HALMOHAJIbHASl ACCOLMALINA OPTAHU3ALINIA BOJTbHBIX PEAKUMM 3ABOIEBAHUSAIMU «TEHETUKA»
KOMUWTET MO COUUANIbHOW MNOAUTUKE CAHKT-NETEPBYPTA
MHCTUTYT CTBOJIOBbIX KNETOK YEJTIOBEKA
CETb MEANMUWNHCKNX LLEHTPOB «GENETICO»

KOH®EPEHUNA «FTEHETUYECKOE TECTUPOBAHMUE -
KAK COUMNAJIbHAA OTBETCTBEHHOCTb NrPAXKOAH
N NMPOOUNTAKTUKA NHBATTUANSALNN»

Moct-penns

13 okTs6pst 2014 r B CaHkT-lMeTepbypre npu nogaepxke
KomuTeTa no coumanbHOM NOANTMKE FOPOAA NPOLLINA KOH-
depeHuns «feHeTn4eckoe TeCTMPOBaHMe - Kak colyanb-
Has OTBETCTBEHHOCTb FpaXkAaH 1 NPomnakTKa MHBaNM-
omsaumm». OpraHmsatopaMu KOHepeHLMM BblCTynmvni Ha-
LMOHasbHas accoumaLs opraHmM3aunii 0onbHbIX peaKn-
MU 3a00neBaHNAMY «TeHEeTVKa», CETb MEANLIMHCKUX LEHT-
poB «Genetico», VIHCTUTYT CTBOMNOBBbIX KIETOK Yenoseka. Me-
pPONPUATNE NOCETUNM BPayM, NPeacTaBuTeNn Hay4HO-NC-
CNefoBaTeNbCKMX OPraHmn3aLmm, MedmKo-reHeTu4eckyx na-
OopaTopuit, MEAULIMHCKNX LIEHTPOB M KEHCKNX KOHCYSTb-
TaUMI, NALMEHTCKMX U MeOMKO-COLMANbHbIX OpraHM3aLLMn.

BbicTynas Ha OTKPbITUW KOH(EepeHLMn, Npe3vaeHT
HauuroHanbHom accoumaLmn opraHmnsaumi 0onbHbIX pes-
Knmum 3aboneBaHusMm «TeHeTunka» C.M. KaprumoBa ckasa-
na, 4To «Korga B ceMbe NosBnseTcs pebeHoK C Hacnem-
CTBEHHbIM 3a00mneBaH1eM, CTPaZaeT He TONbKO OH, CTPa-
[3aeT BCa ceMbsl. KaxkabIv 4enosek MeeT MpaBo 3HaTb O pUC-
Kax pOXXAeHWs B ero cemMbe OOmnbHbIX AeTen. COBPeMeHHbIe
LOCTVXKEHWSA FEHETVIKM MO3BONAIOT HE TOMIbKO Y3HaTb, YeMm
MOXKeT DoneTb ByayLLMIA pebeHOK, HO 1 NpeaynpeanTb pas-
BUTWe 3aboneBaHus. HeobxoOmMo paclinmpsaTb rocy-
[apPCTBEHHbIE NMPOrpaMMbl CKPUHWHIA Ha borbLee Konm-
4eCTBO 3a00MeBaHNI 1 BKITIOYATb B HMX HOBENLLVE MeTO-
Obl ANArHOCTVKM U MPOPUNAKTUKK. A TakKe NHPOPMU-
pOBaTh OyAYLLMX MaTePen O CKPUMHUMHIE, KOTOPbIV MO3BO-
NNT Ha PaHHVX CTAAMAX BbIABUTL AedekTbl M NpefoTBpa-
TUTb Pa3BUTME BonesHW y HepoavBLIerocs pebeHka.

«21 BeK — 3TO BEK MeHETUKM, OT Hee Mbl XXAeM OCHOB-
HbIX COOBITUI B MedMUMHe Oyayuiero» — BoT cnosa B.C. ba-
PaHOBa, MaBHOIO CNeLManicTa No MeaULHCKON reHeTuKe
CaHkT-MeTepbypra.

B pamkax KoHMepeHLUMI NpoLLen KPYrbln CTOA C y4a-
CTVeM YMHOBHMKOB, 3KCMEPTOB, CPEACTB MAaCCOBOM VH-
hopmalmn. Y4acTHUKM 00CYyaAMNNM 0CODEHHOCT POCCUN--
CKMX FOCYA3PCTBEHHbBIX MPOrPaMM MeHETNHECKOTO CKPUHMHIG

N HeOOXOAMMOCTb VX PACLUMPEHNS Ha DonblUee Konnye-
CTBO 3a00MeBaHN, a TakXXe BKIIIOHEHMe B MPorpamMmbl He-
NHBA3WBHbIX METOL0B NPeMMMNIAaHTALMOHHOM reHeTnYe-
CKOW OMarHoCTVKK. Bo MHOMMX CTpaHax 3TW MeTOoAbl yxKe
BKJTIOYEHbI B C1CTEMY 0053aTeNbHOMO MeAMLMHCKOIO CTpa-
XOBaHWA, 4TO MPUBENO K CHUXEHMIO PUCKOB POXKAEHMS
OOobHbIX AeTen.

MpencraButeny HaumoHanbHOM accoumaumm opra-
HM3aLMI OOMbHbBIX PefKMMM 3a00neBaHNAMM «[eHeTMKa»
BbICKa3any MHeHMe 0 BaXXHOCTW CO30aHUA KITMHUYECKOro
perncTpa BosbHbIX PEAKNMK U HACIeACTBEHHbIMM 3300-
neBaHVAMN. Ha CerogHsLWHNIA feHb oTcyTcTBMe B PO pe-
MMCTPa Takmnx BOJbHbBIX ABSETCS CyLECTBEHHbIM NPensT-
CTBMEM He TOMNbKO [7151 U3yHeHus pedKmx 3aboneBaHnn Ha
Tepputopun PO, HO 1 AN hUHAHCMPOBaHMA NeKapcT-
BEHHOTO 0becneyeHNs 1 NPOrpamm CoLManbHOM MOMOLLM.
Kpome Toro, perncrp BnseTcs BaxHbiM 3BEHOM Ha MyTn
pa3paboTkn 1 NPoBeAEeHNN KNMHNYECKX UCCNef0BaHNN
HOBbIX NMPEMNapaToB 1 METOAOB NleYeHNs HaCIeACTBEHHbIX
3aboneBaHun.

YYaCTHNKN KPYrnoro ctofia 0cobo oTMeTUNN Heobxo-
IOMMOCTb LLNPOKOTO M AOCTYMHOIO MHMOPMUPOBaHMS 00-
LLIeCTBEHHOCTY O BaXKHOCTW MPOXOXAEHNA FEHETNYECKOTO
CKPVHMHIa NIofIbMM BCEX BO3PACTOB, @ 0CODEHHO TEMM, KTO
nnaHnpyeT cemblo. Mepexom K NpohUIakTMKe TAXeNbIX Ha-
CNeACTBEeHHbIX Done3Hen, No3BOMNT YNYHLLNTb AemMorpa-
hrdeckyto cuTyaumio B PO 1 COKpaTUTb roCyapCcTBEHHbIE
PaCcxofibl, CBA3AHHbIE C MHBaNMAM3aALIMEN.

HauwmoHaneHas accoumayms opraHusaumii 6osbHbIX
peakumu 3aboneBaHnamm «[eHeTuka»
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