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AFKOAUN C
CUMHAPOMOM
AAYHA B MUPE:

CTATUCTUKA U
HAOERHOCTb AAHHbIX

KoHpepeHyua «BcemupHbIU AeHb nroaed

C CUHApOMOM [layHa: coyuasibHO-MeqUUUHCKUE
acrekmsl MoOMOWU CEMbAM?>,

21 mapma 2024 roga



MCTOYHUNKU
CTATUCTUYECKOMU
MHOOPMALMU



Ba3za ceMen c AtoobMu ¢ CA

— YYaCTHMUKOB nporpaMm «AayHcamp An»

6onee 10 Tbic.

POCCUINCKNX CEMEN C CMHOPOMOM [layHa

Ha KOHel ¢eBpana 2024 roga

(BMecTe ¢ 3apybe>kHbIMU ceMbAMK 11,6 TbIC.).
Tonbko ntoau ¢ CL, >KUByLLME B CEMbSX.

95% mx HUX — c petbMum o 18 ner.

25% —>xntenn Mockebl 1 MockoBckow o61acTtum
E>xxeroaHbin npmpoct 10-20%.
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B Poccuu 3apernctpmpoBaHo

18 748

nroaen c cuHapomom [layHa

OdunymasbHble pAaHHbIE
MuH3pspaBa PO 1,28 ...

Ha 10 000 po>xxgeHumn

VicmoyHuk:
3abosieBaemMocmb Bcero HacesieHuAa Poccuu B 2019 roay.
Cmamucmuyeckue mamepuasibi. M., 2020,

o
Orey "LUHNNOW3" MuH3apaa PP. .
AayHcang



AaHHble
PErMoHaAbHbIX
MUH3APABOB

«[layHcana An» caenan 3anpoc BO
BCe opraHbl Bfactmn cybbektos PO

B chepe oxpaHbl 300p0OBbA
(a51eKMpOHHaA pacchisika B gek. 2022 r.).

OtBeTUNMN 27 PErMOHOB:
v/ OTKa3 B NpeaocTaBneHUN AaHHbIX — 6 PErMoHoB
v' MMepeHanpaBneHo B permoHasnbHble poaaoma /
OTAENbHbIE MCbMa OT PoAAOMOB 6e3 cBoAa — 2 permoHa
v Mpucnanu gaHHblie B 06L1eM BUae — 1 permoH

18

permoHOB B aHa/In3e



AaHHble BO3

9 9 3 cnyyas

Ha 10 000 po>kaeHumn

VIcmoYHUK:

Cmamucmuka BO3. EBponedckul peruoH.

AayHcanpg,

e K 0/1N4ECTBO HOBOPOXKAEHHBIX C cMHAPOoMOM [ayHa B Poccum (no gaHHbiM BO3), uen.

e KO/TMYECTBO CEMEN, 32PETMCTPMPOBABLLMXCA B Nporpammax "[dayHcang An" go roga pebeHka, yen.
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AAdHHble HAUMOHAAbHbIX

LUTOreHEeTUUYECKNX PETUCTPOB

CuHapoma [flayHa Ha 10 000 poxxaeHud:
cpaBHeHuUe MosesibHbIX pacdemoB vs cmamucmuku EUROCAT u BO3 no HekomopbsiM cmpaHam EBporisi (Ha 2015 r.)

E o= = < = a $ © o
x @©

& % T g = = 5 3 S g = g : S
o & I ®© S T @ g x o © m 3] 3 o

v = @© b © T o c Pt o3 o o ©

=T 5 5 £ 8 8 g : 5 3 5 o S 5

3 < 2 © T S 3 0 © < & > 1

o0 T
MogenbHble pacyeTbl 10,32 6,86 12,21 9,62 7,19 12,13 12,02 10,3 5,16 13,89 12,29 11,54 12,59 8,23
H H H H H H
EUROCAT 10,23 er 629 835 66 11,65 9,09 er e T 219 °T 11,28 er
OaHHbIX OaHHbIX  AaHHbIX  OaHHbIX OaHHbIX AAaHHbIX
6,7
Cratuctuka BO3 5,1 4,8 4,0 2,7 21,7 10,7 9,5 5 2,9 9,3 8,3 8,5 4,5
(Ha2013)
VicmoYHUK:
. Cmamucmuka BO3. EBponielickul peruoH.
an URL: https://gateway.euro.who.int/ru/indicators/hfa_604-7121-number-of-births-with-downs-syndrome/visualizations/#id=19699

EBponelickasa cemb perucmpos BpoxxaeHHbix aHoManul EUROCAT URL: https://eu-rd-platform.jrc.ec.europa.eu/eurocat_en


https://gateway.euro.who.int/ru/indicators/hfa_604-7121-number-of-births-with-downs-syndrome/visualizations/#id=19699
https://eu-rd-platform.jrc.ec.europa.eu/eurocat_en

MoAeAb OUEeHKU

POXAAQEMOCTU U KOANYECTBA

AOAEN C CUHAPOMOM AayHa

Mogenb npmn3saHa BOCMOJ/IHNTb ,El,e(bI/ILI,VITbI HaUWMOHabHbIX CTaTUCTUK. B Pa3HbIX CTpaHax CTaTUuCTtmkKa no
cnHgpoMmy ,D,GYHa BeAeTCA No-pa3HOMY, B pa3HbIX 061>eMax, roe-To Boobue OTCYTCTBYET, MMEKTCA
I'Ip06ﬂeMbI Heaoy4yeTa, OBOWVHOro noacyertau pa3pbiBa BO BPEMEHHDbIX pAdax.

PaccuntbiBaetca gna ctpaH Eeponsbi (B T.4. Poccun), AMepukin, ABctpanuun, Hoson 3enaHgun.
OxunpaeMas poXgaeMocCTb AeTeN C CMHAPOMOM [layHa oLeHMBaeTCs Mcxoaa U3 Bo3pacTta MaTEPUHCTBA B
obLen nonynsaumMm HaceneHmsa B CTPaHe U ero cBsA3M C PUCKOM POXKAEHMUSA NHOAEN C CMHAPOMOM [layHa.
dakTmnyeckana poxxaaeMoCcTb OTpaXkaeT 0XKMAAEeMYH POXKAAEMOCTb, CKOPPEKTUPOBAHHYO AaHHbIMWN 06
aboprax, cBA3aHHbIX C PUCKOM cuHApoMa [layHa.

Mopgenb KonnyecTBa Ntoaen ¢ cuHapoMoM [layHa B nonynsaumMy coctaB/ieHa Ha OCHOBE Moenu
daKTNYEeCKOW PoXXAaeMOCTN U MOAENN NPOAO/IXKUTENBHOCTU XXM3HU NtoAEN C cMHAPOMOM [layHa.
PacueTbl caoenaHbl Ha 2015-2016 rr., ogHaKo NOCTOAHHO OOHOB/AKOTCA MO Mepe NOCTYMN/IeEHNA

HOBbIX AA@HHbIX M YTOUHEHMA Moaenn. NocnegHee o6HOBNEHME STUX AaHHBIX - B 2022 1.

ABTOPbI MO/IE/IN:
Fepm ae paa@ (Gert de Graaf), nfokmop ¢unocopuu, FonnaHackul poHa cuHapoma fayHa, Mennen, HuaepnaHabl;

®paHk baknu (Frank Buckley), MexkayHapoaHaa opraHu3ayus no oby4eHuro /1rogel ¢ cuHapomom [ayHa, Kam6pus, BesrukobpumaHus,
bpatiaH Ckomko (Brian G. Skotko), qgokmop MeguyuHckux Hayk, MPP, Down Syndrome Education USA, VipuH, KanugopHus, CLUA, OmaeneHue
MeauyuHCKoU reHemuku, neguampu4yeckoe omaeneHue Maccadycemckol 60/1bHUYbI 06wero npogusd, bocmoH, Maccadyceme, CLUA;

lapBapackasa meguyuHckada wkosia, bocmoH, Maccadycemc, CLLIA.

AayHcaing

B Poccuun npoxxneatot

69220

nrogen c cmHapomom [layHa

11,9 creee

Ha 10 000 po>xaeHun



OIPAHUYEHWNA MmopeAn naywcaing

POXAQEMOCTU U KOAUYECTBA AtOAEM C CUMHAPOMOM AayHa AAf Poccuu

Mopaenb He oTpa>kaeT AnHaMuMKy obLLen poxxgaeMocTm B cTpaHe (cnaa B 1990-e, nocneayroLmin pocT ¢ Bcnsieckom B 2012-16 rr.,

a M HOBbIV 60nbLUOWV cnag B HacTosLlee BpeMsa). Ecnm c yueTtoM aTux KonebaHmMin CKOPpPEeKTMpoBaTb AaHHbIE MOAENN, TO CEroaHA
ymcno poxaeHun c C[l He ~2200, a 1607. 310 ropasao 6nmxke K gaHHbIM BO3, KoTOpbie COOTHOCATCA C €XXeroaHbIMu
KonebaHunAMM nokasatenem obLlen poXxgaeMoCT B CTPaHe.

B Poccumn nmeroTca cyLeCcTBEHHbIE pErMoHanbHble pa3nmnymna: YyactoTta cfyvaes cuHapoma [layHa cpeguv HOBOPOXKAEHHbIX B
e pa3HbIX pernoHax konebnerca ot 4 oo 15 cny4vaes Ha 10 000 >xnBopoXXaeHUM (MO AaHHbIE PErTMOHANbHOM CTAaTUCTUKWM), A0NA
SNMMUHUNPOBAHHbIX N1040B OT 06LLero ymncna cnyvaes cnHgpoma [layHa (koadduumeHT aboptoB) — 9% oo 65%*.

Mopaenb ana Poccuum ctpontca Ha npeanonoxeHmmn, uyto B Poccunm go 1980 r. uncno aboptoB 66110 HeGonbLWMM. W ganee, Ha
OCHOBAaHWW 3TOr0 YTBEPXKAEHUA CTPOATCA pacyeTbl MO NPOAO/IXKNTENBbHOCTU XXU3HU N 00LLLEN YNCTTEHHOCTM POCCUAH C
cnHgpomoM [layHa, a Tak>Ke nx BoO3pacTHOW CTpyKType. Mexkay TeM, B Poccum ao 1980 r. 66110 Bbicokoe Yncnio abopTos. 3-3a

e 3TOro npegnonaraeMas YMCeHHOCTb Ntoaen ¢c cnHgpomomM [layHa B Poccum ckopee BCero MeHbLLIE pacYeTHbIX MoKa3aTeneun
(ocobeHHO 3a cueT cTapLumx Bo3pacTos). [lonycTMMo NnpeanonoxXnTb, YTo NnoaaBnaroLlee 60AbLLMHCTBO POCCUAH C CUHAPOMOM
[ayHa cerogHsa — 3To AeTu 1 Monoable B3poc/ble Ao 25 neT.

*H.C.[Aemukosa, M.A.lMogoneHaAa, A.C./lanuHa, H.H.BonoguH, A.FO.AcaHos. [JuHamuka Yacmomel Tpucomuu 21 (cuHapoma Lay-Ha) B peruoHax Pocculickol @eaepayuu 3a 2011-20171r.
(https://evogenlab.ru/upload/literature/%D0%94%D0%B8%D0%BD %D0%BO0%D0%BC%D0%B8%D0%BA%D0%B0%20%D0%A1%D0%94%20%D0%B2%20%D0%A0%D0%A4. pdf?ysclid=lc6qwxlusx928637433)

KocmpuyoB A.C., emugeHko /1.A., lopaa M.B. JuHamuka yacmomsl Bcmpe4YaemMocmu cuHapoma fayHa B Pecriybriuke Kpeim. (https://www.elibrary.ru/item.asp?id=46470730)



https://evogenlab.ru/upload/literature/%D0%94%D0%B8%D0%BD%D0%B0%D0%BC%D0%B8%D0%BA%D0%B0%20%D0%A1%D0%94%20%D0%B2%20%D0%A0%D0%A4.pdf?ysclid=lc6qwxlusx928637433
https://www.elibrary.ru/item.asp?id=46470730

CPABHEHUE AAHHbIX
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PocctaTt P®

YUncno ntopgen c cnHgpomom [layHa, yen.
69220 - 18748
Yncno poxageHunm c cnHopomoM [layHa, yen.
2231 1602 1381*
YacTtoTa poxkaeHun Ha 10 000 uen.

11,5 9,3 1,28

*Yucs10 3aperucmpupoBaHHbIX C AUArHO30M CUHAPOM [layHa BriepBble B XU3HU



[IlpuMep MockoBCKOM OBAACTH e

OoTCTaBaHMe oPULMAAbHBIX AAGHHBIX OT CTaTUCTUKM «AayHcanp An»

CornacHo gaHHbIM PoccTtaTta 3a 2019r., B 06nactn 3apernctpmpoBaHo 739 6onbHbIX ¢ CLl. 3TO NpUMEPHO
COOTBETCTBYIOT AAHHbIM, NpucnaHHbIM MUHUCTEPCTBOM 34paBooxpaHeHnsa obnactn 3a 2021 r., - 706 yen.

Ho npu atoM TOoNbKO B 6a3e 6narononyyarenen «[JayHcang An» Ha TOT >ke BpeMeHHoU nepuog, (2021 r.) 6b1110

G 3apermctpupoBaHo 858 uen. N aTo npexkae BCcero Aetn M noapocTKM ¢ cMHAPOMOM [layHa, Npo>XknBaroLlime B
ceMbe. be3 yyeTa geten 1 B3poCnbix C cMHAPOMOM [layHa, Haxo4AaWMXCA B UHTEpPHAaTax, a Tak>ke B3POC/bIX,
NPO>XXNBAKOLLMX B CEMbSAX.

CocrtaB 6a3bl nonyuarenen ycnyr «[JayHcang An» cMeLLeH B CTOPOHY npeobnagaHua aeten n xxntenem Mockebl u
MockoBckon obnacTtu. Ml normyHo npeanonoXxmtb, YTo B MockoBckowr obnactu nonsa 6narononyyarenen
«[layHcang An» cpeaun Bcex ntoaen ¢ cnHapomoM [layHa Bbille, YeM B APYrux pernoHax (yuntbiBaet 60nblLuee
KONMYecTBO Ntogen ¢ cuHapomoM [layHa).




KAKHNE BbIBOADI



Aayl-lcaﬁu&

Jltonen ¢ cuHgpoMmom [layHa B
Poccuun 3HaumtTenbHo 6onbLue,

yeM puKcunpyeT opuumnanbHas
cTaTucTuka.




Aayl-lcaﬁu&

B2015-16rr. B Poccuum
eXXerogHo po><aasiocb 0KO/0
2200 peten c cnHgpomMoM [layHa

B 2021-22 rr. - okono 1600
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q)aI(TOPbI, onpeAeAstollue UUCAEHHOCTDb
AtOAEN C cUHAPOMOM AayHa B Poccunu ceropHs

v OunHaMuka obLen po>XkgaeMoCcTu B CTpaHe

v [MoBbiLLEHME KaYyecTBa M oXBaTa npeHaTanbHOW
ONarHoCTUKU U coKpaLlleHMe U3-3a 3Toro pakTnyeckom
po>XXOaeMoCTU Noaen ¢ cuHapomoM [layHa

v PermoHanbHble 1 KyNbTypPHble pa3nyums
v PocT uncna geten, KOTopble OCTatOTCA B CEMbE

v PocT npoao/mKNTeNnbHOCTU XXU3HU NTIOOEN C
cuHapomoM [layHa.
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PEFMCTPUPYMUTECH
HA HAWEM CAUTE

MPUCOEAMHSAMUTECHh K HAM
B COUMAABHBIX CETAX
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