Qualitatssicherung
im Gesundheitswesen
Baden-Wiirttemberg

UHdopmauma ana poauteneii o c6ope n 06paboTKe NepPCcoHaIbHbIX AaHHbIX ANA CKPUHUHIA CIYXa HOBOPOXKAEHHbIX

Aoporue poaurenu,
PoxpeHue Bawero pebeHKa elle Bnepean Uamn npsmo 3a Bamu. Mbl kenaem BCEro camoro /ydlero Bam v Bawlemy pebeHky.

Kaxkgblih HOBOPOXKAEHHbIN pebeHOK MMeeT 3aKOHHOe NpaBo Ha obcnepoBaHMe cnyxa. B bageH-Bioptembepre CKpUHUHT cnyxa
HOBOPOMAEHHbIX MNPOBOAUTCA NpU  nopdep)kke LleHTpa CKpWMHMHra cayxa HOBOpOXAeHHbIX bBapeH-Bioptembepra
[Neugeborenen-Hérscreeningzentrale Baden-Wirttemberg]. LeHTp CKpUMHWHIa ciyxa HOBOPOXKAEHHbIX ¢UHAHCUpyeTca
MWHUCTEPCTBOM COLMANbHbLIX A€/, 34PaBOOXPAaHEHUA W UHTerpauum u3 cpeacts denepasnbHON 3emnu, YTBEPKAEHHbIX
napsiameHTom 3emnn bageH-Broptembepr.

[aHHble 0 CKPMHUHTE C/lyXa HOBOPOMXKAEHHbIX NepeaatoTca U3 BCex poaunbHbix AomoB baaeH-Bloptembepra B LLleHTp CKpMHMHra
CNyXa HOBOPOXAEHHbIX. HeobxoauMbIM ycnoBuem nepefayn AaHHbIX ABAsSeTcA A06poBoabHOe cornacue oboux 3aKOHHbIX
OMNeKyHOB (MaTepu M oTua). [aHHble aHANU3UPYIOTCA aHOHUMHO B LLENAX KOHTPOIA KayecTBa, YTobbl obecneunTts Hagexallee
npoBefeHNe 3KCNepTU3bl B COOTBETCTBUM C TpeboBaHUAMW 3aKoHoZaTenbcTBa. Kpome Toro, B c/iyyae aHOMA/bHbIX WAU
OTCYTCTBYIOLLMX PE3Y/IbTATOB, OTCAEKMBaHME ByAeT OCyLLecTBAATLCA NyTeM 06paLLleHNA K pOAUTENAM UM 3aKOHHbBIM ONEKYHaM.
Llenb - onTMmmanpoBaTb 6bICTPOE BbISCHEHWE M PpaHHEE HAYaNo Tepanum (ecnu obHapyKeHO HapyLLeHne cayxa).

LLeHTp CKpMHMHIa C/lyxa HOBOPOXKAEHHbIX B baaeH-Bioptembepre coctomT ns KomnaHuu QiG BW GmbH, koTopas obpabaTtbiBaeT
[aHHble M3 POAMJIbHLIX AOMOB B pPaMKax MpoLeaypbl KOHTPO/A KayecTBa CKPUHWHIA CAyXa HOBOPOMAEHHbIX, M LieHTpa
OTC/NIEXKMBAHMA CKPUHWHIA CyXa HOBOPOXKAEHHbIX B bageH-Bloptembepre B MeTabonnueckom ueHTpe Autmapa Xonna npu
YHuBEpPCUTETCKOM KauHUKe [elipgenbbepra, KOTOPbIM OCyWecTBASET CONyTcTBylowee HabnoaeHWe 3a aHOMaAUAMU WU
nponyleHHbIMK obcnegoBaHMAmMM nyTem obpalwieHua K poautensam (= oTcnexusaHue). LleHTp oTcnexkmBaHua nepegaet
pe3ynbTaTbl OTCAEXMBAHUA, BKAOYAA MHOOPMALMIO, NPefoCTaBNeHHY NpakTMkamu, B QiG BW B nceBfoHMMM3MPOBaHHOM
dopme a4na uenent KOHTPONA KayecTea.

Ecan pesynbtathl 0b6cnenoBaHWA cayxa Bawero pebeHka B OOMbHMLE OKaxKyTcA B npegenax HOPMbI, AaHHble 6yayTt
nceBAOHMMMU3MPOBAHbI, 3aWIMGPOBAHbI M OTNPaBAEHbl B KomnaHuio QiG BW ans oueHKK, Npu yCAOBUK, YTO Bbl AaguTe CBoe
cornacue. "lMceBAoHMMMU3aUMA" O3HAYAET, YTO AaHHblE, KOTOPble MOTyT BbiTb MCNO/b30BaHbl ANA MAEHTUOMKALUN cybbeKkToB
OAaHHbIX, 3aMeHATCA MNCEeBAOHMMOM - B AaHHOM ciydyae Homepom ("Homepom obpabotkn"). Llenb ncesaoHUMMM3ALMU
3aK/IOYAETCA B TOM, YTOObl IMYHOCTb COOTBETCTBYIOLLErO Ye/soBeKa Morna bbiTb YCTaHOBAEHa TO/IbKO FPYnnoi crneunanbHo
YNO/HOMOYEHHbIX INL, B POAUIBHOM AOME.

Ecnv cKpUHUHT Bawero pebeHKa He COOTBETCTBOBAZl HOPME MM CKPUHUHT C/TlyXa HOBOPOXKAEHHbIX He Bbln NpoBeAeH C OAHOM
CTOPOHbI, KPUTEPUU OTCAEKMBAHMA (OTCAEKMBAHME QAHOMANbHbLIX M OTCYTCTBYIOLWMX Pe3y/bTaToB MyTeM KOHTaKTa C
poanTenammn/onekyHammn) BbINOMHAKTCA. NS OCYyLLECTBIEHNA OTC/IEKMBAaHMUA HEOBXOAMMbl KOHTAKTHble AaHHble 3aKOHHOro
onekyHa (obblMHO maTepu uam otua). Ecam Bbl Janu ceoe cornacue, oHW fobaBnAaoTcA, WKMOPYHOTCA M OTNPABAAIOTCA B
KomnaHuto QiG BW, KOTopasa He MOXET MX NPOCMATPUBaTb, M NepegacT ux B LleHTp oTcnexusanma. OTcaexnBaHme ABAAETCA
6ecnnaTtHbIM U f06pPOBOIbHLIM. Bonee NoapobHyo MHOpPMaLMIO 06 OTCAEXMBAHMM U CBA3AHHOW C HUM 06paboTKe AaHHbIX
MOXHO HalTN B MHOOPMALMOHHBIX LLOKYMeHTax LleHTpa oTcaexnsaHus.

Mpu nepegaye n 06paboTKe JaHHbIX TPEBYIOTCA cCaMble CTPOrMe Mepbl 3aLLMTbl U 6€30MacHOCTU AaHHbIX. JaHHble WKdpYoTCa ¢
BbICOKOM CTEMeHbio 3aluTbl M NepesatroTca Mo TOYHO onpedesieHHbim nytam. OpraHvsaumu, 3aHumalowmeca cbopom u
06paboTKOM AaHHbIX, BbINOAHAIOT Bce TpeboBaHMA MO 3almTe AaHHbIX. [JaHHble HebyayT nepefaHbl TPETbUM AnUam. [aHHble
He ByayT nepegasaTtbCa B CTPaHbl 3a npeaenamu EC nam E33 nam B mexkayHapoaHble opraHusaumu,

MHbopmauma 06 06paboTKe AaHHbIX B cooTBeTcTBMM co cT. 13 1 14 GDPR EC:

OpraHbl, OTBeTCTBEHHble 32 06pabOTKY AaHHbIX:

- QiG BW GmbH (Qualitatssicherung im Gesundheitswesen Baden-Wirttemberg), Birkenwaldstr. 145, 70191 Stuttgart, Ten:
0711/184278-00, e-mail: info@qgigbw.de

-LleHTp oTcnexXnBaHWA CKPUHMHIA ClyXa HOBOPOXKAEHHbIX B bageH-Broptembepre, MeTtabonmyeckuii ueHTp Autmapa Xonna,
leiipenbbepr, Im Neuenheimer Feld 669, 69120 Heidelberg, Ten: 06221/56-6315, e-mail:
neugeborenen.hoerscreening@med.uni-heidelberg.de
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MpaBoBoe ocHOBaHWe ANa 06paboTKu:
CT. 6 a63. 1(e) GDPR B couetaHun ¢ Ct. 9 a63. 2(i) GDPR B coueTaHuu c §22 a63. 1, Ne 1(c) PeaepanbHblit 3aKOH O 3aWMTe AAHHbIX

KoHTaKTHaa nHpopmauus oTBETCTBEHHOrO 3a 3alUUTY AaHHbIX:

- LLeHTp oTCNne)KMBaHWA CKPUMHMHIA C/IyXa HOBOPOXKAEHHbIX B BageH-BiopTembepre, OTBETCTBEHHbIVM 3a 3aWMTY AAHHbIX B
YHuBepcuTeTckol KanHuke leiaenvbepra, Im Neuenheimer Feld 672, 69120 Heidelberg, e-mail: datenschutz@med.uni-
heidelberg.de

- QiG BW GmbH, oTBeTcTBeHHbI 3a 3alnTy AaHHbIX, Birkenwaldstr. 145, 70191 Stuttgart, e-mail: datenschutz@qgigbw.de

Llenn 06paboTKu gaHHbIX:

» ObecneyeHne KayecTBa B COOTBETCTBMM C TpeboBaHMAMM 3aKOHOZATeNbCTBA WM - NpuU COBNIOAEHUU KpuTepues
OTCNEXMBAHUA - ANA CBA3U C POAUTENAMM MW 3aKOHHBIMM ONEKYHAMM

» AHanu3 KayecTBa JileYeHUA B POSWIbHbLIX [OMaX, NPeAOCTaBAAWMX [aHHble, KOTOpble WCNOAb3ylTCA AnA
Le/IeHanpaB/IeHHOro YNy4YylWeHUA KavyecTBa M, TakKMm 06pa3om, MPUHOCAT Nosb3y OyAylLMM HOBOPOMKAEHHLIM U WX
poantenam. Kaxabli poAuSbHbIA [OM MOMET O3HAaKOMWTLCA C COBCTBEHHbIMM pe3ynbTaTaMu, 3alULLEHHBIMU
naponem, U CPaBHUTb UX C aHOHUMHbIMM pe3y/bTaTaMu APYrMX poAn/IbHbIX A0MOB B baaeH-Bioptembepre. OueHKU He
COAEepKaT HAKAKMX JINYHBIX AaHHbIX, BMECTO 3TOr0 OHW MPOCTO NPEeACTaBAAIT PAaCCYNTAHHbIE pe3ynbTaTbl.

> OueHkn ana bapeH-Bioptembepra, onyb6anKoBaHHble Ha gomaluHel cTpaHuue QiG BW. OHM TaKKe He coaepxkar
HUKAKMX INYHBIX JAHHbIX.

Karteropum o6pabatbiBaemMbix NepPCOHaNbHbIX AAHHbIX:
» WHdopmauma o npoBeseHHbIX 06Cnef0BaHNAX CayXa U COCTOAHUM 340P0BbA Balero pebeHKa, a TakkKe Apyran BaykHas
MHbOopMaLma 0 NpebbiBaHMM B 6ONbHULE.
> Homep 06paboTKM AN NCEBAOHMMMU3ALUN 3aMNCU AaHHbIX
» KOHTaKTHble faHHble MaTepy MM 3aKOHHOTO OMNEKyHa (eCAn CKPUHUHT CAYXa HOBOPOXKAEHHOTO 6bl1 HEHOPMaJbHbIM
WM He NPOoBOAMN/ICA C 06enX CTOPOH)

CpoOK XpaHeHusA:

B QiG BW nony4yeHHble AaHHbIe U 3NEKTPOHHbIE MUCbMA AAA Nepefayvn AaHHbIX YAANAKOTCA B anpene roga nocse noayyeHus.
Yepes Tpu roga 3anucu AaHHbIX aHOHMMMU3UPYIOTCA MNyTeM YZafeHUs HOMepoB 06paboTkM M3 6asbl AaHHbIX. [aHHble,
CBA3aHHble C KIMHMYECKUM cniydaem, byayT yaaneHol yepes 10 net. KoHTakTHaA MHPopmauua He coxpaHaeTca KomnaHuel QiG
BW GmbH.

B LeHTpe OTCNeKMBAHMA KOHTaKTHble AaHHble UM COAEP)KMMOE TEKCTOBbIX MOJel, AaHHble, nosydeHHble oT QiG BW, u
3NEeKTPOHHbIE NMUCbMA, Kacalolmeca nepegayvm AaHHbIX, YAANAIOTCA NOC/Ae 3aBepLIeHUA OTCNEXMBAHUA B creaylowem roay.
MceBAOHMMU3MPOBAHHbIE AaHHbIE, CBA3AHHbIE C Aenom (MaeHTUdUKaATOp TpeKa, 3anUCU LAaHHbIX OTC/NIEKMBAHUA), YOANAOTCA
yepes 10 neT nocne 3aBeplleHUA OTCNEKUBAHUA.

Bawm npasa:

Bbl MmeeTe npaBO 3anpawuMBaTb Yy OpraHM3auumii, 3aHMMmatowmxcs cbopom M 06paboTKOM p[aHHbLIX, WUHPOpMauUto 06
obpabaTbiBaeMbIX NepcoHaNbHbIX AaHHbIX, @ TAK}XKe NPaBo 3anpalnBaTb UCNPABAEHUE, yaaleHUe U orpaHuYyeHne ob6paboTky, a
TaKe NpaBO Ha MepeHeceHMe fAaHHbIX W MNpPaBo BO3paxkaTb MNPOTUB 06pPabOTKM f[aHHbIX. Bbl MoxeTe oOTKasatbca OT
npeaoXKeHns UAM oTo3BaTb ero B N06oe Bpems C coxpaHeHWem cuibl Ha byayuwee. OT3biB HE BAMAET HA 3aKOHHOCTb Y¥Ke
npoBeAeHHOM 06paboTKN AaHHbIX.

Morkanyicra, HanpaBnsAliTe BCe OT3bIBbI NO afpecy:

-poAAoM, rae poanncs Baww pebeHok, nam

-LleHTp oTCneXnBaHUA CKPMHUMHIA CyXa HOBOPOXKAEHHbIX B bageH-Bloptembepre, MeTabonnyeckuii LeHTp Autmapa Xonna, Meiaensbepr, Im
Neuenheimer Feld 669, 69120 Heidelberg, Ten: 06221/56-6315, e-mail: neugeborenen.hoerscreening@med.uni-heidelberg.de

Bbl TaKXe umeeTe NpaBo NoAaTh XKanoby B KOMMNETEHTHbINM HaA30PHbIN OpraH:

[oCyAapCTBEHHbIN YNOHOMOYEHHbIN NO 3aLMTe AaHHbIX U cBoboae HPopmauun BageH-Bloptembepr
Lautenschlagerstrae 20, 70173 Stuttgart, Ten: 0711/615541-0, e-mail: poststelle@Ifdi.bwl.de.

B cay4ae, ecau cKpUHUHE cayxa He y0aaocs nposecmu 80 epems npebeisaHus 8 poodome,
8bl MoMceme Halimu nooxodawuli KAbUHem e8paya 8 caedyroujem CriucKe:
www.qigbw.de/neugeborenen-hoerscreening-baden-wuerttemberg
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3asBieHue 0 cornacum Ha 06pPaboTKY NEPCOHA/IbHbIX AaHHbIX ANA CKOPUHUHIA CAYXa HOBOPOXKAEHHbIX

A/mbl nponHbopmmpoBaHbl 0 cbope M 06paboTKe AaHHbLIX B KOHTEKCTE MpoLeaypbl KOHTPOMA KauyecTBa CKPWUHWHIra ciyxa
HOBOPOXEHHbIX M BO3MOXHOI Npoueaypbl oTcaeKmBaHua (CM. HbopmaLmio ana poauTeneit o cbope n 06paboTke AaHHbIX).

damunnna n uma pebeHka/aeTei:

[aTa poxaeHua pebeHka/geTei:

(nnm Knenkan aTUKeTKa)

Moe/Halue cornacue* BkatovaeT 06paboTKy

v’ Mo AaHHble (MaTb) 1

v' paHHble Hawero pebeHKa/aeTeit ANa CKPUHMHIA CNYXa HOBOPOMKAEHHbIX

v' M HalUM KOHTaKTHbIE JaHHble AN OTCAEKUBAHMA
poAannbHbIM gOMOM, KomnaHuel QiG BW GmbH 1 LLleHTpom oTciexXmMBaHUA ANa uenen KOHTPOIA KayecTBa U OTCIEXKUBaAHMA B
C/ly4ae OTCYTCTBMA UM aHOMAJIbHbIX Pe3yNbTaToB..

A/mbl* paem cornacMe Ha 06paboTKy AaHHbIX ANA CKPUHUHIA M OTC/IEXKMBAHUA CAyXa HOBOPOMKAEHHLIX, nepegavy
cobpaHHbIX ANA 3TON Lenn gaHHbIX KomnaHun QiG BW GmbH u LleHTpy oTcnexKnBaHMA U KOHTAKT ¢ LieHTpom oTcaeKnuBaHuA:

O pa OO Her
Cornacue asnaetca A06POBONbHLIM U MOXET 6biTb OTKNOHEHO WMAN OTO3BaHO B Nt060i1 MOMeHT 6e3 06bACHEHUA NPUUMH.

Ecam ¢opmy cornacusa noanucbiBaeT TONbKO OAWH poAUTENb, TO OH 3aBepsAeT, YTO APYroii poauTenb Aan cornacue Ha
06paboTKy AaHHbIX (Hanpumep, B ycTHOM popme).

damunus, uma MaTepu NPONUCHbIMU 6yKBaMM

MecrTo, aata Moanucb matepu

MecTo, gata Moanuck oTua

*Ecnun ob6a poautTena He ABNAIOTCA 3aKOHHbIMU ONEeKyHaMu, HEO6XOAMMO cornacuve 3aKOHHOro onekyHa:

Ddamnnuns, UMA 3aKOHHOTO OneKyHa nevyaTHbIMU 6yKBaMVI

Mecrto, gaTa MoAnnCcb 3aKOHHOTO OMeKyHa

(MpumeyaHue 0n1a compyoHUKo8 omoesaa 0oKymeHmauuu e 6onsHuue: lpu Heobxo0UMOCMU 8HECUME KOHMAKMHbIe
O0aHHble 30KOHHO20 OMNeKyHA 8 coomeemcmayroujue nosas gpopmoi QS).

Bcto MHGOPMALMIO O CKPUHWMHTE C/TyXa Y HOBOPOXKAEHHBIX (MHPOpMaLmto 06 06paboTKe AaHHbIX, OTCIEXKMBAHUN...) Bbl
MOsKeTe HaifTu Ha caite: https://www.qigbw.de/neugeborenen-hoerscreening-baden-wuerttemberg
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