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Angeborene Herzfehler = ANGEBORENE HERZFEHLER

MHbopmauua ans nayMeHToB U 3aABJIEHME O COr/laCMM Ha NPUHATHE YHaCTHA B
LLleHTpa/IM30BaHHOM c6ope JaHHbIX B paMKaX HaluoHanbHOro obecnevyeHuns kadectsa (OK) B
061aCTHU NIeYeHnA BPOXKLAEHHOI0 NOPOKa cepAaua

YBarkaemble nauueHTbl U pogmutenm!

HeMelKoe o6uiecTBo neamatpudeckom kapamonormm (DGPK) n Hemeukoe o61iecTBo TopaKasibHOM,
cocyamcTom 1 Kapamoxupyprmm (DGTHG) B KayecTBe 3KCNEPTHbIX OpraHM3aLmi XoTe In 6bl TPOBECTH
uccnefoBaHWe, HanpaB/IEHHOE Ha Yy4lleHWe obecneyeHMsa KavyecTBa B 061aCTH IeYEHMSA BCEX NALMEHTOB
C BPOX/A€HHbIM NOPOKOM cepaua. C 3ToM Le/bio He06X0AMMO COBpaTh AaHHbIE 060 BCEX NPOBEAEHHbIX
onepaumax 1 TepaneBTUYECKOM BMeLLATeIbCTBE C MOMOLLbI0 CEPAEYHOMO KaTeTepa, a TaKXe AaHHble 00
o6cneaoBaHMM(AX) BO BpeMA NOCEAYIOLEr0 IeYEeHUA B eAMHYI0 6a3y AaHHbIX M NepeaaTb Ha OLEHKY
HEe3aBUCUMOM SKCNEPTHOM KOMMUCCUM.

LleNblo HAaCTOALLEro UCCNeA0BaHUA ABMIAETCA OBHApYKEHME MOTEeHLMaa YCOBEPLLIEHCTBOBAHUA M
ANMTeIbHOE 06ecneyeHme KauecTBa IeuyeHms NaLumMeHTOB C BPOXKAEHHbIM NOPOKOM cepALia. Kpome Toro,
JlaHHble, COBpaHHble Ha TeppuTopuM MepMaHuM, GyayT NOABEPrHYTbl CPABHEHMIO C MEXAYHAPOAHbIMM
JAHHbIMM.

UccnesoBaHKe OCYyLLECTBUMOCTH NPOEKTA GblI0 NPOBEAEHO BO BPEMA MCMbiTaTeIbHOM (basbl ¢ MioHA 2008
rozano aekabpb 2010 roga. OTBETCTBEHHbIE 3TUYECKME KOMUCCUM OL06PUIM NPOBEAEHME UCCNIe0BaAHMS.

Ans obecneyeHus ynpaBaseMoro npoLecca aHanmsa JaHHbIX Ha Bcer Tepputopum OPI Bcs cobpaHHas
MHbopMaLms ByeT COXPaHATLCA U NepepabaThiBaTbCA LLEHTPAIM30BaHHO. 1S BbINOHEHWUSA 3TOM 3a4a4m
6b110 Bbi6paHo oblwecTBo Nationales Register fuer angeborene Herzfehler e. V. (HaumoHanbHbIM peectp
BPOXAEHHbIX MOPOKOB cepaua) B bepanHe, T.K. OHO UMEET NPU3HAHHYI0 CUCTEMY YNpaBaeHMA 6a3 JaHHbIX
M MHOTONIETHMIM OMbIT B 061aCTU BPOXKAEHHbIX MOPOKOB cepAua (www. kompetenznetz-ahf.de).

C uenbto obecnevyeHua KayecTBa Npu HaumoHaIbHOM peecTpe BpoXKAeHHbIX NOPOKOB cepaua 6bi1a
CO34aHa He3aBMCMMas 6a3a AaHHbIX, B KOTOPOM OTAE/IbHO PEMMCTPUPYIOTCA M COXPAHAIOTCA AaHHbIE O
NneyeHun. B 6asy AaHHbIX 6yAyT BKIOYEHbI BCE MEAMUMHCKME AaHHblE, Kacallmecsa NpoBeAeHHOro
BMeLLATE/IbCTBA, A TaKKe pesy/ibTaTbl aHa/IM30B, NOJyYEHHbIE B MPOLECCE NOCIEAYIOLWEro eYeHus.
/laHHble 6y Ay T BHOCUTbCSA HEMOCPEACTBEHHO IEYALLMMM BpaYaMu/ KJIMHUKAMK NOCPe ACTBOM 3aLLMLLEHHOT O
MHTepHEeT-coeAMHEHUS.

AHanu3 AaHHbIX OCYLIECTBAAETCA HE3aBUCMMOM IKCNEPTHOM KoMuccuen. OLeHKa byeT oCcyLecTBAATbCA
coBmecTHO ¢ DGPK 1 DGTHG Ha ocHOBe yTBEepXAEHHbIX KpUTEPUEB KayecTBa.

UccnepoBaHWe HaUMOHANbHOTO 06eCneYeHna Ka4ecTBa MMEET CMbIC/ TOJIbKO B TOM CQliydae, eCin yaactca
C06paTb MaKCMMaJ/IbHO BO3MOXKHOE KOJIMHECTBO JaHHbIX MO NpoBeAeHHbIM onepaunam. nO3TOMy Mbl
X0Te/ I 6bl nonpocuTb Bac NPUHATDL Y4aCTHneE B UCCie0BaHNN.

Ecnv Bbl 03HAaKOMMAKCS C BbllLeyKa3aHHOM MHdopMaLuuelt, Bam NoHATHO coaeprkaHue 1 Bbl cornacHbl
NPUHATb YYaCTHE B LEHTPA/IM30BaHHOM CH60pE AaHHbIX C Lie/Iblo 06ecneyeHmns KayecTsa, Mbl MPocUM Bac
JlaTb B pUaraeMoM 3asiBsieHuu Balue cornacme Ha To, YTO Mbl MOYKEM MCMO/Ib30BaTh M 06pabaTbiBaTb
Heo6Xx0AMMble MeAULIMHCKME AaHHble O NpoBeAeHHOM onepauun y Bac/Bawiero pe6eHka.

Bnarogapvm Bac 3a coTpyaHMYECTBO C HAMM.
C rnyGoKMMYyBaXKeHUEM,
Bawa npoeKTHadA rpynna

PeecTtp obGecneyeHusi kayectsa
MHdopmaumsa anst naumeHToB 1 3asiBNeHne 0 cornacum v 05 1un33
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MpaBoBas MHdOpPMaLMA O 3alMTe AAHHbIX

C6op AaHHbIX NpeaHa3Ha4vaeTcsa 4718 NMpoBEeAEHMSA BbILLEONMCAHHOIO UcciegoBaHMa. CoxpaHeHMe U
06paboTKa AaHHbIX OCYLLECTB/IAETCA B paMKax NpoBepeHHON deiepasibHbIMMU YNOJIHOMOYEHHbBIMM MO
OXpaHe JaHHbIX KOHLEeNLMM 3aLlMTbl AaHHbIX HauMoHabHOro peectpa BpOXKAEeHHbIX MOPOKOB cepAua.
/laHHble 6yAyT COXPaHEHbI B 3/IEKTPOHHOM BM/E C UCMOJ/Ib30BaHMEM NCEBAOHMMA (T.€. B 3alndpOBaHHOM
(opMe) U 3alMLLEHBI OT NOCTOPOHHErO AocTyna. OueHKa M Ny6MKauma JaHHbIX B CTAaTUCTUUYECKUX LeNax
JlaeTcsA B aHOHMMHOM hOpMe, T.€. He CCbl/IasiCb Ha Bac/Bawiero pe6eHka.

OTKa3 0T y4acTMs He BneyeT 3a Co60M HUKaKMX nocaneAcTBMM ansa Bac. Kpome Toro, saHHoe Bamu cornacue
MOET 6bITb B /10601 MOMEHT 0TO3BaHO 6€3 yKa3aHWsA NpMYMH. Bbl B 110601 MOMEHT MOXKETE 06PaTHUThCA
3a MHopMaLMen KacaTeIbHO NpeAoCTaBeHHbIX Bamu AaHHbIX IMG0 UX yAaNneHus.

HaumoHanbHbIM peecTp BPOXKAEHHbIX MOPOKOB Cep/ua HeCceT OTBETCTBEHHOCTb 32 06pabOoTKY AaHHbIX
(apgpec v Homep TenedoHa Bbl HalaeTe B KOHLE 3TOM MH(POPMALMOHHOM 6pOLLLOpbI).

B cnyyae Bo3HMKHOBEHMSA y Bac 0N0NHUTEIbHBIX BONPOCOB Mbl 6y A€M pazbl OTBETUTb Ha HMX. [pocum Bac
06paTUTLCA AN1A 3TOrO K BaleMy KOHCYIbTUPYIOLLEMY Bpayy WM Hanpamyto B HaumoHanbHbIM peecTp
BPOAEHHbIX MOPOKOB cepAua:

Bpa4-KOHCYy/IbTaHT (Me4Yartsb):

KoHTakTHOe nmuo B HauMoHaibHOM peecTpe BpOXKAEHHbIX NMOPOKOB cepAua:
A.M.H. Ynbpuke bayep

Ynpasastowmm

AMpeKTop

Kompetenznetz Angeborene Herzfehler und
NationalesRegisterfuerangeboreneHerzfehlere.V.
Augustenburger Platz 1

13353 Berlin

Ten.: +49 30/4593-7276

dakc: +49 30/4593-7278

Aapec 3n. noutbl: ubauer@kompetenznetz-ahf.de

3asBneHue o cornacum Bbl HaaeTe Ha cneaytolen CTpaHULe.

PeecTtp obGecneyeHusi kayectsa
MHdopmaumsa anst naumeHToB 1 3asiBNeHne 0 cornacum v 05 2un3 3
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UHdopmauma ansa nauMeHToB U 3asB/IEHHUE O COrIaCUM Ha NPUHATHUE Y4HaCTHA B
LeHTpa/IM30BaHHOM c60pe AaHHbIX B paMKax HauMOHaJIbHOro obecnevyeHMAa KavyecTBa
(OK) B 06n1acTv neveHns BpOXKAEHHOMO NOPOKa cepaua

JIyHble faHHble nauueHTa:

damunua:

nma:

Jlata poxaeHua:

Al pato cornacue Ha 406POBOJIbHOE NMPUHATHE YYaCTHMA B BbllLeyKa3aHHOM UCCeZ0BaHUM. B nepcoHanbHoOM
6ecenge MeHA NOAPOGHO M MOHATHO MPOMH(OPMMPOBAIMU O CYTM, 3HAYEHMM, PUCKAX U BarKHOCTU
nccnefoBaHusa. MHe NpefoCTaBMIM BO3MOXKHOCTb KOHCY/IbTaLMOHHOM 6eceapl. Ha Bce cBOoM BONpOChI £
Moslyunn(a) yAOBNETBOPUTE/IbHbIE OTBETbI M B 060 MOMEHT MOTY 33JjaBaTb AOMNOJIHUTE/IbHbIE BOMPOCHI.
Kpome Toro, a npounTtan(a) M noHAN(a) TEKCT pa3bsACHEHWUA 06 UCCNEeL0BaHUM.

Y MeHA 6bI10 A0CTaTOYHO BPEMEHM Ha NPUHATUE pelleHnA. MHe M3BECTHO, YTO Y MEHA eCTb NpaBo 0T3biBa
MOEro COriacusa Ha NPUHATHUE YHACTMA B UCCIEL0BAHUM B 060 MOMEHT 6€3 yKa3aHWs NpUYMH (B YCTHOM
WM TUCbMEHHOM (popMe) 6€3 KaKMX-/IMGO HEraTUBHbBIX MOCEACTBUM AN MEHS.

3aABneHue 0 corsiacMm Ha 06paboTKy AAaHHbIX

Al MOHAN M COrlaceH C TEM, YTO MO MEAMLMHCKME AaHHble/ JaHHble MOero pebeHKa, MCMosib3yemMble AN
nccnesoBaHusA, 6yyT COXpaHeHb! NOA NCEBAOHUMOM (T.€. 3aluMbpoBaHbl 6e3 yKasaHUA haMuamu, aapeca,
MHULMAIOB M T.A.) HA HOCMTENAX MH(DOPMALMKM M NPOAHAIM3UMPOBAHbI 3aKa34YMKOM MCC/IE0BAHMS;
nepeaaya TpeTbUM JIMLLAM, BKtoYas Ny6IMKALMIO, OCYLLECTBIAETCA UCKIOUUTENIbHO B aHOHUMHOM hopMe,
T.€. HE MOXET 6bITb OTHECEHA KO MHE/ MOEMY PEBEHKY.

BbIXOAFILLlI/IIZ 3a PpaMKM BbllLIE€ONMHUCaHHOIro C60P AaHHbIX Tpe6yeT noanncaHnA AoNoJIHUTE/IbHO 3aABIEHNUA O
cornacuu.

A NONlyYMN OAMH IK3EMMNAP AOKYMEHTA C MHdOpMaLmMel 06 MCCNeA0BaHMU M 3asiBJIEHMS O COT/Iacuu,
03HAKOMMJICA C HUMM U MOHSA/ COZieprKaHue.

MecTo, AaTa NoANUCb NauueHTa/oneKkyHa
MecTo, AaTa NoANMCb BTOPOrO OneKyHa
MecTo, aTa noAnucb/nevaTb Bpaya, AaBLUEro pa3bACHEHME
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