHW) Balero pebeHka 6yayT Ucnonb3oBaHbl
B MCCrneaoBaTenbCkmx 1 ydebHbix uensix. Cornacme pacnpocTpaHsieTcsi Ha BCe JaHHble, KOTOpbIe YXe ecTb B
fSonbHMue nny 6yayT nony4deHsl B 6yaylliem, a Takke Ha Bce obpasupl.

Camoe BaxHoe: Ballie corrnacue siBnsietcs 4o6poBonbHbIM. Balle pelueHue o cornacum unu 3anpeTe Ha AanbHenlee
ncnonb3oBaHWe AaHHbIX 1 06pa3LoB He NOBNUSET HA MeauumnHckoe obcnyxumeaHue. Cornacue aencrTeyet
HeorpaHnyeHHoe BpeMsi, Noka ero He 0T30BYT (aHHYNMPYHOT). Bbl MoxeTe oTo3BaTb cornacue B No6oii MOMeHT 6e3
0OBbACHEHNS MPUYKH MO YKa3aHHOMY HUXe KOHTakTHOMY aapecy. [ocne oT3biBa faHHbIE U 06pasLpbl y>ke He CMoryT
MCMonb30BaThbCs B HOBbIX UCCIeaoBaTeNbCKMUX NpoekTax. Hu y Bac, HU y Ballel CTpaxoBo MeANLMHCKOW
opraHv3aumn He BO3HUKHYT JOMOMHUTENbHbIE pacxoapbl.

Kak oxpaHATCA AaHHble U o6pasubl?
[aHHble n obpasubl Bawero pebeHka 0bpabaTbiBalOTCs M OXpaHATCA B O0NbHULLE B COOTBETCTBUM C TPeDOBaHUAMM

3aKkoHogaTenbCcTBa («BpadyebHas TalHay). MpaBo npocmaTprBaTh HE3aKOAMPOBaHHbIE AaHHbIe U3 MeaNLUHCKON
KapThbl Ballero peGeHka 1 4OCTyN K He3akoAMpoBaHHbLIM 06pasLiaM eCTb TOMbKO Y MNOMHOMOYHBLIX COTPYAHUKOB
GONbHULIbI, HaNpPUMep nevalyux Bpaden.

VccnepoBaTenbCckme NPoOeKTLI BCerga NpoBepstoTCa COOTBETCTBYIOLLEN KOMUCCHEN No aTuke. Ecnn nccnegosarenu
NCMNOMb3YylOT AaHHbIE B UCCINEA0BATENbCKMX NPOEKTAX, 3TN AaHHbIE KONMUPYOTCA HENOCPEACTBEHHO U3 MEAULIMHCKON
KapTbl U 3aTeM KoampytoTca Nnnbo aHoHMMmn3npytoTes. KognpoBaHue o3HavaeT, 4To BCe NepCcoHanbHble AaHHble (MMvs,
[arta poxaeHus U T. 4.) 3aMeHsTCa kogoMm. Jluua, y KOTopbIX HET AOCTYyNa K KIoYy KOAUPOBaHUA, HE CMOTYT
YCTaHOBUTb JINYHOCTL Ballero pe6eHKa. Kntou NnoKa3blBaeT, Kakom KOO KakoMy nuuly nNpuHaanexuT. OH HagaexXHo
XpaHuTcs B AeTckon 6onbHuLe r. Lilopux. AHOHMMMU3aUmMsa o3Ha4vaeT, YTo koY yaansetcs. Hukto (gaxe getckas
6oanvu_|,a) yXe He CMOXeT YCTaHOBUTb, YTO aHOHUMU3NPOBaAHHbIE JaHHbIe U o6pa3ub| nony4yeHbl OT BaLlero pe6eH|<a.
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O6pasLbl U reHeTMYecKne aaHHbIe Ballero pedeHka Takke MOryT XpaHuTbcs B 6aHkax buomartepuanoB. baHk
BrvomaTtepuanoB — 3TO CTPYKTYPUPOBAHHOE XpaHWMuLLEe pa3Hbix 06pasLoB U JaHHbIX, KOTOPOE MOAYNHAETCHA CTPOruM
npasunam 6e3onacHocTn. O6pasubl 1 reHeTUYeCKNe AaHHbIe NPESOCTaBATCSA UCCrneaoBaTENsM TOMNbKO B

3aKO4UPOBAHHOW NN aHOHMMU3MPOBAHHOW hopMeE.

KTo MmoXeT ncnonb3oBaTb CBA3aHHbIe CO 340POBbLEM AaHHble U 06pa3ubl Bawero peéeHka?

B cnyyae Bawero cornacus gaHHble 1 obpasubl Bawero pebeHka 0yayT npegocTaBnsaTbLCA B 3aKogMpoBaHHOW hopme
uccnegosartenam Hawen 6oneHULBI. [aHHble n 06pasLbl TakkKe MOryT UCNONb30BaTbCHA B UCCNEOBATENbCKUX
npoekTax, peanuayemMbiX B COTPYAHUYECTBE C APYTMMM rOCyAapCTBEHHBIMU UMW YaCTHLIMW OpraHn3aumsiMu,
Hanpumep apyrumun 6onbHMLLaAMN, YHUBEPCUTETAMMU UK hapMaLeBTUYECKUMIN KOMNaHuamMu. MiccnegoBaTtenbckue
NPOEKTbI MOTyT NpoBoAMTbLCA B LLIBeLapum unm 3a ee npegenamm u BKIKOYaTb, MO Mepe He0bXOAMMOCTH,
reHeTudeckne aHanmsbl. B 3arpaHn4HbIX nCccnegoBaTenbCKUX NPOEKTaxX NPUMEHSIIOTCS, N0 MEHbLUEN Mepe, Takne Xe

TpeboBaHWA K 3aliuTe AaHHbIX, Kak 1 B LBeiuapun.

Coo6war nu Bam o pe3synbTaTtax uccrnegoBaHumn?

WNccnepoBaTtenbckme NpoekThbl C UCMOMb30BaHMEM AaHHbIX U 00pa3sLoB, Kak NpaBusio, He AatT nHdopmaumio,
KoTopasi HanpsIMyto KacaeTcs 300poBbs Ballero pebeHka. OgHako Npuy Nony4yeHnn 3Ha4YMmMoro Ans Ballero pebeHka
pesyrnbTata u JOCTYNMHOCTU Mep MeAMLMHCKOro xapakrtepa AeTckasi 60nbHMLa MOXET CBA3aTbCs ¢ Bamu. Ecnn
AaHHble 1 06pasLbl aHOHMMU3MPOBaHbI, YCTAHOBUTb KOHTAKT Y)Ke HEBO3MOXHO.

Ecnu y Bac octanuncb BONpoChl UK Bbl XOTUTE NOMYYUTb AOMNONHUTENbHYIO MHOopMaLuo, obpaTuTech no

YKa3aHHOMY HU)Xe KOHTakKTHOMY afpecy:

YHuBepcutetckas getckas 6oneHuua r. Lilopux (Universitats-Kinderspital Zirich), HayuHo-nccnegosartensckuin LeHTp
neanatpum (Forschungszentrum fir das Kind), Steinwiesstrasse 75, 8032 Zirich

Studiensupport.FZK@kispi.uzh.ch /+41 44 266 71 11.

3asiBneHue o cornacum Ha ganbHeunwee
ncnonb3oBaHne CBA3aAHHbLIX CO 340pOBbLEM

i
i
i
OaHHbIX 1 o6pa3uoB |
i
A 3Halo, 4TO B HACTOALEM MHPOPMAaLMOHHOM NUCTE (BEpCUsA !
2.2, 30.12.2020) on1caHbl NONOXeHUs kacaTenbHO i
AanbHewnLwero Ncnonb30BaHns AaHHbIX 1 obpasuoB. A npoven |
W MOHAN 3Ty MHAOPMaLMI0. Y MeHs Bblna BO3MOXHOCTb 3agaTb i
BONPOCHI, U 51 NOMNYy4YunIl YAOBNETBOPSAIOLLME MEHSI OTBETHI Ha
HUX.

Hda Het

Ar

HacTtosawum gato cornacue Ha Ucnofib3oBaHMe CBA3aHHbIX CO
300p0oBbEM AaHHbIX N O6pa3LJ,OB Moero pe6eHKa, NOJNTy4YEHHbIX Unn

6onbHuue r. Lilopux, B ccnegoBaTenbCkUX U y4eOHbIX Liensx B
onucaHHon gopme.

oTob6paHHbIX BO Bpemsi ero npebbiBaHWs B YHUBEPCUTETCKON OETCKON

MecTo/pata Wms/bammnnns nayneHTa
neyaTHbIMU GyKBaMW

Umsi/dammnnmsa neyatHbiMy OykBamu

Ausgefiilltes Formular weiterleiten an: Spitalarchiv (Fach 97)

MNoanuce nauneHTa
crapwe 14 net

Mognuck pOﬂ,MTeJ'IS'-I/3aKOHHOFO npeacraBuTens
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