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O cuHpgpome [layHa

Jrogm ¢ cnHgpomom [layHa BCTPEYannChb B MCKYCCTBE, YNTOMUHANMUCL B InTepaTtype

M HAY4YHbIX CTAaTbAX Ha NPOTAXEHUM BEKOB BO Bcem mupe. o oueHKam, B LLiBeumn 3TOT ANMarHO3 MMerT OT 5
000 po 10 000 yenoseK. CuHApom [JayHa — 3To He 60one3Hb,

a Ha3BaHMe APKO BblpaXKeHHbIX U cneunudUYeckmx XapakTepuCcTMk cnHgpoma. 0606L,eHHoe onncaHmne aTnx
XapaKTepUCTUK BrepBble Obl1o cocTaBneHOo B 1866 roay aHIMMIACKMM BPaYoOM M 06LL,ECTBEHHbIM AesaTenem
JKoHOM JI1aHTrgoHOM [ayHOoM.

OpHako nnwb B 1959 rogy dpaHuy3ckmin Bpay HKepom J1exkéH 0b6HapyKua, 4To CUHAPOM, ONMUCAHHbIM
JNlaHrgoHom [lJayHoM, 6bIn BbI3BAH HA/IMUMEM NINWHEN Konurel 21-1 Xxpomocombl. ITa Hanbonee
pacnpocTpaHeHHaa ¢opma cuHgpoma [ayHa (Tpucomus 21) BcTpeyaeTcs NnpnbansntenbHo y 94 % nogen ¢
YNOMAHYTbIM AMarHo3om. Moytn Bo BCex Cyyvanx Tpucomma 21 Bbi3bIBAETCA C/IYy4aMHOM aHOManMem npu
AeneHuun knetok. bonee nogpobHyto MHGOPMaLMO 0 pasHbIx Gopmax cMHApPomMa [layHa MOXKHO HalTK Ha
CTpaHuue 12

B pasaene « ICTOYHMKN MHPOPMALLUM U CCBINKMY.

Ypaanocb NoATBEPAMUTD, YTO IMLLIHAS KONKUA 21-11 XpOMOCOMbI MOKeT 6bITb NepegaHa Mbo oT matepu
(npubnnsutensHo B 95 % cnyyaes), Mbo otua (NpubansuTenbHo B 5 % cnyyaes). BepoATHOCTb poXKaeHUA
pebeHKa ¢ cuHgpomom [ayHa nosbiwaeTca

c Bo3pactom matepu. OgHaKo NpUYMHA BOSHUKHOBEHMA CMHAPOMA BCE eLé HenssecTHa. [o cux nop He
6bI/10 BbIAB/IEHO CBA3U MeXKAY CMHAPOMOM [ayHa 1 noBeAeHMeM MaTepu Uau oTua 40 WK BO Bpems
H6epemMeHHOCTH, TaKKe He Obl/10 BbIABMEHO CBA3N MeXAay CMHAPOMOM [layHa M OKpy»KaloLLen cpeaon.

Ha cTpaHuuax 7 u 8 MOXKHO NpoYecTb O 340POBbE U KOTHUTUBHOM PA3BUTUM Nt0AEN
C AMarHosom cuHapom [ayHa.
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lNepBoe Bpemsa nocne poxKaeHuA

HoBoporkaeHHbIN pebeHoK ¢ cuHapomom [layHa — 370, nperkae BCero, IMYHOCTb C YHMUKAbHOM
WHAVBUAYANbHOCTbIO, MMEloLWas Te e camble 6a3oBble NOTPebHOCTH, YTO U Nt0OON Apyroi maageHeL: um
Hy*KHa Nto60Bb, 3a60Ta, eda 1 coH. PebeHoK byaeT 6o/blue BCEro NoxoK Ha CBOUX poanTenen nnm bpatbes
N cectep, XOTA, BEPOATHO, OyAyT NPUCYTCTBOBATb HEKOTOPbIE YepTbl, CBA3AHHbIE C CUHAPOMOM [ayHa.

B cBs3M ¢ nssectmem o cuHgpome [layHa B nepBoe BPEMS BO MHOTUX CEMbAX MOXET NOABUTLCA MHOMKECTBO
BOMPOCOB M amounit. Kak 3To noBaMAeT Ha Hawy cembto? CMOXKeM M Mbl Kak poantenn paboTtatb Npu Takom
3aHATOCTM, KaK Mbl NaaHMpoBann? CMmory n A nontobuTb cBoero pebeHKa? B Takme MOMEHTbI NOACNOPbEM
MOKET NOCNYKUTb TO, 3HAHUA U NOAAEPMKKA [OCTYMHbI BO MHOTMX POpMaXx, B HaCTHOCTU OT CMEeLManncTos, ot
OopraHM3aumii, A4eNCTBYIOWMUX B UHTEPECAX Nt04EeN C CMHAPOMOM [layHa, U OT Apyrux poauteneit. Bam, Kak u
POAMTENAM BCEX HOBOPOMKAEHHbIX, BAaXKHO KaK MOXHO paHblue 06paTUTbCA B PaiOHHYIO AETCKYHO
KOHcynbTaumto (barnavardscentralen) ona BbINONHEHUA TaKMX CTaHAAPTHbIX NPOLLEAYpP, KaK U3MePEHME,
B3BELUMBaHMe, BaKUMHALMA U ANA y4acTMA B TPYNMNoOBbIX BCTpevax poautenei. TakkKe OTHOCUTEIbHO YacTo
pebeHKy c cMHApomom [layHa TpebytoTcAa AoNOHUTEIbHbIE 06paLLeHNs

B MEAMLMHCKNE yUYpeXaeHUS.

Hanpumep, npnbansnTenbHO y NoSIOBUHbLI BCEX AeTel ¢ cMHAPOMOM [layHa ecTb NOPOK cepaLa

B TOM UAN MHOW dopMe. B HalM gHM NOPOKM cepALia ONepUpyOT B paHHEM BO3PacTe U C O4EHb XOPOLIMMU
pe3ynbTaTaMu. [lpyrme pacnpocTpaHeHHble 3a60/1eBaHMUA, TaKMe KaK KMLWeYHas HEMPOXOAMMOCTb,
NPOBEPAIOTCA NPU POMKAEHMMU, U NOCNEAYIOLNE PETYAAPHDBIE NPOBEPKN MPOXOAAT B COOTBETCTBUM C
NPOrpammoin MeaULMHCKOrO 06CNYKMBAHWUA AETEN U NOLPOCTKOB

¢ cuHgpomom JayHa. (Cm. cTpaHuuy 12)

Mocne poxaeHuA pebeHKa ¢ CMHAPOMOM [layHa CEMbIO NPUKPENAAIT K abUAUTALMOHHOMY LEHTPY ANA
neten n nogpocTtkoB (Barn- och ungdomshabiliteringen) no mecty *®utenbcrea.

B ueHTpe paboTaloT pM3MoTEPANEBT, IOrone, KOPPEKLUMOHHbIM Neaaror, NCMXo/or U KypaTop. Tam xe
MOKHO NMONYYUTb NOALEPHKKY U COBETbI MO 061erYeHmo NOBCeAHEBHOM KU3HU M MO Pa3BUTUIO pebeHKa.
AbunuTaums Bceraa NpPoxoauT Npu COTPYAHUYECTBE C poanTensamu. NMoaaepkKa MOXKeT 6biTb pa3HoM B
3aBUCMMOCTM OT Bo3pacTa pebeHKa 1 TeKyLwmux noTpebHocTel cembu. B LeHTpe abunmtaumm Takxe
NpeAoCTaBAAT MHPOPMALMIO O 3aKOHHbIX NPaBax, CBA3aHHbIX C 06/1aCTblo YHKUMOHANbHbIX HAPYLLUEHUH, U
0 $PMHAHCOBOW M MPaKTUYECKOM NoAAepKKe, AOCTYMHON ANA ceMen.




Cembs

BonblWKWHCTBO poaguTenei geten ¢ cMHAPoOMom [layHa He MMEIOT NpeblAyLLEro onbiTa C STUM ANAarHo30m
AN C AeTbMM C GYHKLMOHAbHbIMWU HapyLleHnsamu. NosToMy HepeKo BO3HMKAeT 6eCcnoKomncTBo No nosoay
TOro, KaK 3TO OTPa3UTCA Ha OTHOLLEHUAX POAUTENEN, KaK BOCNPUMYT HOBYIO CUTyaLMIO 6paTba 1 cecTpbl
pebeHKa, KaKk 61n3KkMe 1 gpyrme ntoam byayT OTHOCUTLCA K CEMbE U ee HOBOMY Y/EHY.

OfHaKo nccneno0BaHMA YNNcanbCKOro yHMBEPCUTETA NOKa3biBakOT, YTO BONBLUIMHCTBO poanuTeNnen aeTen ¢
CUHAPOMOM [layHa KUBYT HOPMAJIbHOM CEMENHOM XU3Hbto. B Xxo4e nccnenoBaHnii, B YacTHOCTU, U3yYannch
BPEMS yX0/a 33 AeTbMM, YAacTOTa Pa3BOAOB, CTPecC

y poauTtenein, 350p0oBbe, 3aHATOCTb PoAUTENEN, UX OTCYTCTBUE NO 6ONE3HU U NONYYEHUE BPEMEHHOTO
nocobus no yxoay 3a pebeHKom. B To e Bpema 6bI10 OTMEYEHO, YTO M MaTepPH,

M oTLbI pebeHKa ¢ cMHapomoM [layHa 0CTaBaICb AoMa A4 yxo4a 3a 60nbHbIM pebeHKom bonbluee
KOJIMYECTBO OHEW, YeM poauTenn B cpesHeM. Kpome TOro, ecTb CeMbM, Y KOTOPbIX bonee CoXKHanA
CUTyaLmMA. ITO MOXKET 3aBMUCETb OT TakMX GAKTOPOB Kak 06beM Noafep kKM 1 yxoaa, Tpebytowmxcs pebeHky
1 (MNKn) coumanbHO-IKOHOMMYECKOE MNOJIOKEHME CEMBMU.

Pogutenn pebeHKa c cuHapomom [ayHa BnpaBe nogaTtb 3asiBAEHWE Ha NoJlydyeHue nocobus

no yxoAay 3a pebeHKom ¢ pyHKLUMOHANbHbIMK HapyweHuaMmn/mHBannaHocTbio (vardbidrag) B cBssu c ero
COCTOAHMEM 340p0BbA. TaKKe ecTb BO3MOXHOCTb N0AaTh 3asiB/IeHNe Ha BpeMeHHoe nocobue no yxoay 3a
pebeHkom B Bo3pacTe oT 2 go 18 ner (tillfallig fordaldrapenning),

a B HEKOTOPbIX 0cObbIX cyyasx — n Ao 23 net. BpemeHHoe nocobue no yxoay 3a pebeHKom MOXKeT ObiTb
nepegaHo ApPyromy YesioBEKY, KOTOPbIA MOMKET OCYLLLECTBAATb YXO4 33 pe6eHKOM Ha AOMY B C/ly4ae ero
6one3HU. TakKe y 3aKOHHbIX NpeacTaButeneit pebeHKa ectb NpaBo

Ha on/slauyMBaemble AHW ANA NodJep’KaHusa KoHTakTa ¢ pebeHkom (kontaktdagar); Ha Kaxkgoro pebeHka
nonaraetcs 10 Takmx AHel B rog. 3TU AHN MOXKHO UCMO/1b30BaTh A/1A NOCEWEHNA AETCKOro caa Uamn
LIKO/bI pebeHKa A0 TOro MOMEHTA, NoKa eMy He UCNONHUTCA 16 nerT.

KaK y»Ke ynomrmHanocb paHee, CEMbW B KOTOPbIX €CTb pebeHOoK ¢ cMHapoMmoMm [layHa, NPUKPenAatoT K
abunnTaumMoHHOMY LEHTPY ANa geter n nogpoctkos (Barn- och ungdomshabiliteringen)

no mecty XxuTtenbctsa. CoOTpyaHMKM abUANTALMOHHOTO LeHTpa 061a4at0T 06WNMPHBIMU 3HAHUAMM U OMNbITOM
paboTbl C CEMbAMM, B KOTOPbIX €CTb Pe6EeHOK C TaKUM AMarHo3om. Bmecte

CO cneumanmcTamm abnanTauMoOHHOIO LEHTPA YEeHbl CEMbW MOTYT 06CYAUTb pas3nyHble BUAbI NOALEPKKM,
KOTOpas MOXXeT NoTpeboBaTbCA UCXOAA U3 UX NOTPEOHOCTEN M NOXKENAHUN.

MomMmo 3TOro, B LLEHTPE NpeACcTaBNeHa Pa3HOM/IAHOBAA UTepaTypa 06 onbiTe pasHbIX CEMEN, O TOM, KakK
6bITb HpaToOM MK cecTpol pebeHKa ¢ PYHKLUMOHANbHbIMU HAaPYLLEHUAMMU U O TOM, KaK CO34aTb
61aronpUATHYIO AOMALLHIOK Cpeay, KOTopaa NOMAET HA NOJIb3y BCEM YIEHAM CEMBM.




lNepsble roabl

[ns Bcex ManeHbKNx Aeten LeHTPOM MUPA NO-NPEKHEMY OCTAaeTCA CeMbA. ITOT MUP HAYMHAET NOCTENEHHO
pPacWMpPATLCA, 0CO6EHHO Koraa pebeHoK HAaYMHAET XO4MUTb B AETCKMM cag,. To e NponcXoauT u ¢ 4eTbMU C
cuHapomom [layHa, n UM npeanaraeTca MecTo B AOLWKObHOM yUpeXAeHMM TOYHO TaK Xe, KaK U OCTaNlbHbIM
aetam. Ecnm pebeHKy B AOWKONAbHOM yupexaeHnn Tpebyetca A40NONHUTENbHAA NOAAEPKKA, TO OH umeeT
Ha Hee NpaBo. ITO NPaBO ecTb Y BCeX AeTel He3aBMCMMO OT AnarHosa. MockonbKy AeTu ¢ cuHapomom [ayHa
MOTYT MMeTb 60/1bLLYI0 NOTPEOHOCTb B HEMPEPbLIBHOCTM M NOAAEPKKE B X04€e 00y4YeHUs, TO MOTyT TaKKe
CYLLECTBOBATb NPUUYMHbBI ANA NPEAOCTaBNAEHUA UM MeCTa B AO0LWKO/bHOM yYpeXAeHUN, AaXKe eCNM MaTb UK
oTeLl, Haxo4ATCA B OTNYCKe Mo yxoA4y 3a MAaawmm 6patom nnm cectpoi. MocKonbKy

y AeTen ¢ cMHAPOMOM [layHa YacTo CHUXKEH MMMYHUTET, MHOTME CEMbM HAaYMHAIOT C HECKOJIbKMX YacoB
npebbiBaHWA B AETCKOM Cajy, a 3aTeM, B Te4EHUE HEKOEro Nnepnoa nocaenoBaTelbHO YBE/IMYNBAIOT BPEMSA.

Y pebeHka ¢ cuHapomom [layHa Te e NoTPebHOCTU B 06LLEHUMN CO CBOMM OKPYXKEHMEM,

4yTo M y Ntoboro pebeHKa, HO A3bIKOBOE pPa3BUTUE pebeHKa ¢ cMHApoMom [layHa MOXKeT oTcTaBaTb. s
Pa3BUTUA KOMMYHUKATUBHbIX HAaBbIKOB BaXKHO COTPYAHMYECTBO CEMbM U AETCKOr0 Caga, U cylecTsyeT
MHOXEeCTBO PazHOOHPasHbIX CNOCOHOB NOOLLPEHNA U PA3BUTUA CNOCOBHOCTEN pebeHKa K KOMMYHMKALNUN.
Tak, Hanpumep, Hay4Hble NCCNeL0BaHUA NMOKA3bIBAOT, YTO PAa3BUTUIO A3bIKOBbIX HABbIKOB Y AEeTeW C
CMHApPomoM [layHa cnocobCcTBYeT MCMONb30BaHME KECTOB. B 3TOM c/iyyae OKpyrKatowme UCNoNb3yHT YCTHYHO
peyb 1 YyCUANBAIOT CBOM CNOBA, OAHOBPEMEHHO MCNOIb3YA KECTbI LIBEACKOrO }KECTOBOrO A3blKa. TakMm
06pa3om, KeCTbl CNY¥KaT BU3yaslbHOW NOAAEPHKKOM YCTHOM peun. Ewe ogHMm cnocobom ana nepenayun um
Pa3bACHEHUA coobLLEeHNA ABNAETCA UCNO/Ib30BaHNE KaPTUHOK, KaK OTAE/IbHO OT XKeCTOoB, TaK U B COYETaHUM
C XecTamu.

KomaHga cneunanncros no abmunutaumm byaer pagom B TeHEHUE NEPBbIX NET KU3HU pebeHKa. Bbibop
cneumanncTos no abunutaumm, Kotopble byayt paboTaTb ¢ pe6eHKOM 1 ero CeMbeN, OCYLLECTBAAETCS
ncxoas 13 ux notpebHocren. MoTpebHOCTU cemelt OTIMYAKOTCA. B nepBble rofpl *KU3HU, Kak NpaBuio,
NPOBOAATCA 3aHATMA C 1oronegom, GpUsnMoTepaneBTOM U KOPPEKLMOHHbIM neaarorom. B komaHge
CNeunanncToB TaKKe ecTb KypaTop u ncmuxonor. Abunntauma nposoauTca Ha 406pPOBOIbHOM OCHOBE.

3akoH «O couyranbHOM NOMOLLM OTAE/IbHbIM KaTeropusam nnL, ¢ GyHKLUMOHAbHbIMM paccTponcTBamm» (LSS-
lagen) naeT cembsim NPaBoO NOAATb 3aAB/AIEHME HA MNOJIyYEHME PAa3HOro poaa NoaaepKKu. Tak, Hanpumep, B
nepBble roAbl }XN3HM pebeHKa ceMbAM MOXKET BbiTb aKTya/lbHa BPpeMeHHanA nepesaya CBoMx 06A3aHHOCTEN
cnewmanbHbIM NMOMOLLHMKAM, MPeaocTaBAeHMe KPAaTKOBPEMEHHOTO XUAbA UAU NEPUOLNYECKOE
npebbiBaHWe pebeHKa B MaTpOHaXKHOM ceMbe. MHOMrMM ceMbsAM He TpebyeTca noanepKKa,
npeaycMoTpPeHHas YKa3daHHbIM 3aKOHOM B NepBble roAbl *KU3HU pebeHKa, B TO BPEMA KaK APYrMM CEMbAM
TaKas noggeprkka Heobxoamma c paHHero Bo3pacra.




OcHoBHble 3Tanbl pa3sutua ot 0 ao 4 ner

MoyTn y BCex ntoaen ¢ cMHAPOMOM [layHa eCcTb MHTENNEKTya ibHble HapyLUeHMA.

Mpw TaKUX HapyweHMaX obyYyeHne U NOHUMAHWE 3aHMMAOT 60/blle BPEMEHW, O4HAKO HapyLLUEHUA He
B/IMAOT Ha YyBCTBA M IMOLMOHa/IbHble NoTpebHoCTU. Pa3Butre pebeHka

C cMHAPOMOM [layHa MOXKET NOMTU B MNONOXKUTENIbBHOM HaMNPaBAEHUN C MOMOLLbIO YIPAXKHEHU,
BO3MOXHOCTW MOJIy4EeHUA CTUMYNNPYIOLWMX NEPEKUBAHUIA U UHANBUAYANbHOW adanTauuu.

B cBotO ouepesb 3TO MOXKET cnocobCcTBOBATL y4YlleMY PA3BUTUIO CNOCOOHOCTEN U YBENYEHUIO
B3aMMOAENCTBMA C OKPYKAOLWMMMU.

HuKe NnpuBOAMTCA ONMCAHME TOTO, KaK Pa3BMBAOTCA Pa3/IMYHble CNOCOBHOCTM B NepBble roAbl KU3HU
pebeHKa ¢ cuHapomom [layHa u 6es Hero.

Passutue PassuTtune npu Hannuum
B 06bIYHOM Cc/lyyae cuHgpoma [layHa

Ynbibatbes 0.5 -3 mecAues 1.5 -3 mecaues
MNepeBopaumsaTtbCA 2 —10 mecaues 2 —12 mecaues
CuaeTtb 5 -9 mecaues 6 — 18 mecAues
Mons3aTb Ha XusoTe 6 —11 mecAaues 7 —21 mecAues
Mon3aTb Ha KoNeHAX 7 — 13 mecAues 8 — 25 mecAaues
CroAaTb 8 — 16 mecAues 10 — 32 mecAues
Xoantb 8 — 18 mecAues 12 — 45 mecAaues
FoBopuTb (OTAENbHbIE CNI0BA) 6 — 14 mecAaues 9 — 30 mecAues
FoBOpUTb (NpeanoKeHnsmm) 14 — 32 mecAues 18 — 46 mecAues




3popoBbe/Mporpamma meaULUHCKOTO
obcnyxuBaHus

CMeHMNOCb NN HECKONIbKO NMOKONEHMI, @ 340P0BbE N0AEN C CUHAPOMOM [ayHa 3HAYMUTENbHO
yay4dwmnoce. B 1974 rogy npoaonKUTENbHOCTb XMU3HU NH04eN C CMHAPOMOM [ayHa cocTaBasna

34 ropa, a ceyac oHa npesbiwaeT 60 neT. 3a 3TUM y/IyYLEHMEM CTOUT HECKO/IbKO OnpeaenatoLwmx
¢daKTopoB. B nocneaHue gecatnnetma 4etu ¢ CMHAPOMOM [layHa BOCNMTLIBAKOTCA A4OMA Y CBOMX poguTenei
BMECTe CO CBOMMM BpaTbaAMM U cecTpamu. B cBaA3m

C 3TUM, BO3pocan TpeboBaHMA K xopolemy yxoay, 1 B 1980-x rogax B LLBeumn 6bina paspaboTaHa
nporpamma no meanumMHCKoMy ob6cnyxKumnBaHmto. C MOMEHTa BHEAPEHWS NPOrpaMmbl iedeHne Hanbonee
PacnpPOCTPaHEHHbIX MeAULIMHCKUX NPobiem, CBA3AHHbIX C AMAarHo30M cMHApom [ayHa,

K HAaCTOALLEMY BPEMEHM TaKKe JO0CTUINO BoNblMX ycnexoB. B uenom, Bce aTn GpakTopbl OKa3anm BecbMa
NONOXKUTENbHOE BIMAHME HA 340POBbE AeTel U B3POC/bIX C CMHAPOMOM [layHa.

Mporpamma meaunLUHCKOro obcnyxnsaHmsa

Y 60/1bWIMHCTBA AeTel ¢ cMHAPOMOM [ayHa nerkaa nam ymepeHHas YMCTBEHHAA OTCTaNoCTb, OAHAKO eCTb
OETU C TAXKENOM YMCTBEHHOM OTCTanocTblo. CuHAPOM [layHa yBe/IMYMBAET PUCK HEKOTOPbIX MeANUNHCKUX
npobaem, HO NOYTU BCE OHM M3Ne4YnMbl. Nprumepamm Hanbonee pacnpPocTpaHeHHbIX Npobaem ABAAOTCA
YyBCTBUTENbHOCTb K MHOEKLMAM, HAapyLLIEHUA 3pEeHNA

M CNYXa M anHOo3 BO CHe. TaKkKe y AeTel ¢ CMHAPOMOM [layHa Yalle BCTpeyaeTcs BPOXKAEHHbIN NOPOK cepaua
NN HENPOXOAMMOCTb KMLIEYHMKA. 3TN 3ab601eBaHNA Yalle BCEro Ie4aTca B NepBble MecALbl nocsie
poxaeHua. Takke bbl10 YCTAHOB/IEHO, YTO Y Ntoaen ¢ cuHaApomom [layHa 6osiee HU3KMI PUCK MHbAPKTa
MMOKapAaa, MHCY/IbTa M HEKOTOPbIX BUAOB paKa. MccnenoBaHUA NocnegHUX NeT CBUAETENLCTBYIOT O TOM, YTO
paccTponcTea aytmyeckoro cnektpa (PAC) n cuHgpom geduumta BHUMaHUA U runepakTnsHoctu (CABT)
BCTPEYAIOTCA Yallle, YeM cunTanoch npexage. BoamorkHbie npusHaku PAC moryT 6biTb BbisiB/I€HbI, HAYMHASA
NPUBAN3UTENBHO C TPEX/IETHErO BO3PacTa C MOMOLLbIO aHKETUPOBAHMA poauTenel U nepcoHana
[OOLWKONbHOrO yyperaeHus. NMpubansntenbHo ¢ NATUAETHEro BO3pacTa MoryT ObiTb BblABAEHbI MPU3HAKK
CABr.

Mpn BO3HMKHOBEHUM NOLAO3PEHMIN MOXKET ObITb NPoBeaeHO obcnenosaHue. Ecnn y peberka PAC nan CABT,
TO XOpoLLMe pe3yabTaTbl MOFYT BbiTb 4OCTUIHYTbI C MOMOLLbIO 0OYY4EeHMA U BEPHOIO NeAarormyeckoro
noaxoga. Kntouesana ponb B 3TOM CAyyYae OTBOAMUTCA CReLManncTam no abunmrtaumu.

B ntobom cnyyae, Ans paHHero BbiABAEHMA 1 6e30TNarateNnbHOro ne4eHns HeobxoanMmo, 4TobbI
MeANLMHCKME PAabOTHUKM OTCAEKMBANN AMHAMMUKY. [Tporpamma no MeguunHCKoMY 06CAyKMBaAHUIO AeTeEN C
cmHapomom [ayHa 6blna co3gaHa Ana obecneyeHnsa NpesnocbiIoK MeAULIMHCKOTO 06CNYKMBAHMUA Ha
PaBHbIX YCNOBUAX U ANA NOAAEPKKN YNEHOB CEMbU U MeAUUMHCKMX paboTHMKOB. [porpamma gna geten c
cuHapomom [ayHa B Bo3pacTte ot 0 4o 18 neT 6bina NnosHOCTbIo NepepaboTaHa B 2013 roay u perynsipHo
obHoBnseTca ¢ Tex nop. OKoo 20 3KCNepPTOB CO BCEM CTPaHbl AENATCA CBOMMM 3HAHUAMM ANA TOrO, YTOObI
nporpamma MeguLMHCKOro ob6cnyKmBaHus 6bina Kak MOXKHO 6os1ee NOAIHOM M aKTyanbHOM. CcblfiKa Ha
nporpammy MeauLMHCKOro ob6cnyKnMBaHmMa NPUBOAUTCA Ha CTpaHuLe 12.




LLIkona

Ha momMeHT HanncaHua aToro TekcTa (2017 r.) npowno 50 neT ¢ Tex Nop, Kak B COOTBETCTBUM

¢ 3aKoHOM «O MegMKo-CoUManbHOM NOMOLLM INLAM C HAPYLLEHUAM NCUXMYECKOTO PAa3BUTUA» NOCELLEHNE
LUKO/bI CTA/10 0653aTeNIbHBIM A/1A BCEX AETEN U NOAPOCTKOB C UHTENNEKTYaNbHbIMWU HapyweHuamu. C Tex
nop 6b110 NPUHATO HOBOE 3aKOHOAATE/IbCTBO. B HalW AHW 3aKOHHbIE NPeACTaBUTENIM BO MHOTUX C/TyYanX
MoOryT BblbpaTb popmy obyyeHua gnsa cBoero pebeHkKa: obyyeHne B 06blYHOWN cpeaHen
obuweobpasosaTenbHou WKone (grundskolan) nnmn obyyeHne

B KOPPEeKUMOHHOM WwkKone (grundsarskolan).

YyebHbIi nnaH KOppGKLI,MOHHOVI LWKO/1bl a4anNTUPOBaH AN1A YHalWUNXCA C MHTENNEKTYA/IbHbIMU HaPyLLWEHUNAMN.
B wkonax o6omnx TMNOB eCTb BO3MOXKHOCTb Y4nUTbCA B COOTBETCTBUU
C y‘-leGHbIM nAaHOM KOppeKLIMOHHOVI LWKO/bI.

TaKKe B LWKObHbIE roAbl MOXKHO CMEHUTb GOpMy 0ByYeHMs.

MoCcKo/IbKY cMHAPOM [layHa NoYTW Bcerga ConpoBoXKAaeTcAa TPYAHOCTAMU B 0OYyYEHUM, Y TAKUX YYEHUKOB
€CTb NPaBo Ha 0CObY0 NoAAEPKKY HE3AaBUCUMO OT GOPMbl 0ByYEeHUA.

Ob6yyeHne B KOPPEKLMOHHOM TMMHA3UKM B TeyeHue 4-x neT — 3To 4obpoBonbHan popma obyyeHus. Ha
CEerogHAWHNN AeHb B KOPPEKUMOHHbIX TMMHA3MAX NpeaaaraloTca Kak HauMOHaNbHble, TaK

N UHAMBMAYANbHbIE NPOrpaMmbl. eBATb HALMOHANbHbIX TMMHA3MYECKMX NPOrpamm yaenatoT ocoboe
BHMMaHMEM NpodecCcMOoHabHbIM KypcaM, BKAOYaoWmMm obyyeHne Ha paboyem mecte (APL). 9To 3HauuT,
YTO yYaLLMIACA NPOXOAMUT NPAKTUKY HA paboyem mecTe B TEUEHUWN, KaK MUHUMYM, 22 HeZeNb.

Ecnn yenoBeK OKOHYMT KOPPEKLMOHHYIO LWKOJY M NOC/E€ OKOHYaHMA TMMHA3MM XO4eT NPOA0/IKUTL CBOE
obyyeHure, TO 3TO MOXKHO caenaTb B WKonax Larvux (cuctema obpasoBaHuMaA Ana B3POC/bIX

C TPYAHOCTAMM 0By4YeHMA), a TaKKe B HEKOTOPbIX HapoaHbix yHMBepcuTeTax (folkhdgskolor). Momumo atoro,
y4YebHble KPYKKWU AN1A N0AEN C UHTENNEKTYalbHbIMUM HapyLeHMAMM ecTb Npu Coto3e HapoaHOro
npoceeleHus (Folkbildningen).




IOHble roabl

Ona Bcex ntogen NoapoCcTKOBbIN BO3PACT — 3TO NepUoA, XapaKTepm3yoLWMINCA 3HAYUTENbHbIMMK
OUBNYECKMMM U SMOLMOHANbHBIMU U3MEHEHUAMMW. ITO B PaBHOM CTENEHM OTHOCUTCA U
K MONOAbIM N10AAM C cMHAPOMOM [ayHa.

Cembsi OCTaeTCsl BaXKHOM, HO APY3bA UM XKeNaHMe UMETb APY3en TOro e BO3pacTa CTAHOBATCA BCE bosee
Ba*KHbIMW /19 MONOAbIX Nt04eN ¢ cuHapomom [ayHa. Kak u apyrue monoapie noam

B NEpPMOL B3POCEHUA, MHOTME MON0AbIE Nt0AM C CUHAPOMOM [layHa 3alyMblBalOTCA O CBOEW
NMOEHTUYHOCTU U CEKCYaNbHOCTU. MHOIME TaK»Ke UCMbITbIBAOT CU/IbHOE XenaHue bbiTb bonee
HEe3aBUCUMbIM.

HeKOTOpre moanoable nrogn ¢ CUHAPOMOM ,El,ayHa TaKXe MOryT ncnbltbiBatb TPYAHOCTHU
C OCO3HaHMnem ceBoux HapyLLIeHMl‘;L Ny HUX MOXKET ObITb MHOXECTBO BOMPOCOB O TOM, KaK HapyLweHuna
NOBNINAKOT Ha UX XU3Hb. Ll,pyrme e coBeplweHHOo 06 aTOM He b6ecnokosTca.

B cBA3M C Tem, YTO MOIOAEXKb C CMHAPOMOM [layHa — 3TO HEOAHOPOAHAA rpynna, CyLLecTsyoT 6obwne
pasnnuma B ob6beme NoaaepKKu, HE0BX0AMMOMN UM ANA TOro, YTObbI cTaTb 6onee HesaBUCMMbIMK. 3aKOH «O
COLMANbHON NOMOLLYM OTAENbHbIM KaTEropUAM NN,

€ GYHKLMOHANbHbIMM paccTporicTBamm» (LSS) gaeT aToi rpynne npaBo Ha pas/inyHble Mepbl NOAAEPKKM ANA
obecneyeHMs TaKOW e KMU3HU, KaK Uy APYrMX MONOAbIX H0AEN TOro e BO3pacTa. ITO MOXKeT bbITb
conpoBoxgeHue (ledsagning), KpaTkoBpemeHHbI Hagzop (korttidstillsyn) nan HasHayeHWe KOHTaKTHOro
nnua (kontaktperson).

[eBun3 «TpeHNpoBKa — 3a10r yMeHUA!» 0COBEHHO aKTyaneH, eCn y YeNOBEKA €CTb MHTENIEKTYa lbHble
HapyLweHuA. Mo 3Ton NpuYMHe B NOAPOCTKOBOM BO3pacTe 0CO6eHHO BaXKHO BbipaboTaTb Nose3Hble
NMPUBbIYKKU, HANPUMEP, NMPUBbIYKM B OTHOLLIEHUU NUTAHUA

N GM3NYECKON aKTUBHOCTHU, YTOObI NPU Nepeesae B OTAE/IbHOE KUJbe B35iTb C COOOM ITOT «Baras».

B HacTosAllee BpemMs BbI6OP aAanTUPOBaHHbIX UAN UHKAHO3UBHbIX 3aHATUIN U TPYNN NOAAEPMKKM ropaso
60/bllie, Yem AN8 NpeablayLumX MOKONEHNN. BO MHOIMX MyHULUMMANUTETAX TaKKe NPUHMMALOT 0cobble
Mepbl Mo opraHM3aummn paboTbl 4158 MONOAbIX JIIOAEN C UHTENNEKTYaIbHbIMU HaPYLLUEHUAM Ha NEeTHWUM
nepwvoga,.

B y4ebHbIM NnaH KOPPEKLMOHHON TMMHA3UM BXOAUT Tak Ha3biBaemoe obyyeHune Ha pabouyem mecte (APL),
YTO A0/IKHO NOC/YXMTb CBOEro poAa BBeAEHNEM B TPYAOBYIO AEATENbHOCTD.

B nocneaHuit rog 0byyeHMa B IMMHA3MM MOXKHO TaKXKe 3aTPOHYTb BOMPOC O TEX MEPONPUATUSAX,
npeaycMoTpeHHbIX 3aKoHOM «O coumManbHOM MOMOLLM OTAENbHbIM KaTeropuam nuL,

¢ GYHKUMOHaNbHbIMKM paccTpoicTBammn» (LSS-insatser), KoTopbie moryT noTpeboBaTbCcA MONOALIM /IOAAM.
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B3pocnaa }XusHb

Camblit ANNTENIbHbIM 3Tan XM3HU — B3POC/As XMU3Hb — XapaKTepu3yeTca APamaTUYeCKUMMU U3SMEHEHNAMM
ana nogen ¢ cuHgpomom AayHa. MpoLwsio ToNbKo 04HO NOKOAEHME,

a NPOAO/MKUTENBHOCTb KM3HW NtOAEN C cMHAPOMOM [layHa noyTu yaBounack. Y pebeHka, poamsLieroca ¢
cuHapomom [layHa B Hawe Bpema (2017 roa), ecTb BCe WaHCbl OTMETUTb CBOE

65-netTme. 3TN NO3UTMBHbIE U3MEHEHWNA OTPaAXKatOT Nporpecc obuwecTsa B pasHbix 061aCTAX, Kacatowmxcs
Nogen ¢ UHTeNNEeKTyaNbHbIMU HapyLeHuAMN. BoT yxke 6onee 20 net cywectByeT 3akoH «O coumanbHom
NOMOLLM OTAE/IbHbIM KaTeropuam nnu, ¢ GyHKLMOHAbHbIMK paccTpoiicTBammn» (LSS-lagen), KoTopblii Mbl
HECKO/IbKO pa3 yNoOMMUHaNM B 3Tol bpoLutope.

TaK, Hanpumep, 3aKOH NpeayCMaTPUBAET TaKyto NMOMOLLb ANA NH04eN C CMHAPOMOM [layHa, KaK NpaBo Ha
noaAepXmMBaemoe NPoOXKMBaAHUE, eXXeaHEBHbIE 3aHATUA N COMPOBOXKAEHMNE. TaKXKe CyLLeCTBYOT pa3/inyHble
BMAbl GMHAHCOBOM NOMOLLM A1A B3POC/bIX. B nocnegHme rogbl NoABUANCE TaKME anbTepHaTUBDI
eXXeaHeBHbIM 3aHATMAM, KaK paboTa c cybcuamnpoBaHmem 3apaboTHOM NaaTbl MaM paboTa No Hammy ¢
OKaszaHuem nogaepku. Jlrogen ¢ cuHgpomom [layHa cerogHa MOXKHO YBMAETb B HOBbIX chepax, BKAKOUAnA
peKknamy, UCKyCcCTBO, TeaTp M Moay v ap.

C poCTOM NPOAO/IKUTENBbHOCTU }KU3HU PacTeT U NOTPEOBHOCTb B KAYUECTBEHHOM MEAULMHCKOM
obcnymBaHUKM B3pocabix. CywecTsyeT nporpamma MeanLMHCKOro 06CNyKMBaAHMA B3POC/bIX

c cuHapomom [layHa, Urpatolian BaxKHYH PoJib Kak A8 Y1eHOB CEMbMU, TaK U AN MeANLUHCKOTO
nepcoHana. CtapeHue nogen c cuHapomom [layHa HacTynaeT paHblle, YeM Y APYTruX OAEN.

M cylwecTByeT NOBbILWEHHbIA PUCK HEKOTOPbIX 3aboneBaHnii, Hanpumep, 6o1e3Hn Anburerimepa. Kak u ana
BCeX Ntoaen, ana naen c cmHapomom [ayHa KpaHe BaxKHbl Takue NnpodunakTnyeckne mepbl, Kak
NnpaBuUbHOE MUTAHME M aKTUBHbIN 06Pa3 }KU3HM, OAHAKO MOKET TaKKe NoTPeboBaTbCA U AOMNONHUTEIbHAA
nomoulb. 3akoH «O couManbHOM MOMOLLW OTAENbHbIM KaTeropuam anu, ¢ GyHKLMOHANbHbIMU
pacctponcTeammn» (LSS-lagen) Bctynun B cuny 8 1994 roay, 4tobbl «coaeMcTBOBATb PABEHCTBY MKU3HEHHbIX
YC/I0BUIM U NOJTHOLEHHOMY Y4aCTUIO YKa3aHHbIX /UL, B OOLLLECTBEHHOM XU3HU» U YTOObI «MHAMBMAY Oblna
npeaocTaB/ieHa BOSMOXHOCTb KUTb, Kak Apyrue».

ITOT 3aKOH B COYETAHMM C pa3BUTMEM 06LLECTBA B OCTA/IbHbIX 061aCTAX, UMEET 04YeHb H0/blLe 3HAYEHME A
noaen ¢ cuHapomom [layHa, B 0CO6EHHOCTU ANA TeX, KTO AOCTUI COBEPLUEHHONETUA B NOC/eAHME ABAALATD
net. CobcTBEHHAA KBAPTUPA, APY3bA ANA 06LeHuA

B CBOOOAHOE BPEMA UAM POMAHTUYECKME OTHOLIEHWA — A1A 3TON rpynnbl Atogen a1o 6onblue

He yTOnuA, a NOBCEeAHEBHAA }KMU3Hb, NPUYEM YNCNO NOAEN, HKUBYLLMX TAKOW KU3HbIO, O4EHb CU/IBHO
BO3POC/I0 MO CPABHEHMIO C MPOLLIbIM.

Dotorpadun: Mammu Crencrpém/rasera «l"otnannc Annexanga»
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NCTOYHUKM MHPOPMaALUU U CCbIZIKU

LLiBeacKasa HauMOHaNbHaA accoLuMaLUa NOMOLLM INL,AM C HAPYLUEHMEM UHTENIEKTYa/IbHOro
pa3ssutua (FUB)
http://www.fub.se/

LLiBeackan accoumnayma NOMOLWM MLAM C CMHAPOMOM [layHa
http://www.svenskadownforeningen.se/

LLiBeackan ceTb opraHusaumnii no tHGoOpPMUPOBaHUIO O NPeHaTaNbHOM AnarHocTuke (Snif)
http://www.snif.one

O cuHapome [layHa
http://www.svenskadownforeningen.se/downs-syndrom/

[Do6po noxkanosartb, Hawwu Alobumble aetn! UHpopmaumna o cuHapome [layHa
ANA TeX, KTO HeJaBHO CTan POAUTENAMM
https://www.svenskadownforeningen.se/ny-foralder/valkommen-alskade-barn/

3HaKoMbTeCb, 3TO Halla NOBCeAHEBHaA }U3Hb! Puabm 0 manbiwax c cMHapomom [layHa
https://vimeo.com/29138284

3HaKoMbTeCb, 3TO Halla NoBceaHeBHaA Ku3Hb! LLIKoNbHbIE roabl geten ¢ cuHapomom [layHa
https://vimeo.com/28867032

3HaKoMbTeCb, 3TO Halla NOBCeAHEBHaA KU3Hb! B3pocnan usHb nogei
c cuHapomom [layHa
https://vimeo.com/32360534

CuHppom [layHa, nporpamma no meauunmHcKkomy obcny>kusaHuio aeteii ot 0 ao 18 ner
http://snpf.barnlakarforeningen.se/wp-content/uploads/sites/4/2014/10/sjuttondown.pdf

http://snpf.barnlakarforeningen.se/wp-content/uploads/sites/4/2014/10/sjuttondowntabell.pdf

Abunutauua geten U MoNoAECKHU
https://www.1177.se/barn--gravid/vard-och-stod-for-barn/funktionsnedsattning-hos-barn/

OpraHusauusa IAKM Sverige (MexayHapogHas accouunaumn, paboratowasn

no Kapnacragckoit mogenwm, weeackoe otgeneHune), O6vegmHeHne No U3y4eHUIO A3blKa U
Pa3BUTUIO A3bIKOBbIX HABbIKOB

https://www.iakm.se/

FocyaapcTBeHHOe ynpaBieHue cpegHero obpasoBanus (Skolverket), utHpopmauyms o
KOPPEKLMOHHOM LIKOoNe
https://www.skolverket.se/undervisning/grundsarskolan
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KoppeKuuoHHasa rumHasusa
http://www.gymnasiesarskola.se/?gclid=CMaP4NO3mtQCFU GsgodbmOLIg

SPSM — HauuoHanbHbI COBET NO cneuuanbHO NegarorMke U WKobHOMY 06pa3oBaHuio
https://www.spsm.se/

HapopgHbie yHuBepcutetbl — nHpopmauma o6 yuebe ¢ pyHKLNOHANbHLIMM HAPYLUEHUAMU
https://www.folkhogskola.nu/lattlast/att-studera-med-funktionsnedsattning/

FocyaapcTBeHHOe ynpasnieHue cpegHero obpasosaHusa (Skolverket), BcnomorarenbHoe
obpasoBaHue anA B3poCabIxX (sarvux)
https://www.skolverket.se/undervisning/vuxenutbildningen/komvux-som-sarskild-utbildning-pa-
grundlaggande-niva

AreHTcTBO No Tpyaoycrpoiictey (Arbetsformedlingen) — nomowb gna nuy,

¢ PYHKLUMOHA/IbHbIMU HapyLleHUAMMU
https://arbetsformedlingen.se/for-arbetssokande/extra-stod/stod-a-o/kategorier/stod-a-o-for-
dig-med-funktionsnedsattning

LSS — 3aKoH «O couuranbHON NOMOLLM OTAE/IbHbIM KaTeropuam nuy, ¢ GyHKLMOHANbHbIMMU
pacctpoicrBamu» https://www.riksdagen.se/sv/dokument-lagar/dokument/svensk-
forfattningssamling/lag- 1993387-om-stod-och-service-till-vissa sfs-1993-387

lfocyaapcTBeHHOE ynpaBaeHue CounanbHOM 3awmTbl HaceneHusn (Socialstyrelsen) — HykHa am
Bawemy pebeHKy nomoLub obuiectsa?

https://www.socialstyrelsen.se/globalassets/sharepoint-
dokument/artikelkatalog/kunskapsstod/2017-10-4.pdf

LLiBeacKoe ynpaBneHue coumanbHoro crpaxoBaHua (Forsakringskassan) — Ecaum y Bawero
pebeHKa PyHKLUOHANbHOE HapyLUeHue
https://www.forsakringskassan.se/privatpers/funktionsnedsattning/om-ditt-barn-har-en-
funktionsnedsattning
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O Snif

LLIBeackan ceTb opraHM3aumin No MHGOPMMPOBAHMIO O NpeHaTanbHOM AnarHocTmke (Snif)
6blna ocHoBaHa BecHow 2015 roga ¢ uenbto 06begMHEHMA NpeacTaBUTENEN PA3IUYHbIX
peneBaHTHbIX NpodeccMin N opraHM3aLUnii, AeNCTBYIOWMX B UHTEpPECaxX Ntoael

c cuHgpomom [ayHa. B ceTb Snif BxoaaT LLIBeacKaa accounaums NOMOLLM ANLLAM

c cuHgpomom [layHa, LLIBeacKas HauMOHaIbHAA accoumauma NOMOLLM IMLAM C
HapyLleHnem UHTeNNeKTyanbHoro passutua (FUB), cneumnanmcTbl })KEHCKOM KOHCYNbTaLMMK,
TMHEKONOrUN, TEHETUKN, TEHETUYECKNE KOHCYIbTaHTbl, MEAULMHCKUE CNEeUUanmCTbI

No NpeHaTa/ibHOM AMAarHOCTUKe Nao4a, CNeunanmcTbl No BONPOCaM 3TUKU U NpeacTaBUTe b
LeHTpa peakux anarHo3os. CogeprkaHne HacToaLen MHPopMaLnMoHHOM Bpoltopbl 6bi10
NpoBepeHo npeacTaBuTenem FocyaapcTBEHHOro coBeTa Mo BONPOcam MeAULMHbBI U 3TUKK
(Smer).

Llenbto cetn Snif apnaetca cogenctene paBHOMY A0OCTYNYy K HEUTPAbHOM

N BbICOKOKQYeCTBEHHOM MHDOPMALMK, 3HAHMAM U KOMMYHUKALMAM NO BONPOCam
AVNArHOCTUKM Nnoaa. Mbl TakkKe XOTUM BHECTM CBOM BKNA4, B NPOAOIKEHNE 3TUYECKMX
AebaToB No 3TMm Bonpocam B obuwecTtse. [lomnmmo 3Toro, Hawa paboTta BKAOYaeT
pa3paboTKy aKTya/IbHbIX U COBPEMEHHbIX MHPOPMALMOHHbBIX MATEPMANOB MO ANATHOCTUKE
naoga, KotTopble MoryT BbITb AOCTYMNHbI YNTATE/IIO HE3ABUCMMO OT MECTa ero NPOXKMBaHMUA.

LleneBoit ayauTopmen gaHHOM bpoLutopbl sBAAKOTCA byayuime poamutenu, cneunanmncTbl
N opyrne 3anHTepecoBaHHbIe NLa.

Bpowtopa coaepkMUT 0606LLEHHBIN U OCHOBAHHbIN Ha pakTax 0630p No Teme, YTO Takoe
CMHAPOM [layHa M YTO OH MOMKET nogpasymeBaTb. ITa UHGOPMaLMA He A0/XKHA
MCNONb30BaATbCA A/1A NPOBEAEHUA MeANLMHCKOM OLEeHKU. Bce peleHunsa, Kacatowmecs
yxoza 1 3ab0Tbl 0 NaumeHTe, A0KHbI 0O6CYKAaTbCA C OpraHM3aumeit, OTBETCTBEHHOM 3a
yXOA.

LLIBeackas ceTb opraHvsaLui
Nno MH(OPMUPOBAHUIO
0 NpeHaTanbHOM ANArHOCTUKE

[aTa obHoBneHus: 30.05.2024




