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Angeborene Herzfehler

WUHhopMaLMOHHBLIN NUCTOK ANA poauTenen | HacTaBHUKOB-BOCNMTaTENEN
C 3asBNEHUEM O COrflacuMu Ha BOBNeYeHne B UCCIIEA0BaHUSA MO TemMe

«MpeBaneHTHOCTb BPOXAEHHbIX NOPOKOB CEpALIA Y HOBOPOXAEHHBIX B FepMaHumn»

WHdpopmauusa ansa pogutenen u BocnutaTenen-HacTaBHMKOB

[MoxanyncTa, BHUMATENbHO NPOYTUATE 3TOT MH(OPMALIMOHHBIN NIUCTOK. Balw Bpay B HenocpeaCcTBEHHOM
pasroBope ¢ Bamu Takke obpatutcs k aton Teme. Npu 3Tom Bam npegoctaBnTcs BO3MOXHOCTb 3a4aTb
€My BOMpOChI, Cr He BCe B 9TOM NnucTke byaeT Bam NOHATHO unu ecnv Bam 3axoyeTcs nonyynTb
[ONOMHUTENbHYI0 MHOPMALWIO.

[oporue pogutenu!

HecmoTps Ha TO, 4TO NOPOKM CepaLa ABNSOTCA Hanbonee YacTbIM1 BPOXKOEHHBIMU aHOMATUSMU
pasBUTUS OPraHoOB, A0 CUX MOP HET AOCTOBEPHbIX AAHHbBIX HU O (DAKTUYECKOM YMCIIE BPOXAEHHbBIX
3aboneBaHnit cepaua, H1 0 YacToTe OTAeNbHbIX POpM Nopoka cepaua B FepMaHu.

lMoaTomy cneumranucTbl N0 BPOXAEHHLIM MOPOKaM CepAaLa B paMkax CeTeBO CTPYKTYpPbI Nog,
HasBaHueM «Kompetenznetz Angeborene Herzfehler» npooasaT Hay4Hoe uccnenosanue. Lienbto aTon
paboTbl ABNSETCH COBPaTh AaHHbIE MO BCEW TEPPUTOPUN CTPaHbI 1 060 BCEX HOBOPOXAEHHbIX C
BPOXAEHHBIM NOPOKOM CepaLa, POAMBLUMXCS B OAHOM M TOM Xe rogy, Ans Toro Ytobbl caenatb
BbIBOAbI O YacToTe 3aboneBaHusi, hopMax nopoka cepaua v PErMoHanbHOM MX pacnpeaeneHnn. I
OTpaxaroLLme COCTOSHWE 300POBbS HAaCceNeHUs AaHHbIe JOMKHbI MCMONb30BATLCA HE TOMBKO A1
HaYYHOrO ONMCaHMS NMOMOXEHNA JEN, HO TaKKe W ANs NyYLLEro niaHUpOBaHWS 1 peanuaalnm
COBPEMEHHOTO 1 Y4YUTLIBAIOLLETO NOTPEBHOCTH NALMEHTOB MEANLMHCKOrO 06CNYXUBaHUS U 4115
BEAEHUS COOTBETCTBYIOLLEN JOKYMEHTALWM.

WccnegoBaHue 0xBaTbiBaET BCHO TEPPUTOPUIO CTPaHbI, B HEM Y4aCTBYIOT MHOTOUUCTIEHHbIE AETCKME
KapAMOonOrnyeckne KIMHUKW 1 NpaKTUKyIoLLe Bpaumn-crneLmnanucTbl No AeTCkon kapanonorun. Bee
AaHHble NOCTYNaKT B «HaLMOHamnbHbIN PeecTp BPOXOEHHbLIX MOPOKOB cepauar B bepnuxe,
3aperucTpupoBaHHoe 0BLLECTBO, HeCyLLee OTBETCTBEHHOCTL 3a COOP AaHHbIX C Y4ETOM
3akoHogaTenbHbIX TpeboBaHMin 06 OxpaHe He Noanexallmx OrnaLleHno CBEAEHM 1 3a 1x 0bpaboTky B
aHOHWUMHOW dhopme.

Mbi obpallaemcs k Bam ¢ npocbboit no3BonuTL MCNonNb30BaTh AaHHbIe Balwero pebeHka B pamkax
9TOr0 UCCreoBaHNs 0 YacToTe BPOXAEHHbIX NMOPOKOB cepaua B 'epmaHun. Baww Bpay BHeceT B BaHk
AaHHbIX TOYHbIN AMarHo3 Nopoka cepaua, a Takke MHEOPMAaLMIO O APYrMX BO3MOXHBIX BPOXKAEHHbIX
3aboneaHusix. Momumo 3aToro Ham NoTpebytoTCs KpaTkas MHGopMaums o Te4eHun Bawen
BepeMeHHOCTM 1 PoAOB, AaHHbIE 0 Baluem Bo3pacTe BO BpeMs POAOB, @ Takke 0 Nore, rpaxgaHcTae,
MecTe poXaeHus 1 NpoxwueaHus peberka. B cryyae Balwero cornacus ¢ 3Tum Mbl npocum Bac
OTMETUTb KPECTUKOM NEPBYIO NO3NLMI0 B «3aSIBNIEHMM O COrNacun Ha BOBIEYEHNE B MCCNEA0BAHMSA O
NpeBaneHTHOCTH BPOXAEHHbIX NOPOKOB CepALa Yy HOBOPOXAEHHbIX B [epmaHumny.

Ecnu, nomumo atoro, Bl cornacHbl ¢ TeM, YTo Npu He0BXoAMMOCTYW UccnegosaTenu obLyecTsa
«HauuoHanbHbIN peecTp BPOXAEHHbIX MOPOKOB CepLa» HenocpeacTBEHHO obpaTtaTtcs k Bam, ecnm B
9TOM BO3HUKHET NOTPEBHOCTb NPM JanbHEMLUMX Hay4YHbIX 1 COLManbHO-MeaNLMHCKNX onpocax,
BbIpa3nTe CBOE corflache ¢ 3TUM, OTMETUB KPECTUKOM BTOPYIO NO3NLMIO B «3aSBMEHUM O COrnacumy.
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YcnoBusa yyactusa B UccrefoBaHUsAX

YyacTvie B UcCrieaoBaHusx sensieTcst A06poBonbHbIM. [laxe JaB CBOe cornacie Ha 370 y4acTue,
MOXHO B N0Boe BpeMsi OTMEHUTb ero 6e3 ykasaHus npuimnH. PasymeeTcsi, Balu oTka3 NpuHsTb y4acTie
B WCCIE0BaHNAX He BreYeT Ans Bac HUKakux oTpuuaTenbHbIX NOCHeACcTBUIA.

YyacTue B 9TOM WCCEefoBaHUN He CBS3aHO HU C KaKUMU AOMNONHUTENbHBIMI pacxoaamu ans Bac,
KITMHWKY UnK BONBHUYHBIX Kacc.

Hwxe Mbl npuBoaum ana Bac aanbHenwyo noapo6Hy0 UHhopMaLmio o cobnioaeHnn
Tpe6oBaHUM OXPaHbl He NOANeXalMnX OrnaleHuo CBeAeHUN 1 00 obpaLleHn ¢ cobpaHHbIMK
AaHHbIMK

3a xpaHeHue n 06paboTky cobpaHHbIX AaHHbIX B COOTBETCTBUN C TPeOOBAHUSIMM 3aKOHOAATENBCTBA
00 OxpaHe He NoAnexallmx OrnalleHnio CBEAEHNA OTBETCTBEHHOCTb HECET 3aperncTpupoBaHHOE
06LecTBo «HawnoHanbHbI peecTp BPOXAEHHbIX MOPOKOB CEpALa». YNOMHOMOYEHHBIN MO OXpaHe
AaHHbIX 1 cBoboge uHopmaumu r. bepnuHa, a Takke ynonHOMOYEHHbIE NO OXpaHe AaHHbIX BCEX
(henepanbHbiX 3eMenb M'epmaHny Bbipasunu CBoe cornaciie co crneaytoLmm obpasom AeicTBuil:

C60p AaHHbIX

[ns Toro, 4ToBbl 06ecneynTb KayecTBo cbopa v HAKONNEHUS AaHHBIX, B MEPBYIO 04epeab BO
nsbexaHue ux gybnuposaHus, a Takke 4ns Toro, 4Tobbl UMETb BOIMOXHOCTL B OyayLLem npoBoaNTb
AONOMHUTENbHBIE ONPOCHI, HEOHXOAMMO PErUCTPUPOBATL AaHHbIE C YKa3aHUEM fINLL, K KOTOPbIM OHM
oTHocATes. [1ns atoro Heobxogumo Balue nucbmeHHoe cornacve. Ecnn Bbl jagute Ham Takoe
cornacve, Baww Bpay 3anuweT nuyHble AaHHble Bawero pebeHka (MMsi, hamuninto, AaTy poXaeHus,
MECTO POXAEHUS 1 MECTO NPOXMBAHMS, MO, HALMOHAMNBHOCTb, a Takke aapec U AaHHble Ans
YCTaQHOBNEHWSI KOHTAKTA) N MEAULMHCKIE AaHHBIE O TEYEHWE POLOB M BEPEMEHHOCTH, @ TaKkKe
AnarHo3(bl) nopoka cepaua 1 BO3MOXHbIX CONYTCTBYOLMX 3aboneBaHuit.

Ecnu Bbl He paguTe Bawero cornacust Ha cbop v XxpaHeHue BblleHa3BaHHOM HAopMaLmn B HaHke
AaHHbIX, B aHOHUMHOW (hopMme ByayT 3aperncTpupoBaHbl TOMBKO NOJ, MECSL, W FOf POXAEHUS,
(heaepanbHas 3eMsi, B KOTOPO POAMICS W B KOTOPOW NpoxuBaeT Baww pebeHok, a Takke auarHos
nopoka cepaua.

Mepegaya n xpaHeHne JaHHbIX

MognucaHHoe Bamu cornacvie Ha yyacTue B UCCeA0BaHUsAX OCTaeTCs Y Bpaya, KoTopblii nepeaact
HaM AaHHble Bawwero pebeHka. JInyHble JaHHble U MHGOpMaUUs Ans YCTaHOBNEHUS KOHTaKTa ByayT
XPaHUTBLCA B NEPEYHE NaLMEHTOB, HAXOASALEMCS B OTBETCTBEHHOCTU «HaLmoHanbLHoro peectpa
BPOXOEHHbIX MOPOKOB CepaLa», 4OCTYN K 3TOMY NEPEYHIO UMEIOT TONBKO CneumnarbHO HasHaYeHHbIe
COTPYAHMKM W3 YiCna PYKOBOASLLMX 3TUMM UCCNELOBAHNUSAMU.

OThenbHO OT 9TUX AaHHbIX B CneumanbHoM GaHke AaHHbIX ByaeT XpaHUTbCs MeAULMHCKas
WHOhpMaLMs — AMarHo3 nopoka cepaLa, CBEAEH!S 0 BO3MOXHO MMEILLMXCS MPOUmMX 3ab0neBaHmsIX
Bawero pebeHka, a Takke cBegeHns 0 6epeMeHHOCTM 1 podax, none, HauMoHaNbHOCTU U MEecTe
NPOXMBaHUA U poxaeHus. B aTom baHke AaHHbIX UMS 1 faTa poxaeHus Bawwero peberka OyayT
XPaHUTLCA B 3aKoaupoBaHHoM chopme. Naponb, HeobXxoanMbIN Ans COOTHECEHWS XpaHsLLencs B baHke
AaHHbIX 3aKOAMPOBaHHOW MHopMaLu ¢ umeHeM Bawero pebeHka (3To moxeT notpeboBaThbCs Npy
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aKTyanu3auum AaHHbIX UNK 4115 YCTAHOBMEHWUS KOHTaKTa), U3BECTEH TOMbKO OQHOMY MWL, CnelmarnsHO
YNOMHOMOYEHHOMY NS 3T0ro «HaunoHarnbHbIM peecTpoM BPOXAEHHbBIX MOPOKOB cepauar 1
obsizaBLuemycs cobnogatb TanHy.

ObpaboTka AaHHbIX

[octyn K nHcpopmauum o Bawwem pebeHke 6yayT METb TOMBbKO CNeLnanmcTbl, 3aHATbIE B 9TUX
nccnegoBaHuax. AT nuua 06s3aHbl cobntoaath TanHy. [laHHble 3alyLeHbl 0T 4OCTYNa NOCTOPOHHUX
1 OT BO3MOXHOCTM X UCNONb30BaHWSA NOCTOPOHHUMU. OBpaboTka 1 aHanm3 nHopmaLmm, a Takke
onybrukoBaHue pe3ynbTaToB NPOBOAATCSA UCKIIOYMTENBHO B aHOHUMHOW (POPME; YCTaHOBUTb, YTO
AaHHas MHhopmaums oTHocuTes K Bam unu Bawwemy pebeHky HEBO3MOXHO.

XpaHeHue 1 CTUpPaHWe AaHHbIX

3aHeCceHHble B nepeyeHb NaLMEHTOB AaHHbIE (CM. BbiLLE) M JaHHbIE peecTpa 3aHOCATCS B 6aHK
AaHHbIX Ha NOCTOsIHHOE XpaHeHue. Camoe no3aHee no AocTkeHUn Bawwmm pebeHkom 18-neTHero
BO3pacTa Mbl 0BpaTUMCS K HEMY € NpoCcbOOM AaTh Cornacue Ha XpaHeHNe ero AaHHbIX.

Bbl MoXeTe B nto60oN MOMEHT BbIpa3nTb Hecornacue ¢ ganbHenwein 06paboTkomn JaHHbIX. B aTom
cnyyae B 6aHK JaHHbIX He ByaeT BBOAUTLCS HUKAKOW HOBOWM MHAOPMaLMK, a yxe UMetLLascs
WH(opmaLms o Bawwem pebeHke 1 kogupyoLwmin ee naposb 6yayT CTepThl UK YHUYTOXKEHSI.

Mo Bawemy xenanuto Bam byayT coobuiatbes gaHHble, cobpaHHble 1 XpaHsLWMeCs B pe3ynbraTte
3TOrO UCCeaoBaHuS.

Ecnu y Bac ecTb kakve-nnmbo Bonpockl, 06paTuTeCh C HUMK, NOXanyicTa, K Bpady, Kotopblid Oyaet
BecenoBatb ¢ Bamu Ha aTy TeMy, Unn HENOCPEACTBEHHO K PYKOBOAMTENIO rpynMbl UCCregoBaTenei,
rocnoxe goktopy 'epae LWseanep.

Ee agpec

Dr. Gerda Schwedler MSE
Kompetenznetz Angeborene Herzfehler
Augustenburger Platz 1
13353 Berlin
Ten. 030 450-576775
-173
®dakc. 030 450-576972
E-mail: schwedler@kompetenznetz-ahf.de

Ecnun Bel NPOYK BbiLLECTOALLIEE U Bam sICHO 1 NOHATHO ero coaepxaHue, n ecnu Bbl cornacHsl
NPUHATbL y4acTe B 3TOM UCCnedoBaHnK, Mbl NPOCUM Bac BbIpa3nTb CBOE Cornacue co C60p0M n
perMCTpaumeVl NWYHBIX OaHHbIX, NOCTaBWB CBOK NOANUCL NOA npunaraeMbimM «3asBneHnemM o
cornacuny», n NpuHATb y4acTie B onpoce.

Mol xenaem Bam n Bawwemy peberky Bcero gobporo!
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MHhopMaLMOHHBLIN NUCTOK ANA poauTenen | HacTaBHUKOB-BOCNMTaTeNen
C 3asiBNIEHUEM O COrflacuM Ha BOBMIEYEHME B CCNEAOBaHMA NO TeMe

((npeBaﬂeHTHOCTb BPOXAEHHbLIX NOPOKOB cepAaLla y HOBOPOXAEHHbIX B Fepmal-wm»
(cokpalLeHHoe 0603HaueHMe TeMbI 3TUX UCCIIEAOoBaHMI Ha HeMeLkoM s3bike: PAN-Studie)

Cornacue Ha BOBMe4YeHMe B UcCnefoBaHuUs
(ans XxpaHeHWs y nauneHTa)

$1 BbIn 03HaKOMMEH C copep)aHueM 1 Lenbto cbopa n 06paboTki AaHHBIX O YaCTOTE BPOXKAEHHbIX
NOPOKOB cepALa y HOBOPOXAEHHbIX B ['epmaHun. [ns 31oro MHe 6bin BpyYeH MHOMPMaLMOHHbINA
NIUCTOK N5 poauTeneit / HacTaBHUKOB-BOCTIUTaTENeN. S NOHAN ero cogepxaque, 1 MHe bbina
npefocTaBrieHa 4oCTaTo4YHas BO3MOXHOCTb MOJTy4YUTb OTBETbI HA MOW BOMPOCHI B 3TOM CBSA3N.

0 HacToswmm g Bblpaxato CBOe corfiacue ¢ OnucaHHbIM B MHPOPMaLMOHHOM NUCTKE 06pasoMm
AeicTBM Npu cOope 1 XpaHeHU MHodpMaLn, CoaepKalleil NNYHbIe AaHHbIE, a TaKKe C UX
obpabotkoi B aHoHUMHOI hopme (PAN-Studie).

0 Hactoswmm s/Mbl BbipaXkaro/eM CBOE cormacue ¢ TeM, YTo 3apermcTpupoBaHHOe 0BLLECTBO
«HaumnoHanbHbIN peecTp BPOXAEHHbIX MOPOKOB CepLa» YCTaHOBUT CO MHOW/ C HAMU KOHTaKT C
Lienblo NpoBeAeHUs AanbHENWNX HayYHbIX UCCER0BAHNA.

ms n hammnus nauypeHTa [ara poxaeHus
(noxanyincra, neyaTHbIMu GykBamu)

Fopog, oata Moanuce / Wwremnenb NPoBOAsLLEro
pasbsCHUTENbHYO Beceny Bpaya

GEFURDERT VOM

* Bundesministerium
fiir Bildung

und Forschung

Seite 4 von 5



(et

Angeborene Herzfehler

MHhopMaLMOHHBLIN NUCTOK ANA poauTenen | HacTaBHUKOB-BOCNMTaTeNen
C 3asiBNIEHUEM O COrflacuM Ha BOBMIEYEHME B CCNEAOBaHMA NO TeMe

((npeBaﬂeHTHOCTb BPOXAEHHbLIX NOPOKOB cepAaLla y HOBOPOXAEHHbIX B Fepmal-wm»
(cokpalLeHHoe 0603HaueHMe TeMbI 3TUX UCCIIEAOoBaHMI Ha HeMeLkoM s3bike: PAN-Studie)

Cornacue Ha BOBne4YeHne B UCCeA0BaHNUA
(ans xpaHeHus y Bpava)

1 6bIN 03HAKOMMEH C COAEPXaHNEM U Lienbto cbopa 1 06paboTkM AaHHbIX 0 YaCTOTE BPOXKAEHHbIX
NOPOKOB CepALa y HOBOPOXAEHHbIX B ['epmaHu. [1ns a1oro MHe Gbin BpyYeH MHO(PMALMOHHbIN
NIUCTOK N5 poAuTENeit / HaCTaBHWUKOB-BOCTIUTATENEN. S NOHAN ero cogepxaque, 1 MHe bbina
npegocTaBreHa 4oCTaTo4Hast BO3MOXHOCTb MOy4YUTb OTBETbI HA MOV BONPOCHI B 3TON CBSA3N.

0 HacToswmm 1 Bbipaxaro CBOe Cornacue ¢ onmMcaHHbIM B MHDOPMALMOHHOM IcTke 06pa3om
AencTBuiA Npu cbope 1 XpaHeHUM MHOpMaLMK, CoaepXallen IMYHbIE faHHbIe, a Takke C UX
obpaboTkoi B aHoHUMHOI hopme (PAN-Studie).

0 HacToswum s/Mbl Bbipaxaro/eM CBOE Cornacue ¢ TeM, YTo 3apermcTpupoBaHHoe 0BLLecTBo
«HauuoHanbHbIN peecTp BPOXAEHHbIX MOPOKOB CepALa» YCTaHOBUT CO MHOWM/C HAMU KOHTaKT C
Lienbio NPOBeAEHNs JarnbHEeNWmnX Hay4YHbIX MCCnegoBaHuM.

ms n hammnus naupeHTa [ara poxngeHus
(noxanyincra, neyaTHbIM1 bykBamm)

lopog, oata Moanuce / Wwremnens NPoBOAsLLEro
pasbsCHUTENbHY Beceny Bpaya
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